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ABSTRACT

LIVING WITH BREAST CANCER: POLICY PRACTICES AND
RECOMMENDATIONS

Ercin, Hazal
M.S., Department of Social Policy

Supervisor: Assoc. Prof. Dr. Fatma Umut Bespinar

March 2016, 181 pages

The main aim of this thesis is to understand experiences, troubles and needs of women
with breast cancer and caregivers. It will also attempt to make evidence-based health and
social policy recommendations in order to enhance their quality of life and care. For these
ends, current cancer related health and social policies of different countries and Turkey
are reviewed and these countries are classified into four groups according to their scores
in Human Development index. Also, semi structured in-depth interviews are conducted
with 16 women with breast cancer, 7 caregivers from family members and 4 experts in
Ankara and Izmir. This study reveals that there are physical, psychological, economic and
familial impacts of breast cancer on patients and caregivers. Also, there are several
institutional deficiencies which adversely influence the quality of life and care of women
with breast cancer and caregivers. Based on findings of the field study and review of
ongoing cancer policies from different countries, this thesis recommends evidence-based
health and social policy regulations. These recommendations are as follows: introduction
of personalized treatment, a regular assistance for housework and cooking, nationwide

transportation system, legal arrangements regulating working lives of patients and



caregivers, continuous psycho-oncological support and follow-up plans, regular familial
therapies, a compulsory training program to develop communication skills of oncology
professionals, elimination of inequalities among hospitals, cities and regions in terms of
infrastructure and human resources, development of new informative channels,
establishment of a national database about the treatment process and an international
database including social policy regulations about cancer and also increase the role of

social workers in breast cancer treatment process.

Keywords: Women with Breast Cancer, Caregivers, Quality of Life and Care,

Evidence-based Health and Social Policies, Turkey
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MEME KANSERIYLE YASAMAK: POLITIKA PRATIKLERI VE ONERILERI

Ercin, Hazal
Yiiksek Lisans, Sosyal Politika Boliimii

Tez Yoneticisi: Dog. Dr. Fatma Umut Bespinar

Mart 2016, 181 sayfa

Bu tezin temel amac1 meme kanserli kadinlarin ve bakim saglayanlarin deneyimlerini,
problemlerini ve ihtiyaglarini anlamaktir. Ayni zamanda onlarin yasam ve bakim
kalitelerini iyilestirmeye yonelik kanita dayali saglik ve sosyal politika onerilerinde
bulunulacaktir. Bu amaglarla, farkli iilkelerin ve Tiirkiye’nin kanser ile alakali giincel
saglik ve sosyal politika uygulamalar1 incelenmis ve bu iilkeler Insani Gelismislik
Endeksi’ndeki siralamalarina gore dort farkli baglik altinda gruplandirilmistir. Ayni
sekilde, Ankara ve Izmir’de 16 meme kanserli kadin, 7 bakim saglayan ve 4 onkoloji
uzmani ile yar1 yapilandirilmig derinlemesine miilakatlar gergeklestirilmistir. Bu ¢alisma
meme kanserinin hastalar ve bakim saglayanlar iizerindeki fiziksel, psikolojik, ekonomik
ve ailesel etkilerini ortaya ¢ikartmistir. Bunlarla birlikte meme kanserli kadinlarin ve
bakim saglayanlarin yasam ve bakim Kalitelerini olumsuz yonde etkileyen birgok
kurumsal eksiklikler de bulunmaktadir. Saha ¢alismasi bulgularina ve farkli ilkelerin
giincel kanser politikalar1 analizine dayanarak, bu tez kanita dayali saglik ve sosyal
politika 6nerilerinde bulunmaktadir. Bu oneriler sunlardir: Kisisellestirilmis tedavi, ev
isleri ve yemek i¢in diizenli destek, ulusal tasima sistemi, hasta ve bakim saglayanlarin is
yagsamlarina yonelik yasal diizenlemeler, diizenli psiko-onkolojik destek ve tedavi sonrasi

takip planlari, diizenli aile terapileri, onkoloji uzmanlarinin iletisim yeteneklerini
vi



gelistirmeye yonelik zorunlu egitim programi, hastane, sehir ve bolgeler arasi altyapi ve
insan kaynaklar esitsizliklerinin giderilmesi, yeni bilgilendirme kanallarinin agilmasi,
tedavi sureci hakkinda ulusal bir veri tabani olusturulmasi, kanser ile alakali sosyal
politika deneyimlerinin paylasildigi uluslararasi bir veri tabani olusturulmasi ve meme

kanseri tedavisi siirecinde sosyal hizmet uzmanlarinin rollerinin artiritlmasi.

Anahtar Kelimeler: Meme Kanserli Kadin, Bakim Saglayanlar, Yasam ve Bakim

Kalitesi, Kanita Dayal1 Saglik ve Sosyal Politikalar, Tiirkiye
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CHAPTER |

INTRODUCTION

Cancer is an umbrella phrase for a large group of diseases that can affect any part of the
body. Cancer can be defined as the uncontrolled growth of cells, which arises from one
single cell and spreads to distant parts of the body (Cooper, 2000). This transformation
process ends in different conclusions in a continuum between pre-cancerous lesion and
malignant tumors. Cancer is one of the most vital and widespread illnesses of our time. In
the World Health Organization Cancer figures (2015), cancer is demonstrated among
leading causes of mortality worldwide, with about 14 million new cases and 8.2 million
cancer related deaths in 2012. Furthermore, it is estimated that new cases will rise by about
70% over the next two decades. Similarly, number of deaths due to cancer is also projected
to increase to 13 million in 2030. Among cancer types, breast cancer is the most common
cancer in women worldwide (World Cancer Research Fund International, 2015). In 2012,
nearly 1.7 million women were diagnosed with breast cancer, accounting for 12% of all
new cancer cases and 25% of all cancers in women (World Cancer Research Fund
International, 2015).

