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ABSTRACT

HAVING METASTATIC CANCER AS A YOUNG ADULT: A QUALITATIVE
EXAMINATION OF SELF-DISCREPANY

Kahraman-Erkus, Ozlem
Ph.D., Department of Psychology

Supervisor: Prof. Dr. Tiilin Geng6z

July 2020, 102 pages

The main purpose of this study was to investigate the self-concept and discrepancy
between different types of selves of young adult metastatic cancer patients. For this
purpose, eight female metastatic cancer patients whose ages ranged between 27 and
38 years old formed the sample of the study. Semi-structured interviews were
conducted with each participant, and the transcripts of the interviews were analyzed
by the Interpretive Phenomenological Analysis method. According to the results, there
were 4 superordinate themes: ‘Compulsory Changes in Self-Concept with Ambivalent
Evaluations’; ‘New Ideals not in the Agenda of a Healthy Young Adult’; ‘Others’ So
Called ‘Minimalist’ Expectations’; ‘My Body is a Cage: “I Feel Like My Soul Stuck
in My Body”. The results were discussed within the framework of the related literature,

and the results were interpreted in terms of clinical implications.

Keywords: Self-concept, Self-discrepancy, Metastatic Cancer, Young Adulthood,

Interpretive Phenomenological Analysis



0z

GENC YETISKIN OLARAK METASTATIK KANSERE SAHIP OLMAK:
BENLIK FARKLILIKLARININ NITELIKSEL OLARAK INCELENMESI

Kahraman-Erkus, Ozlem
Doktora, Psikoloji Boliimii

Tez Yoneticisi: Prof. Dr. Tiilin Gengoz

Temmuz 2020, 102 sayfa

Bu ¢alismanin temel amaci metastatik kanser tanisi alan geng yetiskinlerin benlik
kavramlarinin ve benlik tiirleri arasindaki farkliliklarinin incelenmesidir. Bu sebeple,
calismanin 6rneklemi 27-38 yas aras1 metastatik kanser tanis1 almig sekiz kadindan
olusmaktadir. Katilimcilarla yari-yapilandirilmis goriismeler gerceklestirilmistir ve
goriismeler Yorumlayici Fenomenolojik Analiz yontemi ile analiz edilmistir. Analiz
sonuclarina gore, 4 ist-temaya ulagilmistir: ‘Benlik Kavraminda Celiskili
Degerlendirmelerle Meydana Gelen Zorunlu Degisimler’; ‘Saglikli Geng Y etigkinlerin
Giindeminde Olmayan Yeni Idealler’; ‘Digerlerinin ‘Kiigiik> Goriinen Beklentileri’;
‘Viicudum Bir Kafes: “Ruhum Bedenime Sikigsmis Gibi Hissediyorum™’. Sonuglar,

ilgili alanyazin ¢ercevesinde tartisilmis ve klinik etkileri agisindan yorumlanmustir.

Anahtar Kelimeler: Benlik Kavrami, Benlik Farkliliklar1, Metastatik Kanser, Geng

Yetiskinlik, Yorumlayict Fenomenolojik Analiz
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CHAPTER 1

GENERAL INTRODUCTION

Cancer, the uncontrolled division of body cells, causes many psychological and
physiological impacts in one’s life. The incidence of cancer diagnosis is becoming
more and more common in Turkey as it is the case worldwide. Although it was once
known as “older people disease”, cancer rates exhibit an accelerating pattern especially
among younger adults (children, older and younger adults) (Sung, Siegel, Rosenberg,
& Jemal, 2019; Young et al., 2015). Young adulthood is an important life period in
which important decisions are made and new roles and responsibilities are taken
(Erikson, 1959). Getting cancer diagnosis during this life period may lead to different
effects than diagnosed in older ages. The fact that cancer is less expected for that age
and the inability of the person to meet the requirements of the developmental period
after the diagnosis may negatively affect the person. Considering that the prevalence
is on the rise for younger generations (Kaatsch, Steliarova-Foucher, Crocetti,
Magnani, Spix, & Zambon, 2006), it is of utmost importance examining the effects of
cancer on young patients’ life in terms of psychological health and well-being. Self-
concept is one aspect of well-being that is affected by a cancer diagnosis.

Self-concept has been a subject that has been explored by psychologists for many
years. Although its definition varies, the widely accepted definition includes that self-
concept is about one’s thought about themselves. Majority of researcher agrees that
self-concept is multidimensional and has a dynamic structure. One framework that
examines the different constructs of self-concept is the self-discrepancy theory. Self-
discrepancy examines different aspects of the self such as actual-self, ideal-self, and
ought-self, and also examines the relationship between these self-constructs (Higgins,
1989a).



This study aims to examine the self-concept and discrepancy between different types
of selves of young adult metastatic cancer patients. In this section, firstly, the
prevalence and psychological effects of cancer diagnosis will be explained. Next, the
self-concept will be introduced briefly, and then the theory of self-discrepancy will be
clarified. Later, the effects of cancer on self-concept will be described. Finally, the

purpose and importance of the study will be explained.

1.1. Cancer

Cancer is one of the most life-threatening diseases among all kinds of illnesses
(Bhattacharjee, 2013; Shirzadfar & Khanahmadi, 2018), and it is quite common as the
life expectancy becomes greater. While there were 14 million cancer patients in 2012,
this number is expected to increase to 19.3 million in 2025 (Word Health Organization,
2015). Cancer is generally defined as the uncontrolled and abnormal growth of cells
as a result of DNA damage caused by various reasons (Kumar, Cotran, & Robbins,
2003), and there are more than 200 types of cancer (Coller, 2014). In 2018, 1 out of 6
deaths were reported to be caused by cancer. Besides, approximately 70% of deaths
are reported from middle and low-income countries (WHO, 2018). Consistent with
these findings, in Turkey, cancer is the second most common cause of death, as well
(TUIK, 2015). It is expected that the rate of cancer diagnosis and the number of deaths
due to cancer will increase. The most important reasons for this are thought to be a
long life span, sedentary lifestyle, the prevalence of cigarette consumption, and over-
weight problems (Torre, Siegel, Ward, & Jemal, 2016). However, only 10% of cancers

are caused by genetic factors (Shirzadfar & Khanahmadi, 2018).

There are two essential factors while understanding prognosis of cancer; type and
stage. Some common types of cancer differ between genders. The most common
cancers among women are breast, lung, and cervical cancers. However, the most
common cancer types in men are gastric, prostate, and liver cancers (Asthana,
Chauhan, & Labani, 2014). The stage of cancer is an important factor in determining
the treatment and the course of the disease. The stage of the disease is determined by

considering the size of the tumor and the presence of metastasis (Brierley,



Gospodarowicz, & O’Sullivan, 2016). Metastasis is the spread of the cancerous cell to
surrounding tissues and other organs (Lazebnik, 2010; Tarin, 2011). It is associated
with most of the cancer-related deaths (Chaffer & Weinberg, 2011; Steeg, 2016) and
treatment failures (Qiu, Huang, Shi, Xia, Zhao, & Cao, 2016).

1.1.1. Treatment Process of Cancer

The diagnosis of cancer causes the patient to be exposed to treatment methods that are
severe and negatively affect ones’ daily functioning. Surgery, chemotherapy, and
radiotherapy are the most widely used treatment methods (Greenwald, 1997) which
might be applied either alone or combined. Surgery is the first and most effective
treatment method for many cancer types. The idea of mechanical cleaning of the
disease-causing area relieves many patients although adaptation of the person to the
results and impacts of the surgery may vary depending on the operated area and its

meanings for the person (Guex, 2005).

Chemotherapy uses chemical drugs to treat the disease (Arruebo et al., 2011) or to
slow down cell division in the body. However, these drugs affect not only cancerous
cells but also healthy cells, as well (Miinstedt, Manthey, Sachsse, & Vahrson, 1997).
All types of treatment methods could have some side effects on the patients’ bodies.
Nevertheless, chemotherapy is associated with numerous toxic side effects both
physiologically and psychologically (Schirrmacher, 2017). These side effects can be
mild, moderate, severe, and life-threatening, according to WHOs’ classification. Some
side effects can be seen rapidly on the skin and hair, in the gastrointestinal tract and
kidneys. Also, side effects can occur in vital organs such as the heart, brain, and lung
(Schirrmacher, 2019). Nausea, vomiting, diarrhea, memory impairment, headache,
renal dysfunction, and early menopause are some of the side effects of chemotherapy
(Smith & Prewett, 2019). Besides, researches show that chemotherapy has a negative
effect on sexual interest/function and cognitive functioning, as well (Avis, Crawford,
& Manuel, 2004; Ganz, Desmond, Belin, Meyerowitz, & Rowland, 1999; Ganz,
Rowland, Desmond, Meyerowitz, & Wyatt, 1998).



Radiotherapy consists of applying X-ray, gamma, alpha, and beta waves to the
cancerous areas. It usually prevents cancer from growing and spreading through
damaging the cells (Shirzadfar & Khanahmadi, 2018). Radiotherapy is a safer method
when compared with chemoterapy, and it has a low risk of damaging healthy tissues
(Guex, 2005). The prominent side effect of radiotherapy is skin damages (Wong et al.,
2013). However, sometimes there may be some chronic side effects such as fibrosis

and permanent scars (Pastore, Romano, Rese, Conte, lorio, & Mosiello, 2019).

Hormone therapy is another method used in cancer treatment. Hormone therapy is the
use of drugs or hormones to slow down the growth of cancer cells particularly in
certain types of cancer. It is also called hormonal therapy, endocrine therapy, or
hormone replacement therapy (Sturdee & MacLennan, 2003). Still, it is not free from

severe side effects such as vomiting, hot flashes, pain, fatigue (Mouridsen, 2006).

Apart from the elementary physical and psychological difficulties of diagnosing
cancer, all these treatment methods have more or less negative physical and
psychological effects on the persons’ life. Such effects may be more pronounced in the
life of younger who have multipleroles and more active social lifes rather than the
older people (Ahles et al., 2010; Mattsson, Ringner, Ljungman, & von Essen, 2007).

1.1.2. Cancer in Young Adulthood

Young adulthood has been defined cover different age ranges depending on the
respective developmental theories. One of the most widely accepted theories is Erik
Erikson's psychosocial developmental stages. Erikson emphasized the importance of
culture and social environment in identity development. He defined 8 developmental
periods and each period has its own conflicts to resolve. Accordingly, 18-40 years old
is described as young adulthood. The central conflict of this period is the intimacy
against isolation meaning that spousal, friendship and family relations are of great
importance during this period. The ability to establishing a close relationship with
other people ensures that the conflict of this period is resolved adaptively, and the
person feels intimacy (Erikson, 1958).



Cancer diagnosis and cancer deaths are mostly seen in people over 60 years old
(National Cancer Institute of Canada, 2006). The comanlity of cancer in old ages
mainly explained by the fact that old peoples’ stem cells losing the defensive power
(Shirzadfar & Khanahmadi, 2018). Although cancer is relatively rare in youngsters, it
is one of the most important causes of death in young adulthood and is, therefore, seen
as an essential health problem (Bleyer, O'leary, Barr, & Ries, 2006; Bleyer & Barr,
2009). In the 20-39 age group, cancer causes more deaths than many diseases, such as
heart diseases and diabetes (Jemal et al., 2005). According to The National Cancer
Institute (Howlader et al., 2019), the rates of cancer diagnosis among young adults
(20-39 years) between 2012-2016 are 0.0042% for women (425.2 per 100.000 women)
and 0.0025% for men (251.2 per 100.000 men). Especially in women, death due to
cancer is much higher than other causes (Bleyer & Barr, 2009). Although cancer types
in this age group differ, testicular cancer, breast cancer, sarcoma, melanoma, leukemia,
and female genital tract malignancy are the most common types (Bleyer & Barr, 2009).
Being diagnosed with cancer before the age of 30 cannot be explained mainly by
genetics or exposure to carcinogens (Bleyer, Viny, & Barr, 2006). While the cause of
cancer is mostly environmental factors in elderly patients, it is thought to be prenatal
and congenital in children. Young adulthood cancers are thought to be a spontaneous

mutation not related to environmental factors or hereditary (Bleyer & Barr, 2009).

Lifelong developmental theories posit that psychological development is a lifelong
process (Baltes, Reese, & Lipsitt, 1980; Elder, Johnson, & Crosnoe, 2003). As such,
an essential event like cancer diagnosis definetly affects people in some way or
another, depending on the specific developmental phase of life (Albritton, Barr, &
Bleyer, 2009). Particularly, being diagnosed with cancer as a young adult might imply
some unique challenges due to multiple roles and tasks aimed to be realized during
this period. The unique difficulties mostly stem from the fact that deadly diseses like
cancer are not usually associated with such young ages which might have nagetive
implications on the particular developmental tasks of young adulthood (Albritton et
al., 2009; Bleyer, 2007). Young adults are busy with establishing family, having
children, maintaining a stable career and engaging in intimate relationships. The



primary duties of this period mainly cover taking persons’ own responsibility and
gaining social and economic independence, and juggling multiple roles in family
system (Arnett, 2000; Buchmann & Kriesi, 2011). However, in the treatment process
of cancer, people have to get help to perform their daily tasks and to maintain self-care
due to the deterioration in their physical functionality. Therefore, they become
dependent on others (Luoma & Hakamies-Blomqvist, 2004). In addition, this process
could harm people's future plans and goals due to a possible death threat (Melin-
Johansson, Odling, Axelsson, & Danielson, 2008). Considering the importance of
autonomy, independence, and future plans in young adulthood, it is important to
examine the effects of diagnosing cancer in this period.

1.1.3. Physical and Psychological Effects of Cancer

The physical effects of cancer are usually experienced due to both illness and treatment
related process. Physical effects can be seen in many areas such as pain, weight gain,
weight loss, neurological troubles, gastrointestinal problems, nausea, memory losses,
distraction, physical functionality deterioration, early menopause (Odo & Potter, 2009;
Phillips-Salimi & Andrykowski, 2013; Zebrack, 2011). Neuropathy and physical
weakness are amongs other symptoms that can be seen during and after the treatment
(Stein, Syrjala, & Andrykowski, 2008). The effects of cancer on a persons’ life are not
only physical but also psychosocial. The experience of cancer is frequently described
with unpredictability, uncertainty, exhausting treatment process, and continuing
anticipatory threats, hence being diagnosis of cancer and its treatment are greatly

stressful for patients (Gurevich, Devins, & Rodin, 2002).

Extensive research has shown that cancer patients are prone to experience many
psychological problems when compared with non-cancer counterparts (Carlson, 2010;
Zhang, Xiao, & Chen, 2017). Besides, illness and treatment related physical symptoms
such as pain, fatigue, sleep problems and nightmares (Smith, Redd, Peyser, & Vogl,
1999) increase the probability of experiencing higher levels of psychological distress
(Bennett, Goldstein, Lloyd, Davenport, & Hickie, 2004; Stone & Minton, 2008).
Patients often report that they feel fear, anxiety, and helplessness after being diagnosed



with cancer (Smith et al., 1999). Depression is also common among cancer patients.
In a meta-analysis study, the rate of depression of in-patients was found to be ranging
from 4% to 14%, while it is between 5% and 16% for out-patients cancer patients, and
7% and 49% for palliative patients (Walker et al., 2013). Reduced concentration,
memory impairment, and change in sexual functionality are other psychological
problems due to cancer diagnosis which are further complicated by the uncertainity of
disease and treatment process (Caruso, Nanni, Riba, Saboto, & Grassi, 2017). Cancer
also has debilating consequences on perception of self, others and the world after the
diagnosis. Coupled with the side effects and uncertainity of the disease process, many
cancer patients suffer from low self-esteem, low sense of control and instability of

intimate relations (Martins et al., 2019).

Although the afforamentioned psychological impacts might be evident across patients
of different ages, youngtsers with cancer seem to experience some particular
challenges in consistent with their developmental conflicts and responsibilities
(Zebrack & lsaacson, 2012). Accordingly, young adult with cancer feel they fall
behind their ages since disease and treatment process compromise their autonomy,
decision making process and quality of work and family relationships. They usually
felt distress as the physical and psychological threats associated with prognosis prevent
them from living their life fully as their peers (Eiser & Kuperberg, 2007; Zebrack et
al., 2013). Besides, establishing and maintaining social ties is an important
developmental task for young adults. Yet, young cancer patients have to maintain their
treatment which prevent them to participate social events like their peers. Thus, many
young cancer patients feel alienated and isolated because they cannot do many things
that their peers do because of cancer, such as going to school / work, getting married,
acting independently, or having children (Zebrack, Hamilton, & Wilder-Smith, 2009).
Another factor affecting the social relationship can be the change in body perception.
Changes in bodily appearance such as hair loss, weight loss, which often appear as
side effects of the treatment process, can affect people's perception of the body. Their
images are important to young adults because they ask for their peers' approval
(Bleyer, 2007). Due to changes in body appearance, people may perceive themselves
less attractive (Rudberg, Carlsson, Nilsson, & Wikblad, 2002). Change in social life



has a dual effect. One dimension is that the changes people experience due to cancer
negatively affect social life. The other dimension is the deterioration in social life
negatively affects the psychological well-being. Social relations have an important role
in identity development in young adulthood. Thus, the absence or deteriotion of social
relationships have are negative effects in young adulthood (Tindle, Denver, & Lilley,
2009).

Romantic relationships and sexuality are also fundamental of defining self during
young adulthood. Cancer diagnosis and treatment process can negatively affect a
person's romantic relationships and sexuality as well as social relationships due to
chronic pain, fatigue, early menopause, and instability of hormones (Evan, Kaufman,
Cook, & Zeltzer, 2006; Fobair, Stewart, Chang, D’Onofrio, Banks, & Bloom, 2006).
Sexuality is a criterion of quality of life, and therefore any deterioration is important.
This effect can be short and long term: such as sexual reluctance to infertility.
Deterioration in sexuality and intimacy can cause stress in people and to reduce this
stress, it is recommended that individuals develop a 'new normal’ definition for sexual
activity and intimacy (Bolte & Zebrack, 2008). Changing even the definition of normal
can reflect how much the lives of people have changed due to cancer.

