THE WELL-BEING OF SIBLINGS OF PATIENTS WITH SCHIZOPHRENIA: AN
EVALUATION WITHIN THE TRANSACTIONAL STRESS AND COPING
MODEL

A THESIS SUBMITTED TO
THE GRADUATE SCHOOL OF SOCIAL SCIENCES
OF

MIDDLE EAST TECHNICAL UNIVERSITY

BY

MUAZZEZ MERVE YUKSEL

IN PARTIAL FULFILLMENT OF THE REQUIREMENTS
FOR
DOCTOR OF PHILOSOPHY
IN THE DEPARTMENT OF

PSYCHOLOGY

MAY 2013



Approval of the Graduate School of Social Science

Prof. Dr. Meliha Altunisik
Director

| certify that this thesis satisfies all the requirements as a thesis for the degree of
Doctor of Philosophy.

Prof. Dr. Tulin Geng6z
Head of Department

This is to certify that we have read this thesis and that in our opinion it is fully
adequate, in scope and quality, as a thesis for the degree of Doctor of Philosophy.

Prof. A. Nuray Karanci
Supervisor

Examining Committee Members

Prof. Tulin Gengoz (METU, PSY)

Prof. A. Nuray Karanci (METU, PSY)

Prof. Dr.Cem Atbasoglu (A.U. FAC. OF MED.)

Prof. Dr. Mustafa Yildiz (K.U, FAC. OF MED)

Asst. Prof. Giilbahar Bastug (C.U., PSY)



| hereby declare that all the information in this document has been obtained
and presented in accordance with academic rules and ethical conduct. I also
declare that, as required by these rules and conduct, I have fully cited and

referenced all material and results that are not original to this work.

Name, Last Name: Muazzez Merve Yksel

Signature



ABSTRACT
THE WELL-BEING OF SIBLINGS OF PATIENTS WITH SCHIZOPHRENIA: AN
EVALUATION WITHIN THE TRANSACTIONAL STRESS AND COPING

MODEL

Yiksel, Muazzez Merve
Department of Psychology

Supervisor: Prof. Dr. A. Nuray Karanci

May, 2013, 136 pages

Schizophrenia is a chronic mental illness which strongly affects not only
schizophrenia patients, but also their families and close relatives. So far, family
research on patients with schizophrenia has focused on parents, but has neglected
siblings.The present study aims to evaluate the well-being of the siblings of patients
with schizophrenia within the Lazarus & Folkman’s Transactional Coping and Stress
Model. The sample consisted of 103 well siblings of schizophrenia patients. In the
present study Socio-demographic Information Form, Subjective Well-being Scale,
Rosenberg Self-esteem Scale, Zarit Caregiver Burden Scale, Multidimensional
Perceived Social Support Scale, Religiousness Scale, Ways of Coping Scale and,
Shortened Perceived Parental Rearing Styles Form were administered to the well

siblings. The results of the present study revealed that wellbeing was found to be



associated with perceived mother over-protection by well siblings, social support,
problem-focused coping, and indirect coping. Self-esteem which is a strong indicator
of well-being as the second outcome measure was found to be predicted by gender,
burden, perceived mother rejection, father rejection, mother over-protection, mother
warmth, father warmth, religiousness, problem-focused coping, and indirect coping.
Furthermore, social support was found to be as a moderator variable between burden
and well-being; and two mediators of burden were determined which are problem-
focused coping and social support. In the framework of Stress and Coping Theory,
the significance of perceived social support and ways of coping of well siblings were
validated. Social support seems to be very important factor for well-being and self-
esteem of the well siblings. It moderates burden, moreover it mediates the
relationship between burden and wellbeing. Therefore, siblings should be provided
social support as well as their problem focused coping strategies should be

strengthened.

Keywords: well siblings, schizophrenia, well-being, social support, coping



Oz

SIZOFRENI HASTALARININ KARDESLERINDE PSIKOLOJIK IYILIK

HALININ STRES VE BASA CIKMA MODELI ILE DEGERLENDIRILMESI

Yiksel, Muazzez Merve
Doktora, Psikoloji Bolimdi

Tez Yoneticisi: Prof. Dr. A. Nuray Karanci

Mayis, 2013, 136 sayfa

Sizofreni, sadece hastalar1 degil ayn1 zamanda hastanin yakinindakileri ve aileleri de
etkileyen kronik bir ruhsal rahatsizliktir. Bugiine dek yapilan bilimsel caligmalar ve
psikolojik miidahaleler anne babalar iizerine odaklanirken, sizofreni hastalarinin
kardesleri ihmal edilmis bir grup olagelmistir. Bu ¢alismada, sizofreni hastalarinin
kardeslerinin psikolojik iyilik halleri, Lazarus ve Folkman’in Stres ve Basa Cikma
Kurami dahilinde incelenmistir. Calismaya 103 sizofreni hastasina sahip kardes
katilmistir. Caligmaya katilan sizofreni hastalarinin kardeslerine Sosyodemografik
Bilgi Formu, Psikolojik lyilik Hali Olgegi, Rosenberg Benlik Saygisi Olgegi, Zarit
Bakic1 Yiikii Olgegi, Algilanan Sosyal Destek Olcegi, Bas Etme Yollar1 Olgegi ve

Algilanan Anne Baba Tutumlari Olgegi uygulanmistir. Calismanin  sonuglari,

Vi



anneden algilanan korumaci tutumunun, algilanan sosyal destegin, problem odakli
bas etme ve dolayli bas etme stratejilerinin saglikli kardeslerde psikolojik iyilik hali
ile iligkili olduguna isaret etmektedir. Psikolojik iyilik halinin &nemli
gostergelerinden biri olan benlik saygisi da, cinsiyet, bakici ytikii, anneden algilanan
reddedilme, korumacilik ve ilimli tutum ile babadan algilanan reddedilme ve 1limli
tutum, algilanan sosyal destek, dindarlik, problem odakli ve dolayli bas etme
stratejileri ile iliskili bulunmustur. Ayrica, yapilan calismada problem odakli bas
etme stratejisi ile sosyal destegin bakict yiikii ve psikolojik iyilik hali arasinda araci
bir rolii oldugu ve sosyal destegin ayn1 zamanda bakic1 yiikiiniin moderatorii oldugu
saptanmistir. Stres ve Basa Cikma Modeli 1s18inda degerlendirildiginde, sizofreni
hastalarinin kardeslerinde algilanan sosyal destegin ve problem odakli bas etme
stratejisinin 6nemi dogrulanmistir. Bu baglamda, sizofreni hastalarmin kardesleri
i¢in sosyal destek saglanmasi ve problem odakli bas etme stratejilerini giiclendirmeyi

hedefleyen klinik ¢aligmalar gelistirilmesi gereklidir.

Anahtar kelimeler: sizofreni hastalarinin kardesleri, sizofreni, psikolojik iyilik hali,

bas etme
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CHAPTER 1

INTRODUCTION

1.1 Overview

The present study aims to evaluate the well-being of the siblings of patients
with schizophrenia. Then, evaluation is conducted within the framework of the Stress
and Coping Model.

The introduction section presents reviews and analyses of the literature on the
siblings of patients with schizophrenia who were assumed non-psychotic referred to
as well siblings. The first part consists of the description of schizophrenia and its
effects on the family, and the burden caused by schizophrenia. This research,
especially points to the dearth of research on siblings of the patients with
schizophrenia who are “secondary victims” of the disorder.

The second part, presents briefly the caregiver stress models briefly in the
literature and elaborates the “Lazarus& Folkman’s Stress and Coping Model” in
detail, since this is the model used in the present study to evaluate the well-being of
the well siblings.

The third part of the introduction chapter covers the variables related to
coping, perceived parental rearing styles and personal resources to evaluate the well-

being of the well siblings through the framework of the model which is cited above.

1.2 Patients with Schizophrenia and Their Siblings

Schizophrenia is a severe form of mental illness affecting about 7 per thousand of
the adult population, mostly in the age group between 15 to 35. Though the incidence
is low (3-10,000), the prevalence is high due to chronicity (World Health

Organization, 2008). Schizophrenia is a multidimensional illness with a profound



impact on psychosocial functioning of the patients; it imposes severe hardships not
only on the patients but also on their relatives. So far, family research on
schizophrenia patients has focused on parents. Most of the support is designed
specifically for the parents, but has neglected the siblings (Greenberg, Kim &
Greenley, 1997; Lukens, Thorning, & Lohrer, 2002; Anderson & Kinsella, 1996;
Friedrich, Lively & Rubenstein, 2008). Siblings, in particular, may feel neglected by
their parents and/or by the mental health professionals while their ill sibling gets
attention and resources. However, the presence of the brothers and the sisters are
essential in many people’s lives as providers of a kind of intimacy, confidence,
emotional support, and protection. In a study conducted with primary school
children, the siblings were favoured over the subjects’ fathers as a source of support
and help (Kosonen, 1996).

The relationship among the siblings is usually intense as well as greatly
significant on individuals’ life. First of all, the relationship of the siblings, contrary to
many other family members and friends, takes longer durations. It is the most stable
and consistent relationship across their life time. Moreover, two siblings share a very
large genetic heritage and common biological origin compared to the other family
members. Furthermore, they share very common early family experiences that
contribute to their sense of life via understandings of a common cultural and social
environment. Last, but not the least, their ages are close to each other, which may
affect their relationship pattern and help them to develop a distinguished relationship
compared to their other significant ones (Lamb & Sutton Smith, 1982; Cicirelli,
1995). Despite the fact that sibling relationships are commonly experienced as
positive, many people perceive their sibling as competitors because of the attention
and time given by their parents (Cicirelli, 1995).

Schizophrenia, as a common disorder, has the potential to affect lots of
siblings who do not themselves have a mental illness. The literature commonly refers

to them as well siblings who have a sibling with a mental illness and do not have a



mental illness themselves (Blasko, 2008). Therefore, in the present study, the siblings

who have a sibling with schizophrenia will be referred as well siblings as well.

1.3 Burden among Well Siblings

In the mid-1950s, when a growing number of patients were discharged from
psychiatric hospitals and placed into the community, the importance of family
caregiving has become more recognized. Nowadays, as a consequence of the policy
of deinstitutionalization, patients with schizophrenia and other psychotic disorders
live in the community rather than psychiatric clinics (Lamb & Bachrach, 2001). In
this manner, deinstitutionalization movement has forced families to become de facto
case managers and primary caregivers for their patient (Grella & Grusky, 1989;
Intagliata, Willer & Egly, 1986; Lamb & Oliphant, 1978; Solomon & Marcenko,
1992).

Caregiving is an experience that can be rewarding as well as stressful.
According to Rector and Beck (2001), the greatest source of stress for caregivers is
caring for a family member who has a mental illness.

Caregivers often experience emotional and physical health problems that lead
to difficulties in both achieving and managing a balance between the work and
family responsibilities which usually result in frequent job absenteeism, exhaustion,
and lack of concentration (Merrill, 1997; Papolos & Papolos, 2006; Stephens,
Franks, & Atienza, 1997).

There is a comprehensive literature on the effects of being a caregiver of a
patient with schizophrenia. The most well-known definition and classification of
burden were introduced by Hoenig and Hamilton (1966). According to these
researchers, two kinds of burden exist: objective burden and subjective burden. The
objective burden was defined as practical and observable problems such as financial
difficulties, disruptions in leisure and work activities. The subjective burden was
defined as psychological reactions to the illness of the family member such as

depression, anxiety, and feeling of loss.



Studies revealed that the impacts of the caregiving process of the patients
with schizophrenia were not limited to the primary caregivers; all family members
are affected from having a mentally ill patient at home (Valiakalayil, Paulson, and
Tibbo, 2004). For instance, adolescences were also affected negatively due to having
a mentally ill member at home when one of the members of their family such as
parents or siblings had been diagnosed by schizophrenia. They had difficulties in
dealing with the positive and negative symptoms of schizophrenia if they were
uneducated and uninformed about the illness particularly when they had to cope with
extra household activities (Valiakalayil, Paulson, and Tibbo, 2004).

In addition to familial burden related to the illness of a family member at
home, studies indicated a handover of the parental caregiving duties to the healthy
siblings. Elderly parents, particularly older mothers, prefer to transfer the caregiving
responsibility to the well sibling of the ill child instead of turning to other elderly
relatives (Pruchno, Patrick & Burant, 1996; Smith, Hatfield & Miller., 2000). Aging
parents commonly count on siblings who have the ability, resources, and contacts to
make arrangements for providing care (Lefley, 1987).

Smith, Hatfield and Miller (2000) note that when asked who they would
prefer to assume primary caregiving responsibility of their ill family member, 76 %
of the parents indicated the siblings. Although little is known about the experience of
burden among these well siblings, who have become pushed caregivers (Horwitz,
1993a, 1993b; Marsh, Appleby, Dickens, Owens, & Young, 1993; Wasow, 1995), it is
not difficult to estimate the burden they experienced due to looking after an ill sister,
or brother since there is a large amount of siblings engaged in caregiving activities.
In the study of Schmid and colleagues, a total of 492 individual statements from well
siblings were summarized. The three most often reported burden by the well siblings
are handling the symptoms of the illness, emotional burden due to the illness of the
sibling and lastly uncertainty in judging the amount of stress that patient can cope
with (Schmid, Schielein,Binder, Hajak, Spiessl, 2009).



According to the results of the study conducted by Karla, Nischal, Trivedi,
Dalal, and Sinha (2009), siblings experienced more burdens as compared to spouses
of the patients with schizophrenia. Findings of another study on the factors
associated with the subjective burden on siblings of adults with severe mental illness
indicated that the well sibling’s experience of burden was significantly correlated
with the degree of symptomatology of the illness. Moreover, well siblings who
viewed their ill sibling could not have controlled his or her behaviour, reported lower
levels of subjective burden than those who viewed the sibling’s behaviour as within
their control (Greenberg, et al., 1997).

Issues of time, finances, and the perceived need of the ill sibling are found to
be related with the objective burden of the well siblings (Hatfield & Lefley, 2000;
Horwitz & Reinhard, 1995). Difficulty imposed by financial and time constraints and
difficulty in balancing the needs of the new family of the well sibling with their ill
sibling’s needs were reported (Marsh, 1998).

The gender of the ill sibling seems to affect the level of burden felt by well
siblings. Siblings of brothers with schizophrenia experience more burden than do
siblings of sisters because female patients seem to experience a less devastating
course of schizophrenia than male patients do (McGlashan & Bardenstein, 1990).
Cook’s (1988) study revealed that among parental caregivers, mothers rather than
fathers assumed the primary caregiving role; likewise, Greenberg’s study
revealed that sisters rather than brothers had more frequent interaction with their
ill sibling thus sisters reported more subjective burden (Greenberg, et al., 1997). In
the same study, education levels of well siblings and age of the ill siblings were
found to have an impact on the subjective burden. The well-educated siblings stated
more subjective burden than the relatively less educated ones. Siblings who look
after a younger sibling reported less subjective burden than those who provide care
for an older patient. In general, older siblings and brothers tended to report lower
levels of subjective burden than younger siblings and sisters did (Greenberg, et al.,
1997; Greenberg et al., 1993).



In addition to the caregiver burden on the well siblings, they also face the fact
of a debilitating disorder of a loved one which eventually leads to an emotionally
troubled journey. When a brother or sister is diagnosed with a mental health disorder,
illness of their sibling gives a rise to a large amount of ambivalent feelings and
confusions about the way their sibling acts. Stalberg, Ekerwald and Hultman (2004)
presented a unifying theme as “sibling bond” in order to describe the combination of
emotions experienced by the well siblings. Researchers produced the term sibling
bond mixed with feelings of love, sorrow, anger, envy, guilt, and shame which were
the primary emotions expressed by the well siblings. Researchers indicated that
development of those strong feelings is due to the emotional tie between the siblings
(Stalberg, Ekerwald & Hultman, 2004).

Kristoffersen and Mustard (2000) pointed out the importance of the feelings
in relation to the experience of being a brother or sister of someone who suffers from
schizophrenia. They assumed that one of the greatest burdens of a well sibling was
related to the mixed emotions towards ill sister or brother which are grief, hope,
anger, guilt, and shame. According to their theory of interrupted feelings, those
emotions are interrupted by four interconnected dynamics; ambiguous loss, the
fluctuating nature of the disorder, an inner prohibition of feelings and the perception
of invalidated feelings by others (Kristoffersen & Mustard, 2000). Ambiguous loss
refers to the pain of the well siblings due to the perception of ill sibling as dead,
unavailable to contact with in many ways but who still exists. This kind of grief is
different from grieving over a loss of sibling through death, not appropriate for
clinical grief work and could not be accepted peacefully by the well sibling. The
emotion interrupts by this kind of ambiguous loss (Kristoffersen & Mustard, 2000).
The fluctuating nature of the disorder makes it difficult to handle the emotions
properly, the hope and hopelessness of the well sibling fluctuates according to the
course of illness of the ill sibling (Kristoffersen & Mustard, 2000). Well siblings
experience the inner prohibition of feelings such as guilt because of feeling grief for

someone who is present and this is experienced internally by the well sibling as if



she is taking the life of the ill sibling who is still living. Since the sorrow never
comes for a present one, the grief process is never completed and the well sibling has
to deal with the rise of those mixed feelings (Kristoffersen & Mustard, 2000). Last
but not the least, the well sibling experiences the burden for not being understood by
others and being unable to share emotions with someone else (Kristoffersen &
Mustar,d 2000). The feelings of grief, shame, and guilt cannot be validated by the
well siblings without affirmation of others (Marsh, 1998).

Survivor’s guilt is another hurtful emotion experienced by the well sibling in
the form of a burden that is a mental condition that occurs when a person perceives
himself or herself to have done wrong by surviving and being well the mental illness
when the other sibling did not (Titelman, 1991).

Due to the stigmatizing nature of schizophrenia, the well siblings not only
feel selfish for being embarrassed by the illness of the sister or brother, but also
concerned about what to tell other people when they ask questions about the ill
sibling and his/her acts. They may sometimes feel frustrated by the doctors or family
and by the mental health system for not being included in the recovery or treatment
plans. On the other hand, they may become frustrated towards the ill sibling for the
increased attention and care provided to the latter and may feel that his/her own
needs are not met by the parents, the ill sibling does not have responsibilities as
much as the well sibling; on the other hand s/he may feel guilty and helpless in
addition to the concerns of (not) caregiving for their loved one because of inability to
help or make him/her better (Marsh & Dickens, 1997).

With the sense of growing up too fast, s/he may sense the burden of being the
perfect child and not cause any trouble by succeeding at everything besides the grief
over losing a normal childhood. Resentment at not having a normal family life,
having to deal with this pressure for the rest of his/her life rises with the fear of an
unknown disorder and a scary future (Marsh & Dickens, 1997).

In conclusion, when a family member is diagnosed with schizophrenia all

family members are affected and burdened; however due to different family roles,



the emotional reactions, and the perception of burden could be different. The well
siblings appear to have a more voluntary role in caregiving compared to the parents.
Nevertheless, the strong emotions described in Stalberg et. al study (2004) suggests
that the influence of the sibling bond should not be underestimated when working on
the family burden related to schizophrenia.

In the present study, the factors related to the burden of well siblings will be
investigated
in the light of the conceptual framework of Lazarus and Folkman’s Stress and
Coping Model which will be explained in the following section in detail (Lazarus &
Folkman, 1984).

1.4 Lazarus & Folkman’s Stress and Coping Model

In the literature, there are three main models that can be used to explain caregiver
stress. They are the Family Stress Theory (McCubbin & McCubbin, 1993), The
Resource Deterioration Model (Ensel & Lin, 1991), and the Transactional Stress and
Coping Model (Lazarus & Folkman, 1984). In their Family Stress Theory (1989),
McCubbin and McCubbin suggested that during transitions and changes, families
have power and competence to improve the growth of the members of the family and
to prevent the family from critical disruption and destruction (as cited in Saunders,
1999, p. 97). The second model, namely the Resource Deterioration Model, (Ensel &
Lin, 1991), presumes that stressors and outcomes are mediated by coping and
support resources. According to this model, when a vulnerable group is exposed to a
stressor, the stressor increases the distress by reducing the level of inadequate coping
and support both directly and indirectly. The third model, the Stress and Coping
Model (Folkman & Lazarus, 1984), suggests that the interaction between demands of
situation and individual’s coping capacity determines the level of stress. In our study,
the third model will be used as a framework in examining the factors of well siblings

of patients with schizophrenia.



Definitions of stress encompass a number of facets. In general, however, stress
falls into a limited number of broad categories. One major category of stress is
conceptualized as the occurrence of significant life events that are interpreted by the
person as undesirable (Lazarus & Folkman, 1984; Luthar & Zigler, 1991; Monroe
& Peterman, 1988; Monroe & Simons, 1991). Two concepts are central to the
psychological stress theory: appraisal, i.e., individuals' evaluation of the significance
of what is happening for their well-being, and coping,,i.c., individual’s efforts in
thought and action to manage specific demands (Lazarus,1993) (Figure 1).