The risk of developing breast cancer, like other types of cancer, increases with age, and in
most cases (approximately 80%) breast cancer occur in women over the age of fifty years
(Ford et al., 1998; McPherson, Steel & Dixon, 2000). Cancer incidence and mortality
show variation among different regions in the world. For instance, in developing
countries, breast cancer incidence and mortality rates are lower than most high-income
countries (Shulman, Willett, Sievers & Knaul, 2010). Thanks to improved detection
techniques, earlier diagnosis and effective treatment procedures, mortality rates have been
declining in most highly developed countries within the last 30 years. In fact, the number

of women who had survived breast cancer for at least 5 years is higher in more developed



countries. While in developed regions women with breast cancer are diagnosed generally
after menopause, breast cancer in developing countries is mainly a disease of younger
premenopausal women (Ginsburg, 2013). Thus, it is possible to suggest that each region
should develop its own cancer related health and social policies to provide more efficient
care and treatment. Moreover, regular, organized and reasonable implementation of these
policies depends on making the best use of available financial, political and human
resources. According to World Cancer Report of 2014, establishment of high standard
universal social policies in developing countries would cost more than expected. This is
mainly because in these countries, both infrastructure and human resources are not well-
developed or sufficient. This also explains why these countries can hardly provide basic

cancer treatment.

Actually, Turkey has similar concerns, which can be observed through the data within the
official report by the Ministry of Health. According to this report, 17630 women have
been diagnosed with breast cancer during 2012 in Turkey (T.C. Saglik Bakanligi, 2012).
The age distribution of these women shows that breast cancer is mostly seen in women
between the ages of 25-49 (34.2%), which is defined as premenopausal range, compared
to other age groups studied. Yet, due to the inefficient population coverage in active cancer
registration activities (only in 15 cities) beclouds to make coherent estimations. Although
health and social policies are not adequate in Turkey, cancer treatment is free of charge
for all citizens and all ordinary treatments can be found in health and care facilities (World
Health Organization [WHO], 2014). Actually, in Turkey, there are 29 university hospitals
(one of them is private), 12 Ministry of Health Educational hospitals, and three cancer
centers in private hospitals (Erko¢ & Yardim, 2011), that provide detection, diagnosis and

treatment.

Early detection, exact diagnosis, and efficient treatment are indispensable to increase
cancer survival rates and diminish suffering of patients. In order to ensure earlier detection
of cancer, health systems should implement effective and widespread screening systems

(Humphrey, Mark Helfand, Chan, & Woolf, 2002). However, access to screening
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procedures can vary around the world. Actually, most developing countries lack adequate
screening equipment. After the diagnosis, cancer patients start their treatment process.
There are different treatment options, including surgical procedure, chemotherapy and
radiotherapy. Tumor type, stage, and place as well as available resources in the health
system determine the technique, quality and frequency of treatment. Indeed, as
demonstrated by recent molecular and genetic studies, cancer is a heterogeneous group of
diseases, which also shows differences in terms of their diagnosis and reactions to
treatment (World Health Organization, 2014). Therefore, detection and treatment
procedures should take different cancer types into account. After a long and tiring
treatment process, growth of tumor cells mostly stops and the cancer can be cured. And
in some cases, abnormal cells might again grow beyond their own boundaries. This means

the return of cancer, metastasis.

Breast cancer treatment process has several physical, psychological, social and economic
impacts on both patients and caregivers. The most frequently observed physical impacts
are pain, hair loss, loss of one or both breasts, lassitude and vomiting. Breast cancer can
provoke arm edema which can cause functional impairment and psychosocial morbidity
(Erickson, Pearson, Ganz, Adams, & Kahn, 2001). Additionally, alopecia (extensive hair
loss) is another traumatic side effect of cancer treatment process (Zanini, Verderame,
Cucchiara, Zinna, Alba, & Ferrara, 2012). Further, patients can feel fatigued and
exhausted during cancer treatment. This side effect has a direct impact on daily lives of
patients, because it is stressful, strenuous, and often difficult to treat (Minton, Richardson,
Sharpe, Hotopf, & Stone, 2008). Cancer treatment process deeply influences patient.
However, caregiver and other family members of women with breast cancer also
experience some difficulties due to the physical effects of the treatment process on

patients.

Cancer treatment process has also psychological influence on patients and caregivers.
Stress, depression, sadness, and anxiety are the most common psychological impacts of

cancer (Turner, Kelly, Swanson, Allison, & Wetzig, 2005). These psychological effects
3



deeply influence the quality of lives of patients and caregivers (Parrish & Adams, 2003;
Turner et al., 2005). Indeed, stress and depression experienced during cancer treatment
process lead to sharp decrease in their quality of life (Kutlu, Civi, Boriiban, & Demir,
2011). Further, diagnosis and treatment of cancer have huge social impacts on patients
and caregivers. Social environment can be source of the basic support in adapting the
treatment process. However, in most cases patients and caregivers can diminish their
social activities due to changes responsibilities and priorities (Syrjala, Stover, Yi,
Artherholt & Abrams, 2010). Hence, breast cancer diagnosis and treatment process have
significant social impacts on well-being of patients and caregivers. Cancer is not just a
medical irregularity which affects only one person. One can safely claim that diagnosis
and treatment significantly impact patients, caregivers and other family members.
Although family generally underpins all care, there is a huge lack in comprehensive
studies about the role and transformation of family members in the care-giving path of
cancer, especially in Turkey. Indeed, although social dimension of cancer care has
recently started to be discussed, cancer has generally been neglected in social sciences,

except psychology. Thus, there remains a significant lack in cancer literature.