These negative effects that occur in social life, romantic relationships and sexual life
can negatively affect the general psychological well-being. According to the literature,
young people compared to the older group have more anxiety and depression (Linden,
Vodermaier, MacKenzie, & Greig, 2012), more difficulty in adapting to the diagnosis
of cancer (Kornblith et al., 2007), higher stress levels (Christensen et al., 2009;
Kornblith et al., 2007; Mertz, 2012) and increased risk of breakdown of the quality of
life (Howard-Anderson, Ganz, Bower, & Stanton, 2012; Reed, Simmonds, Haviland,
& Corner, 2012; Wenzel et al., 1999). The deterioration of their future plans, as well
as the deterioration of their roles and responsibilities, are considered as some of the
causes of the stress that they experience (Dunn & Steginga, 2000). For example, they
may have fear about being parent. Young cancer patients may not want to have a new
child due to the fear of recurrence of cancer (Senkus et al., 2014) or they may feel
anxiety about became infertile due to treatment (Kent, Parry, Montoya, Sender, Morris,



& Anton-Culver, 2012). In addition, the difference between the fact thet they becomes
more dependent on others due to the cancer and the desire to be independent in
accordance with the development period becomes an important source of tension (Kent
etal., 2012).

Cancer has not only negative but also positive psychological effects. Many studies
confirm that cancer survivors show some positive life changes (Bellizzi, 2004,
Cordova, Cunningham, Carlson, & Andrykowski, 2001; Sears, Stanton, & Danoff-
Burg, 2003). Since an undesirable and robust life event in a persons’ life changes one's
assumptions about past and future so that any improvement in their life style or life
opinion defined as positive effects (Tedeschi & Calhoun, 1996). For example, the
appreciation of life as what she/he has and re-evaluation of her/his priorities are
considered as positive effects of cancer (Casellas-Grau, Ochoa, & Ruini, 2017).

Cancer also has an effects on self-concept. Since the focus of this study is on the self-
dicrepancies of young adult cancer patients, information about self-concept will be

given in the following section.

1.2. Self-Concept and Self-Discrepancy Theory

The term ‘self” or ‘self-concept’ is a notion that has been studied in psychology for
many years. (Allport, 1943; Rosenberg, 1979; Schlenker, 1985; Smith, 1980).
However, there is no single agreed on definition of self-concept due to the
multidimensional structure of the construct. Self-concept, in its most general form, can
be referred as the person's perception, feelings, attitudes, and behaviors in relation to
the construct of self (Marshall,1989; Plucker & Stocking, 2001; Rosenberg, 1979;
Shavelson, Hubner, & Stanton, 1976; Oyserman, 2001).

Many researchers have identified different dimensions of the self and their relationship
to psychological well-being (e.g., James, 1890; Freud, 1914/1957; Rogers, 1954). In
general, conceptualization of self consists of social, emotional, and physical aspects
(Ackerman & Wolman, 2007; James, 1890). William James (1890), the first theorist
who highlighted the multidimensional structure of self suggested that self has two main



dimensions, which are 'l' and 'Me'. These selves are distinguished as the self acting
and the self that realizes that person is doing the action. The first one called as ‘I’ part
and ‘self as knower’; however, the other one called ‘me’ part and ‘self as known’. In
one, the person is the subject, and in the other, the person is the object. These reflect
two aspects of the self, and they form integrity together. That is, ‘me’ self is closely
related with self-consciousness (Blanke & Metzinger, 2009; Dainton, 2016).
Accordingly, the person is considered as the subject as a person who acts, evaluates
and thinks, and also as an object who is thought, evaluated and affected by the
perception of others (Bandura, 1978). Later, Baldwin (1897) widens conceptualization
of self and posited the 'socius' or ‘social-self’ dimension. In this definition, it was
emphasized that the self has a social and cultural dimension. As similar to James’s
‘me’ self, Cooley (1902) developed the ‘looking-glass self.” With this term, he
describes the process by which the individual's self-opinions are influenced by how
others see and perceive him/her. All these explanations support the evidence that self-
concept cannot be captured comprehensively without understanding muldiple

dimension contributing self-concept.

Rogers (1954), who is also the founder of client-focused psychotherapy, made notable
contributions to the study of self-concept. He identified the different structures of the
self and their relationship to psychological comfort. According to Rogers, self-concept
consists of two main parts which are real-self (actual-self) and ideal-self, respectively.
Real self is all about who and what the person is while ideal self refers to features that
the person wants to have ideally. These characteristics tried to be attained might be
related to physical, psychological and social traits. Yet, when the diversion between
characteristics of real self and ideal self is too wide, incongruence occurs which is
close related with many psychological problems. Accordingly, if real self and ideal
self are similar to each other, the person will be psychologically healthy. However, if
the difference between the two types of self is large, the person will experience
psychological problems such as anxiety, depression, and lack of self-confidence
(Rogers, 1954; Rogers, 1961).
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Furthering Rogers’s theory, Higgins (1987) developed a comprehensive approach,
called as Self-Discrepancy Theory (SDT), to identify the incongruence between the
various dimensions of the self-concepts and their impacts on psychological health.
SDT defines how people perceive themselves, their ideals and responsibilities.
According to this theory, self has three essential domains, namely, actual self, ideal
self, and ought self. Actual self refers to the traits that someone believes he/she actually
owns. Basically, it covers responses given to the question of ‘who you are?’. By
contrast, ideal-self represents the traits that someone ideally would like to be (i.e.,
hopes and wishes) and covers basically responses given to the question of ‘who you
would like to be?’. Finally, ought-self refers to the traits that someone believes he/she
should/ought to own. These “should be own” charasteristics are in close relation with
duties, responsibilities, moral standards. In otherwords, ought self comprises of
answers given to ‘who you should be?’. Accordingly, ideal-self and ought-self are
considered as self-guides. These self-guides are basically compared to current self, and

they can use to assessment discrepancy (Higgins, 1987).

The classification of ought-self is one of the essential points that distinguishes
Higgins’s theory from Rogers' theory. Moreover, Self-Discrepancy Theory has some
fundamental aspects that distinguish itself from other self-related theories. According
to Higgins (1987), this theory has three primary objectives. Firstly, the theory
distinguishes different types of annoyance that people with contradictory beliefs may
experience. Secondly, the theory associated different discrepancies with different
types of emotions. That is, three self-types will create different types of discrepancies
and each discrepancy will lead to a different emotional vulnerability. Last but not least,
it emphasizes that different self-discrepancies exist and accessible when trying to
determine what kind of discomfort people often experience. Basically, this theory
emphasizes that one will experience different negative results depending on the type
of discrepancy between the selves and that it will be important to understand what the

person is experiencing.

The Self-Discrepancy Theory not only defines different dimensions of the self, but

also different standpoints in the perception of self concept. Accordingly, self-concept
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includes both perception of an individual’ regarding oneself and the perception of
significant others (e.g., parents, siblings, romantic partner, friends) about themselves
(Higgins, 1989a). In other words, the importance of significant others while forming
different structures of self-concept has been emphasized for different types of self and
self-perceptions. Therefore, a total of six selves are conceptualized including ones’
own perceptions and others’ perceptions and named as actual-own, actual-other, ideal-
own, ideal-other, ought-own, and ought-other selves (Higgins, 1989). Unless a balance
is established among self-guides, discrepancies would develop resulting in certain
negative emotions. Discrepancies between actual-self and ideal-self is associated with
dejection related emotions (e.g., sadness, disappointment etc.) due to feeling of
inability to reach something wished to be attained (Higgins, 1987; Strauman, Lemieux,
& Coe, 1993). A mild discrepancy usually causes sadness, while an advanced
discrepancy results in depression. Nevertheless, the discrepancy between actual-self
and ought-self leads to agitation-related emotions (e.g., worry, anxiety, guilt) due to
the inability of someone to do what she/he feels to do (Higgins, 1987). The mild level
of this type of discrepancy is related to the feeling of nervousness, while the higher
level is related to generalized anxiety. Reversely, SDT claims that when actual/ideal
self match, one will experience emotions like happiness, and when actual/ought self

match, one will experience emotions like calm (Higgins, 1987).

The emotional consequences of the difference between self shaped by ones’ own
perception (Higgins, 1999) and self originated from others’ perception (Moretti &
Higgins, 1999a-1999b; Moretti, Holland, & McKay, 2001) have been the subject of
various research. In a study with high school students using four self types, the results
were consistent with the emotional vulnerability proposed by the theory. They test
actual/own-ideal/own;  actual/own-ideal/other;  actual/own-ought/own;  and
actual/own-ought/other  discrepancies and results showed that actual/ideal
discrepancies were associated with dejection-related emotions and actual/ought
discrepancies are related with agitation related emotions regardless of the standpoints
(Higgins, Klein, & Strauman, 1985). Although these results are supported many
studies (Strauman, 1989-1992; Strauman & Higgins, 1988), there are also some studies
where particular discrepancy is not found to be related to specific emotions (Heppen
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& Ogilvie, 2003; Ozgul, Heubeck, Ward, & Wilkinson, 2003; Phillips & Silvia, 2005).
Furthermore, in some studies, anxiety and depressive emotion were confirmed to be
related to specific discrepancy (Higgins, 1987; Higgins, Klein, & Strauman, 1985;
Moretti & Higgins, 1990; Scott & O’Hara, 1993), but no supportive results have been
found for other emotions like shame and guilt (Tangney, Neidenthal, Covert, and
Barlow, 1998).

Higgins (1999) agreed that the relationship between the type of self discrepancy and
the emotional vulnerability may not always be observed. Thus, he suggested that in
this relationship “the magnitude of a self-discrepancy, the accessibility of a self-
discrepancy, the applicability and relevance of a self-discrepancy in a current context,
and the importance of a self-discrepancy to the person” are have moderator effect.
Accordingly, as the effect of the four moderators’ increases, the likelihood of
discrepancy related emotions increases, as well (Higgins, 1999). It is suggested that
the current location (e.g., for academic wishes being the university or a café) (Boldero
& Francis, 1999) and self-awareness (Philips & Silvia, 2005) have a moderator effect
on this relation. These discrepancies are also related with differences in the
motivational aspect of an individuals’ life. While actual/ideal discrepancy is associated
with discouragement, actual / ought discrepancy is usually associated with

cautiousness (Higgins, 2012).

The impact of self-discrepancy has been in relation to various psychological problems,
as well. The relationship between social anxiety (performance and social interaction
anxiety) and self-discrepancy was examined, and the results confirmed that there is a
significant  relationship  with actual — ought discrepancy and social
interaction/performance anxiety (Johns &Peters, 2012). A meta-analysis study
examining 70 studies also support that there is a relationship between self-discrepancy
and psychological well-being. The study found that the extent of the relationship
between self-discrepancy and psychopathology varied between mild-moderate, and
actual-ideal discrepancy had a stronger relationship with anxiety and depression than
actual-ought discrepancy (Mason et al., 2019). These results were also valid for people
with chronic pain. A study with patients having chronic low back pain suggested that
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higher self-discrepancy results in increased stress and depressive symptoms (Waters,
Keefe & Strauman, 2004). Studies show that there is a positive relationship between
negative psychological conditions such as anxiety and depression and self-
discrepancy. However, there is a negative relationship between the purpose of life and
self-discrepancy (Stanley & Burrow, 2015). These findings suggested that increasing

self-discrepancy negatively affects the psychological health of the person.

Self-concept is considered as a dynamic structure that is affected by the persons’
experiences and social environment (English & Chen, 2007; Sarbin, 1952). Cancer
diagnosis, which is an important life event in a persons’ life, also has effects on self-
concept. For this reason, information about cancer disease will be given in the
following section. The self-concept changes over time, especially it changes after

events that cause changes in one's daily routine (Demo, 1992).

1.3. Cancer Diagnosis and Self-Concept/ Self-Discrepancy

There might significant changes in the self-concepts of cancer patients in
multidimensional aspects due to diagnosis itself and treatment process. Yet, self-
concepts of cancer patients have been exclusively investigated in relation to body
image, self-esteem, or self-efficacy (e.g., Mock, 1993; Pintado, 2017; Vas, Povey, &
Clark-Carter, 2019). To illustrate, alopecia, thinning of or losing hair, is a common
side effect during cancer treatment. which has devastating impacts on a patient’s body
image and self-esteem (Miinstedt, Manthey, Sachsse, & Vahrson, 1997; Lemieux,
Maunsell, & Provencher, 2008). Similarly, body related concerns lead to many
psychological problems particularly among women with breast cancer. As breasts and
reproductivity are perceived as symbols of femininity (Fang, Lin, Chen, & Lin, 2015)
those women usually suffer from greater levels of depression and anxiety due to
profound body related changes (e.g. loss of breasts, infertility) resulted from treatment
protocols (Begovic-Juhant, Chmielewski, Iwuagwu, & Chapman, 2012; Chua,
DeSantis, Teo, & Fingeret, 2015; Pintado, 2017). A recent study provided further
support to the relationship between self-concept changes and psychological distress.
This study highlighted that palliative care patients suffer greater detoriation in their
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body regardless of gender. Particularly, a strong commitment to before the disease
body images increased the distress further which comprimises use of functional coping

strategies, coping skills (Vas et. al., 2019).

Although self-concept has social, psychological and cultural dimensions, only a few
studies examined changes in self perception of cancer patients in relation to aspects
other than body perception. Existing studies indicated that a positive self-concept
during disease prognosis mediate the relation between anger and resilience among
adolescent cancer patients (Wu, Chang, Tsai, & Liang, 2018). It seems that
intrapersonal and interpersonal changes aroused from disease process encourage some
patients to revise their identity and the norms they are living with. If revision process
is experienced positively, it increases sense of control and autonomy (Kumar &
Schapira, 2012).

There are a limited number of studies examining the self-discrepancy of cancer
patients. According to a quantitative study in which self-discrepancy of elderly women
with cancer were compared with older women without cancer, no difference was found
between the two groups in terms of self-discrepancy. However, cancer patients were
found to have lower ideal-self scores. Because of these results, it was interpreted that
cancer patients keep their self-discrepancy at the normal level by lowering their ideal
self. The ideal self is reduced as a compensation for the possible change occurring in
the actual self due to cancer (Heidrich, & Ward, 1992). This change can be considered
as important for the protection of psychological health. Another study with cancer
patients has been found that high levels of self-discrepancy are associated with high
depression, low psychological health, and low life purpose regardless of the severity
of symptoms. Furthermore, it was found that self-discrepancy has a moderator effect
between one's perception of health status and depression, life purpose and good
relations. Thus, Self-discrepancy of cancer patients will be related to their adaptation
to the disease (Heidrich, Forsthoff, & Ward, 1994). However, the average age of the
participant is 62 of that study. So, self-discrepancy has not been studied for young

adult cancer patients, and studies about psychosocial dimensions are limited.

15



1.4. The Aim of the Thesis

Diagnosing metastatic cancer is challenging for all patients, but its effect may vary
depending on the persons’ developmental period. However, young adulthood could
be considered as more vulnerable to severe effects of metastatic cancer. Because,
normally, physically the most energetic times of life is young adulthood and at that
time people take important steps for their lives (Charmaz, 1983). Furthermore, it is a
rare and shocking experience to be diagnosed with cancer in young adulthood. Since
they are at a young age and are diagnosed with a life-threatening disease, young people
with any metastatic diagnosis tend to experience psychological problems (Dunn &
Steginga, 2000). Thus, this focus group need special examination to really understand
what they experience after diagnosis. For this purpose, this study aimed to examine
what young adults experience when they are diagnosed with metastatic cancer, by

focusing on self-concepts and discrepancy between different aspects of selves.

In the literature, some changes in self-concept are reported after cancer diagnosis.
However, studies on self-concept mostly focus on physical and bodily changes. There
is no study which examines the self discrepancy between different selves of cancer
patients to the best of our knowledge. However, self-discrepancy has been found to be
associated with physical health and psychological functionality in cancer (Heidrich,

1999). Thus, this study, aimed to contribute to this gap in the literature.

Considering all these factors, a detailed examination of the self-concept and
discrepancy between selves of young adult women would be critical in determining

the psychological needs and correct psychological interventions of this group.
The following research question has been investigated:

1. How did metastatic cancer diagnoses affect the self-concept of young

women in terms of the discrepancy among different aspects of selves?
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CHAPTER 2

METHOD

In this section, the theoretical background of the method used in the current study was
explained, then information about the participants, data collection process and data
analysis would be provided.

2.1. Methodological Background

2.1.1 Qualitative Researches

Qualitative studies are different from quantitative research in terms of their
goals/hypotheses, researcher's position and investigation of experience (Lefevre, Moro
& Rachel, 2019). While quantitative research tests the accuracy of a predetermined
hypothesis, qualitative methods are mainly concerned with the meaning created by
data itself. In qualitative studies how a person interprets a subject and how it is
experienced is examined with all its subjectivity. In other words, the nature of the
experience itself is examined in detail (Pietkiewicz & Smith, 2012). Thus, the main
purpose of qualitative studies is to investigate how an event, situation or concept is
experienced and expressed by individuals (Mays & Pope, 2000).

Qualitative studies are carried out by obtaining in-depth information regarding a
particular phenomenon with smaller number of participants. Thus, thickness of data is
enriched through in-depth theoretical investigation (Mays & Pope, 2000). There are
many qualitative research methods such as Grounded Theory, Discourse analysis,
Phenomenology, Narrative Analysis, Interpretative Phenomenological Analysis
(Smith 2008; Willig 2008; Camic, Rhodes & Yardley, 2003). These methods differ in

terms of the nature of research questions, sampling procedures and analytic strategies.
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Only Interpretative Phenomenological Analysis (IPA) methodology was explained in

the following section as it was employed in the present study.

2.1.1.1 Interpretative Phenomenological Analysis (IPA)

Interpretative Phenomenological Analysis (IPA) provides an extensive understanding
of how a person lives a specific experience (Smith, 2008) and how they make sense of
it (Taylor, 1985). IPA has three fundamental principles which are phenomenology,
hermeneutics, and ideography. Firstly, IPA is mainly a phenomenological method
meaning that it aims to understand basic parts of a phenomenon or experience that is
unique to the individual, separating it from others’ (Pietkiewicz & Smith, 2012). That
is, its purpose is to investigate core of the subject rather than to reduce it to the
predefined categories. Secondly, IPA employs hermeneutics method, the method of
interpretation, through which not only experience itself but also how the experience is
expressed get an importance. In other words, IPA not only defines what the experience
is but also examines how the situation, event or concept is experienced in a detailed
and inclusive way with an interpretation. In fact, IPA is particularly defined as a double
hermeneutic method. In double hermeneutic method, the participant initially explains
the experience with their perception and interpretation. Later, the expressed experience
is reinterpreted with the subjectivity of the researcher (Smith & Osborn, 2007).
Thirdly, IPA is ideographic meaning that IPA focuses on a particular subject and
examines it in detail for each individual to the point when a detailed and rich
knowledge is available for that specific group (Smith, Flowers, & Larkin, 2009). This
means that the researcher “focuses on the particular rather the universal” (Smith,
Harré, & Van Langenhove, 1995). Therefore, all cases are analyzed separately without
relying on a general statement (Pietkiewicz & Smith, 2012). So, IPA researcher starts
analysis with the first case and after finishing its detailed examination, proceed through
the analysis of the second case with the same attention until the last participant
(Pietkiewicz & Smith, 2012).