Since its first presentation as a comprehensive theory (Lazarus, 1966), the
Lazarus stress theory has undergone several essential revisions (Lazarus, 1991;
Lazarus & Folkman, 1984; Lazarus & Launier, 1978). In the latest version
(Lazarus,1991), stress is regarded as a relational concept, i.e., stress is not defined as
a specific kind of external stimulation nor a specific pattern of physiological,
behavioral, or subjective reactions. Instead, stress is viewed as a relationship
(‘transaction'’) between individuals and their environment. Psychological stress refers
to a relationship with the environment that the person appraises as significant for
his/her wellbeing and in which the demands tax or exceed available coping
resources' (Lazarus & Folkman, 1984). This definition points to two processes as
central mediators within the person - environment transaction: cognitive appraisal
and coping. The concept of appraisal, introduced into emotion research by Arnold
(1960) and elaborated with respect to stress processes by Lazarus (1966,; Lazarus &
Launier, 1978), is a key factor for understanding stress-relevant transactions. This
concept is based on the idea that emotional processes (including stress) are
dependent on actual expectancies that persons manifest with regard to the
significance and outcome of a specific encounter. This concept is necessary to
explain the individual differences in quality, intensity, and duration of an elicited
emotion in environments that are objectively equal for different individuals. It is
generally assumed that the resulting state is generated, maintained, and eventually

altered by a specific pattern of appraisals. These appraisals, in turn, are determined



by a number of personal and situational factors. The most important factors on the
personal side are motivational dispositions, goals, values, and generalized
expectancies. Relevant situational parameters are predictability, controllability, and
imminence of a potentially stressful event. In his monograph on emotion and
adaptation, Lazarus (1991) developed a comprehensive emotion theory that also
includes a stress theory (Lazarus, 1993). This theory distinguishes two basic forms of
appraisal which are primary, and secondary appraisal (Lazarus, 1966). These forms
rely on different sources of information.

Primary appraisal concerns whether something of relevance to the
individual's well-being occurs, whereas secondary appraisal concerns with coping
options. Within primary appraisal, three components are distinguished: goal
relevance describes the extent to which an encounter refers to issues about which the
person cares. Goal congruence defines the extent to which an episode proceeds in
accordance with personal goals. Type of ego- involvement designates aspects of
personal commitment such as self- esteem, moral values, ego-ideal, or ego-identity.

Likewise, three secondary appraisal components are distinguished: blame or
credit, coping potential and future expectations. Blame or credit results from an
individual's appraisal of who is responsible for a certain event. By coping potential,
Lazarus (1984) refers to a person's evaluation of the prospects for generating certain
behavioural or cognitive operations that will positively influence a personally
relevant encounter. Future expectations refer to the appraisal of the further course of
an encounter with respect to goal congruence or incongruence. Specific patterns of
primary and secondary appraisal lead to different kinds of stress. Three types are
distinguished: harm, threat, and challenge (Lazarus & Folkman 1984). Harm refers
to the (psychological) damage or loss that has already happened. Threat is the
anticipation of harm that may be imminent. Challenge results from the demands that
a person feels confident about mastering. These different kinds of psychological
stress are embedded in specific types of emotional reactions, thus illustrating the

close conjunction of the fields of stress and emotions. Lazarus (1991) distinguishes
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15 basic emotions. Nine of these are negative (anger, fright, anxiety, guilt, shame,
sadness, envy, jealousy, and disgust), whereas four are positive (happiness, pride,
relief, and love). (Two more emotions, hope and compassion, have a mixed valence.)
At a molecular level of analysis, the anxiety reaction, for example, is based on the
following pattern of primary and secondary appraisals: there must be some goal
relevance to the encounter. Furthermore, goal incongruence is high, i.e., personal
goals are thwarted. Finally, ego-involvement concentrates on the protection of
personal meaning or ego- identity against existential threats. At a more molar level,
specific appraisal patterns related to stress or distinct emotional reactions are
described in terms of core relational themes. The theme of anxiety, for example, is
the confrontation with uncertainty and existential threat. The core relational theme of
relief, however, is "a distressing goal-incongruent condition that has changed for the

better or gone away' (Lazarus, 1991).

11



PEYCHOLOGITAL
STREZS

"How dpes the situation
qifect wy: personal well -L
baime? " -

) | TRIMARY ATDRATSAL |

“How might I cope l l

with the sifuation?’

| SECONDARY ADTRAISAL | M0 THREAT
1

|

Berception of INABILITY

to copa

|

| DISTRESS |

WELLEEING | | wosTRESS |

Figure 1. Lazarus& Folkman’s Stress and Coping Model (1984)

Coping is intimately related to the concept of cognitive appraisal and, hence,
to the stress-relevant person-environment transactions. Most approaches in coping
research follow Folkman and Lazarus (1984), who define coping as ‘the cognitive
and behavioural efforts made to master, tolerate, or reduce external and internal
demands and conflicts among them." This definition contains the following
implications:

(@) Coping actions are not classified according to their effects (e.g., as
reality-distorting), but according to certain characteristics of the coping process.

(b) This process encompasses behavioural as well as cognitive reactions in
the individual.

(c) In most cases, coping consists of different single acts and is organized
sequentially to form a coping episode. In this sense, coping is often characterized by
the simultaneous occurrence of different action sequences and, hence, an

interconnection of coping episodes.
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(d) Coping actions can be distinguished by their focus on different elements
of a stressful encounter (Lazarus & Folkman, 1984). They can attempt to change the
person—environment realities behind negative emotions or stress (problem-focused
coping). They can also relate to internal elements and try to reduce a negative
emotional state, or change the appraisal of the demanding situation (emotion-focused
coping).

1.4.1. Adaptation of Original Model for the Well-being of the Well

Siblings

“Stress and Coping Theory” paradigm is selected as a framework, since it
deals directly with the responses of normal people, such as caregivers, to stressful
circumstances.

As applied to the well siblings, the stressor event is the ill sibling’s illness
with its associated behaviours and it is the way in which these are appraised by the
well sibling that constitutes the experience of caregiving.

Burden will be taken as a primary appraisal which is an external demands or
potential threat that has been appraised as a stressor (Lawton, et al., 1984). The
siblings’ perceived parental factors, personal resources and coping strategies can be
taken as the secondary appraisal, linked to the primary appraisal, which may
determine the likelihood of the siblings’ well-being. Outcome in terms of well-being
is regarded as the result of an interaction between the appraisal and the well-siblings’
coping strategies (the cognitive and behavioural efforts aimed at controlling the
demands imposed by the stressor). Since well siblings are not patients, it is important

that the outcome is constructed in terms of well-being (Figure 2).
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Figure 2. Adapted Mediation Model for the Lazarus & Folkman’s Stress and Coping Theory (1984)

Lazarus& Folkman’s Stress and Coping Theory, refers the moderating effects
of the appraisal as well as mediating effects. The fact that not all individuals who
experience significant stress develop a disorder has led, in part, to the recognition
that vulnerability processes are important components of psychopathology; such
factors predispose some individuals to psychopathology when stress is encountered.
This approach refers an interaction of vulnerability and stress as essential for

understanding the development of stress (Figure 3).
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Figure 3. Adapted Moderation Model for the Lazarus & Folkman’s Stress and Coping Theory (1984)

1.4.2. Variables Related to the Well-being of the Well Siblings

1.4.2.1 Perceived Parental Rearing Styles among Well Siblings

When a brother or sister is diagnosed with schizophrenia, along with all the
family members, well siblings experience considerable burden in their family origin.
Schizophrenia is one of the secrets of their childhood. Unlike a physical illness,
schizophrenia with its bizarre symptoms is experienced as a childhood trauma by the
well siblings. The disorder may be equated with “teenager acting out” for an
uninformed child that obstructs the accepting of the schizophrenia diagnosis as an
illness which leave the siblings with very little scope to deal with or understand
(Taylor, 2009).

The well siblings often state the feeling of invisibility within their family
(Lukens, Thorning, & Lohrer, 2004; Marsh, 1998; Marsh & Dickens, 1997) and try
hard to get the attention by their parents. They strive for perfection to gratify their
parents (Marsh, 1998) which is called the “replacement child syndrome”; they
attempt to be successful and thriving in order to recompense their ill sibling (Lukens
et al., 2004; Marsh, 1998; Marsh & Dickens, 1997), even some confess acting out to
seek attention from their parents (Lukens et al., 2004). They describe themselves as
forgotten child with a sense of relinquishment (Marsh & Dickens, 1997) and state
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that their family life is built around the ill sibling (Thorning & Lukens, 1996). Since
the perception of being an ignored character, they experience feelings of grief for
loosing of the normal childhood and family life that ends up with developmental
problems regarding trust and intimacy in adult life (Marsh & Dickens, 1997). On the
other hand, they report the sense of maturation early for growing up too fast and
sometimes having to take on parental roles in their families (Lukens et al., 2004;
Marsh & Dickens, 1997).

Recent studies emphasized the unjust neglect of well siblings by their parents
and their distress (Schrank, Sibitz, Schaffer, & Amering, 2007; Blasko, 2008). In her
study about the well siblings’ emotional neglect and coping resources, Blasko (2008)
found that well siblings of the patients with schizophrenia perceived more parental
rejection than do the siblings of healthy individuals. She argued that emotional
neglect was related to lower coping as well as lower perceived coping resources. In
other words, well siblings experienced difficulties for not only having an ill sibling,
but also being at high risk for emotional neglect; and emotional neglect is a risk
factor for developing poor coping skills. On the other hand, perceived parental
warmth during the childhood was found to be related with effective coping ways as

well as subjective well-being (Blasko, 2008).

1.4.2.2 Personal Resources of Well Siblings

1.4.2.2.1 Self-esteem

Self-evaluation or evaluation of one’s self-worth or self-acceptance is known
as self-esteem (Rosenberg, 1986). Studies showed the positive relationship between
self-esteem and well-being (Cummins & Nistico, 2002; Diener, 1984) and it has been
reported to be one of the strongest predictors of well-being (Campbell, 1981; Diener,
1984; Wilson, 1967; Boschen, 1996; Hong & Giannakopoulos, 1994; Lucas, Diener,
& Suh, 1996). Self-esteem may be investigated as an outcome when focusing on

processes that increase or inhibit self-esteem, or a self-motive in which people
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behave in ways that maintain positive appraisals of the self, or as a buffering
variable, that is a protector for harmful experiences (Cast & Burke, 2002).

As mentioned before, Cicirelli (1995) reported that the sibling relationship is
one of the major determinants of both identity formation and self-esteem. In this
instance, when one sibling develops a debilitating illness of any kind, whether
medical or psychiatric, the impact on the remaining sibling can be troublesome and
profound regardless of the nature of the bond (Judge, 1994; Seligman & Darling,
1997). In conjunction with the use of maladaptive coping skills and perception of
parental neglect, well siblings of the patients with schizophrenia have deficits in their
self-concept (Marsh, 1994). Self-concept is a construct with many manifestations,
but across several studies, well siblings consistently reported difficulties with such
aspects of self-concept as self-esteem, self-efficacy, and self-worth (Marsh, 1994)
which are the concepts used interchangeably in the literature.

It is generally agreed that self-esteem is a cognition, and can be considered as
“liking and respect for oneself” in terms of competence and worth (Rosenberg,
1979). Cast and Burke (2002) defined the worth dimension of self-esteem as the
degree to which individuals feel they are of value and the competence dimension of
self-esteem as the degree to which individuals see themselves as capable (Cast &
Burke, 2002). In this manner, it is likely that well siblings may feel that they do not
deserve to be happy or to have close relationships that their sibling with mental
illness will never be able to achieve. Several studies describe survivor’s guilt that
well siblings may experience in the presence of their sibling’s disease (Titelman,
1991; Marsh, 1994). Previous studies have linked low self-esteem and negative
emotions with the use of maladaptive coping (e.g., Kashdan, Barrios, Forsyth, &
Steger, 2006). As such, feeling guilt and low self-esteem may lead to sustained use of
maladaptive coping.

The symptoms of schizophrenia related to overt behaviour problems and
difficulty in communication creates barriers to the relationships between the ill and

the well siblings which may not arise with other disabilities (Aguilar, O'Brien,
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August, Auon & Hektner , 2001 ; Epkins & Dedmon, 1999). Barak and Solomon
(2005), in a study of siblings both with and without a sibling with schizophrenia,
found that there was a noticeable difference between the two groups. Those with a
schizophrenic sibling may become “secondary victims", living with anxiety and guilt
as well as the effects of perceived shame and stigma. It is apparent that having a
family member with schizophrenia is associated with social stigma, and social
stigma has effects on one’s own identity (Hatfield, 1978; Holden & Levine, 1982,
Lefley, 1998). In addition, other family members such as well siblings’ self-esteem
can be overwhelmed due to uncontrollable and unsolvable problems caused by the
mental illness (Hatfield, 1978; Holden & Lewine, 1982). The fears of becoming ill
one day and being at risk for developing mental illness may also reduce the self-
concept of the well family member (Lefley, 1998). In case of sibling relationships
from the psycho-analytic view, Bank and Kahen (1982) stated that the effects of
schizophrenia on the self-esteem of the well sibling are especially dramatic, since the
part of the well sibling’s identity may be derived from having an ill sibling and well
siblings often see parts of themselves that they don’t like in their deviant siblings.
Their self-esteem may be impaired by the perceived expectation for being the
“normal” and “superior” child as demanded by their parents (Bank & Kahen, 1982).

As a consequence of being the invisible child and unimportant victim in the
family with aforementioned burdens and confused emotions, it is rather difficult to
develop a healthy self-concept for the well siblings of patients with schizophrenia. It
is also one of the significant predictors of well-being, for this reason in this study;
self-esteem will be taken as the second dependent variable in addition to the well-
being.

1.4.2.2.2. Perceived Social Support
Perceived social support can affect the ways of coping to manage stressful
situations (Lazarus & Folkman, 1984) and it is often emphasized in the stress

literature. In stressful situations, different coping styles produce different responses
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derived from the social environment. Certainly, asking for and making use of social
support is one of the possible coping styles (Dunkel-Schetter, Feinstein, Taylor &
Falke, 1992). The research conducted by Gengtz, Geng¢éz and Bozo (2006) in a
Turkish sample, the authors led to adding the seeking social support factor as a third
main dimension of coping to the Turkish Ways of Coping Inventory since seeking
social support was empirically addressed as being hierarchically different from the
two other factors which are emotion focused and problem focused coping. Perceived
social support has been found to be related to appraisal patterns (Dunkel-Schetter,
Folkman & Lazarus, 1987), as well as greater feelings of control, self-efficacy, and
self-esteem (Shaw, Krause, Chatters, Connell, & Ingersoll Dayton, 2004; Symister &
Friend, 2003). Similarly, Cohen and Willis (1985) argued that people who have
perceived social support believe that others will provide necessary resources. The
belief that support at hand strengthens one’s perceived ability to cope with demands,
thus changing the appraisal of the situation reduces negative consequences or alters
maladaptive coping ways with the stressor. Those approaches are certainly supported
by one of the first definitions given by Thoits (1983) which is social support is a
coping assistance that leads to more benign appraisals of stressful situations.

Studies indicated that one of the highly adaptive coping strategies used by the
family members with various disorders is perceived social support (Lopez-Martinez,
Esteve-Zarazaga, & Ramirez-Maestre, 2008; Magliano et al.,, 2000; Tak &
McCubbin, 2002; Norberg, Lindblad, & Boman, 2006). Social support acts as a
facilitator for setting coping strategies through sharing problems and getting helpful
suggestions which help people to face their problems and find constructive problem
solving ways (Lazarus & Folkman, 1984).

In their study explaining adaptive coping skills of the family members of
persons with schizophrenia, Solomon and Draine (1995) showed that social support
was the strongest factor in dealing with the burden of the mental illness. In addition
to the friends and co-workers, the most helpful of all were support from family

members and people who experienced the same situation.

19



In a recent study from Indonesia, the perception of high social support is
found to be related to more confrontational coping, optimistic coping, and supportive
coping in caring for persons with schizophrenia, at the same time negatively related
to more fatalistic and avoidant coping (Rafiyah, Suttharangsee & Sangchan, 2011).

According to the results of another study conducted by 746 respondents, the
siblings reported that in addition to having a supportive family and talking to others
who have an ill family member, contacting with the service providers is also a
valuable support resources. They also found support groups such as National
Alliance of Mental Iliness- NAMI and some religious groups as helpful in coping
with the burden (Friedrich, Lively & Rubenstein, 2008).

Eventually, there are three conditions in the effect of social support on the
psychological outcomes. In one condition social support may directly affect the
psychological outcome as a main effect unrelated with the level of stress (e.g.
Kessler & Essex, 1982, cited in Quittner, Glueckauf & Jackson, 1990). In another
condition, social support may have an interaction effect with stressors. “People with
strong social support tend to have better health than those with weak social support
under stress” sets an example of moderator effect of social support (Cohen & Willis,
1985). In the last condition, social support mediates the relationship between
stressors and psychological outcome (Quittner, Glueckauf & Jackson, 1990).
“Caregivers of patients with greater physical dependency tended to perceive greater
levels of social support, which led directly to increased caregiver well-being
(Chappel & Reid, 2002) ” points out the mediation effect of social support. In the
framework of Lazarus & Folkman Stress Coping Theory, social support takes part as
a personal coping resource that buffers negative effects of stress.

1.4.2.2.3 Religiousness
Belief in God and religiousness may affect global well-being in two ways;
firstly, religious beliefs provide a calming framework for understanding why bad

things happen and secondly, they offer their followers the prospect of an afterlife that
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brings a meaning to stressful events (Koenig, 1994). A relationship with God most
likely influences the appraisal of the person about a difficult problem. Religious
coping includes positive actions such as seeking spiritual support and positive
religious appraisal (e.g. problems are God’s will, they are tests or they lead us to the
path for the good) as well as negative religious coping practices (e.g. blaming God)
(Pargament, 1999). A recent study conducted on Muslims showed that the
considerable amount of the family members of patients with serious mental illness
mobilized religious and spiritual resources to cope with their situation as caregivers
(Rafiyah, Suttharangsee & Sangchan, 2011). Most of the subjects in the study prayed
or put their trust in God and the relationship with God helped the subjects to perceive
their problems in a positive way by providing a purpose and hope to help the subjects
to cope with their problems. In this situation, the subjects are more likely to use
positive thinking when dealing with the stressful situations while caring for their ill
family member (Rafiyah, Suttharangsee & Sangchan, 2011). Perception of seeking
support from God directed the caregivers to rely on religious coping (Rafiyah,
Suttharangsee & Sangchan, 2011). In addition, a literature review (Baldacchino &
Draper, 2000) showed that a relationship with God helped people to cope with
their problems because they found meaning, purpose, and hope. Evidence indicates
that the less the social support a caregiver has, the more often spiritual help is used as
a coping strategy (Magliano et al. 1998; Huang, Sun, Yen & Fu, 2008).

Religious coping is an emotion focused coping strategy which is linked to
increased level of well-being and reduced stress in individuals facing diverse
stressors such as loss or physical illness (Koenig, Cohen & Blazer, 1992, 1997;
Mclntosh, Siver & Wortman, 1993). Religious rituals and faith help in coping with
life stressors by providing a source of hope and comfort (Pargament, 1999). A study
on the role of religion as a way of coping showed that religious beliefs and practices
are important resources for family members involved in caring for a mentally ill
(Rammohan & Rao, 2002). In line with those studies, caregivers used their

religiosity and spirituality as a way of dealing with stress and coming to terms with
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their circumstances, asking for help and direction from their religious support were
found to be a very important coping strategy in various other studies as well (Chang,
Noonan, & Tennstedt, 1998; Stolley, Buckwalter & Koenig, 1999; Pearce, 2005).

Besides, religiosity was found to be associated with greater self-esteem and
self-care and less depression among caregivers with mentally ill family members
(Murray-Swank, Mahoney & Pargament, 2006). According to Murray,-Swank,
Mahoney and Pargament (2006) religiosity may enhance self-esteem through
fostering personal belief in an intrinsic spiritual worth—for example, “God cares for
me and accepts me”— and religiosity may also provide opportunities to enhance
self-esteem through participation in the activities of a faith community and its shared
traditions or through positive regard received from others in that community.

Koenig (1994) reported that when a stressful situation is uncontrollable,
people with fewer social and economic resources may turn to religion for solace
when facing situations over which they have little control. Collaborative religious
coping was found to be more helpful in uncontrollable situations whereas self-
directing religious coping was found to be more supportive in controllable
situations (Bickel, et al. cited in Keefe, et al., 2001).

In the theory of transactional stress and coping, religiousness is likely to have
an effect on the adjustment to life stress. Both primary and secondary appraisals
might be influenced by religious beliefs (Lazarus &Folkman, 1984). Individuals’
religious views may lead to different views about the same life event and they may
also affect the perceived availability of coping options. Thus, religiousness may have
a stress-buffering role by manipulating the choice of specific coping strategies (Park,
Cohen, & Herb, 1990).

1.4.2.3. Coping Ways of Well Siblings
Siblings commonly experience difficulties in coping with schizophrenia and
its impact on their lives. Despite the fact that the burden is high among the siblings,

little attention has been paid to coping strategies that could reduce the stress
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experienced by the well siblings. Because there is a lack of sample homogeneity and
reliance on qualitative data, the studies on well siblings are limited and these
limitations make it difficult to comprehend the effectiveness of the well siblings’
coping ways. However, growing literature on well siblings, which mainly focuses on
identification and classification of their coping patterns related with the siblings’
psychological well-being, has attracted attention in recent years.

According to Gerace, Camilleri & Ayres (1993), the well siblings commonly
used three kinds of coping strategies which are collaborative, crisis oriented and
detached. Collaborative siblings are actively involved with parents and mental health
professionals in caring for their ill sibling while the detached siblings usually try to
exclude the ill sibling from their lives. Crisis oriented strategy is a situation-specific
approach to the ill sibling with little or no carryover between situations. The siblings
using crisis oriented strategies define their roles as becalming the family with
sporadic involvement (Gerace, Camilleri & Ayres, 1993).