Additionally, cancer treatment has important financial consequences on both patients and
caregivers (Timmons, Gooberman-Hill & Sharp, 2012). In some cases, care and treatment
can demand huge expenditures from patients and families. But, there are also
unpredictable expenditures like transportation and accommodation in a different city.
What is more, many patients and families need tangible professional supports in
housework and cooking to sustain their everyday necessities. Especially working patients

and caregivers can lose their income partially or entirely.

Cancer also has huge impacts on each country’s economic, political and social structure.
As mentioned above, cancer incidences are continuously rising all over the world. This
increase eventually generates concerns at local, national and global levels (Bloom et al.,
2012). Actually, cancer has become one of the most challenging phenomena and in turn

statistics regarding cancer patients have started to get more awareness in our period.
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Incidence and mortality statistics provide important resource of information. Actually a
brief analysis of the foregoing statistics provides general patterns. First, they present a
ground for comparison between characteristics and risk of different cancer types and
stages. Second, countries may use them in generating health and social policies as a form
of need assessment. And third, on a global level, countries and health organizations can
benefit from them in regional comparisons and indexes. Yet, statistics are not sufficient.
The current studies are particularly concentrated in the fields of medicine, demography
and psychology. Techniques and plans of these studies present a broad outline of cancer.
But, it is not possible to make any deductions or assumptions from these statistics about
the experiences of cancer patients and caregivers. Actually, their experiences, troubles,
expectations and needs cannot be shown in these studies. Moreover, in Turkey, any kind
of studies on cancer is very limited in both number and scope. Thus, this thesis aims to

understand these unearth dimensions.

The central aim of this thesis is to explore and describe experiences, troubles and needs
of women with breast cancer and caregivers. | will also attempt to identify suitable,
practicable and applicable interventions and recommendations in order to enhance their
quality of life and care after breast cancer diagnosis. This thesis has two different parts, in
which | used different methods. In the first part, | will try to make an extensive review of
cancer related health and social policy practices in different countries. Then I will present
a brief analysis of the historical development of health and social policies in Turkey
concerning with special focus on cancer policies. And the second part of this thesis is
based on a field study. For this part, | conducted semi-structured in-depth interviews with
women with breast cancer, their caregivers and experts. These interviews also provided a
base for my health and social policy recommendations that consider the participation of
users of health and social care in decision making process®. Therefore, the findings of my

1The importance of this point was also emphasized by Maslin-Prothero (2003).
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in-depth interviews will open a new road to increase participation of stakeholders

including patients, caregivers and experts.

Moreover, | included caregivers of cancer patients as participants of my field study
because the target of social policies should not be only to enhance the well-being of
individuals. Social policies should also target improving the quality of social relations
(Becker, Bryman, & Ferguson, 2012). Caregivers have a huge impact on quality of care
of women with breast cancer. They can also have a role in how women with breast cancer
would experience psychological, social, familial and economic changes. As already stated,
cancer care is mainly undertaken by family members and this may lead to some changes
in familial relationships. Therefore, a study in this field should also cover the needs,
experiences and expectations of caregivers. Moreover, | interviewed experts from
different fields to understand the experiences, troubles and needs of women with breast
cancer and caregivers. Interviews with experts provided important insights to understand

the institutional lacks and deficiencies in cancer treatment process.

However, as presented in all studies, there are certain limitations of this thesis as well. The
first limitation is the inability to generalize the results outside of the participants of this
study. This is mainly due to the used qualitative technique and small size of the
interviewees. Yet, qualitative technique was the appropriate method for this topic as it
enabled me to gather intensive and colorful data. Other than that, only one caregiver from
each family was interviewed. Therefore, | could not make comparisons between
caregivers from the same family and division of care among them. Nevertheless, talking
with all caregivers from the same family was impossible due to the availability or
willingness of each caregiver to participate in my thesis and also time and resource
restraints. Besides, my fieldwork was conducted only in urban centers. Indeed, the
troubles and experiences of women with breast cancer and caregivers in rural areas would
change the whole picture totally. In order to overcome this limitation, | interviewed cancer
patients and caregivers coming from rural areas to big cities to reach appropriate health
care. Yet, still experiences and expectations of women with breast cancer and caregivers
6



can demonstrate differences in small cities or rural areas, due to the lack of treatment

opportunities and equipment.

Despite these limitations, this study has several strengths. The primary strength of this
study is its transdisciplinary approach in which | used a triangulation method. For this
end, | analyzed ongoing practices of breast cancer treatment in different countries, the
historical development of health system in Turkey, and recent changes in cancer policies.
And also I conducted semi-structured in-depth interviews with women with breast cancer,
caregivers and experts. The most important feature of this approach is that it is addressing
an under-researched area. In fact, there is a very limited literature that concentrates on
expectations and needs of women with breast cancer and caregivers in Turkey. Moreover,
presenting more detailed information to clarify compound issues triangulation is one of

the most effective methods in health and social policies.

Problems, needs and expectations of women with breast cancer and caregivers rarely
become an issue of public discussion. In most cases, policy makers and practitioners
largely neglect their socioeconomic and socio-cultural differences when formulating
social and health policies. Therefore, in this thesis | would like to investigate the
possibility of developing evidence-based and inclusive health and social policy
recommendations in order to enhance quality of life of them. In short, this study has at
least two main contributions. First, it will attempt to activate public discussions about
troubles and needs of women with breast cancer and caregivers whose share in the total
population of Turkey is continuously rising. A qualitative study with them will prepare a
base for future studies. Second, a field study based on experiences and expectations of
patients, caregivers and experts from different socioeconomic and socio-cultural

backgrounds would help us to develop evidence-based and inclusive policies.