IPA have been applied in many fields, especially in health and clinical psychology.
This method is generally recommended to study relatively little researched topics
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(Smith, Jarman, & Osborn, 1999). This thesis research aimed to provide an
understanding of the experience of young adult metastatic cancer patients’ self-
concepts and discrepancy between selves in depthly. As far as it is known, studies on
this subject are limited and there is no study with young adults. Since other studies are
conducted by quantitative method, it is important to investigate patients’ experiences
in detail in this context. In particular, a detailed understanding of the shaking effect of
diagnosing metastatic cancer in young adulthood is necessary for possible treatment
and interventions. For this purpose, IPA is the best methodological background
because it is mainly used to investigate how people make sense of major life events
(Smith, et al., 2009). It gives the chance to investigate participants’ appraisal,
perception, and emotion in detailed. In other words, it makes it possible to understand
participant words as much as possible. Therefore, IPA is best methodology for this

study, which has never been thoroughly investigated qualitatively.

2.2. Participants and Sampling Method

In IPA, participants are selected purposively to create a homogeneous sample in an
attempt to obtain detailed information on the interest subject (Smith, Flowers, &
Larkin, 2009). Consistently, the inclusion criteria were determined as follows (1) being
a young adult between the ages of 20 and 39 (2) being a female metastatic cancer
patient (3) being aware of the current diagnosis and (4) going through active treatment
at the time of the study. As the main aim of this study was to understand self-related
conceptualizations of young adults with metastatic cancer, age range was determined
according to Erikson's description of young adulthood stage (Erikson, 1963). Besides,
only patients with metastasis and in active treatment were selected since both
metastatic cancer and related treatment experiences are associated with more profound
life style changes among young adults (Lo, Lin, Gagliese, Zimmermann, Mikulincer
& Rodin, 2010; Kroenke, Rosner, Chen, Kawachi, Colditz & Holmes, 2004). Even
though no criteria regarding the relationship status had been determined, all
participants were single. Being a mother was also determined as an exclusion criterion

as it might compromise the homogeneity of the sample.
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Accordingly, current sample was composed of eight female metastatic cancer patients
whose ages ranged between 27 and 38 years old. These patients were receiving active
treatment at Hacettepe University Oncology Hospital. Although one patient was not
diagnosed with metastatic cancer, she was included to the present study as her disease
(i.e. glioblastoma) affects more than one area of her body and was regarded as
metastatic. Researcher invited participant either through face-to-face invitation at
treatment room or by phone. There was only one patient who met the eligibility criteria
yet did not agree to participate in the study. Six of the participants were living with
their family (e.g. Asya, Fatma, Emel, Seda, Oya, Ayse) both prior to and after the
diagnosis. One patient (Canan) was living alone and the other (Derin) moved to her
family after the diagnosis. Some demographic and diagnostic information of
participants was presented in Table 1. The primer diagnoses of the participants were
written and the areas with metastases were indicated in brackets. The name of the
participants was distorted to assure confidentiality.
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Table 1 Demographic and Diagnostic Information of Participants

Name Age Marital Education Treatment Diagnosis Time
Status Since
Diagnosis
Asya 27  Single  University Chemotherapy Throat (Air 6 years,
Tube & Lung 11
& Liver) months
Derin 33  Single  University Chemotherapy Colon (Lung 9 months
& Liver)
Fatma 38  Single  University Chemotherapy Breast (Lung 5 years, 2
& Liver) months
Emel 27 Single  University Chemotherapy Glioblastoma 4 years, 5
months
Seda 27 Single  University Chemotherapy Soft Tissue 2 years, 1
(Lung & months
Uterus)
Canan 30 Single  University Hormone Adenoid 9 years 10
Therapy Cystic (Lung months
& Bone)
Oya 36  Single  University Chemotherapy Stomach 7 months
(Ovary)
Ayse 37  Single University Chemotherapy Soft Tissue 1 year
(Lung)

2.3. Procedure

Before data collection process, ethical permission was obtained from the Human

Subject Ethics Committee of METU (see Appendix A). Since data would be collected

from Hacettepe University Oncology Hospital, an application was also made to the

hospital management and additional permission was obtained (see Appendix B). Since

the researcher was working as a clinical psychologist in this hospital, she talked about
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the purpose of the study to the participants who met the criteria and invited them to
the study. Appropriate patients were screened from the hospitals’ information system.
While some patients were invited to face-to-face while they were receiving treatment
in the hospital, others were contacted via the telephone numbers received from the
system and invited to the study. Face to face semi-structured interviews were
conducted with the people who agreed to participate in the study voluntarily. The
interviews were held in a room where the participant and the researcher were left alone.
Interviews were made in the clinical psychologist’ room with the outpatients and in
the patient's room with the inpatients. Only one interview was held with each
participant and interviews lasted between 35 to 85 minutes. All participants were
informed about the purpose of the study and audio recording, and then their written

consent was obtained subsequently (see Appendix C).

The data was collected through semi-structured interviews as it is generally used and
recommended in IPA analysis (Smith, 2008). Questions are predefined, open-ended,
and far from directions. The interview questions were developed by the research team
to examine the changes in the self-concept of the participants after being diagnosed
with metastatic cancer (see Appendix D & E). Also, the researcher encouraged the
participants to speak freely in order to express their true experiences with all their

subjectivities.

The data collection process took seven months (December 2018 to June 2019). A pilot
interview was conducted to test the suitability of the questions for the study. In the
pilot interview, there were no questions that were not understood, so; no changes were
made of the question list. After the first interview was analyzed and the results shared
with the research team, other interviews were conducted. All interviews were included

in the analysis.

2.4. Data Analysis

Analysis of data was carried out in a rigorous process based on subjectivity without
being restricted by previous theoretical knowledge as much as possible. In other words,
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an inductive perspective was employed consistent with IPA rationale (Pope, Ziebland,
& Mays, 2000; Smith & Osborn, 2003). As recommended analyzes of the participants’
accounts were performed in an order (Smith et al., 2009). First of all, a word by word
transcript was prepared from the audio recording of the first interview and read twice.
This re-read process was crucial to familiarize with data well, and to think about
possible themes about overall of the interview (Smith et al., 2009). Then, the transcript
of the first interview was coded according to its content, language, and interactional
context. The codes were grouped consistent with their conceptual relation. In this way,
a list of sub and super-ordinate themes had been determined. The findings of the
analysis for the first case were shared with the research team and organized within the
framework of their conceptual feedbacks. Then the same analytic process was repeated
for the second interview. Cross-case comparison was made between the theme lists of
first and second interviews and a common theme list was developed. The same process
was repeated exactly for the analysis of all remaining interviews one by one. After
each analysis, a comparison was made with the last common theme list. Previous
analyzes were re-examined for new themes emerging in the following sessions.
Throughout the analysis process, results were shared with the research team

periodically.

All transcription was made by the researcher. The analysis of the first interview was
made with the research team, after that, the remaining analyzes were done by the
researcher and the feedbacks of the research team was received. During all interviews
and throughout the analysis process, the researcher took notes about her feelings and
thoughts because subjectivity is an important component of the IPA analysis. These

notes were used in the analysis phase.

2.5. The Trustworthiness of the Study

The reflexivity of the researcher is an important part of the IPA since it shapes the
interpretation of results (Willig, 2008). Therefore, in IPA studies, it is recommended
to write the reflexivity section, where the researcher specifies the characteristics that
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may affect the way she/he formed the research question and interpreted the data. So,

in this section, background information about the researcher was presented.

“I am 28 years old, female, and clinical psychologist. My research interest on this topic
stems from my work experience as a clinical psychologist in an oncology hospital. |
worked in the same hospital for three years and was making psychotherapy sessions
with cancer patients and their relatives. | have observed people have difficulties in
accepting the diagnosis and adjusting changes in their lives after a cancer diagnosis.
Patients often stated their confusion due to cancer diagnosis, chemotherapy or
radiotherapy process by saying ‘I cannot take it” (“kendime konduramiyorum”); ‘1 was
a person with decent strength but now I cannot even perform my job’ (“gii¢lii kuvvetli
biriydim simdi ¢alisamryorum”), ‘1 was not a person who gets sick easily, now I cannot
understand how I got this illness’ (“ben hi¢ hasta olan biri degildim nasil boyle bir
hastaliga yakalandim anlamiyorum”™). In brief, patients often state their confusion
about their perception of self and the possible change of this perception. Such
sentences in sessions make me curious about this topic and constitute the main

motivation to conduct this study.

One of the important things | noticed during the analyzes was that before my work
experience, cancer disease meant for me that it caused me to lose my grandmother.
And, | realized that | never knew exactly what she thought, what she felt, what she
lived, even though | was with her during the treatment process. Although the sample
of the study consists of a different age group, | think this personal experience may have
affected my research interest. While presenting my thesis study proposal, | said that |
tend to focus on the positive aspects of patients' experiences. Now, | think that this
tendency may be related to my personal experience. During the analysis, | tried to

realize the impact of this tendency as much as | could.

I experienced emotional difficultly to listen to the patients’ experiences with all their
emotional dimension, both during my work experience and during this research. I had
felt anxious especially in the part when doing the transcription of the audio recordings.
At these times and when | felt intense negative emotions during the analysis, | took a
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break in order not to harm the process. In this process, | thought that if I continued
analysis with intense anxiety, it might affect the process negatively. For this reason, |
shared my feelings with my clinical psychologist colleague during the analysis process
in order to this emotional difficulty not to affect the analysis. 1 also tried to understand

why this emotional difficulty was caused.

However, | believe that my professional experience as a clinical psychologist and
personal experiences as a the relative of the patient make it easier to establish
relationships with the participants in the interviews. Establishing a good relationship

is essential so that people can express themselves more accurately and comfortably.”
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CHAPTER 3

RESULTS

In this study, self-concepts of female young adult cancer patients were examined. For
this purpose, interviews of eight participants were analyzed according to the guidelines
of Interpretative Phenomenological Analysis (IPA). As a result of the analysis, four
super-ordinate themes; (1) Compulsory Changes in Self-Concept with Ambivalent
Evaluations, (2) New Ideals not in the Agenda of a Healthy Young Adult, (3) So Called
‘Minimalist’ Expectations from Others, and (4) My Body is a Cage: “I Feel Like My
Soul Stuck in My Body (See Table 2) emerged. In this section, the super-ordinate
themes and their subthemes were explained with quotations from the interviews in

order to make the process transparent.

Table 2. Themes of Interpretative Phenomenological Analysis of Young Adult

Metastatic Cancer Patients in terms of Self-Concepts

1. Compulsory Changes in Self-Concept with Ambivalent Evaluations
1.1. Overvaluation of being Strong: Pushing the Limits
1.2. Justification of the Characteristics of Self after Cancer
1.3. Ambivalent Emotions about the Loss of Developmental Characteristic
of Young Adulthood: Laughing while Losing
1.4. Feeling Isolated from the Peers
2. New ldeals not in the Agenda of a Healthy Young Adult
2.1. Normalcy is Becoming the New Ideal
2.2. Need for an Omnipotent Self to Beat Cancer
3. Others’ So Called ‘Minimalist” Expectations
3.1. Expectations-Centered Only around Survival
3.2. Restrictions due to Others’ Pressure of being Strong
3.3. Feeling Guilty because of Cancer Burden Imposed on Family
4. My Body is a Cage: “I Feel Like My Soul Stuck in My Body”
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3.1. Compulsory Changes in Self-Concept with Ambivalent Evaluations

This superordinate theme was about how participants perceived themselves after
cancer diagnosis and how they emotionally reacted to these perceptions. In particular,
it covers the effects of mandatory changes due to metastatic cancer diagnosis on the
self-perception of the participants. Almost all participants reported loss of some part
of their identity, while some mentioned positive and negative characteristics that had
become evident after the metastatic cancer diagnosis. Interestingly, patients had a
tendency to report these changes with ambivalent emotions and their feelings
fluctuated fast during reporting their experiences. There is an ambivalence in their self-
perceptions arising from being faced with a metastatic cancer diagnosis at such a
young age. On the one hand, they over-emphasized strength with positive emotions
and even denied their physical limitations. On the other hand, they expressed a feeling
of weakness, loss and grief. In summary, this superordinate theme reflected the
complex effects of ‘struggling” with the diagnosis of metastatic cancer as a young adult

and its impact on self-evaluations.

3.1.1. Overvaluation of being Strong: Pushing the Limits

The first theme was over valuation of being strong. This sub-theme represented the
“extreme efforts” our patients spent in order not to cry and seem weak during disease
process. They just tried a lot to continue their life as same as before cancer diagnosis.
This theme also covered acting “as if”” there hadn’t been any physical or psychological
losses. Participants believed that such an attitude made them “different” from other
patients. It seems that young metastatic cancer patients tried to remain strong and
motivate other patients. Besides, being strong was perceived to be an important
necessity to beat cancer. Although forcing themselves to catch up normal helped them
psychologically, it was also evident that they denied the extent of their physical
symptoms. For example, Asya felt proud of herself since she continued working in
spite of her doctors’ recommendations. Although she enjoyed the positive comments
of her colleagues about her perseverance for working, her physical difficulties were
also evident between the lines:

27



“Giiglii derler onu ¢ok duydum. ‘Cok gii¢liisiin biz- ben senin yerinde olsam
boyle diisiinemezdim’ gibi onu diyebilirler ... ¢cok sikintili nefes alamiyorum
ylrllyemiyorum falan ama o zorluklarla 4 ay ise gittim. Mesela is
arkadaslarimin haberleri vardi hani sikintidan. Ben sdyleyince bana ¢ok
hayran kaliyorlardi. ‘Nasil yapabiliyorsun’ — bir de diisiincelerimde dyle sey
yoktu hani ‘niye bana oldu?’ falan — ¢ok pozitif insanimdir yani”

“They say ‘strong’, [ heard it a lot. They say it like "You are so strong — We- |
couldn't think like that if I were in your shoes' ... | was not able to breathe
easily, | couldn’t walk, but I went to work with those difficulties for 4 months.
For example, my colleagues aware of my disease. When | talked about the
disease, they were very impressed by my efforts. 'How can you do it' they
asked - there was no such thing in my thoughts, such as 'Why did it happen to
me?' Or something like that - T am a very positive person.”

As can be seen, “behaving like a healthy young adult “and receiving praises for being
strong increased the morale of our patients. It was like they felt like a healthy young
adult with pushing their limits. Yet, it seems that they denied the presence of the
physical limitations, which might also compromised their physical health. For
example, Ayse continued her normal life after the illness and even increased the
amount of exercise she did before the cancer diagnosis. She admitted that this was a
way to deny the realities of the disease and feel like healthy:

“Kemoterapiye yeni bagladim, kemoterapi ilacina. Yani iste bir 3 doz
alacagim yani 3 alacagim 1 kiirlinii aldim. Onu aldigim ilk giin hani kusma
falan oldu yani 0 3-4 giin biraz tabi sersemlik oluyor ama ise gittim yani sey
degildi. Rapor almadim. .. Gerek duymadim yani. Yani isten- i yerinde belki
kafam biraz mesgul olur diye diisliniiyorsunuz ama ger¢i olmuyor yani.

Hani cigerlerimde evet bir sey var ama ben bunun seyini hissetmiyorum su
anda. Ben bunu hissetmiyorum belki de 2 ay sonra ¢gikmayacak bir sey diye
diisiiniiyorum. Hep bu tarafindan bakmaya ¢alistyorum. Ciinkii yiirliyorum
hatta daha agirlik verdim atiyorum 6 km yiirliyorum falan kendimi zorluyorum
nerede acaba bir sikint1 yasatacak bana diye ... ben aslinda kendimi zorlayarak
‘ben saglikliyim aslinda bir sey yok’u hissetmeye c¢alistyorum yani. Yememe
icmeme dikkat ediyorum hep boyle okudugum seylerden yine 11 iyi gelecek
ne varsa onlar1 yapmaya gayret ediyorum.”

“I just started chemotherapy, chemotherapy medicine. So I would take 3
doses, that is, | would take 3 cycles. The first day | received the treatment, |
was vomiting, | was dizzy but | went to work so it wasn't something big. | did
not get a medical report for resting... | did not need it. | mean, you think that
my mind will be busy at at work, but it doesn't work that way. .

Yeah, there's something in my lungs, but | don't feel it right now. | don't feel
it, maybe, | believe, nothing will happen in my lungs in the next 2 months. |
always try to think like this. Because | am walking, | even gave more weight,
I am walking 6 km, 1 am forcing myself to see at which point I am going to
have a problem. I am pushing my limits by convincing myself ‘I am healthy’.
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| pay attention to my eating and drinking, and | always try to do whatever |

need to do becoming healthy.”
Not surprisingly, participants also seem really cheerful and positive during the
interviews. Somehow, they like to surprise others with their cheer and joy although
they were suffering from debilitating impacts of the treatment. This mission of
delivering cheer and being strong also extended to other patients and their families.
Our young participants felt special and stronger as long as they increased the morale
of others. So, they behaved as if there was nothing wrong in being treated for metastatic
cancer at a young age. To illustrate, Derin, describes herself as a really cheerful person
who laughed no matter what the conditions were. She said that she responded by
laughing when others were “pitying” her because of her being diagnosed with a

metastatic cancer condition at such a young age:

"Nese sanirim ya ben siirekli giilityorum her kosulda yani. Yani burada ¢iinkii
1 hastalarin da dikkatini ¢ekmis mesela gelip bana ‘vah vah tiih tiih’ diyen
hastalar oluyor boyle ya da yakinlar1 oluyor ‘gcok gengsin, yazik sana’ falan
diyen. Ben giililyorum mesela ‘sag olun, size de ge¢cmis olsun, olsun bitecek,
herkes atlatacak’ ben yanimdaki hastalara da moral veriyorum mesela
stirekli.”