In a study of Stalberg, Ekerwald & Hultman (2004), sixteen well siblings
were interviewed and the results of the study distinguished five coping patterns
which are avoidance, isolation, normalization, grieving and caregiving. Their
research suggested that these coping patterns generated a continuum from "distant"
to "close" with regard to the sibling bond and in this relational continuum,
normalization is the most well-balanced and healthiest coping pattern.

Kinsella and Anderson (1996) distinguished the positive (healthy) and
negative (unhealthy) coping skills of the well siblings. Healthy coping skills bring
along the successful management of the illness with an appropriate adaption to
difficult circumstances without secondary repercussions whereas unhealthy coping
skills allow instant relief but produce negative consequences such as weakened
functioning in the end. Researchers classified the positive coping skills as
constructive escape, seeking support, objectifying the illness, acquiring information
and spiritual faith; negative coping skills as internalization of emotions, destructive

escape, self-restrictive behaviours and self-isolation (Kinsella & Anderson, 1996).
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Similarly, studies indicated that resources for coping with stress are often
stated as adaptive and maladaptive (Carver, Scheier, & Weintraub, 1989; Folkman &
Lazarus, 1988; Klein, Turvey, & Pies, 2004). Adaptive coping resources serve to
reduce stress in both the short and the long term (Folkman & Lazarus, 1988;
Matheson, Skomorovsky, Fiocco & Anisman, 2007) matching with the concept
positive coping in the study of Kinsella and Anderson (1996). Strategies such as
religious or spiritual coping, seeking for instrumental and emotional social support,
acquiring greater knowledge of mental illness (Gerace, Camilleri, & Ayres, 1993;
Stalberg, Ekerwald & Hultman, 2004; Kinsella & Anderson, 1996), component
coping (Han, 1995) are also resources of adaptive coping. On the contrary,
maladaptive coping refers to those resources which, despite resulting in short term
reduction of stress, create an adverse return of the stress to greater levels in the long
term. In other studies, maladaptive coping corresponds to the concept of negative
coping in Kinsella and Anderson’s (1996), avoidance and isolation in Stalberg’s
(2004), detached coping in Gerace’s (1993), substance abuse and denial of the illness
(Marsh & Dickens, 1997,pp. 30-32), attempts such as creating defensive shields to
protect themselves from stigma (Lukens et al., 2004).

In the study of Friedrich, Lively, and Rubenstein (2008), 746 siblings were
evaluated by the Friederich-Lively Instrument to Assess the Impact of Schizophrenia
on Siblings (FLIISS). The categories of specific coping strategies in FLIISS included
management of the situation, management of meaning, management of distress,
social support, and distancing. The most helpful coping strategy identified by
siblings was realizing that schizophrenia is an illness, that it is not anyone’s fault
which is the management of meaning strategy and the least helpful of all coping
strategies was having little interaction with the ill sibling which is distancing
(Friedrich, Lively & Rubenstein, 2008).

There is only one study which compares the stress coping of individuals who
have healthy siblings with individuals whose siblings have a diagnosis of

schizophrenia and with individuals, whose siblings have a mental illness diagnosis
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other than schizophrenia (Morris, 2002). The study found that well siblings of
schizophrenics utilize more problem-focused and emotion-focused coping than those
whose siblings have a mental illness other than schizophrenia and those whose
siblings did not have a mental illness (Morris, 2002).

Marsh (1998) pointed out the coping resources of the well siblings in her
book Troubled Journey as good mental and physical health, adequate financial and
educational possessions, a strong social support system inside and outside the family
and spiritual resources that give meaning and reason to life (Marsh and Dickens,
1997).

As Lazarus and Folkman (1984) indicated in their Stress and Coping Model,
coping styles of the persons are one of the factors that determinate the level of
burden. For this reason, in this study the coping styles of the well-siblings will be
examined in order to evaluate the indicators of well-being in the light of the

literature.

1.5 Aims of the Study

The main purpose of the present study is to examine the predictive role of the
demographic characteristics, parental factors, personal resources, and coping factors
on well-being in siblings of patients with schizophrenia in the framework of the
Lazarus & Folkman’s Stress and Coping Model. The present study also aimed to
examine differences in well-being, burden, self-esteem, perceived social support,
perceived parental rearing, and coping in siblings with different characteristics (i.e.
gender, age, educational level...). Specifically, we aim;
a. To understand the differences in socio-demographical characteristics of the well

siblings.
b. To examine the relationships between a series of variables identified as central to

the stressors and their effects on siblings’ well-being.
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c. To capture the complexities of having a sibling with schizophrenia through the
use of a transaction model and to measure the effects of the variables in that
model on a general well-being indicator.

d. To provide a model to further explore the relationship between burden and well-
being in the search for a greater understanding of the experience of having a

sibling with schizophrenia.

1.6 Main Hypotheses of the Study

The first research question of the present study was to understand the differences
in socio-demographic characteristics of the well siblings. For this reason, to examine
the effects of gender of the well sibling, age of the well sibling at diagnosis time,
living status, sibling status and education levels on the variables of the study several
group differences analysis will be conducted. Then, within the framework of the
stress coping model and in the light of the studies discussed above, the main aim of
the current study is to investigate the relationships among the variables which are
well- being, self-esteem, burden, parental factors and personal resources, and ways

of coping. Accordingly, three goups of hypothesis will be tested.

1.6.1. Hypotheses for predictors of Well-being and Self-esteem

1.6.1.1. Hypotheses for Well-being

It was hypothesised that well-being will be explained by demographic
caharacerictisc, stressfullness of the event (i.e. burden), parental rearing styles as
mother rejection, father rejection, mother over-protection, father over-protection,
mother warmth, father warmth, personal resources as social support and
religiousness, and ways of coping which are problem-fcosued coping, emotion

focused coping and indirect coping as depected in the Figure 3.
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1.6.1.2. Hypothesis for Self-esteem

Similarly, for the second outcome, it was hypothesised that self-esteem will be
explained by demographic caharacerictisc, stressfullness of the event (i.e. burden),
parental rearing styles as mother rejection, father rejection, mother over-protection,
father over-protection, mother warmth, father warmth, personal resources as social
support and religiousness, and ways of coping which are problem-fcosued coping,

emotion focused coping and indirect coping as depected in the Figure 3.

1.6.2. Moderation Hypotheses

1.6.2.1. To examine the possible interaction effect of the perceived social
support with burden on the well-being, moderated regression analysis
will be conducted. Burden and perceived social support will have an

interaction effect in determining the well-being. (Figure 4)

MODERATOR
(PARENTAL
FACTORS)

PREDICTOR OUTCOME
(BURDEN) (WELL-BEING)

Figure 4. Adapted Moderation Model of Lazarus & Folkman’s Stress and Coping Theory for Burden and Parental

Factors
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1.6.3. Mediation Hypotheses

1.6.3.1. In the light of the model, the relationship between burden and well-
being will be mediated by the perceived social support of the well-

siblings as seen in the Figure 5.

MEDIATOR
(SOCIAL SUPPORT)

PREDICTOR
(BURDEN)

OUTCOME

(WELL-BEING)

Figure 5. Adapted Mediation Model of Lazarus & Folkman’s Stress and Coping Theory

1.6.3.2. The relationship between burden and well-being will be mediated by

the problem- focused coping of the well-siblings as seen in the Figure 6.

MEDIATOR
(PROBLEM
FOCUSED

COPING)

OUTCOME
(WELL-BEING)

PREDICTOR
(BURDEN)

Figure 6. Adapted Mediation Model of Lazarus & Folkman’s Stress and Coping Theory
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1.7 Importance of the Study

This study has several potential contributions to the current available
literature. First of all, the present study aims to improve awareness on the close
relatives of patients with schizophrenia. | strongly believe that as a psychologist, we
must clearly stress out the burdens which specifically siblings of patients with
schizophrenia may be experiencing, and discuss various ways for intervention, that
will facilitate the well-being of this rather neglected group.

Secondly, this study will enhance the study on the siblings of the patients
with schizophrenia. International research lacks sibling’s data on the subject; | have
also not come across any study which has investigated the psychological well-being
of the healthy siblings in the Turkish literature of the mentally ill patients.

Thirdly, this study will investigate the variables likely to influence the well-
being of siblings through a comprehensive model (Lazarus & Folkman’s
Transactional Stress and Coping Model), which will help us to examine the
interactions of all assessed variables relating to the well siblings. This study will also
discuss the goodness-of-fit of a proposed model with several mediation/moderation
analyses which will enrich the literature.

Last but not the least, this study aims to encourage and support with
including data for the future researchers to discuss and develop and enhance several
therapeutically beneficial interventions to help struggling well siblings cope better

with their current conditions.
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CHAPTER 2

METHOD

2.1. Participants

In the present study, 103 well siblings of patients with schizophrenia (44
females and 59 males) whose ages were between 22 and 60 (M=37.14, SD=11.16)
participated. Among the well siblings, 25.2% (n = 26) of them were older sisters,
17.5 % (n= 18) of them were younger sisters, 29.1 % (n = 30) of them were older
brothers and 28.2 % (n=29) of them were younger brothers. The education levels of
the participants were determined due to the last level. Education levels of the well
siblings were as follows: 17.5 % primary school (n = 18), 34.0 % high school (n =
35), and 48.5 % university and above (n = 50). Regarding marital status of the well
siblings, 51.5% (n = 53) of them were single, 39.8 % (n = 41) were married and
2.9% (n = 4) were widowed or divorced. The well siblings who did not have a job
currently consisted 28.2% of the sample (n = 29). 48.5 % (n = 50) of the well
siblings were living together with the ill sibling whereas 51.5% (n = 53) of them
were living apart from the ill sibling. The characteristics of the well siblings are

presented in Table 1.
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Table 1. Demographic Characteristics of the Sample

N
Gender of the well Female 44 42.7
sibling Male 59 57.3
Gender of the ill Female 46 44.7
sibling Male 57 55.3
Sibling status Older sister 26 25.2
Younger sister 18 17.5
Older brother 30 29.1
Younger brother 29 28.2
_ Primary school 18 17.5
Education )
High school 35 34.0
University and above 50 48.5
) Single 53 51.5
Marital status )
Married 41 39.8
Divorced /widowed 4 2.9
Yes 74 71.8
Work
No 29 28.2
With the ill sibling 50 48.5
Living status Apart from the ill
o 53 51.5
sibling
Mean
Age of the well sibling 37.14
Age of the ill sibling 35.03
Age of the well sibling when the illness was diagnosed 22.82
Age of the ill sibling when the illness was diagnosed 21.61
Number of hours spent with the ill sibling in a week (living together ) 46.89
Number of hours spent with the ill sibling in a week (living away) 10.64
Duration of illness (years) 14.59
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2.2 Instruments

2.2.1 Socio-demographic Information Form

The form included demographic questions about age, gender, education of
both the sibling and the patient, socioeconomic status of sibling, ordinal position
(older/ youngest), sibling’s age at the onset of the patient’s diagnosis, sibling’s
relationship to the patient (female with female sibling/ female with male sibling/
male with female sibling/ male with male sibling), duration of face to face contact
per week, living together/ away, marital status. In order to gain a deeper understand
for the well siblings, several open-ended questions were developed by the
researchers regarding the source of information about schizophrenia, burden and
related difficulties support resources of the well siblings and, coping strategies. (See
Appendix B).

2.2.2 Subjective Well-being Scale (SWS)

The SWS, developed by Tuzgol- Dost, 2005, consists of 46 items. By
assessing individuals’ cognitive appraisals of their lives and the frequency and
intensity with which they experience negative and positive feelings, the scale intends
to measure their degree of subjective well-being. The SWS includes evaluative
statements about major domains of life and about positive and negative emotionality.
A 5-point Likert scale is used: “(5) fully agree;” “(4) mostly agree;” “(3) “agree;”
“(2) somewhat agree;” and “(1) disagree.” Each item has a score ranging from 1 to 5.
There are 26 positive and 20 negative statements. In scoring, regular (positive) items
are assigned points 1 to 5, whereas negative items are assigned points 5 to 1. The
lowest possible score on the scale is 46 and the highest is 230. Higher scores indicate
higher degree of subjective well-being. The internal reliability for the SWS was a

Cronbach-alfa coefficient of .93. and test re-test reliability yielded a correlation
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coefficient of r = .86 (Hisli, 1989). In the present study, the SWS Turkish version
alpha coefficient was 0.95.
Examples of such items are ‘| enjoy making plans for the future.”, ““I can be

very determined so as to reach my goals.”, etc. (See Appendix C).

2.2.3 Zarit Caregiver Burden Scale (ZCBS)

It was Zarit, Reever and Bach-Peterson (1980) who first proposed an
operational definition of caregiver burden and developed an assessment tool for
feelings of caregiver burden, the Zarit Caregiver Burden Scale. The ZCBS is now the
instrument most widely used in North America and Europe for assessing the burden
experienced by family caregivers who look after the community residing impaired
elderly. 1t comprises of 19 questions graded on a scale from 1 to 5, according to the
presence or intensity of an affirmative response, and measures the caregiver’s health,
psychological well-being, social life, finances, and the relationship between the
caregiver and patient. The ZCBS was adapted to several languages, and the internal
consistency ranged from 0.85 to 0.94. It was adapted to Turkish by Ozlii, Yildiz and
Aker (2009). In the present study, the alpha coefficient of ZCBS was found to be
0.80.

Examples of items are: “Do you feel like wasting your time while you spend
time with your patient?”, “How much burdened do you feel to put on your shoulders

when you consider the task of taking care of your patient? "etc. (See Appendix D).

2.2.4 Shortened Perceived Parental Rearing Styles-Child form (EMBU-C)
SPPRS-C is the 23-item shortened form (Arrindell et al., 1999) of PPRS-C (or
originally, EMBU-C [Perris et al., 1980]), which evaluates adult perceptions of

parental rearing attitudes. The questionnaire consists of 3 scales: rejection, emotional
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warmth, and over protection. The SPPRS-C requires a two-fold assessment, for the
mother and father.

The psychometric characteristics of SPPRS-C were measured in different
countries, such as Italy, Greece, and Sweden (Arrindell et al., 1999; Arrindell et al.,
2001), and it was also found to be a reliable and a valid tool in Turkey (Dirik et al.,
2004). The internal consistency of the father emotional warmth, rejection, and over
protection dimensions was 0.79, 0.82, and 0.79, respectively, and mother emotional
warmth, rejection and over protection dimensions was 0.76, 0.80, and 0.76,
respectively. In the present study, the alpha coefficient was found to be 0.72.

Examples of items are: “My parents used to treat me badly without giving

)

any reason.”,

Appendix E).

“I used to feel the affection emanating from my parents.  etc. (See

2.2.5 Multidimensional Scale of Perceived Social Support (MSPSS)

For assessing perceived social support, Multidimensional Scale of Perceived
Social Support was used. It was developed by Zimet, Dahlem, Zimet, and Farley
(1988), and adapted to Turkish by Eker and Arkar (1995) with a Cronbach alpha
coefficient between .80 and .95 (Eker, Akar, &Yaldiz, 2001). It consists of 12 items
and the person rates himself/herself on a 7-point scale ranging between 1 (very
strongly disagree) and 7 (very strongly agree). The MSPPS provides information
about 3 sources of social support, namely family, friends, and significant other. In the
current study, the internal consistency coefficient for the total MSPSS score was
found to be .97

Examples of items are: ‘I have a close friend who helps me to feel relaxed

when [ feel under stress about my siblings.”, “I can discuss my problems between me

and my sibling with my friends.” (See Appendix F).
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2.2.6 Rosenberg Self-Esteem Scale (RSS)

The RSES, developed by Rosenberg (1965) is a 10-item self-report measure
of global self-esteem. Items are rated from strongly disagree (1) to strongly agree (4).
The scores can range from 10 (low level of self-esteem) to 40 (high level of self-
esteem). RSES was adapted to Turkish by Cuhadaroglu (1985) and was shown to be
reliable and valid (Toker, 2003; Tugrul, 1994). The correlation between the scale and
psychiatric interview results was found 0.71 for validity of the RSES-Turkish
version. The test-retest reliability was reported as 0.75. In the present study, the
RSES Turkish version alpha coefficient was 0.93.

Examples of items include: ‘7 am able to do things as well as most other

people.”; “I take a positive attitude toward myself” (See Appendix G).

2.2.7 Religious Behaviour Scale (RBS)

Religious Behaviour Scale (RBS) was developed to assess religious resources
(aparel, 1996). The RBS scale consists of 31 items. Each item is rated on a 5-point
scale ranging from “completely wrong” to “completely true”. Yaparel (1996)
reported that RBS has four subscales, which are religious beliefs, religious
feelings, religious behaviour, and religious knowledge. Only the 10 items
religious behaviour subscale was used in the current study in order not to give
too much burden to the participants. In addition, one item which is ‘I believed that
I am a religious person’ was added. Cronbach Alpha coefficient for the 11 items was
found to be 0.95 (Dirik, 2006). In the current study, the RBS Turkish version alpha
coefficient was 0.97.

Examples of items include: “I try to fulfil my religious requirements as much

as my physical health permits.”; “I think I am religious person.” (See Appendix H).
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2.2.8 Ways of Coping Inventory (WOC)

It was developed by Folkman and Lazarus (1980) and adapted to Turkish by
Siva (1991) with a Cronbach alpha coefficient of .90 (Siva, 1991, cited in Gencgoz,
Gencoz, & Bozo, 2006). The Turkish version of the scale includes 74 items. In the
Gencoz et al. (2006), hierarchical dimensions of coping styles were examined and
three higher order factors were identified, namely, problem focused, emotion
focused, and indirect coping. The Cronbach alpha coefficients were found to be .90
for problem focused coping subscale, .88 for emotion focused coping subscale, and
.84 for indirect coping subscale. In the present study, the alpha coefficient was found
to be 0.83; for subscales .91, .89, and .87 respectively.

Examples of items include: “I choose to focus on the things other than my
problems so as to clear my mind.”; “I try to reach the best decision by analysing the

variables from many perspectives.” (See Appendix I).

2.3 Procedure

Ethical consent was received from the Middle East Technical University
Research Centre for Applied Ethic. Written informed consent was sought from all
participants, with the explanation of the purpose of the study, and confidentiality of
the personal identity and the data was assured (See Appendix A). The aims of the
study were explained to all participants and informed consent form was given. Only
volunteers were included in the study by using the snowball recruitment technique
from the Solidarity Association of Patients with Schizophrenia and Their Relatives

(http://www.sizofrenifederasyonu.org/). The questionnaires were distributed and

siblings were asked to fill them at their homes. However, some participants had low
level of education, the questionnaires were administered to them orally, and the
answers were noted down by the researcher. Filling out the questionnaire sets took

approximately 45-60 minutes. For association members and participants who do not
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live in Ankara, the questionnaires were distributed and collected via their patients. In
the data set, the first part was the open ended questions part which the participants
answered in writing. Among the participants, 26.7 % participated via e- mail, 17.44
% participated via mail and 55.81 % were directly administered the research

instruments.

2.4 Statistical Analysis

The Statistical Package for the Social Sciences 16.00 (SPSS) was used for
data analysis in the current study. For each scale used in the current study, internal
reliability analyses were conducted.

In order to examine the sibling group differences on the study variables,
independent t-Tests, One-way Analysis of Variances (ANOVAs) and Multivariate
Analysis of Variances (MANOVAS) were conducted. Prior to the main analyses, a
zero-order Pearson correlation analysis was run to investigate the relationship among
the study variables. For goodness of fit, two Hierarchical Regression Analyses were
run where the Well-being and Self-esteem were dependent variables. Several
separate mediation and moderation analyses were run in order to test the mediation
and moderation effects on wellbeing.

Finally, qualitative analyses were conducted to reveal the distribution of the
answers of well siblings to open-ended questions asked during the interview. Cross
tables were given to demonstrate the agreement level of the psychologists and Kappa

coefficients were yielded for the inter-rater reliability.
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CHAPTER 3

RESULTS

3.1 Preliminary Analysis

3.1.1 Descriptive Information for the Measures of the Study

In order to examine the descriptive characteristics of the measures
means, standard deviations, and minimum-maximum ranges, and Cronbach alpha
values are provided for Subjective Well-being Scale (SWS); Zarit Caregiver Burden
Scale (ZCBS) ; Turkish Ways of Coping Inventory (TWCI) with subscales namely
Problem Focused Coping, Emotion Focused Coping and Indirect Coping; Shortened
Perceived Parental Rearing Styles-Child Form (EMBU-C) including subscales of
Mother Rejection, Father Rejection, Mother Over-Protection, Father Over-
Protection, Mother Warmth, Father Warmth; Multidimensional Scale of Perceived
Social Support (MSPSS); Rosenberg Self-esteem Scale and Religious Behaviour
Scale (see Table 2).
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Table 2. Descriptive Information for the Measures

Measures Alpha Mean Std. Min-Max
Coefficient Deviatio
n

TWCI .83

Problem focused coping 3.62 54 2.41-4.55
Emotion focused 3.06 71 1.59-4.5
coping

Indirect Coping 3.45 .85 1.33-5.0
ZCBS .80 3.97 97 2.42-6.58
SPPRS-C 72

Mother rejection 1.65 73 1.00-4.00
Father rejection 1.68 .80 1.00-4.00
Mother over-protection 2.39 .60 1.22-4.00
Father over-protection 2.20 .56 1.33-4.00
Mother warmth 2.75 .92 1.00-4.00
Father warmth 2.58 .99 1.00-4.00
MSPSS .97 5.06 1.47 1.83-7.00
RBS 97 3.06 1.11 1.00-5.00
RSES .93 3.31 .56 1.30-4.00
SWS .95 3.81 .83 1.00-4.00

Note: SWS= Subjective Well-being Scale. ZCBS= Zarit Caregiver Burden Scale. TWCI=Turkish
Ways of Coping Inventory. SPPRS-C= Shortened Perceived Parental Rearing Styles-Child form.
MSPSS Multidimensional Scale of Perceived Social Support. RSES= Rosenberg Self-Esteem Scale.