All in all, this thesis is composed of different chapters each of them dealing with different
aspects of living with cancer. In the second chapter, I will try to present the methodology

of my field study. Additionally, 1 will focus on the general characteristics of the



participants and the details of the fieldwork. This chapter will also include my own
fieldwork experiences since these experiences may guide the future studies on the same
topic. In the third chapter, 1 will try to analyze the ongoing practices regarding cancer as
noted above. This chapter will start with discussions on cancer treatment. Later, current
health and social policies of different countries will be given. These countries will be
grouped in terms of their Human Development Index scores. The fourth chapter, after
presenting general information about Turkey’s health policies, will concentrate on the
transformation of cancer policies in Turkey. The sixth chapter will discuss the findings of
my field study. In this chapter, I will try to understand the impact of breast cancer on
patients and caregivers. | will analyze these impacts under five headings, namely physical,
psychological, economic, familial impacts. Also | will share their experiences and
problems stemmed from lack of efficient institutional regulations and practices. And the
last chapter will be composed of a short summary of the study and the presentation of key
findings. In addition to this, based on my findings I will try to recommend evidence-based

health and social policies regarding women with breast cancer and caregivers.



CHAPTER II

DESIGNING A STUDY WITH WOMEN WITH BREAST CANCER AND
CAREGIVERS

This thesis aims to understand the experiences, needs and expectations of women with
breast cancer and their caregivers. The research problem of this study is formulated as
what are the experiences, needs and expectations of women with breast cancer and
caregivers during and after the breast cancer treatment. | will try to develop health and
social policy recommendations in accordance with these impacts. To study this problem,
in this thesis an analysis around the key concepts of physical impact, psychological
impact, economic impact, familial impact, and lack of institutional deficiencies are
employed. In this sense, this thesis tries to examine the effects of these independent

variables on the quality of life of women with breast cancer and of caregivers.
2. 1. How did I Choose this Topic and Why?

During my undergrad years, my aunt and grandmother had breast cancer, which
dramatically changed inter- and intra-generational relations within my family, generated
huge financial and emotional burden on our close relatives and had also a direct impact
on my life. After my graduation, | decided to return to my hometown, Bursa. In my
decision, familial responsibilities played a great role because | should have helped my
grandmother during her second cancer treatment process. When | look back over my
personal and academic life, | realized that my personal troubles were at the same time
social issues (Mills, 2000). And then | tried to establish a relation between my familial
experiences and social policy issues. Indeed, my personal troubles and experiences found
their echoes in this thesis in which | tried to understand experiences, needs and

expectations of women with breast cancer and caregivers. We, as a family, experienced

9



three different cancer treatment processes, and saw its huge impact on our familial

relationships.

While | was deciding the topic of my master thesis, | wanted to discuss actual and potential
consequences and emotional strains of cancer treatment process on patients and their
families. And | wanted to analyze how they coped with the difficulties and problems
created by lack of evidence-based health and social policies regarding cancer treatment.
At first | planned to conduct a field study only with women with breast cancer and their
caregivers. Yet the interviews have revealed that in the treatment process, there are several
needs that are not provided by the medical institutions and not covered by legal
regulations. In the absence of inclusive health and social policies, like Turkey, patients try
to overcome these difficulties and strains with the help of their families, if there is a willing
caregiver. Otherwise they try to handle all troubles by themselves. Thus, | wanted to
interview experts from different fields to comprehensively understand needs of women

with breast cancer and caregivers.

In this thesis, starting from the topic selection to data analyses, self-reflexivity? helped me
to realize that my personal troubles have shaped my position in the field. In other words,
| tried to construct an approach in this study not only by using a self-reference to my
personal troubles, but also reaching a self-awareness of my role as a caregiver and its links
to social problems. Moreover, in order to overcome the bias of interviewees in talking
with a stranger about their intimate fears and experiences, | shared my own experience as
a caregiver of a cancer family member. Some interviewees talked more openly after
learning my background. Some interviewees even told me that now they could understand
why | am doing research on this specific topic. | was an insider in common experiences
of them due to my previous role in care-giving. However, | was also an outsider due to

my new role as a researcher. Although my position as a both insider and outsider helped

2 According to Webb, Schirato and Danaher (2002: xiv), “Bourdieu asks researchers to adopt a reflexivity
attitude towards our practice, reflecting upon how forces such as social and cultural background, our position
within particular fields and intellectual biased shape the way we view the world”.
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me through my field study, self-reflexivity also created a limitation. Experiences and
biases | have as a caregiver prepared the basis of this thesis from my own stance. However,
it was not possible for me to act without prior experiences. Thus, it is necessary to accept
that this thesis is not a pure reality, described and analyzed by an outsider, but more kind

of a construction in which my own reality is also injected.

To understand the experiences, needs and expectations of women with breast cancer, their
caregivers and experts, | used a triangulation method. Firstly, I made a comprehensive
literature review about ongoing practices of breast cancer treatment in different countries.
Secondly, | examined the historical development of health system in Turkey and touched
upon recent changes in cancer policies. In this chapter, | pointed out the lacks in cancer
treatment process. And lastly, I conducted semi-structured in-depth interviews with

women with breast cancer, caregivers and experts.
2. 2. Reviewing Literature

Policies regarding women with breast cancer show variety across countries. In order to
construct a framework for this thesis, I have tried to reach policy implications of different
countries towards breast cancer patients and caregivers. For this aim, | have checked
search engines using various queries, read policy documents of countries and asked for
information via e-mail to several Non-governmental Organizations about their regional
policy implications®. Nevertheless, | could only reach a limited amount of information
about cancer policies, which might provide some insights about the underlying reasons.
For instance, social policies aiming to improve qualities of lives of women with breast
cancer may be limited. Additionally, language differences created an obstacle for me.
Most of the policy documents were written in countries’ native languages, thus literature

review was limited only to English-written texts. And similarly, the dominance of medical

31 have reached 17 organizations namely; German Cancer Society, Nepal Cancer Relief Society,
BreastCheck, Worldwide Cancer Research, Avon Foundation, Health Policy Project, Institut National du
Cancer, Macmillan Cancer Support, English Speaking Cancer Association, Cancer Australia, Manx Cancer
Help, Cancer Council Australia, American Cancer Society, BreastCancer, Lebanese Breast Cancer
Foundation, Susan G. Komen, The New Zealand Breast Cancer Foundation.
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discussion in the field of cancer also created a gap of social regulations and needs in the

same field.