“I think its joy/laughter, I laugh all the time in every circumstances. You know
here, there are some patients coming and saying to me ‘what a pity! (Because
of her being young) There are people like this or their relatives saying ‘you
are too young, pity you' or something like that. For example, | laugh to this
reactions, | say "thank you, get well soon, it will end, everyone will survive".
I also give morale to the patients around me.”

Although, behaving as if nothing had changed was perceived as helpful while coping
with the disease, this attitude leads our participants to develop unrealistic expectations
about the treatment process. That is, that is optimistic attitude made them vulnerable
as they were psychologically not prepared for negative outcomes. Particularly, this
attitude resulted in a psychological collapse as the disease level progressed. For
example, Oya said, she tried not to be negatively affected by physical consequences of
the disease. Yet, she experienced a collapse when she learnt the operation was not

successful:

“O baslarda diyorum ya ¢ok ¢ok iyiydim. Hi¢bir sey moralimi bozmuyordu.
Diizelecek edecek higbir sikinti yok. Ama sonradan iste ne olduysa
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ameliyattan sonra oldu..... Ondan sonra psikolojim tamamen darmaduman
oldu iste. Hi¢ kimseyle konusmak istemedim, hi¢bir sey yapmak istemedim,
televizyon izlemek istemedim...... ameliyata ¢ok biiylik seyler bagladim. O
da yemek yemede sikintilarim hala devam edince herhalde diizelmeyecek
deyip kendimi kapattim diye diigiiniiyorum.”

“Like I said, I was really upbeat from the beginning | was very, very good.
Nothing made me uncomfortable like There was no trouble to fix. But
everything falls after the operation... After that, my psychology was
completely dismal. I didn't want to talk to anyone, | didn't want to do anything,
and | didn't want to watch TV... I had expected from so much things from the
surgery... | did not want to interact with anyone, | shut down myself when my
eating difficulties had continued; believing that | nothing wil improve | would
never be recovered when | still have difficulties in eating.”

3.1.2. Justification of the Characteristics of Self after Cancer

This theme was about the patients’ overvaluations of the positive self-related changes
brought by cancer. Our participants believed that they improved a lot “thanks to
cancer”. Having being diagnosed with cancer, they learned to “stay in the moment”,
“not to mind little things” and appreciate life more. Yet, it took researchers’ attention
that some participants perceived every personal change “positive” without elaborating
their emotions about the losses they had suffered. They even reported to feel “lucky”
for having metastatic cancer because they were now aware their goals in life. In can
be inferred that they tried to minimize or even to deny hurtful consequences (e.g. being
close to death, losing organs or body parts) of metastatic cancer to cope with the
imminent death at such a young age. For example, Seda reported to feel really grateful
for having cancer by stating that:

“Aslinda biitiin 6zelliklerimin degismesi bence iyi oldu ¢iinkii ¢ok negatif bir
insandim ben Oncesinde. Hani niye yasiyorum ki diye sorgularken su an
kesinlikle yasamaliyim diyen birisi haline geldim. Yani bence iyi ki
degismisim ya da bu siire¢ bence iyi ki kanser olmusum yani ¢ok sdylenir mi
bilmiyorum ama bence olmusum evet zor ama bence giizel olmus. Ciinkii su
an ben olamazdim su anki fikirlere ulasamazdim”

“Actually, it was good for me to completely change as a person all my because
I was a very negative person before cancer. | was questioning why I am living
this life, Now | became someone who says 1l have to live!l So I think it's
good that | have changed.. I hesitate to say but thanks God I have cancer it’s
really good to have cancer, yes, it's hard but | think it's great. Otherwise, |
wouldn’t be the person now I am without cancer”
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Similarly, Emel said that she was lucky to have a cancer because everyone would die

and at least her diagnosis was clear to her.

“Herkesin bir 6liim tehlikesi var. Benim sadece ad1 konmusg hani hastaligimin.
Aslinda bir tik diin diislindiim bunu aslinda bir tik benim avantajim var. Benim
teshisim konulmus durumda, ama saglikli bir insanin meghul yani ne olacagim
benim de mechul tabii ki ama benim en azindan teshisim var. O sekilde
diisiiniiyorum. Tabi giinden giine degisiyor diisiincelerim.”

“Everyone carries the risk of of death. Mine is just nominated through my
disease. Actually, | thought yesterday, actually its my advantage. My
diagnosis is made, but a healthy person’s future is unknown, what I will be is
unknown as well, but at least | have a diagnosis. | think that way. Of course,
my thoughts are changing day by day. ”
Similarly, Derin reported that she had improved herself because she had realized that
she would die at any time due to metastatic cancer. For example, she stated her change
not to feel sorry for the unimportant things and learnt to live the moment after a cancer

diagnosis.

“Mesela ne oldu- kendimi sagma sapan seyler i¢in tizmemeyi 6grendim. Yani
ne kadar olur bilmem ama gene de elimden geldigince sagma sapan seyleri
dert etmemeyi- diyorum ya en basiti insanlar1 kirmamay1 da sey yapiyorsun...
Hayata karst anin tadini ¢ikartmayr 6greniyorsun ¢iinkii 6liimiin ne zaman
gelecegi belli degil yani."

“For example what happened - | learned not to upset myself for nonsense. So,
I don't know how, but still don't worry about the absurd things as | can —as |
say, basically you do something not to hurt people... You learn to enjoy the
moment against life because it is not certain when will the death come. ”

3.1.3. Ambivalent Emotions about the Loss of Developmental Characteristic of
Young Adulthood: Laughing while Losing

This theme was about expression of conflicting emotions while mentioning cancer
related losses as a young person. Our participants acknowledged that they had lost a
lot due to metastatic cancer diagnosis. They felt profoundly weak and suffered many
physical ailments because of chemotherapy. They believed they could not marry,
socialize like before or rise in a career. Besides, they felt isolated from their peers

because of their weakened strength and treatment challenges. Yet, almost all of them
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mentioned those losses with laughter. They even made jokes and ridiculed themselves

while telling physical impairments brought by cancer.

For example, Derin explained while laughing that she could not walk without
someone’s support due to her body becoming extremely weak during the treatment

process and that she fell one day while trying to act alone:

“Kemoterapiden sonra iste 6nce hastanede yatarken de seydim- hatta diistiim
yani kemoterapi aldiktan sonra dustan ¢ikarken kendim hareket etmeye
calistim kiit diye yere yapistim ondan sonra da (giiler). Ciinkii viicudum ¢ok
giigsiizlesmisti, agir1 zayiflamigtim, bagim doniiyordu siirekli yani bacaklarim
gligstizdii. Kimseden destek almadan yiiriiyemiyordum bile yani. Birileri
koluma giriyordu siirekli benim.”

“After chemotherapy, I was in the hospital first - | even fell after
chemotherapy., | mean | tried to move myself when | got out of the shower, |
stuck to the ground (laughing). Because my body was very weak, | lost a lot
of weight, my head was constantly dizzy, so my legs were weak. | couldn't
even walk without any support. Someone was in my arm all the time.”

Likewise, Seda heard that a doctor was explaining her parents that she would die due

to cancer. And, she immediately found this sentence ridiculous and funny.

“...doktor da tepki olarak ‘zaten senin kardesin dlecek’ gibi sagma bir ciimle
kullandr ... Yani garip, komik geldi hani yani o insana giivenemeyecegimi
burada tedavim olamayacagini diisiindiim.”

“...the doctor used a ridiculous sentence like "your sister will die"... So it
sounded strange, funny, so | thought I couldn't trust that person (doctor), and
I couldn't have a cure here”

Some patients were much more aware of their ambivalence regarding feeling strong
and weak at the same time. For example, Ayse who was proud of her emotional
stamina admitted that she felt incompetent and worthless. Although she was known
for her resilience throughout her life, she just felt powerless as she did not have a

minute not ruminating about disease:

“...Bir de gii¢lii oldugumu soylerler genelde yani olaylar karsisinda. Ama
aslinda giiclii degilmisim demek ki diye diisliniiyorsunuz yani.

Su an giigsiiz hissediyorum aslinda kendimi. Beni ele ge¢irmis durumda
clinkil yani ¢iinkii kafamdan atamiyorum hala. Dedigim gibi gelecege yonelik
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bir sey diisiinemiyorum, siirekli hani 6ldiigiim zaman o6teki tarafi cok diigiiniir
oldum acaba ger¢ekten var mi? Falan diye. .... Bu diisiincelerden
kurtulamadim ya kabullenemedim yani ‘tamam ya bu olay benim basima geldi
artik e tedavimi de aliyorum 2 ay sonra bakacagiz tekrardan’ demeyi isterdim
de bir tiirli diyemiyorum yani.”

“People say that | am strong, in general, in response to events. But | start to
think that | am not that strong.

| feel weak now. Cancer has taken over me because | mean | still cannot get
it out of my head. As I said, I cannot think anything but my cancer and future.
I start to think about after death life frequently. Is it real? Things like that....
I could not get rid of these thoughts, | could not accept it. | wish | could say,
"okay, this event happened to me, now | am going to take my treatment; 2
months later, we will look at it again.” However, I could not say this.”

3.1.4. Feeling Isolated from the Peers

This theme reflected the social isolation experiences of the participants due to
disruptions resulted from metastatic cancer. This disruption was mostly caused by the
restrictions due to chemotherapy, such as not being able to go out or attending
activities. Sometimes, the changing nature of the relationships lead to social isolation,
as well. To exemplify, Canan felt her discomfort upon her friends treating her
differently after cancer. She believed her friends did not share developments in their
lives in an attempt not to upset her. Although her friends were well-intentioned, their
behavior was negative for her since she felt isolated due to oversensitivity of others. It
seems that young patients felt alienated from their social circle, as their healthy
counterparts were embarrassed to share the things that our participants were missing.

Canan expressed this situation as follows:

“Yani syle oluyor insanlar genelde size odaklaniyorlar ve kendilerinden ¢ok
bahsetmiyorlar. Bunu hala yasiyorum ben 11 drnegin sevgilisiyle yasadigi
sorunu anlatacak bana arkadasim ki arkadas gruplarinda yani arkadaglarimla
oturdugumuzda konusacagimiz 3-5 konudan biri zaten budur. Ama anlatmak
istemiyor bilingaltinda muhtemelen seyi diistiniiyor iste onun bir siirii derdi
sorunu var zaten hani bunu mu dinleyecek ya da iste bunu mu anlatayim ben
ona diye ben bunu birkag kez dile getirdim hani benimle her seyi konusmanizi
istiyorum her sey kaldigi gibi devam etsin istiyorum, oldugu gibi- eskiden
oldugu gibi. Ama ¢ok olmuyor dyle yani hani genelde ‘nasilsin? sagligin
nasil? Her sey yolunda m?’ gibi konulardan konusuyoruz. Sonrasinda ben
giinliik hayatimdan belki yagsadigim kisilerin sorunlarindan vs bahsediyorum.
Ama onlar yani yakin arkadaslarimda bu 6zellikle oluyor. It ¢ok bahsetmek
istemiyorlar galiba.”
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“So it's like people usually focus on you and they don't talk about themselves
much. | am still experiencing this, for example, my friend will tell me about
the problem she had with his boyfriend, which is one of the 3-5 topics we will
talk about in groups of friends. But she does not want to tell me this anymore,
she might think so subconsciously, ‘she has a lot of problems she should not
listen my problems’. I have mentioned this several times, I want them to talk
to me everything, | want everything to continue as it remains, as it is - as
before. But it doesn't happen much, we talk just like ‘how are you doing? how
is your health?’. Then I talk about my daily life, maybe the problems of the
people I live with, etc. But this is especially the case with my close friends. |
guess they don't want to talk a lot.”

Some participants express the deterioration in relationships as a natural consequence
of cancer since cancer is a long-term disease. For example, Asya stated that she had

no friends because she was in a difficult situation due to cancer.

“Yani normal arkadas zaten simdi sey olunca hani ciddi hastalik olunca bir de
uzun siireli olunca. Uzun siireli arkadaslik da normal kiz arkadaslik o da zaten
olmuyor. Diislince yaninda hi¢ kimse kalmiyor. Bir bir herkes gidiyor zaten.
Arkadasim yok.”

“I mean when there is a serious situation like life-threatening disease, even it
is a long-term disease. Long-term friendships | mean normal friendships are
broken. Nobody stays with you when you in a bad situation. Everybody leaves
you one by one. | do not have any friends."

Impairment in social relationships are important for patients. For example, Emel stated
that she needed social support when she had diagnosed with cancer.

“Su an hani diyorum ya psikolojik olarak inislerde ¢ikislardayim mesela ilk
teshis konuldugunda diyordum ki ‘niye arkadaslarim yanima gelmiyor iste
niye yanimda destekgi degiller, yarim elma goniil alma ¢igek bari yollasalar’
falan diyordum.”

"l am now saying that | have ups and downs psychologically. For example,
when | was diagnosed, | was saying,” Why do not my friends come to visit
me? Why they are not here to support me? At least they could send me
flowers.””

3.2 New ldeals not in the Agenda of a Healthy Young Adult

This superordinate theme depicted the changes in the ideals, dreams and wishes of
young cancer patients. Young adulthood is a period of time where there supposed to
be dynamic developmental changes. In this period, people mostly dream about the
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future, work romantic relationships and having children. The goals are really colorful
and diverse. However, there seems to be significant transformation in ideals and
dreams of young adults with metastatic cancer. This reflected newly developed the

impacts of which might be artificial.

3.2.1. Normalcy is Becoming the New Ideal

This theme was about how young cancer patientss ideals and priorities had changed
and “being normal” became an ideal after metastatic cancer diagnosis. They had
gone through profound changes in their lives including physical losses, and fear of
imminent death. While normalcy was taken for granted before the cancer diagnosis,
it became an ideal to be attained throughout treatment process. Although all these
examples show that people miss their old routines, Canan emphasized 'normal life'
and being a normal person’ was what she was longing for by stating that ... But
what | want is that | want to be a person who only has an academic career and has a
happy relationship. So | want to be an ordinary person with an ordinary lifel.” « ...
Ama ne istiyorum ben yani aslinda sadece akademik kariyer yapan bir, mutlu bir
iliskisi olan bir insan olmak istiyorum yani. Yani herhangi bir insan olmak istiyorum
normal bir hayati olan.”. Likewise, when Asya was asked what her dreams were as a
young adult, she longed for ordinary tasks she had performed before cancer and

grueling treatment:

"Ise gitmek isterdim- yani hani sagligim engel olmasa ise gitmek isterim en
biiyiik seyim o. I1- hani su an mesela hig bir sey — temel ihtiyaglarim haricinde
yapamiyorum. Gezmek isterim, disar1 ¢ikmak isterim. Biitiin yapamadiklarimi
yapmak isterim."

“I wish I went to wor, I mean if my health did not restrict me....My biggest
wish is going to work work if my health is well. For now, for example, nothing
at all - 1 am not able to do anything except for my basic physical needs. | want
to travel, | want to go out. | want to do all the things that I can’t do right now”

Similarly, Emel felt out of life due to her illness. Whenhen asked about her wishes and
desires, she said doing things that were normally performed every day was her main

dream:
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“Saglikli. Ve 11 hayatin iginde olmay1 6zledim. Ozellikle hani tek degil de
mesela degisik degisik giyinmeyi 6zledim. Su an ha- hareketlerim kisith
oldugu i¢in rahat neyse onu giymek durumundayim. Bir de kemoterapi
aldigim i¢in viicudumda kanama olmamast gerekiyor; dar bir sey
giyemiyorum mesela. Eskisi gibi neyi canim istiyorsa onu giymek istiyorum.
Makyaj yapmay1 6zledim. Oyle. Gérsellige ¢ok fazla dikkat eden bir
insanim.”

“Healthy. And I miss being in the middle of the life. In particular, | missed to
dressed varied, not only one type. Now I have to wear whatever is comfortable
because my movements are lrestricted. Also, since | have received
chemotherapy, there should be no bleeding in my body; for example, | can't
wear anything tight. | want to wear whatever i want like before. | miss doing
makeup. Because I am a person who really cares how she looks to others”

3.2.2. Need for an Omnipotent Self to Beat Cancer

This theme represented young cancer patients’ desires to be a different person after
such a transformative experience. They believed that they had to make necessary
changes in their personality, feelings and thoughts in order to reach remission. Their
old personality characteristics were held responsible for the development and
recurrence of cancer. That is why they spent a great effort to reach an ideal personality
full of positive attributes putting cancer at bay. Yet, development of these new ideals
traits- to be temporary as they had been abandoned them whenever they entered into
remission. For example, Fatma expressed her regret by stating that “I had survived
through a transformative experience, | tried to be completely different (after first
remission); yet when | started to feel concern for ordinary life hassles, my cancer had
metastasized to my lungs”. Besides, our participants believed they had power makee
necessary personality changes which was associated with a glorified sense of control
since changing personality traits was a difficult task. Some patients idealized a sense
of control because of their desire to control cancer. Accordingly, Seda thought that
“her control” was the most important factor in the occurrence and disappearance of the
disease. She stated that her personality traits caused the disease and she could recover

from disease by controlling and modifying those traits now.

“Seda: Yani ben hala o seyde kesin katiltyorum bence hastaliklar1 yapan zihin
¢linkii 0 zaman hastalikli bir zihnim vardi ki ben su an bu siiregteyim.
Goriligmeci: Peki bu size nasil hissettiren bir sey oluyor? ‘hastaligi ben yaptim’
gibi bir disiince.
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Seda: Demek ki iyilestirebilirim de aslinda oluyor. Hani onu yapiyorsa beyin
bence onu da yapabilir. Bu sey gibi 11 iste buradan caniniz acidiginda belki
acimayacak ama komut veriyorsun ndronlar calisiyor ve aci hissediyorsun.
Belki onu mesela ben su aralar sey deniyorum damar ¢ok a- damar yolu ¢ok
aciyor bende ben higbir sey diistinmeyip kendimi siirekli telkin ediyorum ‘her
sey yolunda, her sey yolunda’. Ablam o an hani kan alirken sey diyor ‘niye
sirittyorsun?’ ‘her sey yolunda ¢iinkii’ diyorum. Hani boyle artik telkin
etmeye bagladim.”

“Participant: So I still agree on that thing, I think the mind that makes diseases.
Because | had a sick mind, I am in this process right now.

Interviewer: So how does this make you feel? A thought like "I made the
disease".