RBS=Religious Behaviour Scale.
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3.2 Group Comparisons for Siblings with Different Characteristics on Some
Study Variables

3.2.1 Group Comparisons on the Effects of the Gender of the Well
Siblings

There was a significant difference between female and male well siblings on
well-being  (t (101) = 3.35. p <.01). The female siblings got significantly higher
scores on wellbeing (M = 4.15, SD =.78) than male siblings (M = 3.61, SD = .84).

Among personal resources, there was a significant difference between female
and male well siblings on perceived social support (t (101) = 3.15, p<.01). The
female siblings (M = 5.57, SD =1.13) reported higher levels of perceived social
support than male siblings (M = 4.68, SD =1.61).

Among the ways of coping variables, there was a significant difference
between female and male well siblings on problem focused coping (F (1, 102) =
5.24, p < .05) and indirect coping (F (1,102) =11.06, p<01). The female siblings got
significantly higher scores on problem focused coping (M = 3.75, SD =.42) and
indirect coping (M = 3.81, SD =.84) than male siblings did on problem focused
coping (M = 3.52, SD = .56) and indirect coping (M = 3.27, SD =.78). (See Table 3
and Table 4).
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Table 3. Descriptive Statistics and t-test Results for Female and Male Well
Siblings

Male Female
(=39} (n=44)
t

M 5D M SD (df=101) p
Well-being ** 361 B4 415 T8 335 Q1
Burden 4.18 1.03 3.82 B4 1.88 06
Self-esteem 327 57 333 32 7 A4
Perceived social support ** 468 1.61 557 1.13 315 01
Eeligiousness 3.04 1.09 312 1.06 34 73

“p<05 ; **; p<01

Table 4. Descriptive Statistics and ANOVA Results for Female and Male Well

Male Female MANOVA

M SD M SD df F P
Copin Problem-focused coping* 332 36 373 47 (1,102 3324 .02
. Ii S Emotionfocusedcopng  3.00 68 318 70 (1,102) 169 20
AT Indirect coping** 327 7% 381 84 (1,102) 1106 .01

*p<05; **; p<01
Siblings

3.2.2 Group Comparisons with Age Groups of the Well Siblings at
Diagnosis Time

Age groups as “adult siblings” and “adolescent siblings” were formed
according to the age of the well sibling at ill siblings’ diagnosis time. The well
siblings who were under the age of 16 when the ill sibling was diagnosed by
schizophrenia were assigned into “adolescents group” and others were assigned into
the “adult group”. This assignment was made by using “recode into different

variables” command in SPPS. The only variable that differs in terms of age group
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was indirect coping (F (1,102) = 5.30, p <.05). The siblings who are in adulthood at
diagnosis time (M = 3.72, SD = .79) reported higher levels of indirect coping than
adolescent siblings (M = 3.33, SD = .86).

Table 5. Descriptive Statistics and T-test Results for Adolescent and Adult Well

Siblings

Adolezcent Adult

i D M D t(l01y P
Well-being 375 a0 387 J7 130 20
Burden 4.10 1.02 303 &7 26 39
Self-estesm 3325 56 337 51 -1.14 26
Perceived social support 483 138 537 129 18 07
Beligiousness 3.06 1.07 3.11 1.06 -25 80

Table 6. Descriptive Statistics and ANOVA Results for Adolescent and Adult Well
Siblings

Omne Wavy
Adolescent Adult ANOVA

M 5D M 5D df F p

Motherrejection 172 73 152 66 1102 195 16
Fatherrejection 176 86 158 68 190 125 26
Parental Factors MMother over-prote -:.Linn 237 .?9 242 057 1m0 2 0o
Fatherover-protecion  2.18 38 220 4% 198 02 &7
Motherwanmth 268 102 201 78 1102 139 21
Father wanmth 264 100 245 102 19 85 33
Problem-focused coping 334 36 373 4% 1102 301 0%
Coping Factors Emotion-focusedcoping 308 71 307 66 1102 01 91
Indirect coping* 333 8 372 70 1102 330 »2

*p<03
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3.2.3 Group Comparisons with Living Status (together/apart) of the
Well Siblings

To examine the group differences on variables, three separate independent
samples t-tests and two 2 X 3 ANOVA’s were conducted in which living status
(living together/living apart) was used as the independent variable (see Table 7, Table
8).

There was a significant difference between living apart from the sibling and
living together with the sibling on well-being (t (101) = 3.28, p < .01). The living
apart siblings got significantly higher scores on wellbeing (M = 4.10, SD =.66) than
living together siblings (M = 3.58, SD = .95).

There was also a significant difference between living apart siblings and
living together siblings on burden (t (102) =-4.17, p < .01. The living apart siblings
got significantly lower scores on burden (M = 3.67, SD =.87) than living together
siblings (M = 4.41, SD = .93).

There was also a significant difference between living apart siblings and
living together siblings on self-esteem (t (101) =3.21, p < .01). The living apart
siblings got significantly higher scores on self-esteem (M= 3.46, SD =.48) than
living together siblings (M = 3.31, SD = .56).

There was a significant difference between living away from sibling and
living together with siblings on social support (t (101) =4.14, p < .01. The living
away siblings got significantly higher scores on social support (M = 5.64, SD =1.16)
than living together siblings (M = 4.45, SD = 1.55).

Among ways of coping variables, conducted MANOVA results showed that
the effect of living status on problem focused coping (F(1,102)=11.47, p<.01) was
significant. It was found that living apart siblings had significantly higher scores of
problem focused coping (M = 3.79, SD=.49) than the living together siblings
(M=3.45, SD = .53).
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Table 7. Descriptive Statistics and T-test Results for Well Siblings who Lives with
and Apart from the ill Sibling

Lives together  Lives apart from
with the ill sibling  theill sibling t P

M 5D M 5D
Well-being**# 358 03 410 L6 328 .01
Burden** 441 3 367 AT 417 0
Self-esteem** 331 36 3da 48 321 .01
Perceived social support** 445 1.55 364 116 414 .01
Religiouzness 3.18 1.04 299 110 -E9 38

*p 03 **%; p=0]

Table 8. Descriptive Statistics and ANOVA Results for Well Siblings who Lives with
and Apart from the ill Sibling

Lives )

tosether Lives apart

- : from the il One Way ANOVA

with the ill g -

sibling sibling

M S8 M 5D df F P
Coin Problem-focused coping® 343 33 3790 40 (1,102} 1147 01
Faclimf Emotion-focusedcoping 321 57 295 77 (1,102) 38 05

Indirect coping 336 B3 363 B4 (1.102) 237 A1

*p=05 ; **; p=01
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3.2.4 Group Comparisons with Sibling Ordinal and Gender

To examine the effects of sibling status of the siblings on the study variables,
Multivariate Analysis of Variances (MANOVAS) were conducted. For this analysis
siblings were grouped into four, namely older sister, younger sister, older brother,
and younger brother. The results showed that the effect of siblings status on well-
being was significant (F (3, 102) = 8.14. p <.01). When the differences between the
older brother, younger brother, older sister and younger sister groups were
examined with Tukey HSD test, it was found that older sisters had significantly
higher levels of well-being (M = 4.26, SD =.53) than the younger brother groups
(M =3.28, SD = .64).

To examine the effects of sibling status on the ways of coping variables,
Multivariate Analysis of Variances were conducted. Results showed that effect of
siblings status on problem focused coping was significant (F (3, 102) =4.03, p<.05).
When the differences between the older brother, younger brother, older sister and
younger sister groups were examined with Tukey HSD test, it was found that older
sisters had significantly higher scores of problem focused coping (M = 3.88. SD
=.46) than the younger brother groups (M =3.40, SD = .42). Moreover, the difference
on problem focused coping between younger sister and older brother was not
significant. For emotion focused coping, the groups did not yield significant
differences, but, for indirect coping, effect of siblings status on indirect coping was
significant (F (3, 102) = 4.66, p<01). When the differences between the older
brother, younger brother, older sister and younger sister groups were examined with
Tukey HSD test, it was found that older sisters had significantly higher scores on
indirect coping (M = 3.85, SD =.65) than the younger brother groups (M =3.09, SD =
.85).

The effects of sibling status was significant on self-esteem (F (3, 102) =6.28,

p<.01). When the differences between the older brother, younger brother, older sister
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and younger sister groups were examined with Tukey HSD test, it was found that
older sisters had significantly higher scores on self-esteem (M = 3.50, SD =.89) than
the younger brother groups (M =3.02, SD = .46); the difference between younger
sister and older brother was not significant.

Table 9. Descriptive Statistics and ANOVA/ MANOVA Results for Sibling Status of
the Well Siblings

Older  Youmger  Older Younger

. | v
Sser  Sstr Bother  Buoher  WANOVA
M S M I M 2 M D 4 F ]

Well-being** 426, 53 400, 103 3B4. B9 3R M4 3102 B4 .00

Burden 6l B 43 42 142 40 6 3 4 7
Personal SEH'E.“EE]“H. 10, 30 313 80 34k 5T 30L 46 310 62 M
Factors Perceivedsocial support™®* 580, 8¢ 513, 134 5D6, 180 427, 143 312 sl .M
i Religiousness* LT 105 360, B 27h LT 33, LB 32 3T Al
Coping Prub}em-fncusedmping** M4 3 A 38 & M A 30 4G 0
Facton Emotion-focused copmg 100 0 346 41 19T 65 33 71 3 141 0

Indirect coping** 1B, 65 3T, L0T 34, 000 308, B 1102 466 W
*pe0d;*; pll

3.2.5 Group Comparisons with Education Levels

To examine the effects of education of the siblings on the study variables,
Multivariate Analysis of Variances (MANOVASs) were conducted. For this analysis,
education levels of the well siblings grouped into four, namely primary school, high
school, university and above. The results showed that the effect of education on
burden was significant (F (2, 102) = 7.06, p < .01). When the differences between
primary school, high school and university and above groups were examined with
Tukey HSD test, it was found that primary school group (M = 4.47, SD =.75) and
high school group (M = 4.29, SD = .55) had significantly higher scores of burden
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than the university and above group (M =3.68, SD = 1.13). The primary school
group and high school group did not yield significant difference on burden.

To evaluate the effects of education level of the siblings on religiousness,
Multivariate Analysis of Variances (MANOVAs) were conducted. The results
showed that the effect of education on religiousness was significant (F (2, 102) =
6.31, p < .01). When the differences between primary school, high school and
university and above groups were examined with Tukey HSD test, it was found that
primary school group (M = 3.85, SD =.77) had significantly higher scores of
religiousness than the high school (M =2.92, SD = .70) and the university and above
group (M =2.91, SD = 1.24). Moreover, primary school group and high school group
did not yield significant difference on religiousness.

The results showed that the effect of education on emotion coping was also
significant (F (2, 102) = 13.86, p < .01). When the differences between primary
school, high school and university and above groups were examined with Tukey
HSD test, it was found that primary school group (M = 3.47, SD =.44) had
significantly higher scores of emotion focused coping than the high school (M =3.34,
SD = .47) and the university and above group (M =2.74, SD =.73). Moreover,
primary school group and high school group did not yield significant difference on

emotion focused coping.

Table 10. Descriptive Statistics and ANOVA/ MANOVA Results for Education Level
of the Well Siblings

?’;ﬁ;ﬁ High School :ﬁﬁﬁ?ﬂ M/ANOVA
M 5D M 5D M 5D of F P
Well-beng 381 R 3.60 A2 403 B85 2,10 am 06
Burden** 447, 75 410, 55 368, 113 2102 7.06 00
Self-esteem 3.24 A0 315 AT 3.43 5 2,102 184 06
Personal . . - - i
Factors Perceived social support 478 Lé¢ 470 138 541 14l 2,102 282 06
Religiousness** 385 7 283, 70 281, 124 2,10 6.31 00
Coping Prnble_m-fn-:used coping 3.60 A4l 348 48 371 aE 0 2,102 177 17
Factors Em_auan-fa_cused coping®™ 347, A4 3.34, AT 74 730 2,102 1438 00
Indirect coping 377 T3 320 100 335 .74 2,10 2.01 13

Fp05 ;¥ p0l
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3.3 Inter-correlations between Variables used in the Multiple Regression
Analyses

Table 11 presents the inter-correlations between variables used in the multiple
regression analysis. As can be seen from the table, mother rejection (r=-.66, p<.01),
father rejection (r=-.67, p<.01), burden (r=-.42, p<.01) and emotion focused coping
(r=-.33, p<.01) were negatively and significantly correlated with well-being. On the
other hand, mother over-protection (r=.32, p<.01), father over-protection (r=.35,
p<.01), mother warmth (r=.75, p<.01), father warmth (r=.65, p<.01), social support
(r=.72, p<.01), problem focused coping (r=.77, p<.01) and indirect coping (r=.67,
p<.01) were positively and significantly correlated with well-being. There was a high
positive correlation between well-being and self-esteem (r=.83, p<.01). Mother
rejection (r=-.55, p<.01), father rejection (r=-.57, p<.01) and burden (r=-.45, p<.01)
were negatively and significantly correlated with self-esteem whereas mother over-
protection (r=.29, p<.01), father over-protection (r=.27, p<.01), mother warmth
(r=..59, p<.01), father warmth (r=.66, p<.01), social support (r=.60, p<.01), problem-
focused coping (r=.72, p<.01) and indirect coping (r=.53, p<.01) were positively and

significantly correlated with self-esteem.
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Table 11. Inter-correlations between Multiple Regression Variables
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3.4. Hierarchical Regression Analysis for Well-being

A five-step hierarchical multiple regression was conducted with Well-being
as the dependent variable. Demographic variables (age, gender) were entered in the
first step of the formulated regression equation. The impact of the stressful event
(burden) was entered in the second step, the Parental Variables (mother rejection,
father rejection, mother over-protection, father over-protection, mother warmth and
father warmth) in the third step; Personal Resources (religiousness, and perceived
social support) in the fourth step and Coping Factors (problem focused coping,
emotion focused coping and indirect coping) in the fifth step. The variables were
entered in this order as it seemed chronologically plausible and fitting the model.
Inter correlations between the multiple regression variables were shown in Table 11
and the regression statistics for Well-being are presented in Table 12.

Considering the zero-order correlation analysis, the variables “age” (r=.22,
p<.05) and “gender” (r= -.32, p<.01) revealed moderate correlation with Well-being,
indicating that female well siblings and participants who are older tended to feel
more Well-being. Therefore, these variables were entered into the regression
equation in the first step where Well-being was the dependent variable. In the first
step, the hierarchical multiple regression equation revealed that Demographic
Variables contributed significantly to the regression model [Fehange (2,97) = 6.51, p <
.001], explained 10% variance of Well-being. When the impact of the stressful event
was included in the second step of the regression model, burden was also a
significant predictor of Well-being as well, in the second step explained variance
increased to 22%, [Fchange (1,96) = 15.70, p < .001.].

In the third step, adding Parental Variables to the regression model, the
explained variance increased to 62 %, Fchange (6,90) = 18.08, p < .001. Among
Parental Variables, mother over-protection (pr=.35, p=.38, t (90)=3.48, p<.01) was
found to be associated with Well-being, indicating that well siblings who perceived
over-protection from their mother in their childhood tended to feel more levels of

subjective Well-being.
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In the fourth step, the addition of Personal Variables to the regression model,
led to a significant increase in explained variance to 68%, ( Fchange (2, 88) = 9.33, p <
.001). Among Personal Variables, perceived social support (pr=.29, p=.14, t (88) =
2.81, p<.01) by the well siblings was found to be a significant predictor of Well-
being, showing that the more they perceived social support, the more they reported
well-being.

On the last step, Coping Variables explained an additional 13 % of the
variation in Well-being and explained variance increased to 81% , Fchange (3, 85)
=22.08, p<.001. Among Coping Variables, problem focused coping (pr=.47, p=.55,
t(85)=4.85, p<.01) and indirect coping (pr=.45, p=.32, t(85)=4.71, p<.01) were found
to be significantly associated with Well-being. Together the five independent variable
sets accounted for 81% of the variance in Well-being and the summary of the

regression equation is displayed in Table 12.
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Table 12. Variables Associated with Well-being

Within set |
-
Entry of Data Set . correlation ~ change R*
: predictors or) value
1. Demographic Variables
Ape -8 -1.83 -20 6.31 (2.97) A0
Gender 03 36 06
4 - ;
‘.Sugjrﬁ;]::“ e 03 Af 03 .70 (1.96) 2
3. Parental Variables
Mother rejection -101 -03 0
Father rejection 038 -G8 -07
Mother over-protection 38 S 33 18.08 (6.00) 62
Father over-protection -0 -02 -00
Mother warmth 17 1.89 20
Father warmth 03 n 10
4. Personal Varizbles
Social support 14 1.81% 20 8.33 2.88) 68
Eeligiousness -02 -.54 -06
3.Coping Varizbles
Problem focused coping 33 4,855 47
Emotion focuzed coping -16 -1.82 - 19 2208 (3.83) 81
Indirect coping 32 4.71%* A3
#+p001, #;p=<.05
3.5. Hierarchical Regression Analysis for Self-esteem

Similarly, a five step hierarchical multiple regression analysis was conducted
where the Self-esteem was the dependent variable. Considering the zero-order
correlation analysis, “living status of the well sibling” (r=-.30, p<.01) and “gender”
(r=-.30, p<.01) revealed moderate correlations with Self-esteem, indicating that
well siblings who lives away from the ill siblings and female participants showed
higher levels of Self-esteem. Therefore, these Demographic Variables were entered

into the regression equation in the first step where Self-esteem was the dependent
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variable. The impact of the stressful event (burden) was entered in the second step
followed by the Parental Variables (mother rejection, father rejection, mother over-
protection, father over-protection, mother warmth and father warmth) in the third
step; Personal Resources (religiousness and perceived social support) in the fourth
step and Coping Factors (problem focused coping, emotion focused coping and
indirect coping) in the fifth step. These variables were entered in this order as it
seemed chronologically plausible and fitting the model.

In the first step, the hierarchical multiple regression analysis revealed that
Demographic Variables contributed significantly to the regression model (Fchange
(2,97) = 1.17, p< .05) and explained 3% of the variance. Among Demographic
variables, gender (pr=.38, p=.23, t(97)=3.82, p<.01) was found to be significantly
associated with Self-esteem, indicating that female well siblings tended to develop
higher levels of Self-esteem than male well siblings.

In the second step, introducing the Stressfulness of the event (i.e. burden) to
the regression equation, the explained variance increased to 18 % of the variation
was explained in Self-esteem, Fchange (1, 96) = 21.62, p < .001. Burden as the stress
factor (pr=-.23, p=.17, t(96)=-2.21, p<.01) is a significant predictor of Self-esteem,
indicating that higher levels of burden among well siblings related to the sibling’s
illness leads to a decrease in Self-esteem.

In the third step, the addition of Parental Variables increased to explained
variance to 54 %, Fcpange (6, 90) = 13.80, p < .001. Except father warmth, all other
Parental Variables were found to be associated with Self-esteem. Perceived rejection
from both mother (pr=-.24, p=-.25, 1(90)=-2.32, p<.01) and father (pr=-.22, p=-.25,
t(90)=-2.04, p<.01) in the childhood was found to be significantly and negatively
associated with Self-esteem of the well siblings. On the other hand, the well siblings
who perceived mother warmth (pr=.31, =.33, t(90)=3.05, p<.01) and father warmth
(pr=.47, B=.56, 1(90)=4.90, p<.01) in their childhood, reported higher levels of Self-
esteem. Lastly, in the thirds step, a significant and positive association between

mother over-protection (pr=.38, p=.30, t(90)=3.76, p<.01) and Self-esteem was
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yielded, indicating that perceived mother warmth in the childhood leads to higher
Self-esteem in well siblings.

In the fourth step, by adding Personal Variables to the regression model, the
explained variance increased to 60% , Fchange (2, 88) = 7.68, p < .001. Among
Personal Variables, religiousness (pr=-.33, p=-.18, t(88)=-3.26, p<.01) was found to
be associated with Self-esteem, indicating that participants who reported lower levels
of religiosity reported higher levels of Self-esteem.