Regarding the analysis of social policy documents, there is an important point which needs
to be mentioned. The majority of the health and social policy documents of different
countries contains some concepts representing particular social groups, such as “single
mothers”, “unemployed patient”, and so on. Although | would prefer a broader
understanding of welfare without oppressive and discriminatory script, in some cases |
had to use the same language while writing. Especially in Turkey, there is a huge lack in
research about people who were not defined in a disadvantaged group. In order to be a
subject of a social or health policy, people should be a member of a disadvantaged social
group. Therefore, one should define broader terms which include However, in this thesis;
actors are not taken as marginalized social groups. Three different actors, namely women
with breast cancer, caregivers and experts are grouped according to their relations with
the cancer treatment process. This approach aims to overcome the barrier of language
which hides multiple identities and multiple positions. And thus necessitates a research
technique that takes into views, needs, experiences and expectations of these actors into

account.
2. 3. Why Qualitative Method?

It is a generally accepted fact that both quantitative and qualitative techniques actually
reproduce a view about how the social world should be studied. This approach neglects
the possibility of mixed method which encapsulates the use of both methods. Actually |
largely agree with this statement, | used some quantitative data taken from Turkish
National Statistical Institute to understand the overall picture of cancer in general and
breast cancer in particular. Quantitative techniques, which put emphasis on directly
observable entities, have some advantages in terms of measurement, causality,
generalization and replication. Yet, to understand and analyze the experiences and

expectations of women with breast cancer and their caregivers, an interactive, face to face,
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in-depth qualitative research was quintessentially necessary. To focus on actors’ attached
meanings to cancer and cancer treatment process, one need to make in-depth interviews
with participants. If | had conducted a survey or any other kind of quantitative technique,
the results would be descriptive without any insights. But my aim in the field study was
to understand the feelings, experiences, expectations and perceptions of interviewees.
Moreover, the possibility of descriptions and comparisons between contexts also makes
qualitative approach as the appropriate form to be used. Maybe the most important aspect
of qualitative technique, as stated by Rossman and Rallis, is that collecting qualitative data
IS not a passive process (2011). In other words, in a qualitative study participants can play
a very active role in the interview process, because they can direct the course and content
of questions. Moreover, this technique let the interviewer prompt and ask for clarification
when it is necessary. Deeper understandings grow through the dialogue of in-depth
interviews, as interviewer and participant “coconstruct” the meaning together (Rossman
& Rallis, 2011, p. 180). In a nutshell, qualitative technique helped me to contextualize the

current lacks in health and social policies.

Thus | used the semi-structured in-depth interview technique. | prepared an interview
guide organized around the predetermined key areas in order to envelop all chief topics
during the interviews. | adapted the order of questions, changed the wording of questions,
clarified the meaning of questions, added or omitted questions according to their relevance
to the particular interviewee and changed the amount of time given to particular topics.
To make in-depth interviews, | mainly used two different types of techniques to reach the
interviewees with a purposive method. They were both purposive because | had an
intention before going to the field in terms of some pre-determined characteristics for
interviewees. Firstly, | applied snowball method by asking each interviewee who else
might be relevant and willing to be interviewed. This technique was useful in izmir, where
I conducted interviews through informal channels. Secondly, | used convenience method
by interviewing conveniently available people. This technique was used in Ankara, in

which formal channels directed me during the data collection process.
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However, choosing qualitative method has created some challenges regarding external
reliability and external validity. External reliability is about the question of whether the
study can be replicated. The answer for this question would be that these interviews are
not open to any replication, due to my, as interviewer, position as insider as a caregiver. |
was familiar with the experiences and feelings of the interviewees and in some cases my
position made some topics more open to dialogue. On the other hand, external validity is
about the generalizability of findings to other settings and population. My findings cannot
be generalized to other settings due to limited number of interviews and contexts. For
instance | have no participants from rural areas. | conducted my interviews in big cities
including all treatment devices in their hospitals. In other contexts, such as small cities or
rural areas, experiences and expectations of women with breast cancer and caregivers

might show differences due to the lack of treatment opportunities.
2. 4. Questionnaire Preparation and Taking Permission

Preparing a questionnaire has different steps. Firstly, one should decide on the
subheadings, which necessitates knowledge about the all process. Secondly, types and
wording of questions should be decided carefully, especially when studying with
vulnerable groups. My personal experiences were helpful for me in this step. | am familiar
with the needs and expectations of both women with breast cancer and also caregivers,
thus it was easy for me to prepare subheadings. However, this might also be a limitation
for me because it could have made me blind to the spaces which have not lived in my own
familial life. Additionally, types and wording of questions were also easy to prepare for
me, because | lived with a cancer patient for a long time and | am familiar with their
emotional strains and fears. However, taking emotions into consideration might create
some limitations in some occasions. Some points in questionnaire were especially left
untouched due to my prior experiences. In other words, | did not touch upon some areas

which might create fear or sadness on participants.
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In-depth interviews were conducted within this study in order to reach people’s own
explanations and ideas about their own situations. The questions were all open ended.
During the interviews, questions regarding these topics were asked to women with breast
cancer: demographic questions, pre-diagnosis time use, diagnosis, treatment process,
physical, emotional, transportation, psychological and economic needs. On the other hand,
caregivers were asked different questions: their responsibilities in cancer treatment
process, transformation in their familial relations, feelings and needs regarding their
obligations. And lastly, experts were asked particular questions about their own fields. To

sum up, each group of interviewees were asked different sets of questions.