Participant: So, | can actually heal the the disease by my control. If the brain
can make the disease so, | think the brain can recover it, as well. Like this
thing, well, maybe it won't hurt when you hurt, but you command the neurons
work and you feel pain. Maybe, for example, | am trying something right now.
For example, the vascular path hurts so much and I try to say ‘everything is
okay, everything is okay’ to myself. My sister says something at that moment
when she takes blood, 'why are you grinning?' | say 'because everything is
fine'. I started to preach like this now.”

Similarly, Ezgi thinks she is able to overcome the disease by this strong sense of
control. She also stated that she would become healthier by matching negative events

with positive thoughts.

“Onceden mesela ‘suram agriyor; acaba sundan mi? Kalbim sikistyor; acaba
bundan mi1?’ diye kendimi olumsuza cekiyordum. Simdi olumluyorum.
Mesela kafamda agri varsa ‘iyilesiyor ya onun belirtileri’ ne bileyim
kulagimdan katir katir sesler geliyor ‘iyilesiyor ya, yok oluyor ya onun sesleri’
ya direkt olumlama yapiyorum. Mesela bas parmagimda tirnak diigsmesi oldu;
benim ilk teshis konuldugunda yine boyle tirnagimda ¢ikacak gibi bir sey
oldu- oynadi. Dedim ‘bdyle basladi, boyle tamamen viicudumu terk edecek’
hani diismesini bile olumlayarak. Yani bu pollayanacilik degil, gercekten
boyle diisiiniiyorum.”

“Previously, mostly | was negative. For example, if any part of my body hurts,
I was thing its due to a bad thing. | am positive now. For example, if | have
headache I think it’s a sign of healing. Also, when | heard something in my
ears | consider it as a sound of getting better, its disappearing. For example,
the nail of my thumb falls off. When | was diagnosed, something like that
would happen on my nail again. | said, "It started like this, it will completely
leave my body the same way it started". So it's not exacerating, | really think
that.”
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3.3. Others’ So Called ‘Minimalist’ Expectations

This superordinate theme was about others’ expectations imposed on young adults in
relation to responsibilities and duties they were supposed to do after metastatic cancer
diagnosis. Our participants felt the pressure that they did not have any responsibilities
and duties apart from surviving cancer. In other words, although the number of
expectations seems to decrease, one important and overwhelming task was still
present: managing cancer and staying alive. Additionally, participants thought the life
of others (e.g. parents and family members) around them also became much more
difficult after cancer. This thought leads them to feel profound guilt which seem to

accentuate impacts of others’ expectations of being strong and healthy.

3.3.1. Expectations-centered Only around Survival

This theme represented the perception that “nothing expected from me, apart from
becoming healthy”. Still, these patients felt the heavy burden of trying to stay alive
since recovery was not completely under their control. Although cancer seems to free
them from any ordinary responsibilities, their one and only duty to stay alive and
healthy was the most difficult one. In fact, this might be why defeating cancer was not
perceived as a desire, but as a responsibility by our participants. For example, Derin
stated that:

“yilesmek zorunda hissediyorum kendimi zaten en basiti herkese karsi
sorumlulugum aslinda En biiyiik sorumlulugumu iyilesmek iizerine
hissediyorum su anda”

“l feel like | have to recover, like it is simply my responsibility towards
everyone...
.... I I feel that my biggest responsibility is to recover right now.”

Not surprisingly, not only people around them but also patients themselves expected
from themselves to defeat the metastatic cancer. Canan responded very quickly when
asked what she expected from herself by reporting that “Yani, tabii ki iyilesmek

(gtilerek)” “So, of course healing (while laughing).”
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Sometimes, participants are not clearly aware of this burden. For example, even though
she is expected to be heathy, when Fatma is asked about the expextations from her she
said ‘nothing’. “Ya onlar benden pek beklentileri yok yani saglikli olayim, iyi olayim
hani...” “They do not expect much from me, they just want me to be healthy and

sound.”

3.3.2. Restrictions due to Others’ Pressure of being Strong

This theme was particularly about the expectations of others (e.g., family members,
doctors, friends) not to be sorry and not to cry during cancer treatment. Our patients
seem to read an implicit message behind those expectations. This implicit message
was cancer diagnosis could only be beaten through staying strong and positive. This
expectation of others imposed burden upon our patients and made them reluctant to
share their real thoughts and feelings. To illustrate, Derin stated that she cried when

she learned that she was diagnosed with cancer and her doctor told her not to cry.

“X Hoca ¢ok iyi davrandi mesela sdyle sa- ben aglayinca sarildi bana ‘aglama
kizim ben’ dedi ‘zaten’ dedi “liziililyorum hani geng hastalar1 goriince’ dedi.
‘Ama’ dedi ‘yenecegiz’ dedi ‘sen gii¢liisiin bak giiliiyorsun hep’ dedi”

“Dr X. behaved very well towards me, for example, when i cried, he hugged
me and said, 'Don't cry my dear," he said ‘already,' he said, 'I'm sad when | saw
young patients going through this.' "But," he also said, "we'll beat," he said,
"you're strong, look, you're always laughing."”

Although others’ desire of not seeing patients while crying was widely expressed, the
impact of this expectation seem to differ across patients. Some patients had said that
being expected to remain tenacious created strain which also lead them to feel that

their situation had not been appreciated: As Ayse said;

“Ayse: Olumlu olmamu istiyorlar.

Goriismeci: Bu nasil hissettiriyor size boyle bir beklentinin olmasi herkes
tarafindan?

Ayse: O benim iizerimde bir yiik gibi oluyor bazen yani ¢linkii yani sey diye
diisliniiyorsunuz onlar benim yerimde degil yani acaba beni yerime-benim
yerimde olsalar olumlu olabilirler mi?”

“Ayse: They want me to be positive.
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Interviewer: How does this make you feel, everyone having such an
expectation?

Ayse: It is like a burden on my shoulders, because I mean you think that they
are not in my shoes, | mean, will they be able to remain positive if they were
in my place?”

Ayse added that such expectancy prevented her from sharing her real thoughts and
feelings comfortably. Although cancer was the most central issue in her life, she was

not able to talk about it because of others unfair expectations.

“E kolay bir sey degil yani olumlu olmamu istedikleri i¢in sey de yapamiyorum
yani hani ¢ok iizlildiiglim zaman bu sefer konusmak istemiyorum konusursam
clinkii yani nasil anlatsam ya hastalikla ilgili rahat konusamiyorum yani
onlarla benim hep olumlu olmamu istedikleri i¢in ben simdi mesela size
cenazemden bahsediyorum her tiirlii kétii seyden bahsediyorum. Onlara
bunlardan bahsedemem yani. Asla bahsedemem. Hemen ¢linkii sagmaliyorsun
da bilmem ne falan bdyle biiyiik tepkiler aliyorum yani. .... aklima gelen her
seyli sOylemiyorum, hastalikla ilgili konusmuyorum. Bazen artik
dayanamiyorum hani aglama seyim geliyor sadece agliyorum onda da gene
konugmuyorum yani sadece agliyorum. ‘insallah diizelecegim’ diye
agliyorum.”

“It is not easy | mean | can't do anything because they want to see me be
positive, so even when | feel very sad, | don't want to talk this time, | am not
able to talk comfortable about my disease since they want me to be positive
all the time.... Now, | am talking to you about my funeral, I'm talking about
really bad things to you. But I can't tell them about these. | can never talk
about. When | say something about these, | received intense reactions, they
say ‘you are being silly...I'm not saying everything that comes to my mind,
I'm not talking about the disease. Sometimes, | feel I can't take it anymore, |
want to cry. | just cry without saying anything, so I'm just crying and saying
"I hope | will be okay"”

Similarly, Oya did not share her thoughts about death with her family even though she
believed it was normal to think death when diagnosed with metastatic cancer disease.
She just felt the pressure of keeping death related thoughts as a secret in order not to

upset her family:

“Yani ilgin¢ degil, 6limii daha yakin hissediyorsun. Hani bir daha evime
gidebilecek miyim saglikla ya da nasil gidecegim bilmiyorum. Bunu da size
sOyliyorum ilk kez. O giin ameliyattan sonra kontrole gittik. Cankaya
Belediyesi Cenaze Araci yaziyordu arabayla giderken oniimden gegti dedim
ki ‘acaba beni Sivas’a boyle bir seyle mi gotiirecekler yoksa yiiriiyerek mi
gidecegim’. Onu diigiiniiyorum. Y oksa 6liim herkese yakin da bana daha yakin
gibi hissediyorum. Bunu annem, babam digerleriyle paylasmak istemiyorum
iizmemek adina ama hep aklima geliyor ne yalan sdyleyeyim.”
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“l mean, it is natural, you feel closer to death. | do not know whether I will
return to my home healthy or how | will return. You are the first person | share.
That day, we went to check-up after surgery. | saw a Funeral Vehicle which
passed by me. And | think that "Will they take me to Sivas with such a thing,
or will 1 go just walking?" | am thinking about it. Otherwise, everyone feels
close to death so it is for me, as well. , and. | do not want to share this with my
mother, father, and others, but I always think of it”

3.3.3. Feeling Guilty because of Cancer Burden Imposed on Family

This theme was related to feelings of guilt felt by our participants as their disease not
only a burden upon them, but others as well. They acknowledged that their families’
life became more difficult due to cancer related problems which made them to express
profound guilt. Unfortunately, this guilt seems to be another reason for acting like
happy almost all the time: For example, Emel thought that she had worn her family
because of the cancer diagnosis that completely changed her own life, as well. She
tried to show herself better than she really was in an attempt to compensate the guilt

she was experiencing:

“Emel: Bu siiregte gergekten yine bahsettigim gibi ailemi ¢ok yiprattim, kendi
elimde olmadan.

Goriligmeci: Sizin elinizde degil, aynen.

Emel: Ailem de bunun farkinda. Bana hatta kiziyorlar. Bundan dolayi sugluluk
hissettigim i¢in kiziyorlar. Onun i¢in iyilestigimde, daha iyi hissettigimde
daha giizel vakit gecirmek. Su an mesela basim agriyorken kalkip
oynuyorsam, onlart mutlu ediyorsam, onlar1 giilimsetiyorsam, espri
yapiyorsam rahatsiz olmama ragmen baya bir agir geciriyorum ¢iinkii bu
slireci ona ragmen hani hissettirmemeye c¢alisiyorsam iyilestigimde daha
giizel olmasini hani hayalimden 6te olmasin1 istiyorum.”

“Emel: In this process, as | have mentioned earlier, | have worn my family out
too much, independent of my control.

Interviewer: Without your control, exactly.

Emel: My family is also aware of this. They even get angry at me. So they get
angry because | feel guilty. That is why | want to have a better time when |
get better. For now, for example, if | get up and dance when I have a headache,
it is to make them happy, to make them smile, make a joke, even if | feel quite
ill. I want our lives to be beautiful more than I imagine when | am recovered.
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3.4. My Body is a Cage: “I Feel Like My Soul Stuck in My Body”

This superordinate theme relates to the fact that young cancer patients had many plans
that they wanted to do, but these plans had been blocked by cancer. Young adulthood
Is a period in which new steps are taken in terms of career, relationship and social life
but getting cancer diagnosis in this period destroyed all plans of patients. Although
they wanted to live like any young adult, they felt their soul had stuck in to their sick
body which seems to increase feeling of helplessness. Asya expressed her feelings of

being stuck by using a metaphor;

“Ilk zamanlar zor oluyor tabi hani yani ruhum viicudumun igine sikisns gibi
hissediyorum. Cikmak istiyorum ama viicudum izin vermiyor (giiler). Zor
oluyor ama mecburum bagka ¢arem yok. Siirekli- bagka ¢arem yok yani.”

“It has been difficult at first, so | feel like my soul is stuck in my body. | want
to go out, but my body does not allow (Laughing). It is difficult, but | have no
other choice. Always - I have no choice.”

Just like Ayse, Oya used a metaphor to express the dilemma between having a sick
body and a young soul. As life progressed in a routine way, she described the cancer

as a wall that she suddenly faces it and hit it quickly.

“Her sey allak bullak oldu. Beklentilerim her sey degisti. Hayatta
birden bire tosladiniz duvara. Her sey degisti. Diizenli giderken birden
duvara toslamis gibisiniz.”

“Everything got messed up. My expectations, everything have changed.
You hit the wall suddenly in life. Everything has changed. You are like
hitting the wall suddenly while everything going on a regular basis.”

Duygu said that her romantic relationship and business life, which are the two most

important concerns in a young adult's life, are affected by the disease.

“Benim biitlin planlarim alt iist oldu. Diigiiniim olacakti, diigiin planim alt iist
oldu.... Isimden — su anda mesela sey diisiiniiyorum acaba sdzlesmeliyiz biz
¢linkii saglik bakanligi s6zlesmeli atadi bizi diyorum ki acaba s6zlesmeme son
verebilirler mi gibi seyler de su anda kafamda var mesela ama ben nasil
diyeyim- bir bagkasina muhtag¢ olmak her zaman bana zor geldi.”
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“All my plans have turned upside down. | was planning to make a wedding
but my wedding plan turned upside down... I am conserning about the
possibility of losing my job. Because there is no guarantee to continue my job
as same as before cancer. It is always difficult for me to be in need of someone
else”
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CHAPTER 4

DISCUSSION

The main aim of this study was to investigate self-concepts and discrepancies between
selves of female young adult metastatic cancer patients. To the best of our knowledge,
there has not been any study particularly examining aspects of self and its
discrepancies among young metastatic cancer patients. Thus, eight young adult women
diagnosed with metastatic cancer were examined in the context of dimensions of self-
concept. According to the Interpretive Phenomenological Analysis (IPA), four
superordinate themes emerged. These were ‘Compulsory Changes in Self-Concept
with Ambivalent Evaluations’; ‘New Ideals not in the Agenda of a Healthy Young
Adult’; ‘Others’ So Called ‘Minimalist’ Expectations’; ‘My Body is a Cage: “I Feel
Like My Soul Stuck in My Body’”’. In this section, the results of the analysis were
discussed within the framework of the relevant literature.

4.1. Compulsory Changes in Self-Concept with Ambivalent Evaluations

The first super-ordinate theme was ‘compulsory changes in self-concept with
ambivalent evaluations’. This theme was related to how participants perceived
themselves and responded to the changes in their life as a young adult with metastatic
cancer diagnosis. Although having emotional stamina to cope with cancer related
changes is not something new in psycho-oncology literature (Branddo, Schulz, &
Matos, 2018; Lent, 2007; Marroquin, Czamanski-Cohen, Weihs, & Stanton, 2016),
our participants seem to be torn between the need to stay strong and grieve for cancer
related losses as a young person with metastatic illness. They were living between two
worlds since they encountered death while being full of life. As they reported, “cancer
is like a cage” preventing their body and soul function to the fullest. A possible

explanation for this extreme emphasis on staying strong might be closely related with
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the developmental stage our patients were in. Young adulthood is a period in which
important life decisions and changes are made. In this period, being diagnosed with
cancer inevitably affects central plans related to establishing a family, having children
and rising through a career. (Avis, Crawford, & Manuel, 2004; Baucom, Porter, Kirby,
Gremore, & Keefe, 2006; Roberts, Severinsen, Carraway, Clark, Freeman, & Daniel,
1997). It was evident that both patients themselves and their families expected them to
behave like a young person while dealing a metastatic cancer diagnosis. Accordingly,
young patients had a tendency to push their physical and psychological limits which

sometimes lead them to overlook realities brought by a metastatic cancer diagnosis.

The first sub-theme, ‘Over-Valuation of Being Strong: Pushing the limits’, was related
to the investment that our patients made to seem strong. The basis of this theme was
that patients had a visible need to define themselves as 'strong' and to be able to
perceive themselves in a better place from other patients. The relationship between the
term of ‘inner strength’ and quality of life is emphasized in cancer literature (Dingley
& Roux, 2014; Gonzalez, Nufiez, Wang-Letzkus, Lim, Flores, & Napoles, 2016;
Jenkinson, & Cantrell, 2017; Moloney, 1995; Raphael, Frey, & Gott, 2019). Inner
strength is defined as the internal capacity that enables people to deal with stressful
experiences such as cancer. Accordingly, inner strength helps to perceive events as
challenging rather than traumatic. Thus, the emphasis of the participants on being
strong can be interpreted as 'inner strength’, from one perspective. In a qualitative
study conducted with older women it was found that strength was associated with 3
factors. These are surviving, finding strength in everyday events, and gathering and
sharing the memories (Moloney, 1995). Consistent with these findings, in current
study, the survival of young cancer patients despite challenging treatment can be seen
as a basis for their emphasis of being strong. In fact, despite physical difficulties,
continuing their daily routines by forcing themselves might be a way to pursue their
young adult life. Nevertheless, it was also apparent that this insistence to pursuit youth
without evaluating physical limitations also impeded processing losses various losses

brought by cancer, which seem to create an extra burden on our participants.
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The second sub-theme was ‘justification of characteristics of self after cancer’. The
participants believed that they had improved themselves thanks to cancer. It is
common for cancer patients to think that ‘after cancer self’ is a better version of
themselves (Antoni et al., 2001; Lechner, Zakowski, Antoni, Greenhawt, Block, &
Block, 2003). Positive changes are often defined as giving more importance to
relationships with family and friends, changing priorities in life and being a more
tolerant person (Antoni et al., 2001). Such attitudes have been usually described as
‘benefit finding” (McFarland & Alvaro, 2000; Tedeschi & Calhoun, 1996; Tomich &
Helgeson, 2004). Accordingly, benefit finding is considered as a coping mechanism
which might or might not have functional implications. There are different results in
the literature regarding the effects of benefit finding during such life threatening
conditions. Some studies have found benefit finding is related with positive adjustment
(Helgeson, Reynolds, & Tomich, 2006; Kvillemo & Branstrom, 2014). Others, by
contrast, emphasized the negative aspects of extremely positive evaluations. For
example, benefit finding might sometimes lead individuals to ignore severity of their
disease or to supress distress. In those conditions, remaining strong might result in
low quality of life as people are not realistically prepared to face with process of
metastatic illness (Tomich & Helgeson, 2004). In that regard, first two sub- themes
were reported as functional coping mechanisms for our metastatic cancer patients.
Although these efforts might be considered positive at first glance, focusing only
goodness and positivity, seems also bringing other hardships. Between the lines, it was
apparent that participants’ mind seesawed between psychological strength and
physical limitations. Although such insistence has been also observed among other
cancer patients (Chavan, Kedia, & Yu, 2017; Cordova, Giese-Davis, Golant,
Kronenwetter, Chang, & Spiegel, 2007), young adults might feel more obligated to
remain strong and consequently deny physical limitations due to the dilemma resulting

from dying at such a young age.