In the last step, Coping Variables also contributed significantly to the
regression model (Fchange (3,85) = 23.52, p< .05) and explained an additional
18% of variation in Self-esteem. Among Coping Variables, problem focused coping
(pr=.54, B=.44, t(85)=5.87, p<.01) and indirect coping (pr=.47, p=.36, t(85)=4.84,
p<.01) were found to be significantly associated with Self-esteem. Together the five
independent variable sets accounted for 78% of the variance in Self-esteem and the

summary of the regression equation is displayed in Table 13.
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Table 13. Variables Associated with Self-esteem

Within set
Order of ffor partial d-Lfor el
Entrv of Data Set f  within set correlation F the F 1
: predictors change  value
(pr)
1. Demographic Variables
Living Status -04 - 63 -7 1.17 (2.97) 03
Gender 23 3825+ 38
2.5tressfulness of event
Burden -17 -221* -23 1162 (1.96) 18
3. Parental Varizbles
Mother rejection - 23 -1.31* -24
Father rejection -23 -L04# -2
Mother over-protection 30 3.76%* 3 13.80  (690) 54
Father over-protection -01 q7 02
Muother warmth 33 3055 A1
Father warmth 36 4.90%* A7
4. Personal Varizbles
Social support 19 1.90 20 1.68 2.88) G0
Religiousness -18 it -33
3.Coping Varizbles
Problem focused coping A4 587 4 .= S -
Emeotion focused coping -0 -18 -19 2332 (.89 78
Indirect coping 36 4847 AT
3.6. Tests of Moderation and Mediation Models

3.6.1. Moderation Model for Well-being
3.6.1.1.  Social Support as a Moderator of Burden
In order to test the moderating role of social support for burden, two sets of
multiple regressions were generated using the procedure suggested by Baron and
Kenny (1986) both of the independent variables were centered. In the first regression
analysis, centered social support and centered burden were entered in the first step.
The interaction term was entered in the second step. In the second step, the

interaction of social support and burden revealed a significant relationship with well-
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being (fp = .58, t (103) = 2.19, p < .05). The interaction of social support and burden
explained 19% of variance of well-being (AR? = .08, Fehange (1, 103) = .03, p <.001).
Thus, social support was a significant moderator of the relationship between burden
and well-being. Participants of different levels of social support did not differ in
well-being scores under conditions of low burden, however large differences were
noted under the conditions of high burden; individuals who had high social support
reported significantly higher levels of well-being than individuals reporting low
levels of social support. This is shown in Figure 7.

Table 14. Hierarchical Regression Analysis for Moderating Effect of Social Support
on the Relationship between Burden and Well-being

R F
B SE B R? Change Change

Dependent Variable :Well-being

Step 1
Burden -14 12 -29 .05 .05 12
Step 2
Social Support 40 15 34 12 .07 .05
Step 3
Burden x Social Support 30 .14 58 .19 .08 .03

Note. B,S.E., and 3 reflect values from the final regression equation.
*:p<.05
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Figure 7. Interaction of social support and burden on well- being

3.6.2. Mediation Models for Well-being

3.6.2.1. Social Support as Mediator between Well-being and
Burden

According to Baron and Kenny (1986), four criteria are required to reveal a
mediator effect. First, the predictor variable (burden) must be related to the mediator
variable (social support). Second, the predictor variable must be related to the
outcome variable (well-being). Third, the mediator variable must be related to the
outcome variable. Fourth, after controlling for the effects of the mediator on the
outcome, the relation between the predictor and the outcome must be significantly
decreased. To test for a mediation effect of social support on the relationships
between burden and well-being, a series of three regressions were conducted. The
relationship between burden (stressor) and well-being was mediated by social
support. Burden was a significant predictor of well-being (B = - .45, p < .001) and
social support (f =.37, p <.001), and after controlling for burden, social support was
a significant predictor of well-being (B =- .69, p < .001). The final condition of
mediation was also met: The standardized regression coefficient between burden

and well-being decreased significantly (from f = - .45, p < .001 to p = -.10, p <
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.001). The mediating role of social support between burden and well-being was
confirmed by Sobel test (Sobel z = -4.58, p =.001). Therefore, social support

mediated the relationship between burden and well-being (See Figure 8)

-.55

/7

SOCIAL
SUPPORT

.69

BURDEN

-45
(-.10)

Figure 8 Model of the mediational role of social support in the relationship between
burden and well-being. Value in parentheses is the reduced correlation coefficient

when the mediator is present. All Beta Coefficients are significant at .001 level.

3.6.2.2.  Problem-focused Coping as Mediator between Wellbeing
and Burden

To test for a mediation effect of problem-focused coping on the relationships
between burden and well-being, a series of three regressions were conducted. First,
problem-focused coping was regressed on burden (= -.26, p < .001). Burden
contributed a significant amount of variance to problem-focused coping (22%).
Second, well-being was regressed on burden (= --.45, p <.001). Burden explained a
significant amount of variance to well-being (17%). In the third equation, well-being
was simultaneously regressed on both problem-focused coping (B= .35, p <.001) and
burden (B = .28, p < .001). Finally, the regression model contributed a significant
amount of variance to well-being (28%). The results of regression analyses testing
mediation effects of problem-focused coping on the relationship between burden and
well-being are presented in Figure. 9. As shown Figure. 9, the beta weight when

burden was regressed alone on well-being was .45. The beta weight dropped from
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.45 to -.10 when problem-focused coping was added into the equation. The Sobel
Test revealed that problem-focused coping significantly mediated the relationship
between burden and well-being (z=-6.65, p<.001). According to Baron and Kenny
(1986), full mediation obtains if the predictor variable (burden) has no significant
effect on the outcome variable (well-being) when the mediator (problem-focused
coping) is controlled. Therefore, these results indicated that problem-focused coping

only partially mediated the relationship between burden and well-being.

PROBLEM
-47 FOCUSED 18
COPING \
BURDEN
=
-45 &
(-.10)

Figure 9. Model of the mediational role of problem focused coping in the
relationship between burden and well-being. Value in parentheses is the reduced
correlation coefficient when the mediator is present. All Beta Coefficients are

significant at .001 level.

3.7. Qualitative Analysis

3.7.1. Answers to open-ended questions

Along with the objective measures that were displayed in the previous
section, the well siblings were asked by open ended questions before they were given
the self-report questionnaires. The answers to the open ended questions were

categorized by the current researcher. Then, the statements were evaluated by two
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independent researchers who are working with the patients with schizophrenia and
their families, and had a master degree in Clinical Psychology. The following
distributions of answer categories were prepared with the help of the two
psychologists and an inter-rater reliability of x = 0.81 was found for the answers.
Only the forms of 90 participants were completed that were used for this analysis.

Table 15. Distribution of the answers of the well siblings to the Open-ended

Interview Questions

1. What were your sources of information about the disorder? n %
Doctors and nurses 83 92
People with similar experiences and the association 65 72
TV and newspapers 42 47
Internet and books 40 44

2. Can you tell me about your relationship with your sibling? (Do you find him/her n %
friendly? Is he/she easy to get along with? Are you close with him/her? In which

aspects would you have liked him/her to be different? In what ways does he/she

annoy you?

It is hard to live with him/her. 77 86
He/she doesn 't love me at all, he/she is mad at me. 60 67
We are very close to each other. 57 63
| always support him/her. 55 61
We share little. 50 56
There isn t enough communication or interaction between us. 48 53
We are not close to each other. 47 52
He/she doesn 't talk much with me. 42 47
We share much. 35 39
He/she only cares about himself/herself. 33 37
He/she always supports me. 11 12
We support each other, share a lot and we are close to each other. 7 8

I think that she is friendly and sincere, and that he/she is the only person in the world 5 6
who understands me.

3. Who supported you while you went through a difficult time due to your sibling’s n %
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disorder?

My family. 84 93
Doctors. 72 80
My friends. 59 66
My wife/husband. 62 69
The association. 45 50
My children. 29 32
My girlfriend/boyfriend. 20 22
No one. 5 6
4. How did they support you? n %
By giving me emotional support. 75 83
By listening to me. 57 63
By giving me financial support. 49 54
They told me | was right. 43 48
They empathized with me and they didn 't reproach me. 39 43
They gave me support when we went to the hospital and helped me contact the doctor in 36 40
cases of emergency.

By consoling me. 30 33
5. What kinds of difficulties have you experienced due to having a sibling with n %
schizophrenia?

Financial burden. 82 91
Emotional burden. 78 87
| was sad. 78 87
| was scared. 69 77
Anxiety. 67 74
| was tired. 64 71
| was angry. 59 66
I was worried about my parents. 57 63
I got mad. 42 47
| was disappointed. 39 43
| felt guilty. 37 41
| was ashamed. 23 26
6. How did you cope with these difficulties? n %
| consulted doctors. 87 97
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| tried to get information. 77 86
I gave him/her support. 69 77
| tried to understand the disorder. 67 74
| alleviated my guilt by helping him/her. 45 50
| received support. 43 48
| tried to act as if nothing happened. 42 47
1 tried to think that he/she wasn 't my sibling. 39 43
| kept away from him/her. 37 41
| dedicated myself to him/her. 37 41
1 didn 't see him/her much. 36 40
I smoked more. 12 13
| went to another city to study. 7 8
7. Compared to the period before the diagnosis of the illness, has your parents’ n %
attitude towards you and your sibling changed? Would you share it with me?

Yes, it has changed. 80 89
They spend more time with us. 75 83
They are more protective. 55 61
I was oppressed and ignored. 55 61
They love us more. 36 40
They isolate him/her and protect me. 31 34
They spoil him/her. 25 27
No, it hasn't changed 10 11
| was always the “bad boy.” 9 10
1 became my family s favorite. 7 8
8. If your family began to behave differently towards you after your sibling n %
developed the disorder, how did you cope with that?

My family began to behave differently but I tried to understand this change as my sibling 72 80
was ill.

| became distant from them. 39 43
I built my own life. 36 40
I did not mind or make much of it. 27 30
My family did not behave differently. 9 10
9. How did your sibling’s disorder affect you in general? n %
Negative. 83 92
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I am exhausted. 68 76

| am exasperated. 62 69
I shouldered the entire burden. 60 67
| became a patient and selfless person. 57 63
I began to live with the constant fear that something might happen to him/her and | 57 63
feared that he/she might have an attack.

| am sad. 55 61
I had to live in anxiety. 55 61
I have no power or energy left. 49 54
I learned to take responsibility. 42 47
I stood on my own two feet. 40 44
| became mature. 39 43
| was ignored. 35 39
| learned to be self-sufficient. 35 39
| was ashamed. 31 35
| was stigmatized. 29 32
ITwasn't loved. 21 23
Nobody understood me. 17 19
Positive. 11 12

As can be seen from the Table 15, for the first question, the prominent
answers of the well siblings regarding their information resources were mental health
workers (92%) and other people who have the same experiences in their family
(72%). When the well siblings were asked about their relationship with the ill
sibling, most of them stated that it was hard to live with the ill sibling (77%). Second
prominent answers were about feeling of not loved by the ill sibling (60%). The most
positive answer to this question were given by only few well siblings (6%) which is
“I think that she is friendly and sincere, and that he/she is the only person in the
world who understands me.”. The well siblings defined their family (93 %) and
friends (80%) as their most powerful social support resources whereas 6% of the
wellsiblings reported that no one supported them when he/she went through difficult

time due to the sibling’s disorder. Regarding the type of support, the well sibling
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stated emotional support mostly (83%) followed by “to be listened” (63 %) and
financial support (54%). Financial burden (91%), emotional burden (87%), sadness
(87%), fear (77%) and anxiety (74%) were the answers for the difficulties of having
an ill sibling. 41% of the well siblings reported guilt and 26 % of them reported
shame. When they asked how to cope with those difficulties, the prominent answers
were consulting doctors (97%) and trying to get information (86%) were the
prominent answers. 8% of the well siblings reported that they escaped to another city
to work. Regarding perceived parental attitudes, 80% of the well siblings mentioned
a change whereas 10% reported no change after the diagnosis of the sibling’s illness.
Among the well siblings who mentioned changed, 80%of them tried to cope with the
change by developing an understanding towards family, 39% of them became more
distant from the parents and 36% of them stated that they had built their own life.
Regarding the general effect of the sibling’s illness, 83% of the well siblings said
“positive” whereas 12% of them said “negative”. The negative effects were as
follows; exhaustion (76%), exasperation (69%), shouldering the entire burden
(60%), constant fear (63%), sadness (61%), anxiety (61 %) and the positive ones as
follows; gaining responsibility (47%), maturation (39%), being self-sufficient(35
%).
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CHAPTER 4

DISCUSSION

In this chapter, the findings will be discussed within the relevant literature,
the strengths and limitations of the study will be presented, and ideas for future

research and recommendations for mental health practice will be provided.

4.1 Main Aims and Major Findings

Schizophrenia is a multidimensional illness with a profound impact on
psychosocial functioning of the patients; it also imposes severe hardships not only on
patients but also on their relatives. With all these difficulties, it also has the potential
to affect siblings, referred to as well siblings who do not themselves have a mental
illness. The literature review for the current research, especially pointed out the
dearth of research on well siblings who seemed to be “secondary victims” of the
disorder. In the light of the literature, the present study aimed to examine the
relationships between a series of variables identified as central to the stressors and
their effects on siblings’ well-being and to explore the relationship between burden
and well-being in the search for a greater understanding of the experience of having
a sibling with schizophrenia.

The present study indicated several group differences related to
characteristics of well siblings in well-being, burden, coping styles, and personal
resources. The well siblings’ gender was found to be related with well-being and
perceived social support. The results showed that, the female well siblings reported
higher levels of subjective well-being compared to male well siblings. The female

well siblings also reported higher levels of perceived social support. According to the
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framework theory of this study, social support acts as a facilitator for setting coping
strategies through sharing problems and getting helpful suggestions which help
people to face their problems and find constructive problem solving ways for well-
being (Lazarus & Folkman, 1984). This theoretical approach supports our next
finding that the female well siblings reported problem focused coping more
frequently than males as they also reported more social support than males. Another
significant gender difference as seen in indirect coping styles of the well siblings,
again the female well siblings reported using indirect coping strategies more
frequently than male well siblings did. Studies on gender differences in terms of
experienced burden of well siblings (Greenberg et al., 1997; McGlashan &
Bardenstein, 1990) showed that sisters reported significantly greater subjective
burden compared to brothers. However, in the present study, no significant gender
difference was observed in burden. Despite not significant, the male well siblings
scored slightly higher in burden compared to female siblings. A reason for this
discrepancy between the literature and our findings might be the effect of culture on
care-giving roles in Turkey; despite the fact that female siblings provide caregiving
for their ill siblings more often, they may not perceive that as a burden because of
their traditional gender role.

Regarding timing, siblings of persons with schizophrenia vary greatly as to
the timing in their own lives when their brother or sister’s illness first occurs. Some
siblings were adults and living independently when their brother or sister became ill,
whereas other siblings were children or adolescents at that time. In this study, age
groups were created for this reason and no differences were seen except for coping
ways of the well siblings. When the sibling’s illness was diagnosed at adulthood of
the well sibling, they reported that they used indirect coping more frequently than
adolescents did. This may be related to their independence as adults and finding a
way to distance themselves from their families. However, there is no research which

is specific on this topic; this is the area needs more research for an explanation.

66



Well siblings who live away from the ill sibling scored higher in well-being,
self-esteem, problem-focused coping, and perceived social support measures
meaning that building a physically apart life away from the ill sibling has a positive
effect on well siblings. According to Kinsella and Anderson (1996), living away from
the ill sibling may be a constructive escape and a healthy coping style for well
siblings. In parallel with this finding, Samuels and Chase (2007) showed that well
siblings who moved away from their families in late adolescence, experienced
personal growth, after their re-involvement to the family, feeling of responsibility of
the ill sibling emerged again and the guilt became the primary feeling of their lives.
Furthermore, the well siblings usually experience stigma by association because of
the presence of the ill sibling that isolates them from friends and other social
networks which leads to poor self-esteem along with the low social support
(Schene,Wijngaarden & Koeter,1998). It may be said that living status which is not
so close to the ill sibling but close enough to help him/her solve problems and crises
has an important factor for well siblings. On the other hand, well siblings who live
with the ill siblings, experienced more levels of burden. In their book, Marsh and
Dickens (1997) claimed that those who were still living in the parental home when
the brother or sister was first diagnosed may be socialized to take on heavier family
caregiving responsibilities than those who live away from the ill sibling and they
tend to continue their caregiving roles as well as feeling burdened by their siblings’
illness.

When the differences between the older brother, younger brother, older sister,
and younger sister groups were examined the older siblings, especially the older
sisters seemed to have a more advantageous existence. The scores of well-being,
self-esteem and effective coping styles (problem focused coping & emotion focused
coping) measures were significantly higher than the younger ones’. These findings
were similar to Greenberg et al.’s (1997) research conducted on well siblings. His
study was also coherent with the present study revealing that well siblings' age was

negatively related with levels of burden, stigma, and fears. Though not to a
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significant degree, older siblings tended to worry less about their ill sibling's
future care than did younger siblings (Greenberg et al., 1997). Thus, care efforts need
to be emphasized more to younger siblings in support programmes.

In the present study, education levels of well siblings were found to have an
impact on the subjective burden. The present study showed that the well-educated
siblings stated low levels of burden than the relatively less educated ones. A reason
for this might be, better educated siblings may have more information on current
theories of the causes of severe mental illness, and therefore be more likely to
attribute their sibling’s behaviour to an illness. Emotion focused coping styles and
religious beliefs of the well siblings also differed according to the education levels.
Better educated well siblings reported that they do not prefer to take refuge in
religious beliefs nor using emotion focused coping as much of compared to well
siblings who are relatively less educated. Considering the religiousness as a type of
emotion focused coping, these findings are parallel with the burden literature (Li,
1997; Palisi & Canning, 1991).

The main aim of the present study was to examine the predictors of well-
being among well siblings. Hierarchical regression analysis revealed that well-being
can be predicted by perceived mother over-protection during the childhood,
perceived social support, problem-focused and indirect coping. In the parental
rearing literature, over-protection seems to be a toxic factor in the family; it is also
emphasized as a toxic factor in the literature of expressed emotion by parents
towards the patient with schizophrenia (Wearden, Tarrier, Barrowclough, Zastowny,&
Rahill,2000). However, in the present study, unlike the results of the Western studies,
perception of mother over-protection by the well siblings may be associated with a
happy childhood as making the child feel more comfortable and appreciated,
particularly in the presence of an ill sibling. A reason for this, in the Turkish culture
having protective attitudes, may be emotionally involving to the lives of the children
and showing positive remarks may be perceived as not a terrible experience for the

child, far from it, this kind of protective attitudes may be perceived as warmth and
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positive attitude. In a study conducted by Karanci and Inandilar (2002) the toxic
effect of emotional over-involvement and over-protection is not valid for Turkish
culture. The second predictor was social support associated with well-being among
well siblings. The well siblings who perceived higher levels of social support tended
to report higher levels of well-being. This finding is strongly consisted with the
social support literature (Greenberg, Kim & Greenley, 1997). In the framework of
Lazarus & Folkman Stress Coping Theory, social support takes part as a personal
coping resource that buffers negative effects of stress (Lazarus & Folkman, 1984).
As the framework model indicates, the coping styles of the well siblings determined
their level of well-being. Among the ways of coping of well siblings, problem
focused coping and indirect coping were found to be related with their subjective
well-being. Problem focused coping involves three components which are taking
control, information seeking and evaluating of the pros and cons. When it is applied
to well siblings, the well siblings who used problem focused coping, try to change
the relationship between the person and the source of stress by escaping from the
stressor. It seems alike aforementioned concept which is constructive escape defined
by Kinsella (1997). They prefer to move away sometimes to protect themselves. In
information seeking which involves the well siblings trying to understand the
situation (e.g. using the internet) and putting into place cognitive strategies to avoid
it in future. Information seeking is a cognitive response to stress. They try to
understand the sibling’s illness, to have contact with doctors or to communicate other
patients’ families. Lastly, they use the strategy of evaluating the pros and cons of
different options for dealing with the illness of the sibling.

Indirect coping was the last predictor of well-being in well siblings of
patients with schizophrenia. Indirect coping is described as a healthy way of coping
by escaping rather than focusing on the siblings’ illness and burden which involves
physically or mentally escaping their environment in order to gain relief from the
pressures of living with a sibling with schizophrenia. They engaged in outlets or

activities, inside and outside of the home, that occupied their time and attention, and
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that brought them pleasure. In the study of Kinsella and Anderson, the mentioned
activities were play, art, reading, music, and school-related or organized social
activities (1996). A group of researchers brought a new point of view for indirect
coping which supported our findings. Geng0z, Gen¢6z and Bozo (2006) discussed in
their study that indirect coping may be renamed as ‘“social support seeking”
indicating that seeking social support was empirically addressed as being
hierarchically different from the two other factors of Ways of Coping Inventory
which are emotion focused and problem focused coping. Thus, indirect coping
through social support seeking may be an effective path for maintaining well-being
status in the presence of an ill sibling.

In the present study, the mediating role of social support between burden and
well-being was confirmed in addition to the moderator role of social support. Social
support was a significant moderator of the relationship between burden and well-
being. Well siblings of different levels of social support did not differ in well-being
scores under conditions of low burden, but large differences were noted under the
conditions of high burden; well siblings who had high social support reported
significantly higher levels of well-being than well siblings did with low levels of
social support This finding was parallel with other studies (Chang, Brecht, & Carter,
2001; Magliano et al., 2000). Moreover, lots of studies illustrated that social support
acted as a buffer against the negative features of family caregiving (Houde, 1998;
Palmer & Glass, 2003) and moderates the stressful life events and the possible
negative outcomes (Brown, Bhrolchain & Harris, 1975). In the present study, social
support was also found to be a mediator between burden and well-being. This
relationship may relate to a positive function of social support because social support
resources can facilitate the well siblings to use confrontation The well siblings
may be supported by their own family as the data in the present study showed that
93% of the well siblings had family members who helped them in difficulties of
an ill sibling. This support can facilitate the subjects to set coping strategies

through sharing problems, providing sympathy, and giving helpful suggestion
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which help the well siblings to confront the situation, face up to the problems,
and constructive problem solving (Suls as cited in Lazarus & Folkman, 1984).
Thus, the burden of the well siblings may shrink and well being may rise in the
presence of social support. This is in line with the previous studies on the mediator
role of social support (Szmukler & Bloch, 1997).