After preparing questionnaires, | have applied for ethics committee approval to Middle
East Technical University Human Research Ethics Committee. The committee has
examined the questionnaire which will be used, and approved my field study. This
approval means that professional committee was convinced that this research will not
cause any damage on the interviewees. After this approval, | prepared a document for
request of permission, which was signed by my thesis supervisor. | have applied to two
big oncology hospitals, namely Dr. Abdurrahman Yurtaslan Demetevler Ankara
Oncology Education and Research Hospital and Hacettepe University Hospital.
Unfortunately, Demetevler Oncology Hospital has rejected my application without giving
any explanation for it. Hence, I could not make any in-depth interviews at this hospital.
Actually, this rejection was an important indicator of medical authority. Administers take
hospitals as their own fields, and do not let patients make any interviews about their own
conditions, perceptions and views. On the other hand, Hacettepe Hospital has accepted
my request, and helped me during the data collection process. Indeed, they have provided
a special room for me to conduct my interviews in privacy. Thus, in my thesis, institutional

differences played a major role.
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2. 5. Places of Interviews

All interviews were conducted in urban centers of Western Turkey, namely Izmir and
Ankara. Western Turkey is the most advanced and developed part of the country and
inhabits relatively more educated and skilled people. But, there are marked differences of
these urban centers from the rest of Turkey, in terms of population, health equipment and
hospital environments. Ankara, capital of Turkey, and Izmir are among the biggest cities
of Turkey and they are metropolitan centers which offer diversified health care
opportunities and hospitals. Therefore, it was a big chance to observe oncology
departments of hospitals in two different cities. Firstly, in Izmir | went to Tepecik
Education and Research Hospital, which is the biggest and most developed hospital of
Aegean Region. Some in-depth semi-structured interviews were conducted in the garden
of this hospital. And the second hospital was, Hacettepe University Hospital, which is one
of the most prestigious and developed hospitals of Central Anatolia Region. Both of these
two hospitals host patients from the periphery. Moreover, they are both research and

education hospitals.

Besides these hospitals, | have found my interviewees through an informal channel as
well. As | have mentioned earlier, my aunt had a breast cancer, and she is a member of a
nongovernmental organization, namely One Liver One Knower (in Turkish: Bir Yasayan
Bir Bilen) composed of women with breast cancer in izmir. | got in touch with members
of this group, and they helped me during my field study. The members of this group have
accepted my offer of interview, and we arranged meetings according to their time

schedules. They were so helpful and solicitous regarding my topic.

These two contexts had their own characteristics which shaped the data collection process.
Conducting in-depth interviews at the atmosphere of hospital has definitely shaped the
information gathering practice. The interviews which were conducted in hospital were
much more restricted in terms of both the timing and topics to be discussed. Participants

were waiting for their doctors or treatment. And in some cases, | conducted my interviews
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while patients were having their chemotherapy. Additionally, patients were nervous and
excited because they were in hospital. Thus, some topics were not easy to be touched
upon. On the other hand, the meetings which were arranged through informal channels
were much more intimate and peaceful. We could talk about their private experiences,
because they were feeling more relaxed due to the atmosphere of our meetings. To sum
up, it was not planned to conduct my field study by considering two different channels.
But at the end | had a chance to observe different environments. | have used informal
channels in izmir and | had observed two big hospital environments. These particular

fields show different aspects of my field study.
2. 6. Semi-Structured In-depth Interviews

The durations of in-depth interviews were changed between 20 minutes to one and a half
hours. In izmir, some interviews were arranged as meetings, thus we talked in restaurants
or cafes. On the other hand, in Izmir and Ankara, | conducted interviews in hospitals. In
both cases, | could have found no chance to see participants’ houses or family lives. This
was a limitation for me, because | could analyzed their needs in home by only referring
their words. But to observe hospital environment is also important for my master thesis,
as mentioned earlier. In some cases, | had chances to wander all steps of a hospital visit.
For instance, one of my interviewee asked me to support her during her medical tests. And

| accompanied her for an hour as if | was her caregiver or a family member.

Additionally, | had arranged phone and internet interviews. Experts were important actors
in this thesis, because they have pointed out some institutional lacks and needs. Yet,
psychologists, nurses and other experts who are specialized in cancer care were really
busy due to their heavy work load, thus they wanted me to call them and make a phone
interview. During these phone interviews, | asked questions about needs and lacks in
cancer treatment process in their particular fields. Their answers helped me to analyze the
institutional status quo and possible regulations. Additionally, a caregiver has reached me

via e-mail. She heard about my thesis in hospital and wanted to be a part of it. But she was
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living in another city, therefore | sent her the questions and she replied them on an e-mail.
Although I had no other choice, the main weakness in my data collection process is these
differences in the used techniques. In other words, my in-depth interviews were not

conducted in similar and controlled environments.

During the interviews, there were some rules which | tried to follow. For instance, | paid
attention to elucidate to the people taking part in the research what the study is about, the
risks and benefits of taking part. | referred the main aim of this thesis as understanding the
needs and expectations of women with breast cancer and their caregivers. It was stated
openly that they can end the interview whenever they want. After this brief explanation, |
have obtained their consent before starting interviews with them. Although I showed the
informed consent to each participant, | did not want them to sign it because | have never
asked about their names or other private information.