The third sub-theme was ‘Ambivalent Emotions about the Loss of Developmental
Characteristic of Young Adulthood: Laughing while Losing’. Interestingly, our
patients described physically disabling situations usually with humour and sarcasm.
In other words, they reacted emotionally incompatible with the content they described.
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It is known that humour can be used to alleviate intense emotional burden during
stressful times. Also, people even use laughing as a coping strategy because there is
nothing they can do other than laughing in an uncontrolled situation (Stevenson, 1993).
In this context, sarcasm and ridiculing death might be considered as coping mechanism
since they had little control over the situations. Yet, functional emotional regulation is
of utmost importance for psychological health particularly during periods of serious
illness (Conley, Bishop, & Andersen, 2016). Based on our observations during
interviews, this mechanism was also over used to the point that young patients denied
disease and treatment related realities. Hence, over use of this mechanism runs the risk
of not processing negative emotions associated with various losses as a young person.
Accordingly, over-valuation of being strong, justifications of new characteristics, and
ambivalent emotions might also be indicators that young cancer patients might deny
the disease, and their emotions. Although tendency to deny has been usually studied
among older cancer patients (Jerant et al., 2018; Vos & Haes, 2007) there is limited
knowledge about how denial and avoidance operates at such a young age for metastatic
cancer patients. The findings of the current study suggested that young adults might
be using denial frequently throughout the disease process and this over use might be
closely related with facing such a life threatening situation at such a young age. All in
all, being stuck in a young body and soul while dying seem to create a unique

emotional toll for our patients.

The last sub-theme was ‘feeling isolated from peers’. This theme included patients
deteriorating social relationships due to restrictions of illness and treatment. Also,
others’ 'very sensitive' behaviour make our patients angry as they did not want be
remembered with their illness. Findings related with deterioration in social relations
and need for social support are in line with the existing findings literature (Kent et al.,
2012; Kim, & Gillham, 2013; Warner, Kent, Trevino, Parsons, Zebrack, & Kirchhoff,
2016). However, it has been known for many years that social isolation is a risk factor
associated with higher mortality (Reynolds & Kaplan, 1990). A recent meta-analysis
study also supported the effect of the quality of social relations on mortality (Holt-
Lunstad, Smith, & Layton, 2010). In cancer patients, social isolation has been
associated with increased negative effects of treatment, as well (VanCleave & Fall-
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Dickson, 2019) and mortality as it can make it difficult for people to reach care
(Kroenke, Kubzansky, Schernhammer, Holmes, & Kawachi, 2006). Strong social
relationships have a positive effect on long-term psycho-social well-being and
physical functionality in cancer patients (Thompson, Rodebaugh, Pérez, Schootman,
& Jeffe, 2013). Therefore, social support is thought to be an important need of our
patients, both for practical and psychological reasons such as maintaining treatment

and providing emotional support.

4.2. New ldeals not in the Agenda of a Healthy Young Adult

This theme was about changes in young adults’ ideals and desires after metastatic
cancer diagnosis. The first sub-theme was ‘Normalcy is Becoming the New Ideal’.
This theme basically refers to the fact that ultimate ideals of young adults was only
returning to ' old normal' after metastatic cancer diagnosis. Having been asked about
their desires, they longed for the things that they had granted before cancer diagnosis
like being healthy, working, and wearing dresses without any concern. In fact, this
finding was consistent with studies with different samples in psychooncology
literature (Kyngas, Mikkonen, Rytilahti, Seppanen, Vaattovaara, & Jamsa, 2001,
West, Bell, Woodgate, & Moules, 2015; Woodgate, 2006). Metastatic cancer
diagnosis takes every part of life out of 'normal' disrupting ones’ perception of
normality and leading to the development of a new normality about self and future
(Bury, 1982; Garrard, Fennell, & Wilson, 2017; Tolbert, Bowie, Snyder, Bantug, &
Smith, 2018). Accordingly, our participants yearned for the old normal since treatment
procedures and unpredictability of the disease process disrupted their usual plans as a
young adult. Although such a longing might also be relevant to older cancer patients,
it might be a much more pressing concern for young adults as their life is supposed to

be full of dynamic roles and tasks due to their developmental stage.

The second sub-theme was ‘Need for an Omnipotent Self to Beat Cancer’. This theme
was related to the emphasis of the participants the need to develop a new personality
to beat cancer. The characteristics of this new personality was usually contrasting with
the features before the cancer diagnosis. Through attaining those ideal traits, our
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patients believed that they would be able to put cancer at bay. This finding partially
supports the previous findings emphasizing patients' sense of control decreases after
cancer diagnosis (Kim, & Gillham, 2013; Rodriguez-Prat, Monforte-Royo, Porta-
Sales, Escribano, & Balaguer, 2016; Wicks, & Mitchell, 2010). The sense of control
Is important in predicting health behaviour and psychological effects of diseases
(Mystakidou, Tsilika, Parpa, & Galanos, 2015). In chronic diseases, the focus of
internal control has been found to be an important contribution to adaptation and
coping (Cvengros, Christensen, & Lawton, 2005). Also, it is known that high control
perceptions of individuals are advantageous in compliance with stressful medical and
surgical procedures and chronic diseases (Wallston, 1992). This new omnipotent self
believed to beat cancer might be functional in terms of increasing young patients’
sense of control over their treatment process. Nevertheless, such an effort might be
equally disappointing as it might lead to unrealistic expectations about disease
outcomes. Current literature does not provide robust evidence regarding impact of
personality on cancer development and recovery (Amelang, 1997; Hairtl, Engel,
Herschbach, Reinecker, Sommer, & Friese, 2010). Unfortunately, various genomic
dynamics beyond the control of the patients seems to operate in the prognosis this
disease. Hence, mental health professionals are better be cautious about such idealistic

attitudes and help patients develop cautious optimism.

4.3. Others’ So Called ‘Minimalist’ Expectations

This theme reflects the changes in young adults’ perception about their obligations and
responsibilities as being a young metastatic cancer patient. The sub-themes were in
close relation with the expectations of patients' relatives and their impacts on patients’
mental health. The first sub-theme was ‘Expectations-centered Only around Survival’.
This theme was about the pressure that participants felt to reach full remission.
Recovery was perceived like an imperative that their families had imposed on them.
Although they also mentioned to be free from all other life responsibilities, they still
felt the heavy burden of surviving as they were aware that disease progression was not
completely under their control. The second-sub-theme was closely related with the

first sub-theme, which was ‘Restrictions due to Others’ Pressures of being Strong’.
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This theme was also about families’ high expectation from patients to be strong, and
happy independent of up and downs of the process. Accordingly, participants admitted
their reluctance to share their real feelings and thoughts in close relation with the losses
and fears they experienced. Not only the patients’ relatives, but also the healthcare
staff had demanded that our young patients not cry and to stay strong. Although
expectancy for enduring strength might be a coping strategy through life threatening
conditions (Gilbar, Or-Han, & Plivazky, 2005; Schou, Ekeberg, & Ruland, 2005),
these expectations might have been amplified due to young age of our participants. All
in all, no parent or young adult associates young adulthood with a metastatic cancer.
In that sense, both patients themselves and families might have expected the morale,
strength and persistence shown by young adults. Yet, such a perseverance might not
be possible all the time due to debilitating impacts of the disease and treatment process.
That is to say, the expectation that patients should never cry or feel sorry did not
coincide with the reality of the patients’ situation. And such a high expectation might
prevent young cancer patients from sharing their real sadness and troubles, which
might, in turn, increase their emotional burden (Austenfeld, & Stanton, 2004; Brandao
et al., 2016; Giese-Davis et al., 2006; Hilton, 1994; Zhang, & Siminoff, 2003).

The last sub-theme was ‘Feeling Guilty because of Cancer Burden Imposed on
Family’. Disease itself and treatment process significantly affected the life of the
patient and their relatives and that is why metastatic cancer has been defined as a
“family illness. Patients might sometimes feel guilty because they disturb the usual life
for those around them. Therefore, they felt the pressure to get rid of cancer for their
relatives. Guilt can be experienced among cancer patients for different reasons: such
as thinking that the cause of the disease because of their past experiences (Oliveri,
Scotto, Ongaro, Triberti, Guiddi, & Pravettoni, 2019) or guilt could have been caused
by the recovery called as survivor guilt (Perloff, King, Rigney, Ostroff, & Johnson
Shen, 2019). In this study, the reason of guilt seems to be conceptually different.
Participant felt guilty because of the negative effects on the other people lives, due to
their diagnosis and treatment. Such negative feelings might be abounded in our sample
from a life transition perspective, as well. Throughout young and middle adulthood,
adult offspring usually provide emotional and tangible support to their parents
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(Evandrou, Falkingham, Gomez-Leon, & Vlachantoni, 2018; Schwarz, Trommsdorff,
Kim, & Park, 2006). So, once again, a life-threatening disease like cancer, might have
disrupted these usual reverse role taking. This might be why our patients might have
perceived themselves as a burden since it should have been their time to take care of
others.

4.4. General Discussion

This study had attempted to identify the changes in young adult female metastatic
cancer patients' perception of themselves after the diagnosis. The emerged themes
pointed out to different aspects of the self and their relation to each other. Individuals
are expected to establish different self-aspects due to interaction between expectations
of themselves and others throughout their lives. According to the Self Discrepancy
Theory, the person would eventually experience more psychological problems when
the difference between the different structures of the self is greater (Higgins, 1987).
Thus, people usually attempt to balance these differences to restore their psychological
balance. However, life-threatening diseases, such as metastatic cancer diagnosis,
inevitable affects the constellation of different selves as a result of the changes
inphysical appearance (Dropkin, 1999), functionality (Spelten, Sprangers, & Verbeek,
2002) and psychological attributes (Park, Zlateva, & Blank, 2009). Although such a
re-organization might be more challenging for young persons, there has been no study
in the literature regarding self-discrepancy experiences of young metastatic cancer
patients. Only one study has been found investigating challenges aroused from the
difference between ideal and actual self among elderly cancer patients (Heidrich, &
Ward, 1992).

When the findings of the current study are examined within the framework of the Self-
Discrepancy Theory, it can be inferred that that there are dynamic changes almost in
all aspects of self due to incompatibility between nature of youth and cancer disease.
It can be said that although the actual selfies of young adult cancer patients have been
affected by the difficulties and limitations caused by cancer, their desire to appear

strong is dominant which seems to stem from both their own and others’ expectations.
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However, being unable to continue their business life, social relationship, and physical
mobility are important changes in their actual self. Their ideals had also been affected
by metastatic cancer. Their desires had changed profoundly from establishing a
successful career, being an active part of the community, developing a to ordinary
activities such as 'dressing as they want', and 'just going to work'. Considering that
young adults’ ideals would have been different without such a dreaded diagnosis, these
inevitable changes seem to create a conflict between remaining young and living in a
diseased body. The fact that the discrepancy between the actual-ideal self would lead
people to experience dejection-related emotions (Higgins, 1987) might have explained
why our patients refrained to express their grief and sadness throughout the interviews.
The regression in the actual self may be compensated by the regression in the ideal
self, by this way the discrepancy may have been kept in balance. Although the
participants in this study stated that their expectations and responsibilities decreased
quantitatively, they had a qualitatively heavy responsibility of ‘to surviving'. Due to
their young age, both themselves and their families expected them to push their limits
in spite of the realities brought by metastatic cancer. Therefore, it can be inferred that
their actual-ought self-discrepancy may be high as their young soul is fighting with an
elderly disease. In other words, the increase in the ought self while the actual self
regressed can be interpreted as the increase of this discrepancy. Actual-Ought
discrepancy is known to be associated with agitation-related emotions (Higgins, 1987).
In the current study, the only emotion that emerged as a theme was guilt. This may be
related to the fact that young adult metastatic cancer patients’ actual-ought discrepancy

difference is excessive.

4.5. Interpretation of the Results with an Interview

In this section, the themes that emerged during an interview with a participant (Ms.
Oya) would be explained in detail to consolidate the integrity of the results.

At the beginning of the interview, Oya explained how strong she was when she learned
the disease and started to treatment process. She said that she did not break her spirits
at first, had no trouble and strongly believed that she would recover because she was
young and full of life. She reported to have been greatly satisfied with her life before
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cancer, and all she wanted to end this and return to her old normal. She then continued
that she wanted to be strong and fight the disease because everyone expected it from
her. She then stated that the thought of death came to her mind even in small plans
about the future in her life. Moreover, she said that she was sharing her concerns about
death for the first time in this interview as she suppresses these thoughts in order not
to burden her family. And at the end of the session, she explained that she felt like
‘hitting to a wall’ with this disease and how much her life had changed. These themes
were all representing the main four themes of results of the analysis. All themes
interacted with each other indicating the common and unique challenges that young
adult cancer patients might experience due to their developmental stage. The image of
a strong person who is not affected from cancer and the desire to return to her old life
as soon as possible are expressed simultaneously. Also, being expected to be strong
and not being able to share her death anxiety, due to this expectation, are also related
with each other. These are expressions might be conceptualized as challenges aroused
from changes among actual, ideal and ought self of a young person after a metastatic

cancer diagnosis.

4.6. Limitations and Directions for Future Studies

One point to be specified as a limitation in the study was to have one-time meetings
with the participants. This limitation can be considered in two dimensions. Firstly, it
was an advantage to have more than one interview with the same participant in order
to obtain detailed information in qualitative studies (Smith et al., 2009). However,
since the sample requires reaching to metastatic cancer patients, it was difficult to
interview some participants due to their physical problems. On the other hand, meeting
with the same participants at different stages of the disease would also be an important
contribution to observe the change in self-discrepancies. In addition, only participants
without children were included in this study to ensure homogeneity. It was thought
that the role of 'motherhood’ may have a different effect on this process. Therefore, it

may be important to conduct a similar study with young adults who have child.
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4.7. Clinical Implications

This study has valuable results for psycho-oncology literature and also for practitioners
working with young adults diagnosed with cancer. Results provided a detailed
explanation of self-concept of young adult metastatic cancer patients and the changes
experienced throughout the process. Study also reflects basic areas where patients have
difficulties such as expectations and necessities. Furthermore, it also gives information
about the coping mechanism that young adults use against life threatening situations.
Accordingly, the current study provides a preliminary basis for intervention programs
specifically designed for young adults with metastatic cancer diagnosis. The existing
intervention programs mainly focus on alleviating psychological symptoms such as
anxiety and depression. However, understanding young patients’ priorities in the
reorganization of self seems to be an important issue throughout this process. Some
coping mechanisms (e.g. being optimistic, pushing physical limits) might seem
functional at the first glance. Yet, these coping mechanisms might be grounded on
unrealistic expectations due to young ages of the participants. In other words, being a
young adult might inflate responsibilities of metastatic cancer although disease related
realities are not compatible with their developmental life span. Hence, careful attention
should be paid to process losses and new appraisals simultaneously taking into account
developmental trajectories of those patients. In that respect, family members of young
cancer patients might also be included to intervention program in order to make sense
of experience of being a parent of a young but dying child. In addition, the family's
expectations such as 'looking strong and not crying' make it difficult for young adult
cancer patients to express themselves. In this regard, informing the family can also

facilitate the process for patients.

4.8. Conclusion

The aim of this study was to investigate the self-concept and discrepancy between
selves of young adult metastatic cancer patients. There is no study in this context as
far to the authors’ best knowledge. For this reason, besides contributing to the

literature, important results have been obtained that will be useful in working with
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young cancer patients in practice. It has been seen that there are important changes in
the person's actual, ideal and ought self. Basically, there are difficulties due to the
emphasis on being strong and conflicting emotions. While evaluating these people in
terms of their psychological well-being, it is important to pay attention to the desire to
look strong and also, to create a space for emotional expression.
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D: THE INTERVIEW QUESTIONS (TURKISH VERSION)

1. Kanser tanisi alma siirecinizi anlatir misiniz? (Tanty1 nasil 6grendiniz?)
a. Tamy1 ilk duydugunuzda neler hissettiniz?
I. Bu duyguyla basa ¢ikmak i¢in neler yaptiniz?
b. Kanser tanis1 almak size/hayatinizi nasil etkiledi?
c. Tedavi siireci size/hayatinizi nasil etkiledi?
2. Kendinizi nasil biri olarak anlatirsiniz?
a. En temel 6zellikleriniz neler?
i. Hastalik siirecinde bu 6zelligi nasil deneyimlediniz?
b. Cevrenizdekilere gore sizin en temel 6zellikleriniz neler?
i. Hayatinizda fikrine goriisiine 6nem verdiginiz kisiler
kimlerdir? Onlara gore en temel 6zellikleriniz neler?
c. Kendinizden beklentileriniz neler?
I.  Sizin i¢in en 6nemli roliiniiz nedir? O role gore kendinizden
beklentileriniz nelerdir?
ii. Bunlardan hangilerini karsiladiginizi diistiniiyorsunuz?
iii. Bunlardan hangilerini karsilamadiginizi diisiiniiyorsunuz?
Neden?
d. Cevrenizdekilerin sizden beklentileri nelerdir?
Kendinizi yapmak zorunda hissettiginiz seyler nelerdir?
f. Bunlarda degisimler oldu mu?
I. Nasil basa ¢ikiyorsunuz?
ii. Degismesinden memnun oldugunuz 6zellikleriniz var mi1?
iii. Degismesindne memnun olmadiginiz dzellikleriniz var mi?
3. Tani ve tedavi siirecinde size yardimci olan 6zellikleriniz nelerdir?
a. Sizin i¢in durumu zorlastiran 6zellikleriniz nelerdir?
b. Su anda sahip olmadiginizi diisiindiigiiniiz ama sahip olsaniz size
yardimci olacak 6zellikler nelerdir?

@
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E: THE INTERVIEW QUESTIONS (ENGLISH VERSION)

1. Could you tell about your cancer diagnosis process? (How did you learn
the diagnosis?)
a. How did you feel when you first heard about the diagnosis?
I. What did you do to deal with this feeling?
b. How did cancer diagnosis affect you / your life?
c. How did the treatment process affect you / your life?
2. How would you describe yourself as a person?
a. What are your main features?
I. How did you experience this feature in the disease process?
b. What are your main features according to those around you?

I. Who are the people you care about in your life? What

are your main features according to them?
c. What are your expectations from yourself?

. What is your most important role for you? What are
your expectations from yourself according to that
role?

ii. Which of these do you think you met?

iii. Which of these do you think you did not meet? Why
is that?

d. What are the expectations of those around you from you?
What are the things you feel you are obligate to do?
f. Have there been any changes in these?