The second dependent variable of the present study was self-esteem as a
strong indicator for well-being. Self-esteem is an extensively researched area (Cast
& Burke, 2002; Lucas, et al.., 1996; Rosenberg, 1979), and academics and laymen
alike are becoming increasingly aware of the importance of this factor in the well-
being. Due to the popularity of this area of study, there are many definitions and
conceptualizations of the construct available. Self-esteem has been investigated as an
outcome (focusing on processes that produce or inhibit self-esteem), a self-motive
(in which people behave in ways that maintain positive evaluations of the self), and
as a buffer (providing protection from experiences that are harmful) (Cast & Burke,
2002). For the purpose of this study, self-esteem was identified as an outcome
measure and was considered as the second outcome variable since it had a high
correlation with well-being. Gender was found to be a significant predictor of self-
esteem; being female was significantly associated with self- esteem. Aforementioned
gender differences of the present study were also indicating that female well-siblings
reported higher levels of self-esteem Burden, the second predictor, was found to be
negatively related with self-esteem (Tsang, Tam, Chan, & Chang, 2003).). Among
parental variables, perceived parental warmth and mother overprotection predicted
self-esteem. Well siblings who perceived mother warmth and father warmth in their
childhood, reported higher levels of self-esteem. Nonetheless, a significant and
positive association between mother over-protection and self-esteem was observed,
indicating that perceived mother over-protection in the childhood leads to higher
self-esteem in well siblings. On the other hand, perceived rejection from both mother
and father in the childhood found to be significantly and negatively associated with

Self-esteem of the well siblings. These findings on perceived rejection were similar to
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the other studies reported (Rohner, 1975; Conte, Plutchik, Picard, Buck, and Karasu,
1996; Buri, Murphy, Richtsmeier & Komar, 1992; Hussain, & Munaf, 2012).
Unexpectedly, religiousness was found to be negatively associated with self-esteem
although a positive relationship between belief in God and self-esteem has been
repeatedly demonstrated (Benson & Spilka, 1973; Aydin, Fischer, & Frey, 2010;
Gebauer, Sedikides & Neberich, 2012). This finding may be related to the scale used
for the measurement of the religious behaviors of the well siblings. Well siblings
were asked whether they describe themselves as a religious person and that kind of
question may be perceived as covering all the religious requirements, such as
performing namaz, avoiding alcohol or fasting for a Muslim culture and meaning
that if you don’t do devotions, you are not a religious person. Thus, well siblings
may not have described themselves as a religious person and this may lead to a
negative relationship between religiousness and self-esteem. It would be a better way
for future research to measure spiritually or religiousness as described in the
literature by focusing on beliefs rather than devotions for Islam. The last predictors
of self-esteem were coping styles of well-siblings. Problem focused and indirect
coping were found to be positively associated with self-esteem similar to well-being.
The well siblings who reported that they used problem focused coping more
frequently also reported higher levels of self- esteem. This finding was parallel with
the previous studies conducted on the relationship between self- esteem and problem
focused coping (Constantine, Donnelly, & Myers, 2002). Correspondingly, indirect
coping also predicted self-esteem. Aforementioned activities that involved in indirect
coping such as organized social activities, distracting avocations, hobbies and
seeking social support might have a positive effect in self-esteem.

In addition to objective measures, the present study also focused on answers
to the open-ended questions. The well siblings were asked questions about their
source of information about schizophrenia, their relationship with the ill sibling, their
support resources, difficulties derived from the ill siblings, attitudes of their parents

toward them before and after the diagnosis of the illness and coping strategies. The
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categories derived from the answers seemed to be in agreement with the results from
the objective measures used in the study. Their answers brought much important
information about the emotions of the well-siblings which were not measured by the
self-report objective scales of the study.

The prominent answers of the participants regarding their information
resources were mental health workers and other people who have the same
experiences in their family. At this point, the Schizophrenia Association as a
solidarity effort seems to be a good resource for both getting in touch with
experienced families and a contact point with mental health workers. There are lots
of volunteer psychology students who are working there, as the authors of the
present study we have conducted monthly family meetings for five years in which
siblings can participate and several psychiatrists are also available in the Association.
This finding made us feel proud of our efforts in the Association since most of the
well siblings are aware of the resources from which they can receive information.

As Goetting (1986) points out that the most important tasks of sibling-ship
throughout the life cycle are companionship, friendship, comfort, and affection; the
answers of well siblings varied from “I think that she is friendly and sincere, and
that he/she is the only person in the world who understands me” 10 “He/she doesn t
talk much with me.” when they were asked about their relationship with the patient.
A reason for the negative answers and their high frequency may be due to the nature
of the schizophrenia. Especially negative symptoms of the schizophrenia may lead to
decrease in the quality of the relationship between siblings that breaks friendship.

When support resources were asked to the well siblings, they reported the
family and doctors prominently. The most reported category was related with
emotional support; as discussed in the emotional burden chapter, they mostly needed
to be listened by their families, wishing to be understood by the people around them
and almost half of the well siblings defined “hearing that they were right” as the
most valuable support style. A reason for this might be the severity of the guilt they

feel and their mental confusion. Confirmation by others about doing the right thing
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in the presence of the ill sibling seems to be one of the most relieving factors
perceived by the well siblings.

Emotional burden was a common reported category in terms of experienced
difficulty. Marsh (1998) described the condition of a having a sibling with
schizophrenia as an emotionally troubled journey. When a brother or sister is
diagnosed with a mental health disorder, illness of their sibling gives a rise to a large
amount of ambivalent feelings and confusions about the way their sibling acts. The
statements of the well siblings are quite close to the definition of Marsh (1998) such
as “I was ashamed... I was angry... [ was scared.... [ was sad...” Stalberg, Ekerwald
and Hultman (2004) presented a unifying theme as “sibling bond” in order to
describe the combination of emotions experienced by the well siblings. Researchers
produced the term sibling bond, reflecting mixed feelings of love, sorrow, anger,
envy, guilt, and shame which were the primary emotions expressed by the well
siblings. Researchers indicated that development of those strong feelings is due to
the emotional tie between the siblings (Kristoffersen and Mustar, 2000; Stalberg,
Ekerwald & Hultman, 2004).

The coping ways given to the open-ended questions showed a broader range
than the ways of coping inventory factors in the study. The categories which can be
merged under the problem focused coping were “I tried to get information.”, “I tried
to understand the disorder.”, “I consulted doctors”; “smoking more” might be
considered as indirect coping; and finally examples for emotion focused coping
activities such as “/ tried to think that he/she wasn't my sibling.” I tried to act as if
nothing happened”, “I alleviated my guilt by helping him/her” and “I dedicated
myself to him/her”. Some of the well siblings described their way of coping as
“escaping” or ‘“moving away for a while”. This is similar to Kinsella (1998)’s
classification presented previously as “constructive escape” and “destructive
escape.”

Overall, the answers for the question of effect of the ill sibling on the well

sibling’s life were highly negative. A few well siblings indicated positive effects (12
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%) whereas the majority of them (92%) stated negative effects of the disorder on
their lives. In the literature, in several studies, the well siblings mentioned positive
outcomes for having a sibling with schizophrenia such as maturity, responsibility,
sense of humour and patience (Marsh & Dickens, 1998). Likewise, in the present
study, the answers of the well siblings were such “l became a patient and selfless
person, | learned to take responsibility, I became mature, | stood on my own two
feet”. On the other hand, negative ones like; 1 have no power or energy left, | am
exhausted, I am sad, I am exasperated, I was ignored, I wasn 't loved, I began to live
with the constant fear that something might happen to him/her and | feared that
he/she might have an attack, | shouldered the entire burden, | had to live in anxiety,

nobody understood me, I was stigmatized, I was ashamed” were stated.

4.2 Clinical Implications

Before all else, the identification of risk groups among well siblings should
be included in the psychiatry clinics. Mental health workers should focus on the
psychological state of the well siblings as well as the patients with schizophrenia,
and they should screen them routinely for their psychological well-being.

Parents also should be informed about the impact of the illness on the non-
psychotic sibling, the concerns about future and perceived parental attitudes by the
well siblings. It may be helpful to add the well siblings’ perspectives in the family
psycho-education programs and emphasizing the parental behaviours towards the
well siblings. For our culture, the perception of love and concern from mothers,
means overprotection unlike other cultures, thus mothers should be given that
awareness, overly protecting the well-siblings make them feel valuable and
appreciated in the presence of the ill sibling.

Social support seems to be a very important variable for well-being and self-
esteem. It seems to moderate burden; furthermore, it mediates the relationship
between burden and well-being. Therefore, well siblings should be provided social

support from professionals and encouraged to engage in social activities. If culturally
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acceptable, they should be encouraged to disclose themselves and share their
problems with their friends. At this point, stigma by associate should be considered
by the mental health workers and the well-siblings should be relieved that the illness
of the sibling is not a shame for the well-sibling. In psychiatry services,
psychological interventions to support well siblings must be developed. Mental
health service providers should create supporting services for families, especially
siblings which are adequately funded and promoted by the service providers. In
addition to family-oriented services, sibling-oriented support services to assist well
siblings are needed. An example for this emerged in the United States (Landeen et
al., 1992) under the National Alliance of Mental Health (NAMI), namely National
Sibling Network which is a large network that coordinates well-established well
siblings- oriented services. Mental health professionals should also encourage well
siblings to seek social support from family, friends, and organizations such as NAMI,
to better cope with the demands of the illness. According to Marsh and Johnson
(1997) the family-oriented services include psycho-education, family education,
family consultation, and family support and advocacy groups. Those kinds of
services that are created to be addressed families’ concerns should be adapted for
well siblings to specifically suit their needs.

As Heller (1997) pointed out, the concerns of well siblings are generally
neglected by mental health services and their needs are often unmet. For this reason,
support groups should be employed which are cost-effective and widespread
resources for families and well siblings as well. Siblings support groups may give
them a chance to share their emotions, caregiving difficulties, and individual
experiences through interpersonal learning in a communicative and supportive
environment. Not only the well siblings who have the caregiving roles for the ill
siblings, but also the well siblings who do not have a considerable caregiving role,
but suffering from emotional problems regarding the ill sibling may benefit from the
support groups. They may learn more about the illness and adequate coping ways for

their emotional hitches. Additionally, the well siblings who seek out individual
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psychotherapy should be encouraged to contact with a clinical psychologist. They
may highly much profit by the psychotherapy sessions by discussing the meaning of
schizophrenia in their lives, effect of the ill sibling to his/her daily life or
interpersonal relationships, and may be informed by his/her therapist about
schizophrenia as a chronic disorder. They may have an opportunity to discuss their
unresolved issues or concerns and their typical emotions such as guilt, anger, and so
forth may be worked through individual psychotherapy. Even, they may work on
their grief through psychotherapy and get over mourn about the loss of their healthy
siblings and move toward accepting the illness.

Last but not the least, the clinical efforts for the well siblings should also
involve the training of crises management and communication skills for well
siblings. As indicated in the present study, problem focused coping mediates the
relationship between burden and well-being. Thus, problem solving techniques and
problem focused coping strategies should be strengthening within the programmes
for well-siblings. In those programmes, the value of indirect coping strategies should
be stressed and as given in the answers to open-ended questions, they should be
encouraged to orient some activities that suspends ill sibling’s burden and provides

respite time.

4.3 Limitations and Recommendations for Further Studies

The prominent limitations of the present study were its small sample size and
non-random recruitment of the well siblings. Since the design of the study is cross-
sectional, causal conclusion and detailed long term analysis could not be made. It is
well known that it is hard to recruit siblings with good or poor/little contact with the
patient. Because of the stigma by associate, not all of the siblings around could be
reached (for example, if the well sibling is married, she refused to participate since
her husband doesn’t know the illness of his wife’s sibling.). Since the controls are
needed to eliminate alternate explanations of the results, lack of control group was

another important limitation of the study. Generalibility of the results were weak
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because of the outcome measures and their correlates were based on regression
analyses, therefore further studies should be specifically conducted en detail.

Regarding with the measurement of perceived parental rearing, there are
criticisms of all parental styles questionnaires. Retrospective studies in which
adolescent/adult reports of their parents rearing style may be subject to a number of
biases. The first bias may be “retrospective bias” described by McCrae and Costa
(1988) who concluded that retrospective methods are not entirely trustworthy in that
there may be systematic errors of omission and commission such that, for instance,
neurotics remember more negative experiences than stable individual, so suggesting
direct relationships which are mediated by gender (Furnham and Cheng, 2000).
Thus, well siblings with high self-esteem are more likely to look back at their
childhoods in a positive light. Another bias may result from subjects concerning
social desirability. It is plausible to suggest that a strong desire to be socially
acceptable may induce well siblings to be less self-critical and to minimise their
reports of any adverse perceived parenting experiences.

In the present study, objective scales were employed, together with the open
ended questions but it is well known that in depth-qualitative interviews and
longitudinal approach would have allowed us to more fully capture the well sibling’s
views and experiences over time. A focus group or series of in-depth interviews with
father, mother, and sibling caregivers may also offer further insight into the family
dynamics that they experience and the ways in which they perceive support for an
affected relative. Furthermore, the perception of parents about the well siblings
should be examined whether they see their non-psychotic child as he/she doesn’t
need attention just because the well sibling is not diagnosed by schizophrenia.

Future researchers may examine well siblings reports of well-being before
and after an intervention (affiliation with a family self-help group, participation in a
psycho-educational program) or a “pivotal moment” in their siblings’ illness (relapse,

hospitalization, or involvement with legal system).
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Further research is needed with a more diverse sample, with well siblings
from other cultural and socioeconomic backgrounds who might have different
experiences caring for a brother or sister with schizophrenia. This study could be
extended to other groups of siblings who have siblings with different diagnosis.

A future comparative study of non-caregiving and caregiving siblings may
prove beneficial in better understanding the reasons behind why some provide
support, others do not, and how we can get siblings more involved in the caregiving
of their brother or sister.

Another research question in the future could be the ways in which well
sibling caregivers balance their own lives with their supportive role and manage this

juggling act.

4.4 Conclusions

In conclusion, this study indicates the significant amount of the burden
experienced by the well siblings of patients with schizophrenia. The burden among
well-siblings was found to be significantly related with their self-esteem which
mostly depends on the perception of parental rearing factors of the well siblings and
significantly related with their well-being. In the framework of Stress and Coping
Theory, the significance of perceived social support and ways of coping of well
siblings on well-being was reported. Social support seems to be the most important
factor for well-being. It moderates burden, moreover it mediates the relationship
between burden and wellbeing. Therefore, siblings should be provided social support
as well as their problem focused coping strategies should be strengthened. It was
claimed that when having an ill sibling is considered as a stressful life event, the
Lazarus Stress Coping Theory may be adapted for the well siblings and it was
validated as an appropriate beginning point for developing interventions for the well
siblings in the future. However, more research is needed on well siblings of the

patients with schizophrenia.
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APPENDICES

APPENDIX A

Informed Consent

Aciklama;

Kisinin sizofreni gibi kronik bir hastaliga sahip kardesinin olmasi psikolojik
olarak kisiyi derinden etkileyebilmektedir. Bizler bu ¢alismada sizofreni hastast olan
kardese sahip bireylerin yasayabilecekleri olasi sikintilar, sikintilarin nedenleri ve
bunlar1 azaltmak ile ilgili bilgiler toplamay1 amaglamaktayiz. Sorularin, dogru ya da
yanlis cevaplart yoktur. Sorulara samimi cevaplar vermeniz arastirmadan elde edilen
sonuglarin gecerli ve giivenilir olmasini saglayacaktir. Vereceginiz tiim bilgiler sakli
tutulacaktir. Biitlin cevaplar grup halinde arastirma amaciyla degerlendirilecegi igin
isim vermeniz gerekmemektedir.

Aragtirmaya katilmak goniilliidiir.
Asagidaki sorular1 cevaplayarak arastirmaya katilacaginizi umuyoruz.

Yardimlariniz i¢in simdiden ¢ok tesekkiir ederiz

Prof. Dr. A. Nuray Karanci

Uzm. Psk. Muazzez Merve Y iksel
(e-mail:muazzezmerve@yahoo.com)
Orta Dogu Teknik Universitesi /

Psikoloji Bolumd
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APPENDIX B

Socio-Demographic Information Form

1.Ad ve soyad bas harfleri: ...................

2.Cinsiyet: () Kiz ( )Erkek

3.Egitim: () Ilkokul () Ortaokul ( ) Lise ( )Universite () Yiiksek lisans/ doktora
4.Dogum tarihi: ......... [oviiiiiiiiiininnn, [ociiiniinnn

5.Hastanin dogum tarihi: ......... o, [oviiiiinnnnn,

6.Kardeslik statiisii: ( ) Abla () Kiigiik kiz kardes ( ) Abi () Kiiciik erkek kardes
7.Varsa baska kardesler:

a)Dogum tarihi: ......... [oviiiiiiianinnn, [ociiiiiinannn
Cinsiyet: ( )Kiz ( )Erkek
b) Dogum tarihi: ......... [oviiiiiiiiiian, [oviiiiiiiins

Cinsiyet: ( )Kiz ( )Erkek

c¢) Dogum tarihi: ......... [oviiiiiiiiiininnn, /T
Cinsiyet: ( )Kiz ( )Erkek

8. Medeni durum: ( )Bekar ( )Evli ( )Bosanmuis ( )Dul

9.Varsa ¢ocuk sayisi:

a) Dogum tarihi: ......... [oeiiiiiiiiiinnn, [oviiiiiiiinn
Cinsiyet: ( )Kiz ( )Erkek
b) Dogum tarihi: ......... Jociiiiiiiiiiiin, [oviiiniinnin

Cinsiyet: ( )Kiz ( )Erkek

¢) Dogum tarihi: ......... [oeiiiiiiiiiinnn, [oviiiiiiiinn
Cinsiyet: ( )Kiz ( )Erkek

10. Calisiyor musunuz? () Evet () Hayir

11. Mesle@iniz?............ccocoooviiiiininieieee

12. Kimlerle yasiyorsunuz: .....................

13. Kardes ile birlikte yasiyorlar ise ;
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a) Evdeki oda sayisi:

b) Hastanin kendine ait odas1 var m1?

¢) Sizin kendinize ait odaniz var mi1?

d) Ortalama haftada kag saati birlikte gegiriyorsunuz?

14. Kardes ile ayn yasiyorlar ise;

a)Kendi eviniz kardesinizin yasadigi eve yakin mi?. () Evet () Hayir
b)Kardesinizi haftada kag¢ kez ziyaret ediyorsunuz?......................... kez
c)Ortalama haftada kag saati birlikte gegiriyorsunuz?...................... saat
15. Hastalik ortaya ¢iktiginda ka¢ yasindaydmmiz? ..................
16. Hastalik ortaya ¢iktiginda kardesiniz ka¢ yasinda idi? ........
17. Hastalik hakkindaki bilgi kaynaklariniz nelerdir?

18. Kardesinizle iliskinizi anlatir misimiz? (Onu dostca bir kisi buluyor musunuz?
Onunla anlasmak kolay midwr? Onunla yakin olabiliyor musunuz? Onun ne

bakimlardan farkl olmasini isterdiniz? Ne bakimlardan sinirinize dokunuyor?)

19. Kardesinizle ilgili sikintilarinizda size kimler destek oldu, ne yaparak destek

oldular?

20. Sizofreni hastas1 bir kardese sahip olmak size ne gibi yiikler zorluklar

getirdi?
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22. Anne- babanizin size ve kardesinize yonelik tutumlarinda bir fark var

midir? Benimle paylasir misimiz? (hastalik tanisi oncesi )

23. Hastalik sonrasinda aileniz size yonelik farkh bir tutum gelistirdiyse nasil

basa ¢ciktimiz?

24. Genel olarak tiim hastalig: diisiindiigiiniizde kardesinizin hastahii sizi nasil
etkiledi?
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APPENDIX C
Subjective Well-being Scale (SWS)
Bu envanterde Kkisiliginizin ve yasammizin cesitli yonlerine iliskin ifadeler
bulunmaktadir . Bu ifadeleri tek tek okuyarak, ifadenin size ne derece uygun
olduguna karar veriniz. ifade size “ tamamen uygunsa” cevap kagidindaki
(5); “cogunlukla uygunsa” (4); “orta derecede uygunsa” (3); “biraz uygunsa” (2);
“hi¢ uygun degilse” (1) numarali alan1 daire igine alarak isaretleyiniz. Litfen tim
ifadeleri bos birakmadan cevaplaymiz.