In order to avoid missing the important parts of the in-depth interviews, all meetings were
recorded and transcribed. | used a digital recorder which provided advanced quality audio,
because most of the interviews were conducted in open areas. | explained to interviewees
why recording is important and asked their permissions. | made brief notes after the each
interview just in case the recording can fail. | did not take any notes during the interviews,
because | have kept my eye contact with the participants. This was important to create the
frank and warm atmosphere which is a must in such a topic. In other words, especially
women with breast cancer were reluctant to remember and talk about all these challenges.
Hence, | did not want to lose the intimacy with the participants which might end in their
curtailment in interviews. After the field study, all audio recordings were transcribed in
full which was a time-consuming activity. But the real challenge in transcription for me
to remember and listen all speeches again, because interviews were mostly intimate and
gloomy. In some interviews, the participants have cried and mentioned their deep fears

and regrets. Thus, transcription was grievous and heartrending for me.
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One of the most important strengths of this thesis was the discussion sessions provided by
my thesis advisor. All of the transcripts of interviews were read by my thesis advisor and
she gave me regular feedbacks during these discussion sessions. Moreover, we arranged
a thesis debate group including five other master students in Social Policy department,
and shared our experiences of research with each other. These sessions were really helpful
for me because some points were enlightened with the help of my advisor and group
friends. They lend a hand to me in different parts of the study, for instance preparing

questionnaires, categorization and data interpretation.
2. 7. Characteristics of Interviewees

This thesis is mainly based on 27 semi-structured in-depth interviews with three main
actors of cancer treatment process. Firstly, | interviewed 16 women with breast cancer.
All of them were experiencing different phases of their cancer treatment. This means that
while some of them were in their earlier phases of chemotherapy, some others were at the
end of their radiotherapy. Their ages range from 34 to 60. Breast cancer generally emerges
after menopause, thus most of the respondents were in their fifties. Educational level of
respondents is considerably higher than the average level of education in Turkey. More
specifically most of them were graduated from high schools and universities. In order to

protect their personal information, each participant was named with a color code.
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Table 1: Sociodemographic Data of Respondents

. Marital
Color Role Sex Age Education Employment Status
Crimson C(asrfsgt'e\r/;r Female 51 High School Self Employed | Married
Caregiver . .
Gray (Husband) Male 50 Academy Retired Married
Caregiver . .
Ivory (Husband) Male 49 Academy Retired Married
. Caregiver A Informal .
Beige (Son) Male 39 University Sector Married
Caregiver . .
Orange (Daughter) Female 23 University Student Single
Caregiver . .
Brown (Husband) Male 55 Academy Retired Married
. Caregiver . Informal .
White (Daughter) Female 25 High School Sector Married
Pink Patient Female 34 High School Informal Married
Sector
Violet Patient Female 43 University Retired Married
Lavender Patient Female 55 University Teacher Divorced
Black Patient Female 60 Primary School Housewife Married
Maroon Patient Female 41 Primary School Housewife Married
Orchid Patient Female 45 Academy Housewife Married
Thistle Patient Female 46 University Informal Single
Sector
Magenta Patient Female 43 University Housewife Married
Purple Patient Female 45 Secondary Housewife Married
School
Blue Patient Female 54 Primary School Housewife Widow
Turquoise Patient Female 52 Primary School Housewife Married
Azure Patient Female 54 High School Retired Married
Cyan Patient Female 46 Academy Retired Married
Green Patient Female 51 Academy Retired Married
Yellow Patient Female 53 Primary School Housewife Married
Sepia Patient Female 60 Academy Retired Married
Oncologist
Social Worker
Psycho-
Oncologist

Oncology Nurse
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The second group | interviewed was caregivers. This group is replete with people with
different socio-cultural and socio-economic backgrounds. Out of 7 caregivers, there are
three women and four men. As mentioned earlier, my interviews were conducted in public
spaces and hospitals. This is an important point because it proves the division of care
during the cancer treatment process. Care responsibilities of husbands is mostly in the
fields of transportation and knowledge accessing. On the other hand physical and
emotional cares were handled by female members of their families. Another division of
care is based on time opportunities. Most of the caregivers were either retired or students.
As a consequence, this care type is handled either by men or unemployed people.
Therefore, it would be possible to claim that there is a predetermined division of care
during cancer treatment. Thus, as | conducted my interviews with caregivers in hospitals,
most of them were men who were responsible for the transportation of their wives or

mothers.

And thirdly I interviewed with four experts. One of them was a prominent and popular
medical expert, specialized in breast cancer. Additionally, he is the founder of One Liver
One Knower social support group. Another expert was a dance teacher of women with
breast cancer. His position as a kind of social worker is important in terms of providing a
transcendent point of view as both an outsider and insider. He is able to touch upon social
care needs of women with breast cancer and their psychological transformation during the
treatment process. Thirdly, I had a phone interview with an oncology nurse. She has been
working in a prominent oncology hospital for 15 years. Her experiences provided
important insights in terms of treatment application process. And, | have reached a
psycho-oncologist who works in this special and professional field for long years. She
answered my questions and showed the significant role of a psycho-oncologist could play

during and after breast cancer treatment process.
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2. 8. Data Analysis Process

Every data has a potential to be analyzed in several ways. Similarly, the data including
these in-depth interviews have at least three potential analyses, with their own advantages
and limitations. The first possibility was a multiple-actor-based analysis. In this way, one
can group the answers and experiences under three main groups, such as women with
breast cancer, caregivers and experts. The multiple-actor-based analyze have several
limitations. For instance, due to the inequality in the numbers of participants from each
group narrows down the possibility of adequate evaluation of each group. Moreover, when
actors are analyzed in different groups, intersection of process can be blurred.
Additionally, caregivers do not form a unique and homogeneous group. In other words,
experiences of care giving show differences between people. Transportation and access to
knowledge might be the responsibility of husbands, while physical and emotional care can

be handled by mainly female members of family.

The second possibility was a process-based analysis. In this way, the answers and
experiences can be grouped under subheadings in a continuum of cancer treatment
process. In this approach, it is not possible to mention a single and common pattern of
phases of treatment shared by all participants. To be more precise, side effects,
experiences and needs show differences between patients, caregivers and experts. Thus
an emphasis on experiences of different actors is not only a necessity, but also an

obligation.