I. How do you cope?

ii. Do you have any features that you are pleased to
change?

iii. Do you have features that you are not satisfied with
the change?

3. What are your characteristics that help you in the diagnosis and treatment
process?
a. What are your features that make the situation difficult for you?
b. What are the features that you think you do not currently have, but
if you have them, what will help you?

@
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G: TURKISH SUMMARY / TURKCE OZET

BOLUM 1

GENEL GIRi$

Kanser, tan1 alan kisinin hayatinda fiziksel ve psikolojik pek¢ok zorluga yol acar.
Gecmiste ‘yash hastalig1’ olarak diisiiniilen kanser, ¢cocuklar1 ve 6zellikle gengleri de
etkilemektedir (Sung et al., 2019; Young et al., 2015). Geng yetiskinlik hayatta 6nemli
kararlarin alindigi, yeni rol ve sorumluluklarin edinildigi kritik bir yasam dénemidir
(Erikson, 1959). Bu sebeple, bu donemde kanser tanisi almak, yasamin diger
donemlerinden farkli bir etkiye sahip olmaktadir. Geng yetiskinlerde kanser tanisi
oraninin artmasi (Kaatsch et al., 2006) sebebiyle bu yas grubu i¢in kanserin etkilerinin
incelenmesi 6nem kazanmakradir. Kanser tanisindan etkilenen 6zelliklerden biri de
benlik kavramidir. Benlik kavram, {izerinde ¢ok c¢alisilan ve farkli tanimlar yapilan
bir kavram olmasina ragmen ¢ok boyutlu bir yapisi oldugu ve kisinin deneyimlerinden
etkilendigi tizerinden hemfikir olunan konulardir. Bu c¢alismada geng yetiskin
metastatik kanser hastalarinin benlik kavramlar1 ve farkli benlik tiirlers arasinda olusan
farkliliklarin incelenmesi hedeflenmektedir. Bu sebeple, ilk olarak kanser hakkinda
genel bilgiler verildikten sonra benlik kavrami agiklanacak ve ardindan benlik

farkliliklan teorisi aktarilacaktir.

1.1. Kanser ve Tedavi Siireci

Kanser tiim hastaliklar i¢erisinde yasami en fazla tehdit eden hastaliklardan biri olarak
goriilmektedir (Bhattacharjee, 2013; Shirzadfar & Khanahmadi, 2018) ve tan1 sikligi
gittikce artmaktadir. Kanser temel olarak hiicrelerin kontrolsiiz ve anormal bir sekilde

biiyiimesi olarak tanimlanmaktadir ve ikiyiizden fazla kanser ¢esidi vardir (Coller,
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2014). Diinya Saglik Orgiitii (2018) raporuna gore, 2018’de her alt1 6liimden biri
kanser dolayisiyla meydana gelmektedir. Benzer bir sekilde Tiirkiye’de de 6liimiin en

yaygin ikinci sebebi kanserdir (TUIK, 2015).

Yaygin kanser tiirleri cinsiyetlere gore farklilik gostermektedir. Kadinlarda meme,
akciger ve servikal kanserler yaygin olarak goriiliirken erkeklerde mide, prostat ve
karaciger yaygin olarak ortaya ¢ikmaktadir (Asthana ve ark., 2014). Metastaz kanserin
cevredeki doku ve organlara yayilmasi olarak tanimlanmaktadir (Lazebnik, 2010;
Tarin, 2011) ve tedavideki basarisizliklarla iligkili en Onemli faktor olarak

goriilmektedir (Qiu ve ark., 2016).

Kanser tanisinin yani sira tedavi i¢in uygulanan yontemler de kisinin hayatinda 6nemli
bozucu etkilere yol acabilmektedir. Ameliyat, kemoterapi ve radyoterapi en yaygin
kullanlan tedavi yontemlerindendir (Greenwald, 1997). Ameliyat pek¢ok kanser tiirii
icin ilk uygulanan ve oldukca etkili olan bir tedavi yontemidir. Kanserli bolgenin
kanser hiicrelerinden temizlenmesi pekgok hasta i¢in rahatlamaya yol agsa da kanserin
bulundugu bolgeye ve o bolgenin kisi i¢in anlamina gore psikolojik etkiler degisiklik
gostermektedir  (Guex, 2005). Kemoterapi tedavi ig¢in kimyasal ilaglarin
kullanilmasidir (Arruebo ve ark., 2011). Ancak, ilaglar sadece kanserli hiicreleri degil
saglikli hiicreleri de etkilemektedir (Miinstedt ve ark.., 1997). Bu sebeple, kemoterapi
diger yontemlere gore daha fazla fiziksel ve psikolojik yan etki ile iligkilidir
(Schirrmacher, 2017). Radyoterapi ise X-ray, gama, alfa ve beta dalgalarinin kanser
hiicrelerinin  yayilmasin1 veya biliylimesini 6nlemek icin kanserli bdlgeye

uygulanmasidir (Shirzadfar & Khanahmadi, 2018).

Uygulanan tiim yontemlerin az ya da ¢ok fiziksel ve psikolojik etkiye yol acabilecegi
sOylenebilir. Bu etkinin, daha aktif sosyal hayati olan ve daha karmagik rollere sahip
olan geng yetiskinlerde daha fazla belirgin oldugu diisiiniilmektedir (Ahles ve ark.,
2010; Mattsson ve ark., 2007). Geng yetiskinler aile kurmak, kariyer edinmek, yakin
iligkiler gelistirmek ve bagimsizlik gibi 6nemli gelisimsel asamalardan gegmektedirler
(Arnett, 2000; Buchmann & Kiriesi, 2011). Ancak, kanser tanist ve tedavi siireci

kisilerin gilinliik islevlerini yeri getirirken dahi yardim almalarin1 gerektirecek yan
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etkilere sahip olabilmektedir. Bu da kisilerin bagimsizliklarint kaybetmelerine yol
a¢maktadir (Luoma & Hakamies-Blomqvist, 2004). Ayrica, kanser tanisi bir 6liim
tehditi olarak goriildiigii i¢in kisilerin gelecekle ilgili planlar yapmalarini
engellemektedir (Melin-Johansson et al., 2008). Bu gelisim doneminde 6zerlikligin,
bagimsizligin ve gelecek planlarinin 6nemi diistiniildiigiinde, bu yas grubu igin

kanserin etkilerinin incelenmesi 0nem kazanmaktadir.

1.1.1. Kanserin Fiziksel ve Psikolojik Etkileri

Kanserin etkileri hastaligin kendisi ve alinan tedavi yontemi dolayisiyla
olusabilmektedir. En sik goriilen fiziksel etkiler agri, kusma, kilo degisimi, bellek
problemleri, fiziksel kayiplar ve erken menapozdur (Odo & Potter, 2009; Phillips-
Salimi & Andrykowski, 2013; Zebrack, 2011). Ayrica, kanser tanis1 ve tedavi siiresi
kanserin ¢ogunlukla beklenmedik olmasi ve siirecin belirsizligi dolayisiyla hastalar
igin stresli bir donemdir (Gurevich ve ark., 2002). Kanser hastalarinin kanser tanisi
almayan kisilere gore psikolojik problemler yasama olasiligini daha yiiksek oldugu
bilinmektedir (Carlson, 2010; Zhang ve ark., 2017). Hastalar ¢ogunlukla kanser
tanisindan sonra kaygi, korku ve ¢aresizlik hissettiklerini belirtmektedirler (Smith ve
ark., 1999). Geng yetiskinleri ise farkli psikolojik zorluklar1 vardir. Sosyal iliskilerin
on planda oldugu bu gelisim déneminde kisilerin sosyal hayatinda disinda kalmalari
izolasyon ve yabancilagsma hissetmelerine yol agmaktadir (Zebrack ve ark., 2009).
Romantik iligkiler ve cinsellik bu yas grubu i¢in 6nemli olan durumlardir ve hastaligin
yol actig1 agri, bulanti, hormonlarin degisimi gibi durumlar dolayisiyla kisiler bu
alanlarda da zorluk yasamaktadirlar (Evan ve ark., 2006; Fobair ve ark., 2006).
Bunlarin etkisiyle geng yetiskinlerin daha yashi gruba gore daha fazla kaygi ve
depresyon belirtisi yasadiklar1 bilinmektedir (Linden ve ark., 2012).

1.2 Benlik Kavram ve Benlik Farkhiliklar:

Benlik genel olarak kisinin algi, duygu, diisiince, tutum ve davramslarinin biitiini
olarak tanimlanir (Marshall,1989; Plucker & Stocking, 2001; Rosenberg, 1979;
Shavelson, Hubner, & Stanton, 1976; Oyserman, 2001). Benligin ¢ok boyutlu yapisi
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pekcok teorisyen tarafindan kabul edilmistir. Rogers (1954), farkli benlik tipleri ve
bunlarin psikolojik iyilik haliyle iliskilerini tanimlamistir. Rogers’in kuramina gore
gercek benlik ve ideal ideal benlik olmak iizere iki benlik tiiri vardir. Gergek benlik
kisinin kim olduguyla iligkili iken ideal benlik kim olmak istedigi ile iliskilidir.
Higgins (1987), Rogers’in kuramina zaruri benligi de ekleyerek genisletmistir. Zaruri
benlik kisinin yapmak zorunda hissettigi ve kendisini sorumlu gordiigii 6zelliklerini
icermektedir. Higgins’in bir diger 6nemli katkis1 benlik tiirleri arasindaki farkliliklarin
kisiyi farkli duygusal problemlere yatkin hale getirecegini sdylemesidir. Bu yoniiyle,
Higgins’in teorisi ‘Benlik Farkliliklar1i® teorisi olarak adlandirilmistir. Buna gore,
kisinin gergek benligi ve ideal benligi arasindaki fark biiyiirse kisi tiziinti ile iliskili
duygular1 deneyimlemeye daha yatkin hale gelir. Gergek benlik ve zaruri benlik
arasindaki farkin biiyiimesi ise kaygi ve sucluluk gibi duygularla iligkilidir. Bu
sebeple, kisiler benlikleri arasindaki farklar1 belirli bir seviyede tutarak rahatsiz edici

duygular1 deneyimleme olasiliklarini diisiirdiikleri onerilmistir (Higgins, 1987).

Benlik kavrami dinamik bir kavramdir; kisinin deneyimlerinden ve sosyal ¢evresinden
etkilenir (English and Chen, 2007; Sarbin, 1952). Kanser tanist sonrasi da taninin
anlamlar1 ve tedavi siirecinin zorlayicigir dolayisiyla kisilerin benlik kavramlarinda
degisimler oldugu bilinmektedir. Ancak, kanser hastalarinin benlik kavramlari
cogunlukla benden imaj1, 6z-yeterlik ve 6z-saygi gergevesinde incelenmistir (e.g.,
Mock, 1993; Pintado, 2017; Vas et al., 2019). Kanser hastalarinin benlik farkliliklarini
inceleyen caligma sayisi kisithdir. Yashh kanser hastast kadmlarin  benlik
farkliliklarinin kanser hastasi olmayan kadinlarla niceliksel olarak karsilastirildig: bir
caligmaya gore iki grup arasinda benlik farkliliklar1 agisindan bir fark bulunmamastir.
Ancak, kanser hastalarinin ideal benliklerinin kontrol grubuna gére daha diisiik oldugu
goriilmistiir. Bu sonug, kanser hastalarinin benlik farkliligini azaltmak amaciyla ideal
benliklerini diisiirdiikleri seklinde yorumlanmistir (Heidrich, & Ward, 1992). Kanser
hastalar ile yapilan baska bir ¢alismada ise benlik farkliliklarinin yiiksek depresyon
ve diisiik psikolojik iyilik haliyle iliskili oldugu ve bu iliskinin semptomlarin
ciddiyetinden bagimsiz oldugu bulunmustur (Heidrich ve ark., 1994). Ancak iki
calisma da yasca ileri bir grupta yapilmistir ve benlik degisiminin niteligi ile ilgili

bilgiye ulagilamamaktadir.
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1.4. Tezin Amaci

Geng yetiskinlik kisinin normal sartlarda fizikel olarak en aktif oldugu ve gelecegiyle
ilgili nemli adimlar att1g1 bir donemdir (Charmaz, 1983). Bu donemde, kanser tanisi
almak nispeten daha nadirdir ve kisiler i¢in sarsict bir etki yaratmaktadir (Dunn &
Steginga, 2000). Bu yiizden bu grubun, kanser tanisinin yarattigi etkiler a¢isindan 6zel
olarak incelenmesi onemli goriilmektedir. Literatiirde kanser tanisi sonrasi benlik
kavraminda meydana gelen baz1 degisimler rapor edilmistir. Ancak, bu degisimler
cogunlukla fiziksel ve bedensel degisimlerle iliskilidir. Bilindigi kadariyla geng
yetiskinlerin benlik farkliliklarina ve benligin psiko-sosyal boyutlarina odaklanan bir
caligma bulunmamaktadir. Bu sebeple, bu ¢alisgmada geng yetiskin metastatik kanser
tanist alan kadinlarin benlik kavramlar1 farkli boyutlara odaklanilarak ve bu boyutlar

arasindaki farklari inceleyerek arastirmasi hedeflenmistir.

Arastirma sorusu:
1) Metastatik kanser tanist geng yetigskin kadinlari benlik kavrami ve farkli benlik

tiirleri arasindaki farkliliklar agisindan nasil etkilemistir?

BOLUM 2

YONTEM

2.1. Yorumlayici Fenomenolojik Analiz

Bu calismada nitel arastirma yontemlerinden biri olan Yorumlayic1t Fenomenolojik
Analiz (YFA) yontemi kullanilmistir. Nitel aragtirmalar, arasmanin amaci,
arastirmacinin konumu ve deneyimin incelenmesi agilarindan nicel ¢alismalardan
farklilik gostermektedir (Lefevre, Moro & Rachel, 2019). Nitel ¢alismalar genellikle
daha az katilimci ile derinlemesine analiz yapilmast i¢in kullanilir. YFA belirli bir

deneyimi kisilerin nasil yasadigi (Smith, 2008) ve onu nasil anlamlandirdiklarini
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(Taylor, 1985) incelemek amaciyla kullanilir. YFA’da kisinin algist ve yorumlari
incelenirken arastirmacinin yorumlama bi¢iminin siireci etkileyecebilecegi goz ardi
edilmez (Smith & Osborn, 2007). Bu yontemde genel bilgiye ulasilmaktansa kisinin
incelenmesi hedeflenir (Smith, Harré, & Van Langenhove, 1995). Bu sebeple tim
katilimcilar ayr1 ayri ve teorik bilgilerden olabildigince etkilenmeden tiim 6znellikleri
ile incelenir. Bu sebeple, YFA’nin ozellikle az arastirilan konularda kullanilmasi
onerilir (Smith, Jarman, & Osborn, 1999). Bu ¢alismada, geng yetiskinlerin metastatik
kanser tanis1 deneyimleri benlik kavramlari ve benligin farkli boyutlar1 arasindaki
farkliliklar agisindan incelenecegi i¢cin YFA’nin iyi bir metodolojik temel sundugu
disiiniilmistiir. Geng yetigkinler i¢in olduk¢a sarsici olan bu deneyim bilindigi
kadariyla bu baglamda calisiimamistir.  YFA’nin kisilerin ne hissettigi, ne
diisiindiigiinii ve bir deneyimi nasil yorumladiklarini anlama firsati sunmasi bu

calismanin temel hedefleriyle ortiismektedir.

2.2. Katihmailar ve Ornekleme Yontemi

YFA calismalarinda, ¢alismanin amacina uygun homojen bir 6rneklem kullanilmasi
tavsiye edilmektedir (Smith, Flowers, & Larkin, 2009). Bununla tutarli olarak bu
calisma icin 20-39 yas arasi, kadin, metastatik kanser tanisi almis ve taniy1 tam olarak
bilen, tedavi siireci devan eden, ¢ocugu olmayan ve {iniversite mezunu katilimcilarin
orneklemi olusturmasi planlanmistir. Bu kriterleri saglayan 8 kadin hasta calismaya
dahil edilmistir. Katilimcilarin yaslar1 27 ile 38 arasinda degismektedir. Ayrica, hepsi
bekar, liniversite mezunu, bir kisi hari¢ hepsi kemoterapi tedavisi alan metastatik
kanseri olan kadin hastalardir. Caligma igerisinde gizliligin korunmast ig¢in

katilimcilarin isimleri degistirilmistir.

2.3. Islem

Aragtirmanin  verileri toplanmadan &nce Orta Dogu Teknik Universitesi Etik
Kurulundan ve Hacettepe Universitesi Onkoloji Hastanesinden gerekli izinler
alinmustir. Arastirmaci Hacettepe Universitesi Onkoloji Hastanesinde klinik psikolog

olarak calistig1 icin verilerin tamami o hastaneden toplanmistir ve arastirmaci tiim
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katilimcilar1 kendisi aragtirmaya davet etmistir. Katilimcilarla yiiz yiize yari-
yapilandirilmig goriismeler gergeklestirilmistir. Gorlismeler 35 ile 85 dakika arasinda

stirmiistiir. Tiim goriismelerin ses kayitlar1 katilimcilarin onayi ile alinmastir.

2.4. Veri Analizi

Verilerin analizleri YFA ¢alismalarinda dnerildigi iizere sirayla yapilmistir. Ilk olarak,
ilk katilimcinin  gériismesinin  transkripti  ¢ikartilmistir ve analiz edilmeye
baslanmadan Once veriye asina olmak amaciyla (Smith ve ark., 2009) iki kez
okunmustur. Daha sonra goriisme icerigine, kullanilan dile ve iliskisel anlamlarina
gore kodlanmistir. Ardindan, kodlar iligkilerine gére gruplandirilmistir. Bu sekilde
olusturulan tema listesi aragtirma ekibiyle paylasilmis ve ardindan onlarin onerileri
cergevesinde diizenlemeler yapilmistir. Daha sonra, ikinci goriisme i¢in ayni analiz
stireci yiiriitiilmiistiir ve ikinci goriismenin tema listesi birinci goriismenin tema listesi
ile karsilastirilarak ortak tema listesi belirlenmistir. Tiim siireg, her yeni goriisme icin

ayni sekilde ve sirayla devam etmistir.