Hig Biraz | Kismen | Cogunlukla | Tamamen
Uygun
) Uygun | Uygun Uygun Uygun
Degil
Gelecege yonelik planlar yapmaktan
i P yap 1 2 3 4 5
hoslanirim.
Yasamimda zevk alarak yaptigim
YapHe 1 2 3 4 5
etkinlik sayis1 azdir.
Genel olarak kendimi neseli
) ) 1 2 3 4 5
hissediyorum.
Geriye doniip baktigimda
istediklerimin ¢ogunu elde 1 2 3 4 5
edemedigimi goriiyorum.
Kisilik 6zelliklerimden genel olarak
1 2 3 4 5
memnunum.
Istedigim nitelikte ve sayida arkadasim
1 2 3 4 5
olmamasina iiziiliiyorum.
Gunlik yasamimdaki
sorumluluklarimi basariyla yerine 1 2 3 4 5)
getiririm.
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Ulasmak istedigim ideallerim var.

Ilgi ve yeteneklerime uygun
etkinliklerin yagamimdaki yeri

istedigim ol¢tidedir.

Kiigtik sorunlar1 bile biiyiitliriim.

Kendimi genel olarak canli ve enerjik

hissederim.

Yakin gelecekte yasamimda giizel

gelismeler olacagina inantyorum.

Kisilerarasi iligkilerde siklikla hayal
kiriklig1 yasiyorum.

Yasamima beni ona baglayacak

anlamlar katmakta zorlanmam.

Beni eglendiren faaliyetlere yeterince

katilamiyorum.

Umutlarimin gergeklesecegine

inaniyorum.

Miimkiin olsa gegmis hayatimi

degistiririm.

Ailemle olan iligkilerimden

memnunum.

Genelde huzunli ve dustinceliyim.

Yasamimda yapmam gerekenleri

diisiinmek hosuma gider.

Kendimi yalniz hissediyorum.

Amaglarima ulasmak i¢in ¢gevremdeki

olanaklar etkili bir sekilde
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kullanabilirim.

Genel olarak kendimi huzurlu

hissediyorum. !
Baskalarinin mutlu goriindiigii kadar

mutlu olmay1 isterdim. !
Sorunlart yagamin 6gretici ve dogal bir L
parcasi olarak goriiriim.

Cevremdeki insanlarin yasamlarina
imreniyorum. '
Amagclarima ulagmak i¢in yeterince

kararli davranabilirim. '
Yasamimi genel olarak monoton ve

sikici buluyorum. '
Sosyal iligkilerimdeki giriskenlik

yanimdan hosnutum. .
Kendime hedefler koymakta L
zorlantyorum.

I¢ diinyamin zaman gectikce

zenginlestigini hissediyorum. :
Tanidigim insanlarin ¢ogundan daha

fazla sikintim var. '
Yasamin zorluklariyla bagetme

glicime guveniyorum. !
Sevilen ve giivenilen biri oldugumu
hissediyorum. !
Geg¢miste yaptigim hatalardan dolay1

yogun sugluluk duygusu yasiyorum. !
Serbest zamanlarimda zevkle vakit 1
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gecirecek bir ugrasi bulurum.

Yasamim basarisizliklarla dolu.

Gtgliikler karsisinda cabuk pes

ederim.

Cevremde ihtiya¢ duydugumda destek

alabilecegim insanlar var.

Siklikla imitsiz ve ¢okkiin

hissediyorum.

Okumak ve ¢alismak benim icin zevkli

ugrasilardir.

Isteklerime ve degerlerime uygun bir

hayat sirtyorum.

Ailemle olan iligkilerimde sorunlar

yastyorum.

Yasama iyimser bir aciyla bakabilme

yénimden memnunum.

Arkadaslarima kendimi istedigim gibi

ifade edemiyorum.

Bagkalaria yardim edebilme ve onlara

destek olma becerimden hosnutum.
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APPENDIX D

Zarit Caregiver Burden Scale (ZCBS)

Asagida insanlarin bir bagka insanin bakimini {istlendiginde kendini nasil

hissedebilecegini yansitan ifadelerden olusan bir liste yer almaktadir. Her ifadeden

sonra sizin ne kadar sik boyle hissettiginizi belirtiniz. Asla, nadiren, ara sira, oldukca

cok, nerdeyse her zaman seceneklerinin arasindan size en uygun olani isaretleyiniz.

Yanlis ya da dogru cevap bulunmamaktadir.

Nerdeyse
) Ara | Oldukca
Asla Nadiren her
sira stk
Zaman
1- Hastanizla gegirdiginiz zaman
uzunden kendiniz igin yeterli
Y “ny 1 2 3 4 )
zamaniniz olmadigini hisseder
misiniz?
2- Hastaniza bakma ve aileniz
yada isinizle ilgili diger
sorumluluklari yerine getirmeye
Y s Y 1 2 3 4 5
caligma arasinda kalmaktan
dolay1 kendinizi sikintili hisseder
misiniz?
3- Hastanizla birlikteyken
‘ o 1 2 3 4 5
kizginlik hisseder misiniz?
4- Hastanizin su anda ailenin
diger iiyeleri ya da
sty Y 1 2 3 4 5

arkadaslarinizla olan iliskinizi

olumsuz sekilde etkiledigini
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hissediyor musunuz?

5- Hastanizin gelecegi ile ilgili

korkuyor musunuz?

6- Hastanizin size bagimli

oldugunu diisiiniir miisiintiz?

7- Hastanizla birlikteyken

kisitlanmis hisseder misiniz?

8- Hastanizla ugragmaktan dolay1

sagligimizin bozuldugunu

hissediyor musunuz?

9- Hastaniz yliziinden istediginiz
diizeyde bir 6zel hayatiniz

olmadigin1 diisiiniir miistiniiz?

10-Hastaniza bakmaniz
nedeniyle sosyal hayatinizin
bozuldugunu hissediyor

musunuz?

11- Hastaniz nedeniyle
arkadaslariniz1 davet etmekten

rahatsizlik duyar misiniz?

12-Hastanizin sanki sirtini
dayayabilecegi tek kisi
sizmigsiniz gibi, sizden ona
bakmasini bekledigini diisiiniir

musiniz?

13-Kendi harcamalariniza ek
olarak hastaniza bakacak kadar

paraniz olmadigini diisiiniir
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musuniz?

14- Hastaniz hastalandigindan
beri yasaminizi kontrol
edemediginizi hissediyor

musunuz?

15- Hastanizin bakimini biraz da
baskasina birakabilmis olmay1

diler misiniz?

16- Hastanizla ilgili ne
yapacaginiz konusunda

kararsizlik hisseder misiniz?

17- Hastaniz i¢in daha fazlasini
yapmaniz gerektigini diisiiniiyor

musunuz?

18- Hastanizin bakimu ile ilgili
daha iyisini yapabilirdim diye

diistiniir miisiiniiz?

19-Tlmdyle
degerlendirdiginizde hastanizin
bakimu ile ilgili kendinizi ne

kadar yiik altinda hissedersiniz?
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APPENDIX E
Shortened Perceived Parental Rearing Styles-Child form (EMBU-C)

Litfen asagidaki maddeleri dikkatle okuyun ve her maddenin
altindaki 4 cevap sikkindan, size en uygun olanin1 daire igine

alarak isaretleyiniz. Anne ve baba icin ayr1 ayri1 degerlendiriniz.

Hayir Evet Evet | Evet Hayir Evet Evet
hichir | arada | sik cogu hichir | arada | sik sik
zaman | sirada | sik zama zaman | sirada

Anne ve babam, nedenini

sOylemeden bana kizarlard: ya 1 2 3 4 1 2 3

da ters davranirlard.

Anne ve babam, beni 6verlerdi. 1 2 3 4 1 2 3

Anne ve babamin

yaptiklarim konusunda 1 2 3 4 1 2 3

daha az endiseli olmasini

isterdim.

Anne ve babam, bana hak

ettigimden daha ¢ok fiziksel 1 2 3 4 1 2 3

ceza verirlerdi

Eve geldigimde, anne ve

babama ne yaptigimin 1 2 3 4 1 2 3

hesabini vermek

Anne ve babam,

ergenligimin uyarict, ilging 1 2 3 4 1 2 3

Ve egitici olmasi igin

Anne ve babam, beni 1 2 3 4 1 2 3

basgkalarimn 6niinde

elestirirlerdi

113




Anne ve babam, bana birsey
olur korkusuyla baska

cacuklarin vanmasina izin

Anne ve babam, her seyde en
iyi olmam icin beni tegvik

ederlerdi

10

Anne ve babam davranislari ile,

Ornegin lzgin
gorlinerek, onlara kot

davrandigim igin kendimi

11

Anne ve babamin bana
birsey olacagna iligkin
endiseleri abartiliydi.

12

Benim i¢im birseyler kot
gittiginde, anne ve babamin
beni rahatlatmaya ve
yireklendirmeye

calistigini hissederdim.

13

Bana ailenin 'yiiz karast'
yada 'glinah kegisi' gibi

davranilirdi.

14

Anne ve babam,
sozleri ve

hareketleriyle beni

15

Anne ve babamin, erkek yada

kiz kardesimi(lerimi) beni
sevdiklerinden daha ¢ok

sevdiklerini hissederdim.

16

Anne ve babam, kendimden

utanmama neden olurlardi.

17

Anne ve babam, pek fazla
umursamadan, istedigim

yere gitmeme izin verirlerdi.
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18

Anne ve babamin,

yaptigim herseye

19

Anne ve babamla aramda
sicaklik ve sevecenlik

oldugunu hissederdim.

20

Anne ve babam,
yapabileceklerim ve
yapamayacaklarimla ilgili kesin
siirlar koyar ve bunlara

21

Anne ve babam, kiigiik
kabahatlerim icin bile beni

cezalandirirlards.

22

Anne ve babam, nasil giyinmem
ve gorinmem gerektigi

konusunda karar vermek

23

Yaptigim birseyde basarih
oldugumda, anne ve
babammn benimle gurur
duyduklarini hissederdim.
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APPENDIX F
Multidimensional Scale of Perceived Social Support (MSPSS)

Asagida on iki cimle ve her birinde de cevaplarinizi isaretlemeniz igin 1 den 7
ye kadar rakamlar verilmistir.iSaretleme yaparken sizofreni hastasi olan
kardesinizle ilgili konular1 diistiniiniiz. Her ciimlede sdylenenin sizin igin ne
kadar ¢ok dogru oldugunu veya olmadigini belirtmek icin o ciimle altindaki
rakamlardan yalniz bir tanesini daire icine alarak isaretleyiniz. Bu sekilde on

iki ctimlenin her birinde bir isaret koyarak cevaplarinizi veriniz.

Eezmlikle . Eezmlikls
hay evet

1 [Thtryacm oldnfinda vanmda olan dzel bir 1 2 3 4 3 i 7

Mnszn VA
~ |Feving ve kederlerimi paylagabilecegim : - 2 B P -
- - - - - e - _ - =

dizel bir msan var.
3 2 3 4 5 6 1
4 2 3 4 5 6 1
5 2 3 4 5 6 1
& 2 3 4 5 & 7
1 2 3 4 5 6 1
8 2 3 4 5 & 1
g |3eving ve kederlerimi paylagabilecegim ; - 3 s - -

1 2 4 5 6
arkadzzlanm var.
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APPENDIX G
Rosenberg Self-Esteem Scale (RSS)

Liitfen agagidaki maddeleri dikkatle okuyun ve her maddenin altindaki 4 cevap

sikkindan, size en uygun olanini daire igine alarak isaretleyin.

Cok
Dogru Dogru Yanlis Cok Yanlis

Kendimi en az diger
insanlar kadar degerli

1 (buluyorum. 1 2 3 4
Bazi olumlu 6zelliklerim

2 |oldugunu diisiiniiyorum. 1 2 3 4
Genelde, kendimi basarisiz

3 |biri olarak gérme 1 2 3 4
egilimindeyim.
Ben de diger insanlarin bir

4 |cogunun yapabildigi kadar, 1 2 3 4
birseyler yapabilirim.
Kendimde gurur duyacak

5 |fazla birsey bulamiyorum. 1 2 3 4
Kendime kars1 olumlu bir

6 |tutum icindeyim . 1 2 3 4
Genel olarak kendimden

7 |memnunum. 1 2 3 4
Kendime kars1 daha fazla

8 |saygi1 duyabilmeyi isterdim. 1 2 3 4
Bazen kesinlikle bir ise
yaramadigimi

9 |distinliyorum. 1 2 3 4

10 |Bazen hig de yeterli bir 1 2 3 4

117




insan olmadigimi1
diistiniiyorum.
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APPENDIX H
Religious Behaviour Scale (RBS)
Asagida kisilerin kendi duygu, diisiince ve goriisleri ile ilgili bir takim ifadeler yer
almaktadir. Sizden bu maddeleri dikkatlice okuyup her birinde belirtilen duygu,
gorlis ve davraniglarin sizin i¢in ne kadar dogru veya yanlis oldugunu belirtmeniz
istenmektedir. liitfen sizin i¢in en uygun secenegi gosteren numarayl daire igine

aliniz

Kesinlikle Yanlis | Ne dogru | Dogru | Kesinlikle

yanlig ne yanlis dogru

Dini inancimin geregi olan
1 |ibadetleri sagligim 1 2 3 4 5
elverdigince yerine

getiriyorum.

Dinde yasak edildiginden icki
2 |igmemeye Ozen 1 2 3 4 5

gOsteriyorum.

Kumar oynamak giinah

oldugu i¢in kumar

3 |oynamaktan 1 2 3 4 5

kaciniyorum.

Evlilik dis1 cinsel iligki (zina)
4 |dinde yasaklandig: i¢in bu 1 2 3 4 5

tiir iliksiden kaginiyorum

Riigvet alip vermek giinah

5 |oldugu igin riigvet alip 1 2 3 4 3)
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vermekten kaginiyorum.

Insanlar1 aldatmak dini
inancima aykiri oldugu igin
kimseyi aldatmamaya 6zen

gOsteriyorum.

Dini inancima gore dogru
sozlii olmak gerektiginden,
dogru sdylemeye gayret

ediyorum.

Ana-babaya iyi davranmay1

Allah emrettigi i¢in anne-

babama iyi davrantyorum.

S6z verildiginde soziinde
durmak dini bir kural
oldugundan verdigim sozii

tutuyorum.

10

Komsulara iyi davranmak dini
bir prensip oldugundan
komsularima iyi

davrantyorum.

11

Dindar olduguma inantyorum
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APPENDIX |
Turkish Ways of Coping Inventory (WOC)

Bir geng olarak ¢esitli sorunlarla karsilastyor ve bu sorunlarla basa ¢ikabilmek igin

cesitli duygu, diisiince ve davraniglardan yararlaniyor olabilirsiniz. Sizden istenilen

KARDESINIZLE ILGILI karsilastigimz sorunlarla basa cikabilmek icin neler

yaptiginizi goz Oniinde bulundurarak, asagidaki maddeleri cevap kagidi iizerinde

isaretlemenizdir. Liitfen her bir maddeyi dikkatle okuyunuz ve cevap formu

iizerindeki ayn1 maddeye ait cevap siklarindan birini daire igine alarak cevabinizi

belirtiniz.
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Hig Pek
uygun | uygun Oldukea
Degil | degil Uygun uygun Cok uygun
Aklimi kurcalayan seylerden
1. kurtulmak i¢in degisik
1 2 3 4 5
islerle ugrasirim
2. Bir stkintim oldugunu kimsenin
bilmesini istemem 1 2 3 4 5
3. Bir mucize olmasini beklerim 1 2 3 4 5
4. fyimser olmaya calisirim 1 2 3 4 5
5. “ Bunu da atlatirsam sirtim yere
gelmez ” diye 5
1 2 3 4
diisiiniirim
6. Cevremdeki insanlardan problemi
¢dzmede bana 5
1 2 3 4
yardimci olmalarini beklerim
7. Bazi seyleri bilyiitmemeye
lizerinde durmamaya 5
1 2 3 4
caligirim
8. Sakin kafayla diistinmeye ve
Ofkelenmemeye 5
1 2 3 4
caligirim
9. Bu sikintili dénem bir an 6nce
gecsin isterim 1 2 3 4 5




Olayin degerlendirmesini yaparak
10. en iyi karar1

vermeye caligirim

Konuyla ilgili olarak bagkalarinin
11. ne diisiindiigiinii

anlamaya ¢aligirim

Problemin kendiliginden
12. hallolacagina inanirim

Ne olursa olsun kendimde
13. direnme ve miicadele

etme giici hissederim

Bagkalarinin rahatlamama
14. yardimci olmalarini

beklerim

Kendime kars1 hoggoriili olmaya
15. ¢alisirim

16. Olanlar1 unutmaya galigirim

ve

sakin

olmayal

calisirt
17. Telasimu belli etmemeye m

diisiin
18. “ Basa gelen cekilir ” diye Uriim

Problemin ciddiyetini anlamaya
19. ¢alisirim

Kendimi kapana sikigmig gibi
20. hissederim

Duygularimi paylastigim kisilerin
21. bana hak

vermesini isterim

Hayatta neyin 6nemli oldugunu
22. kesfederim

” diye
diistinii
23. “ Her iste bir hayir vardir riim
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Sikintil1 oldugumda her
24, zamankinden fazla uyurum

I¢inde bulundugum kétii durumu
25. kimsenin

bilmesini istemem

Dua ederek Allah’tan yardim
26. dilerim

Olay1 yavaglatmaya ve boylece
27. karar1 ertelemeye

calisirim

28. Olanla yetinmeye ¢alisirim

Olanlar1 kafama takip siirekli
29. diisiinmekten kendimi

alamam

Icimde tutmaktansa paylagmayi
30. tercih ederim

Mutlaka bir yol bulabilecegime
31. inanir, bu yolda

ugrasirim

Sanki bu bir sorun degilmis gibi
32. davranirim

Olanlardan kimseye s6z etmemeyi
33. tercih ederim

) ” diye
34. “Is olacagina varir  diisliniirim

diistiniip ona
gore
35. Neler olabilecegini davranmaya

caligirim

Isin icinden ¢ikamayinca
36. elimden birsey gelmiyor
” der, durumu oldugu gibi
kabullenirim

Ik anda aklima gelen karar
37. uygularim

38. Ne yapacagima karar vermeden

123




once

arkadaglarimin fikrini alirnm

Herseye yeniden baslayacak giicii
39. bulurum

Problemin ¢6zim icin adak
40. adarim

Olaylardan olumlu birsey
41. ¢ikarmaya caligirim

Kirginligim belirtirsem kendimi
42. rahatlamis

hissederim

Alin yazisina ve bunun
43. degismeyecegine inanirim

Soruna birkag farkli ¢6ziim yolu
44. ararim

Basima gelenlerin herkesin basina
45. gelebilecek

seyler olduguna inanirim

“ Olanlar1 kegke
46. degistirebilseydim ” derim

Aile biiyliklerine danigmayi tercih
47. ederim

Yasamla ilgili yeni bir inang
48. gelistirmeye ¢aligirim

“ Herseye ragmen elde ettigim bir
49. kazang vardir ”

diye diigiiniirim

Gururumu koruyup gucli
50. goriinmeye calisirim

Bu isin kefaretini ( bedelini )
51. 6demeye ¢alisirim

Problemi adim adim ¢6zmeye
52. galisirim

Elimden hig birseyin
53. gelmeyecegine inanirim
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Problemin ¢6zimdi icin bir
54. vzmana danigmanin en

iyi yol olacagina inanirim

Problemin ¢6zimdi icin hocaya
55. okunurum 1 2

Herseyin istedigim gibi
56. olmayacagina inanirim 1 2

Bu dertten kurtulayim diye fakir
57. fukaraya sadaka
veririm
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APPENDIX J

TURKISH SUMMARY

1. Literatlr 6zeti

Sizofreni, sadece hastalar1 degil ayn1 zamanda hastanin yakinindakileri ve
aileleri de etkileyen kronik bir ruhsal rahatsizliktir. Bugiine dek yapilan bilimsel
caligmalar ve psikolojik miidahaleler ¢gogunlukla anne babalar tzerine odaklanirken,
sizofreni hastalarinin kardesleri ihmal edilmis bir grup olagelmistir (Greenberg, Kim
& Greenley, 1997; Lukens, Thorning, & Lohrer, 2002; Anderson & Kinsella, 1996;
Friedrich, Lively & Rubenstein, 2008). Bu c¢alismada, sizofreni hastalarinin
kardeslerinin psikolojik iyilik halleri ve yordayicilar1 Lazarus ve Folkman’in Stres ve
Basa Cikma Kurami dahilinde incelenmistir.