2.5. Calismanin Giivenirligi

YFA ¢alismalarinda arastirmacinin 6znelliginin analizi etkiledigi kabul edilmektedir.
Bu cergevede arastirmacinin kendisini arastirmay: etkileyecek 6zellikleriyle tanitmasi
onemli goriilmektedir (Willig, 2008). Bu calismada, arastirmaci siire¢ boyunca
kendinisini gozlemlemis ve analizi etkileyebilecek ozelliklerini ve duygularim

olabildigince fark etmeye ¢aligmistir.

BOLUM 3

BULGULAR

Bu calismada geng yetigkin metastatic kanser hastalarinin benlik kavramlarinin

incelenmesi amaglanmistir. Yapilan analiz sonuglarina gore dort iist temaya
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ulagilmigtir: Analiz sonuglarina gore, 4 ist-temaya ulagilmistir: (1) ‘Benlik
Kavraminda Celiskili Degerlendirmelerle Meydana Gelen Zorunlu Degisimler’; (2)
‘Saglikli Geng Yetiskinlerin Giindeminde Olmayan Yeni Idealler’; (3) ‘Digerlerinin
‘Kiiglik’ Gorilinen Beklentileri’; (4) ‘Viicudum Bir Kafes: “Ruhum Bedenime Sikismis

Gibi Hissediyorum™”’.

3.1. Benlik Kavraminda Celiskili Degerlendirmelerle Meydana Gelen Zorunlu

Degisimler

Bu iist tema katilimcilarin metastatik kanser tanisi aldiktan sonra kendilerini nasil
algiladiklarini ve bu degisime nasil tepki verdiklerini yansitmaktadir. Temel olarak,
kisilerin hayatinda meydana gelen zorunlu degisimlerin kendilerini algilamalarin
etkilerini yansitmaktadir. Katilimcilarin biiyiik ¢ogunlugu benliklerinde meydana
kayiplar oldugunu sdylerken bir yandan pozitif kazanglari oldugunu da
vurgulamaktadirlar. Analiz sonucglarina gore, geng yetiskinlerin metastatik kanser
tanisindan sonra giiclii gériinmeye dair yogun bir arzu duyguklar1 ve bu sebeple kendi
psikolojik ve fiziksel limitlerini zorladiklar1 goriilmektedir. Bazen hicbir sey
degismemis gibi davranmaya calistiklar1 ve kanserden sonra degisim olumlu
durumlarm degeri abarttiklar1 goriilmiistiir. Ornegin katilimcilarin bir kismu ‘iyi ki
kanser oldum’ ifadesini kullanmistir. Kanser sayesinden hayatlarini iyi yonde
degistirebildiklerine dair inanglar1 vardir. Ancak bu pozitifligin kanserin getirdigi
kayiplart géz ardi ederek elde edildigi goriilmistiir. Ayrica, katilimcilarin negative
deneyimlerini pozitif duygularla ve giilerek anlattiklar1 gézlenmistir. Son olarak, geng
yetiskin olarak kanser dolayisiyla sosyal iliskilerdeki bozulma bir tema olarak ortaya
cikmistir. Bu bozulma bazen kisilerin sosyal etkinliklere katilamamasi dolayisiyla
olusurken bazen de hastalarin ¢evresindeki kisilerin fazla hassas davranmalar1 kisilere

kendilerini izole hissettirmektedir.

3.2. Saghkh Geng¢ Yetiskinlerin Giindeminde Olmayan Yeni Idealler

Bu iist tema geng yetiskin kanser hastalarinin ideallerinde ve isteklerinde meydana

gelen degisimleri yansitmaktadir. Geng yetiskinlerin normal sartlar altinda dinamik
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gelisim Ozelliklerinin gergeklestigi ve kisilerin kariyer, romatik iliski gibi konularda
cesitli istek ve arzularinin oldugu bir donemdir. Ancak, metastatik kanser tanisindan
sonra kisilerin gegmiste normal olarak yaptig1 giinliik aktivitelerin yeni idealler haline
geldigi goriilmektedir. Ornegin; istedigi gibi giyinmek, ise gitmek gibi. Bununla
birlikte, gen¢ yetiskinlerin kanseri yenmek amaciyla kisiliklerinde bazi degigsimler
yapmay1 hedefledikleri ve kendilerinde bu giiciin olduguna inandiklar1 goriilmektedir.
Kendi diisiince ve kisiliklerini control etme arzusu kanseri kontrol etme arzularinin bir

yansimasidir.

3.3. Digerlerinin ‘Kiiciik’ Goriinen Beklentileri

Bu iist tema geng yetiskin metastatik kanser hastalarinin hissettikleri sorumluluk ve
gorev algilarindaki degisimi yansitmaktadir. Ilk olarak, katilimcilarin kendilerinden
bir sey beklenmedigini ifade ederken sadece ‘iyilesmelerinin’ beklendigini
sOylemektedirler. Aslinda hastalardan hala ¢ok biiyliik ve kisilerin kontroliinde
olmayan bir beklentinin var oldugu goriilmektedir. Bununla birlikte, hasta yakinlari,
arkadaslar ve bazen doktorlarin hastalarin giiclii goriinmesini, aglamamalarini ve
pozitif olmalarim1 bekledikleri goriilmiistiir. Ancak, bu beklentilerin kisiler {izerinde
bir duygusal yiik olusturdugu ve bu sebeple ger¢ek duygu ve diisiincelerini
paylasmalarin1 engelledikleri ortaya ¢ikmistir. Son olarak, geng¢ yetiskinlerin sahip
olduklar1 kanser tanisinin c¢evresindekilerin hayatin1 olumsuz etkilemesi sebebiyle

kendilerini suglu hissettikleri goriilmiistiir.

3.4. Viicudum Bir Kafes: “Ruhum Bedenime Sikismis Gibi Hissediyorum”

Bu st tema genc yetiskinlerin i¢inde bulunduklar1 gelisim donemleri dolayisiyla
hayatlarinda 6nemli bir yeri olan ve yapmay1 planladiklart durumlarin metastatik
kanser tanisindan etkilenmesini yansitmaktadir. Pekc¢ok katilimei kendilerini ‘duvara
toslamis’ gibi hissettiklerini ve hayatlarindaki evlilik plani, kariyerde ilerleme gibi
onemli olaylarin olumsuz etkilendigini sdylemistir. Ozetle, katilimcilar geng olarak
sahip olduklar1 enerji ile hasta bir viicudun i¢inde olmanin yarattigi celiskiyi dile

getirmislerdir.
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BOLUM 4

TARTISMA

Bu kisimda arastirma sonucu elde edilen bulgular ilgili alanyazin 1s181nda tartisilmstir.

4.1. Benlik Kavraminda Celiskili Degerlendirmelerle Meydana Gelen Zorunlu

Degisimler

Bu iist tema katilimcilarin gii¢lii goriinmeye yaptiklart vurguyu, kanserin negatif
yonlerini gormezden gelme egilimlerini ve ¢eligkili duygu ifadelerini yansitmaktadir.
Katilimeilarin - giiglii  gortinmeye yaptiklar1 vurgunun olas1 sebebinin iginde
bulunduklar1 gelisim donemi olabilecegi diisiiniilmiistiir. Duygusal giicliiliik kanser ile
basa ¢ikmada Onerilen yontemlerden biri (Branddo, Schulz, & Matos, 2018; Lent,
2007; Marroquin, Czamanski-Cohen, Weihs, & Stanton, 2016) olsa da geng
yetigskinlerin giiclii olmak ve geng yetiskin olarak metastatik kanser tanisinin
kayiplariyla miicadele etmek arasinda boliinmiis olduklar1 goriilmektedir. Bu sebeple
kendi psikolojik ve fiziksel limitlerini ‘kanser yokmus gibi’ yasamak i¢in zorlasalar
da bu durum onlarin yasadiklar1 gercek durumlari gdrmelerini ve bunlarn fark
etmelerini zorlastirtyor gibi goriinmektedir. Katilimcilarin kanser sonrasi elde ettikleri
pozitif durumlari vurgulamalar1 fayda bulma olarak yorumlanabilir (McFarland &
Alvaro, 2000; Tedeschi & Calhoun, 1996; Tomich & Helgeson, 2004). Fayda bulma
ve giiclii goriinme c¢abasi kisilerin yasadigt zor durumlarla basa ¢ikmak igin
kullandiklar1 bir mekanizma olarak diistiniilebilir (Helgeson ve ark., 2006; Kvillemo
& Branstrom, 2014) ancak her zaman islevsel olmayabilirler. Ayn1 sekilde, giiclii
goriinme arzusu, pozitif kazanglarin vurgulanmasi ve fayda bulma geng yetiskinlerin
hastaligt ve hastalik dolayisiyla olusan duygulart inkar etme egilimde olduklar
seklinde yorumlanabilir. Kanser hastalarinin inkar egilimi ¢ogunlukla daha yash
grupta calisilsa da (Jerant et al., 2018; Vos & Haes, 2007) bu ¢alismanin bulgular1 geng
yetiskin kanser hastalarmin inkar1 siklikla kullandigin1 gostermektedir. Bunun temel
sebebi, geng¢ yasta 6liim tehditi olan bir hastalik tanis1 almanin basa ¢ikmasi zor bir

durum olmasi diistiniilebilir. Tiim bu ¢abalar ilk etapta olumlu olarak gériinse de geng
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kanser hastalarinin durumun gergekligini fark etmelerini ve kendilerini olumsuz

durumlara hazirlamalarini engelledikleri sOylenebilir.

4.2. Saghkh Geng Yetiskinlerin Giindeminde Olmayan Yeni Idealler

Bu tema gen¢ yetiskinlerin ideal ve isteklerinde meydana gelen degisimleri
yansitmaktadir. Normal hayata Ozlem duyulmasi kanser hastalar1 i¢in bilinen bir
durumdur (Kyngas, Mikkonen, Rytilahti, Seppanen, Vaattovaara, & Jamsa, 2001;
West, Bell, Woodgate, & Moules, 2015; Woodgate, 2006) ancak bunun geng yetiskin
kanser hastalar1 i¢in daha belirgin goriildiigii soylenebilir. Kisilerin kanser yenmek i¢in
kendilerinde tiimgiiclii kontrol hissetmeleri, hastalarin kontrol algilarinda artis olmasi
olarak yorumlanabilir. Kontrol algisinin fazla olmasi kanser hastalarinda basa ¢ikma
ve hastaliga uyumunu arttirmasi agisindan islevseldir (Cvengros ve ark., 2005). Ancak,
bu tutum hastalarin hastalikla ilgili ger¢ek¢i olmayan beklentiler gelistirmesine yol
acabildigini i¢in bellirli bir diizeyden sonra islevsiz olarak yorumlanabilir. Bu sebeple,
saglik ¢alisanlar1 hastalarin bu tutumlarina dikkat etmeli ve daha 1limli bir pozitiflik

gelistirmelerinde yardime1 olmalidirlar.

4.3. Digerlerinin ‘Kiiciik’ Goriinen Beklentileri

Bu tema kisilerin hayatta kalmaya ve gii¢lii olmaya dair hissettikeri sorumluluk ile
iligkilidir. Geng yetiskinlik iken kanser tanis1 almak hi¢ kimse i¢in aligildik bir sey
degildir. Bu sebeple, bu yas grubundaki kisilerin ¢evresinden gii¢lii olmaya dair daha
fazla baski hissettikleri sdylenebilir. Giiclii goriinmek basa ¢ikma stratejisi olarak
goriilmektedir (Gilbar, Or-Han, & Plivazky, 2005; Schou, Ekeberg, & Ruland, 2005)
ancak bu calismanin bulgularmma gore giiclii goériinme beklentisi kisiler i¢in bir
sorumluluk haline gelmektedir ve gercek duygu ve diislincelerini paylagsmalarim
engellemektedir. Duygu ifadesinin psikolojik iyilikle iliskisi diigiiniildigiinde kisilerin
duygularini paylasmamalar1 duygu yiiklerini arttirmaktadir (Austenfeld, & Stanton,
2004; Brandao ve ark., 2016; Giese-Davis ve ark., 2006; Hilton, 1994; Zhang, &
Siminoff, 2003).
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Sugluluk kanser hastalarinda farkli sebeplerle ortaya c¢ikmaktadir. Bu caligmanin
orneklemini olusturan gen¢ kanser hastalarinda suglulugun kaynag kisilerin
cevresindekilerin diizenini bozduklarini diistiinmeleridir. Normal sartlarda geng ve orta
yetiskinlik kisilerin ebeveynlerine duygusal ve fiziksel olarak destek verdikleri bir
dénem oldugu i¢in (Evandrou, Falkingham, Gomez-Leon, & Vlachantoni, 2018;
Schwarz, Trommsdorff, Kim, & Park, 2006) bu déngiiniin tersine dénmesi kisilerin

suclulugunun temel sebebi olarak yorumlanabilir.

4.4. Genel Tartisma

Bu calismanin sonuglarina gore metastatik kanser tanisindan sonra kisilerin gergek,
ideal ve zaruri benlikliklerinde 6nemli degisimler meydana gelmektedir. Benlik
farkliliklar1 teorisini bu benlik tipleri arasindaki farkliliklarin degisik olumsuz
duygulara yol actigin1 Onermektedir (Higgins, 1987). Bu calismaya gore geng
yetiskinlerin ¢aligma hayatlarina devam edememeleri, sosyal iligkilerinin bozulmast,
fiziksel kisitlamalarla karsilagmalar1 gercek benliklerinde meydana gelen degisime
ornek gosterilebilir. Ayrica, beklentilerinin kariyer ve iligkilerde ilerleme yerine ise
gitmek gibi giinliik aktivitelere dontigmesi ideal benliklerindeki degisim olarak
yorumlanabilir. Benlik farkliliklar1 teorisine gore kisilerin gercek ve ideal benlikleri
arasindaki farkin artmas: iiziintii ve depresyon gibi duygular: deneyimlerimelerine yol
acmaktadir (Higgins, 1987). Bu ¢alismadaki katilimcilarin {iziintii ifadelerinin ¢ok
kisitli olmasi gergek bekliklerinde meydana gelen geriye gitmeyi ideal benliklerinde

geri gitme ile telafi etmeleri ile agiklanabilir.

Kisilerin kendilerinden ve ¢evresindekilerin o kisiden beklentileri zaruri benliklerini
olusturmaktadir. Bu calismada geng yetiskinlerin hayatta kalmak ve iyilesmek
seklinde beklentiler dolayisiyla zaruri benliklerinin arttig1 sdylenebilir. Gergek benlik
ve zaruri benlik arasindaki farkliligin artmasi kaygi ve sugluluk gibi duygularla
iligkilidir (Higgins, 1987). Bu sebeple, bu calismadaki katilimcilarin gercek benlikleri
gerilerken zaruri benliklerinde artis olmasi daha fazla kaygi ve sugluluk
hissetmeleriyle iliskili olabilir. Calismanin temalarinda ortaya ¢ikan tek duygunun

sucluluk olmasi da bu durumla agiklanabilir.
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4.5. Calismanin Kisithliklari ve Gelecek Calismalar icin Oneriler

Bu ¢alismada katilimcilarla sadece bir kez goriisme yapilmistir. Nitel caligmalarda
birden fazla goriisme yapilmasi verinin zenginlesmesi agisindan tavsiye edilmektedir
(Smith et al., 2009). Bu ¢alisma kapsaminda ayni kisiyle birden fazla ve 6zellikle farkli
hastalik donemlerinde gorligme yapilmis olmasinin kisilerin benlik kavramlar1 ve
farkli benlik tiirleri arasindaki farklilik hakkinda elde edilecek bilgiyi zengilestirmesi
bakimindan 6nemli olacag1 diisliniilmiistiir. Ancak, katilimcilarin metastatik kanser
hastalar1 olmasi1 dolayisiyla pratikte birden fazla gériigme yapmak her zaman miimkiin
olmayabilir. Daha sonra yapilacak ¢alismalarda buna dikkat edilmesi 6nemli olabilir.
Bunun disinda bu calismada homejenligin saglanmasi amaciyla sadece g¢ocugu
olmayan kadinlarla goriisme yapilmistir. Ayni ¢alismanin ¢ocugu olan kadinlarla
tekrarlanmasi annelik roliiniin bu siire¢ten nasil etkilendiginin incelenmesi agisindan

Onemli olabilir.

4.6. Klinik Uygulamara Dair Oneriler

Bu c¢alismadan elde edilen bulgular geng¢ yetiskinlerin metastatik kanser tanisinda
sonra benlik kavramlarinda yasadiklar1 degisimi detayli olarak yansitmaktadir.
Bununla birlikte, kisilerin zorluk yasadiklari temel alanlara da isaret etmektedir.
Ornegin, beklentiler ve ihtiyag duyduklar seyler. Ayrica, geng yetiskinlerin bu siiregte
kullandiklar1 baz1 basa ¢ikma mekanizmalar1 hakkinda bilgi saglamaktadir. Bazi basa
¢tkma mekanizmalar1 (pozitif olma, sinirlarin1 zorlama gibi) ilk basta islevsel gibi
goriinse de kisilerin gerceke¢i olmayan beklentiler gelistirmelerine yol agmaktadir. Bu
sebeple, geng yetiskinlerin psikolojik durumlar1 degerlendirilken bu faktorlere dikkat
edilmesi ve igerisinde bulunduklart gelisim doneminin baskin 6zelliklerinin
unutulmamasi gerekmektedir. Ayrica, miidahale programlar1 temel olarak kaygi ve
depresyon gibi semptomlara odaklanmaktadir. Ancak, bu duygularin arkaplaninda
yasanan bu degisimlerin incelenmesi onemli goriinmektedir. Bu sebeple, bulgular

gekistirilebilecek miidahale programlari i¢in temel olusturabilir.
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4.7. Sonug

Bu ¢alisma geng yetiskin metastatik kanser hastalarinin benlik kavramlarini ve benlik
tirleri arasindak farkliliklar1 incelemeyi amaglamustir. Literatiirde bilindigi kadariyla
boyle bir calisma bulunmamaktadir. Bu agidan, literatiire katkisinin yanisira geng
yetiskin kanser hastalariyla pratikte ¢alisacak kisiler i¢in de zengin ve dnemli bilgiler
sunmaktadir. Temel olarak kisilerin tiim benlik alanlarinda degisimler oldugu ve giicli
olmaya yapilan ¢ok baskin bir vurgu oldugu goriilmektedir. Kisilerin gili¢lii olma
arzusunun anlasilmasi ve yorumlanmasi ayrica duygu ifade i¢in alan yaratilmasinin

onemli olacagi dislintilmiistiir.
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