Lamb ve Sutton’a (1982) kardeslik iligkilerinin, yasam boyu kurulan diger
kisiler arasi iligkilerden farklarin1 ve Onemini ortaya koymustur. Arastirmacilara
gore, kardesler arasi iligkiler diger aile iiyelerinden farkli olarak daha uzun siireye
sahiptir. Diger aile liyelerine gore iki kardes oldukca genis bir ortak genetik yapi
paylasirlar. Kardeslerin erken ¢ocukluk donemine ait ¢ok fazla ortak aile deneyimleri
vardir. Yaglar1 yakin olmasi, onlarin iliski paternlerini de etkilemektedir ve aralarinda
diger bireylerden bagimsiz farkl: bir iliski gelistirmektedirler (Lamb & Sutton Smith,
1982). Buna karsilik sizofreni alaninda yapilan aile ¢alismalari, siklikla anne ve
babalar1 konu edinmis, kardesi sizofreni hastasi olan bireyleri dislamistir. Bu
bireylerin de en az anne babalar kadar sizofreni hastaligindan kaynaklanan yiikleri
bulunmaktadir. Ozellikle 1950’lerde sizofeni hastalarmin toplumla tekrar
biitiinlesebilmelerini ve kapali servislerden ¢ikartilmalarini kapsayan politikalarla
birlikte, sizofreni hastalar1 evlerinde bakim verilmek {iizere ailelerinin yanina
gonderilmistir (Lamb & Bachrach, 2001). Bdoylelikle aileler sizofreni hastalarinin
birincil bakimvericileri durumuna gelmislerdir. Beck’e (2011) gore ailelerin birincil

stresleri de bakimverici rollerinden kaynaklanmaktadir (Beck, 2001). Literatiirde iki
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cesit yiikten s6z edilmektedir; maddi yiikler, bos zaman aktivitelerinde azalma vb.
sikintilara isaret eden Olgiilebilir objektif yiikler ve bakimvericinin hasta olan bireye
kars1 hissettigi duygulara isaret eden depresyon, kaygi ve yas gibi subjektif yiiklerdir
(Hoenig & Hamilton, 1966). Literatiirde, kardesi sizofreni hastasi olan kardeslerin
bakimverici yliklerin yami sira kardeslerinin hastaligindan kaynaklanan sevgi,
iizlinti, yas, kizginlik ve 6fke, utan¢ ve damgalanma gibi duygusal yliklerinden de
s0z edilmektedir (Kristoffersen and Mustar, 2000; Stalberg, Ekerwald and Hultman,
2004). Kardesi sizofreni hastasi olan bireylerin aile i¢i yasantilarina géz atildiginda
da yine algiladiklar1 anne baba tutumlarindan kaynaklanan duygusal yiikeri goze
carpmaktadir (Lukens, Thorning, & Lohrer, 2004; Marsh, 1998; Marsh & Dickens,
1997). Kardesinin hastaligindan sonra saglikli kardesler kendilerini aile iginde
unutulmus bireyler olduklarindan, aile i¢inde kendilerini goriinmez hissettiklerinden,
anne babalarinin reddedici ve umursamaz tavirlarina maruz kaldiklarindan ve tiim
ilginin ve odagm hasta kardesin iizerinde oldugundan s6z etmislerdir (Lukens,
Thorning, & Lohrer, 2004; Marsh, 1998; Marsh & Dickens, 1997). Kardesleri en ¢ok
tedirgin eden, gerginlik yaratan durum ileride ne olacagimni bilememektir. Ne
yapacagini bilememek kardesleri 6fkelendirebilir. Ofkeyi bastirmak ve kendilerine
yoneltmek ya da hastaya kizmak, bagirmak, miidahele etmek ve suglamak
kardeslerin sik¢a karsi karsiya geldigi zorluklardir. Anne baba hayatta olmadigi
durumlarda veya anne babanin hayatta oldugu ama hasta kardese bakim veremedigi
durumlarda ne olacagina iliskin endiseler de kardesi sizofreni hastas1 olan bireylerin
deneyimledigi zorluklardir (Lukens, Thorning, & Lohrer, 2004). Yapilan ¢alismalar,
kardesi saglikli olan bireylerle karsilastirildiginda, kardesi sizofreni hastasi olan
bireylerin daha fazla duygusal red yasadiklarini, deneyimlenen duygusal reddin de
etkin olmayan basa ¢ikma yollar ile iliskili oldugunu ortaya koymustur (Lukens,
Thorning, & Lohrer, 2004). Kardesi sizofreni hastasi olan bireylerde basa ¢ikma
konusunda da literatiirde ¢ok az sayida ¢alisma mevcuttur. Stalberg ve arkadaslar
(2004) kardesi sizofreni hastast olan bireylerin basa ¢ikma yollarmi kaginma,

izolasyon, normalizasyon, bakim verme/siirece dahil olma ve yas tutma olarak bese
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ayirmistir. Gerace (1993) ise is birligi yapan kardesler, kriz odakli kardesler ve
kopuk kardesler olarak ii¢ grupbasa ¢ikma yolu tanimlamistir. Son olarak, Kinsella
ve Anderson’a (1996) gore kardesler saglikli basa ¢ikma ve sagliksiz basa ¢ikma
olmak tizere iki ¢esit basa ¢ikma yolu kullanmaktadirlar. Sosyla destek bireylerin
basa ¢ikma yolunu tayin eden belirleyicilerden bir tanesidir. Literatiirde sosyla
destegin ii¢ islevine dikkat cekilmektedir. Ilki, bagimli degiskenin iizerinde dogrudan
etkisi olan ana etkisidir (Kessler & Essex, 1982, Quittner, Glueckauf & Jackson,
1990) . Ikinci olarak sosyal destegin, bagimli degisken ile etkilesimine dikkat
cekilmektedir (Cohen & Willis, 1985) ve son olarak sosyal destek litertaiirde bagimli
degisken ve bagimsiz degisken arasindaki aract degisken olarak tanimlanmaktadir
(Quittner, Glueckauf & Jackson, 1990). Her ii¢ durumda da sosyla destegin stresorle
kars1 karsiya kalindiginda olumlu etkisinden s6z edilmektedir. Dindarlik ise
arastirmamizin bagimli degiskeni olan psikolojik iyilik hali ve basa ¢ikma yollari ile
iligkili bir diger degiskendir . Ancak, dindarlik ile psikolojik iyilik hali arasindaki
iligkiyi inceleyen c¢ok az sayida aragtirma bulunmaktadir. Miisliiman bir toplum
iizerinde yapilan bir ¢alismada, dindarligin ve maneviyatin bir basa ¢ikma yolu
olarak kullanildigi durumlarda bakimverenlerin stres diizeyinin daha diisiik olarak
saptandig1 goriilmiistiir (Rafiyah, Suttharangsee & Sangchan, 2011).

Bu calismada, tim bu literatiirde sozii edilen degiskenler Lazarus ve
Folkman’in Stres ve Basacikma Modeli ¢ergevesinde degerlendirilmis olup, kardesi
sizofreni hastast olan bireylerin deneyimledikleri yiik “stres” kapsaminda ele
alinmigtir. Lazarus ve Folkman, bugiine dek stres kavraminin en kapsamli tanimini
ortaya koyan arastirmacilaridr. Lazarus ve Folkman’a gore stres "kigi-gevre
etkilesiminde, kiginin uyumunu tehlikeye sokan ve mevcut kaynaklari zorlayan ya da
asan ¢evre talepleridir’. Yapilan cesitli stres tanimlar1 incelendiginde ¢ogunlukla
stresin olumsuz ve zararl bir anlamda ele alindig1 goriilmektedir. Oysa stres kisiyi
zora soksa da, uyumunu tehlikeye diisiirse de, ac1 ve bunalti verse de, stresle basa
cikildiginda kisiyi aynt zamanda daha ileriye, mutluluga, basariya gdtiiren bir

ozellige de sahiptir . Lazarus ve Folkman'a gore biligsel degerlendirmeler birincil ve
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ikincil olmak Gzere iki bicimde yapilabilir. Birincil degerlendirmede kisi kendisinin
"tehlikede" olup olmadigina karar verir. Eger bir olay kayiba yol acgiyor, kisiye zarar
veriyor ya da onu tehdit ediyorsa "tehlikeli" seklinde degerlendirilir. Baz1 yazarlar ise
bir olay ya da durumun ne kadar stres verici oldugunun degerlendirilmesinde olay ya
da durumun "tehlikeli" olmasi disinda farkli 6zelliklerin de rol oynadigina dikkat
cekmislerdir. Yine olay ya da durumun ortaya ¢ikmasinin ne kadar "istenmez"
oldugu ve olay ya da durumun ortaya ¢ikmasinda kisinin kendini ne kadar "sorumlu"
gordiigii ile depresyon arasinda anlamli iliskiler saptanmistir. Lazarus ve Folkman'a
gore birincil degerlendirme ile eszamanli olarak ikincil degerlendirme de baslar.
Ikincil degerlendirmede kisi kendi kaynaklarini, saghgini, kisiligini, sosyal
desteklerini, moralini vb. dikkate alarak "ne yapabilirim?" sorusunu cevaplamaya
caligir. Bu cevaba gore kisi nasil davranacagina karar verir. Boylece kisinin belli bir
durum ile ilgili yaptig1 birincil ve ikincil degerlendirmeler o kisinin o durumla basa
cikabilmek icin basvuracagi yollar belirler. Basa ¢ikma yollart ile ilgili bir model
gelistiren Lazarus ve Folkman basa ¢ikmay1 "stresli olay ya da durumlarin yol agtig
duygusal gerilimi azaltma, yok etme ya da bu gerilime dayanma amaciyla gosterilen
bilissel, davranissal ve duygusal tepkilerin biitiinii" seklinde tanimlamiglardir. Bu
modele gore basa ¢ikma kisinin i¢ ve dis taleplere kars1 gosterdigi basarili ya da
basarisiz tiim ¢abalar1 kapsar. Belli bir stres durumuyla basa ¢ikmada kullanilan
yollarin basarili olup olmadigi ancak uyum iizerindeki etkilerine gore belirlenebilir.
Basa c¢ikma modeline gore basacikma davranmiglarinin rahatsizlik yaratan kaynagi
ortadan kaldirmak ya da azaltmak, stres yaratan durumla ilgili degerlendirmeleri
degistirmek ve rahatsizlifa yol acan duygular1 diizenlemek gibi amaclar1 vardir.
Lazarus ve arkadaslar1 basa ¢ikmada kullanilan yollar1 "duygulara odaklanan" ve
"soruna odaklanan" basa ¢ikma yollar1 seklinde adlandirmislardir. Soruna odaklanan
basa ¢ikma yollari, durumu degistirmeye yonelik aktif, mantikli, serinkanli, bilingli
cabalar igerirken; duygulara odakli basacikma yollar1 genellikle uzaklagsma, kendini

kontrol etme, sosyal destek arama, kabullenme gibi davranislar1 icermektedir.
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Yapilan calismada, kardesi sizofreni hastasi olan bireylerdeki yiik ve yiike
iliskin bilisssel degerlendirmeleri ile cocuklukta algiladiklar1 anne baba tutumlar ile
algiladiklar1 sosyal destek ve dindarlik diizeyleri gibi kisisel kaynaklari ve basa
¢ikma yollar1 arasgtirmanin bagimsiz degiskenlerini olustururken, arastirmanin
bagimli degiskenleri 6znel piskolojik 1iyilik hali ve benlik saygist olarak

belirlenmistir.

2. Yontem

Katilimeilar ve islemler

103 sizofreni hastasina sahip kardes calismanin 6rneklemini olusturmustur.
Katilimcilarin yas ortlamast 37.14’tlir. Caligmaya katilan sizofreni hastasina sahip
kardesler =~ Anara Sizofreni Hastalar1 ve Yakinlar1 Dayanigsma Dernegi’nden

(http://www.sizofrenifederasyonu.org/) kar topu yontemine dayanilarak g¢alismaya

alinmiglardir. Uygulanan Olgeklerin yanitlanmasi yaklasik olarak 45-60 dakika
stirmiistiir. Data seti sizofreni hastas1 kardeslerine yiiz ylize uygulanmis olup, Ankara
disinda yasayanlar i¢in e-mail ve posta yontemi kullanilmis ve ayni yontemle
toplanmistir. Uygulanan data setinin ilk boliimii agik uglu sorulardan olusmustur.
Katilimcilarin %26.7’sina data seti yiiz yiize uygulanmis, %17.44’line e-mail ve

%55.81’1ne ise posta yoluyla ulagilmistir.

Ol¢iim araclari

Sosyodemografik Bilgi Formu ve Acik uclu Sorular: Katilimecilarin demografik
bilgilerini almak ve hastalik hakkindaki bilgi kaynaklari, sosyal destek kaynaklar1 ve
kardeslerinin hastaligi ile ilgili sikintilarinda yakinlarinda kimlerin kendilerine nasil
destek olduklari, basa ¢ikma yollari, kardeslerinin hastalig1 dncesinde ve sonrasinda
cocukluklarina dair hatirladiklar1 anne baba tutumlarma iliskin a¢ik uglu sorularla
bilgi almak amaciyla olusturulmus formdur.

Oznel Iyi Olus Olgegi : Kardesi sizofreni hastasi1 olan bireylerde 6znel psikolojik
iyilik halini 6lgmek icin Tuzg6l-Dost (2005) tarafindan gelistirilen Oznel Iyi Olus
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Olgegi kullamlmustir. Olgek, dznel iyi olusun farkli boyutlar ile birlikte bireyin genel
olarak 0znel iyi olusunu o6lgen, 46 maddeden olusan ve 5 dereceli likert tipi bir
oOlcektir.

Rosenberg Benlik Saygis1 Olgegi: Kardesi sizofreni hastasi olan bireylerde benlik
saygisini 6lgmek i¢in Rosenberg (1985) tarafindan gelistirilen ve Ulkemizde gecerlik
ve giivenirlik ¢alismas1 Cuhadaroglu (1985) tarafindan yapilmis olan ve 63
maddeden olusan Rosenberg Benlik Saygisi Olgegi Kullanilmustr.

Zarit Bakia Yiikii Olcegi: Kardesi sizofreni hastasi olan bireylerde bakic1 yiikiinii
6lgmek igin Zarit ve arkadaslari (1985) tarafindan gelistirilen Zarit Bakic1 Yiki
Olgegi (ZBYO) kullanilmistir. Olgek bakicinin kendisinin yamtlayacagi 22 sorudan
olusmaktadir.

Cok Boyutlu Algilanan Sosyal Destek Olcegi: Kardesi sizofreni hastasi olan
bireylerin algiladiklar1 sosyal destegi 6lgmek icin Zimmet ve arkadaslari (1988)
tarafindan gelistirilen ve Tiirkce gecerlik ve gilivenirlik calismalar1 Eker ve Arkar
(1988) tarafindan yapilan Cok Boyutlu Algilanan Sosyal Destek Olgegi
kullanilmistir. Toplam 12 maddeden olusan bu 6l¢ek “kesinlikle hayir” ve “kesinlikle
evet” arasinda degisen 7 dereceli likert tipi bir 6lgektir.

Cocuklukta Algilanan Anne Baba Tutumlar1 Olgegi: Kardesi sizofreni hastasi
olan bireylerin g¢ocukluklarinda algiladiklari anne baba tutumlarini 6lgmek igin
Castro ve arkadaglart (1993) tarafindan gelistirilen ve 40 maddeden olusan
Cocuklukta Algilanan Anne Baba Tutumlari Olgegi kullanilmistir.

Basa Cikma Yollar: : Kardesi sizofreni hastasi olan bireylerin basa ¢ikma yollarini
olcmek icin Folkman ve Lazarus (1980) tarafindan gelistirilen, Siva tarafindan
uyarlama calismast yapilan ve 74 maddeden olusan basa c¢ikma yollar1 6lgegi

kullanilmustir.
3. Temel bulgular

Yapilan birinci regresyon analizi sonuglari kardesi sizofreni hastasi olan

bireylerin 6znel psikolojik iyilik hallerinin, anneden algilanan korumaci tutumunun,
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algilanan sosyal destegin, problem odakli bag etme ve dolayli bas etme stratejilerinin
saglikli kardeslerde psikolojik iyilik hali ile iligkili olduguna isaret etmektedir.
Cocuklukta daha fazla korumaci anne tutumuna maruz kalan, etrafindan yiiksek
diizeyde sosyal destek algilayanlleri, sikinitilariyla soruna odaklanarak basa ¢ikma
stratejisini  bensimseyen bireylerindznel psikolojik iyilik hallerinin de yuksek
diizeyde oldugu saptanmustir.

Psikolojik iyilik halinin 6nemli gostergelerinden biri olan benlik saygisi da
yapilan ikinci regresyon analizi ile incilendiginde, cinsiyet, bakici yiikii, anneden
algilanan reddedilme, korumacilik ve ilimli tutum ile babadan algilanan reddedilme
ve 1limh tutum, algilanan sosyal destek, dindarlik, problem odakli ve dolayli bas
etme stratejileri ile iligkili bulunmustur. Buna gore kardesi sizofreni hastasi olan
kadinlarin benlik saygis1 erkeklere gore daha yiiksek olarak saptanmistir. Bakici
yuki ile benlik saygisinin negatif yonde iliskili oldugu saptanmistir. Cocuklukta
annesinden ve babasindan reddedici tutum algilayan bireylerin benlik saygisi daha
diisiik olarak gozlenirken; annesinden korumaci tutum ile annesinden ve babasindan
tlimli tutum algilayan bireylerin benlik saygisi ise daha yliksek olarak gézlenmistir.

Ayrica, yapilan ¢alismada kardesi sizofreni hastasi olan bireylerin problem
odakli bas etme stratejisi ile algiladiklar1 sosyal desteklerinin bakici yiikii ve
psikolojik 1yilik hali arasinda aract bir rolii oldugu ve sosyal destegin ayni zamanda

bakici ylikiiniin moderatorii oldugu da saptanmustir.

4. Degerlendirme, Sonug ve Oneriler

Arastimalarda daha ayrintili olarak kardeslere odaklanilmasi ve kontrol
grubu olan calismalar yapilmasi gerekliliginin oldugu goriilmiistiir. Yapilan
arastirmalarda Orneklem sayisinin artirilmasimin ve nicel analizler kadar nitel
caligmalara (ag¢ik uclu sorular, miilakatlar, icerik analizi vb.) da agirlik verilmesinin
onemi ortaya ¢ikmaktadir. Yapilan bu ¢alisma kesitsel bir ¢calisma olmasi nedeni ile
siirli bilgi vermektedir. Bu nedenle boylamsal calismalara yonelmenin daha fazla

bilgi saglayici olmasi acgisindan tercih edilebilecegi goriilmektedir. Sizofreni
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hastaliginin, kardesi sizofreni hastasi olan bireylerin cocukluklarini zedeleme ve
benlik saygis1 gelistirmelerini engelleme gibi olumsuz etkilere sahip olacagi
goriildiiglinden bu bireylerin iyilik hali ve benlik saygist ag¢isindan
degerlendirilmelerinin uygun olacag: diisiiniilmektedir. Yiikleri ne kadar ¢ok olursa
olsun, sosyal destek ve saglikli basa ¢ikma yollar1 kullanmanin araci etkilerinin bu
bireylerin psikolojik iyilik hallerini olumlu yonde etkileyecegi diisiiniilmektedir.
Kardesi sizofreni hastast olan bireyler de tipki anne baba ve esler gibi tedavi
programlar1 ve psikoegitim gibi aile caligmalarina dahil edilmelidir. ~ Bu
programlarda ailelere, 6zellikle anne babalara sadece hasta ¢ocuga degil, saglikli
cocuga da gosterdikleri davraniglar ve bu davranmislarin sonuglar1 konusunda yol
gosterilmelidir. Kardeslerin sosyal destek kaynaklarinin artirilmasinin da negatif
duygularin1 ¢zétimlemek ve saglikli basa ¢ikma yollar1 kullanmalar1 konularinda
fayda saglayacagi ve bu baglamda dayanisma gruplarina katilmalarinin islevsel
olacagi diisiiniilmektedir. Bu arastirmanin gerceklestirildigi Ankara Sizofreni
Hastalar1 ve Yakinlar1 dayanigsma Dernegi’nin 6nemi biiyliktiir, Tiirkiye genelinde
yayginlagan bu tiir sivil toplum kuruluslarina kardeslerin de yonlendirilmesinin
gerekliligi kacinilmazdir.

Kardesi sizofreni hastast olan bireylerin, kardeslerinin hastalig1 ile ilgili
yasadiklar1 zorluklara yonelik kullandiklar1 basa ¢ikma yollar1 agisindan
degerlendirilmelerinin, islevsel olmayan basa c¢ikma yollar1 konusunda
uyarilmalarinin ve problem odakli basa ¢ikma yollar1 gelistirilmeleri konusunda

yonlendirilmelerinin 6nemli oldugu goriilmektedir.

5. Calismanin Bashca Katkilar

Yapilan calismanin literature énemli katkilar1 bulunmaktadir. Oncelikle, bu
calisma sizofreni hastalarinin yakinlarina, o6zellikle kardesler grubuna dikkat
cekmektedir. Bugine dek yapilan calismalarin sadece anne baba odakli olmasi,
yapilan bu caligmayi literatiirde 6zel bir yere oturtmaktadir. Mevcut durum sadece

Tiirk¢e ¢aligmalar igin gecerli olmayip, yapilan uluslararasi ¢aligmalarin da kardesi
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sizofreni hastasi olan bireylere yonelik arastirma ve miidahaleleri ihmal ettikleri
goriilmektedir. Bu ¢alismanin kapsamli bir modele dayaniyor olmasi da caligmanin
bir diger giicli tarafin1 teskil etmektedir. Lazarus ve Folkman’in Stres ve Basa
Cikma Modeli dahilinde ¢alismanin tiim degiskenleri kullanilarak, model, kardesi
sizofreni hastas1 olan bireylere uyarlanarak literature katki saglanmistir. Son olarak
biitlin bu elde edilen veriler, ihmal edilmis bir grup olan kardesi sizofreni hastas1 olan
bireylere yonelik miidahale gelistrime ¢abalarinda da bir baslangic noktasi
olusturmaktadir. Arastirmanin uygulanan iki regresyon analizi sonuglarina
dayanmasi genellenebilirligini diisiirse de, problem odakli basa ¢ikma ve sosyal
destek kavramlarinin stresle iliskisini ortaya koymasit bakimindan son derece

onemlidir.
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. Tezimin tamamindan kaynak gosterilmek sartiyla fotokopi alinabilir.

. Tezimin icindekiler sayfasi, 6zet, indeks sayfalarindan ve/veya bir
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