And the last possibility is a combination of these two ways of analysis. | will try to
examine the whole process with specific emphasis on different actors and groups.
Therefore, | decided on sub-headings including all needs and expectations mentioned by
both women with breast cancer and caregivers. The headings can be grouped as physical,
psychological, economic and familial impacts of breast cancer and the deficiencies in
institutional regulations and practices. These parts will be discussed by referring to views

and experiences of those three different actors to avoid leaving some points blank.
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2. 9. Studying Vulnerable Groups

Researching vulnerable populations has been a controversial issue due to several reasons.
Firstly there are several types of grouping vulnerable populations. For instance, some
studies analyze certain vulnerable populations including racial/ethnic minorities, rural
area residents or people with poor health status. Some others define this category by
referring certain standards in terms of capability in self-explaining. In some cases
vulnerable populations contains only children, disabled or elderly people. Although there
is @ myriad of different definitions of vulnerable populations, the construction of “the
vulnerable” as a category is highly problematic. Using “vulnerable” as a category is
venturous due to several reasons. Firstly, the term “vulnerable” is itself a value-loaded
concept. In most resources, especially in dictionaries, vulnerable means easy to hurt or
attack physically or emotionally in dictionaries. Thus, this term implicitly defines the
vulnerability in terms of internal traits of a group and largely ignores external factors,

including social and historical dynamics that can play a role in creating vulnerability.

Therefore, vulnerability should be understood as a process of being at risk for changed
health status as a result of inadequate economic, social, psychological, familial, cognitive,
or physical resources (Horowitz, Ladden, & Moriarty, 2002). Indeed, in this thesis, women
with breast cancer can be taken as a vulnerable group. They are experiencing a temporary
stage due to their illnesses, thus the vulnerability of this group should be defined as a
temporary stage. Their perception on vulnerability is rooted in the idea of cancer

treatment’s ephemerality.

Secondly, social policies mostly consider vulnerable groups as homogeneous and ignore
the internal differences and plurality within these groups. There are huge differences
among them in terms of age, educational backgrounds, socioeconomic status and family
structures. The ignorance of internal differences of a vulnerable group in social policies
can exert adverse effects on the lives of members of vulnerable groups. Moreover,

researching vulnerable people also has some methodological challenges, such as accessing
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them, researcher and participant safety and taking their consents. Additionally, harm to an
individual and their relationships with others due to a research should be considered at the
establishment of the research process. Due to all these challenges, there is a great gap in
literature regarding the needs and concerns of vulnerable people. However, giving a voice
to vulnerable people can contribute to attempts to empower them and build better
opportunities to improve their lives and health (Liamputtong, 2007). Because, a good
quality policy making depends on high quality information, derived from a variety of
sources including expert knowledge, existing statistics, stakeholder meetings, evaluation
of previous policies and field studies with the users (Lin, 2010). Thus, in semi-structure
in-depth interviews with women with breast cancer and their caregivers | have paid a huge
attention to include respect for their dignity, rights, safety and well-being (Read & Maslin-
Prothero, 2011).
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CHAPTER 11

HEALTH AND SOCIAL POLICIES ABOUT BREAST CANCER

Studies and thesis in the field of social policy commonly contains a chapter namely “best
practices”. These chapters generally investigate the health and social policy practices in
the most developed countries. However, it is possible to question the possibility of a
particular truth that can be designated as the “best practice” across all or various
environments. This point of view is open to discussion for several reasons. For instance,
“best practices” approach addresses “countries” as its unit of measurement. Health and
social policy needs and practices might show differences even among particular regions
of the same country. Therefore, | have chosen the heading “Health and Social Policies
about Breast Cancer” for this chapter. By choosing this heading, | accepted the fact that
there is no possibility to develop the same set of policies which can be implemented to all
countries with the same consequences. Yet, all health and social policy documents
regarding breast cancer are representing countries. There is a huge diversity in health and
social policies about cancer among countries. Actually, there was an important limitation
in my research process. While health policies of the most countries can be accessed easily,
social policies regarding cancer treatment process generally remains in dark. Although it
is known that some countries achieve comprehensive and supportive social policies during
cancer treatment process, often it was not possible to reach a written text. In fact, there
can be several underlying reasons of this lack. Firstly, social policies regarding women
with breast cancer may be limited. In some countries the social dimension of cancer is

ignored and neglected in policy discussions and practices.

Another reason could be that there is little or no demand for such information, neither by
policy makers nor by the general public. In this respect, there can be some implications

regarding women with breast cancer and caregivers, but the information has not been
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emanated or has not become widespread. The third reason might be any language barrier.
I could only analyze the English texts, which mainly come from English-speaking
countries, such as the United Kingdom, the United States, Canada and Australia. In other
countries, most of the policy documentations were written in their native languages, and
this situation made it impossible to reach their policy practices for a researcher who does
not know their native languages. Actually, in several cases I learned informally that some
countries have detailed practices on this topic; however, | could not reach any formal
information about them. For instance, a Turkish immigrant living in Belgium who had
cancer treatment said to me that the government was responsible for providing tangible
support in housework such as cleaning and cooking to cancer patients. This service is
mainly based on a means-testing technique and provides a rate of copayment for these
patients. However, although | have reached this information informally, 1 could not find
any formal document about it written in English. Thus | assumed that these kinds of
practices have not been made available for international access yet.

Finally, the last reason might be the dominance of medical treatment in this topic, which
IS an acceptable situation. In the relevant literature, the authors are predominantly from
the medical domain, providing information in the form of statistics, comparisons between
countries or regions, periodic differences, reasons, results, different kinds of cancer,
treatments and some NGO’s approaches on it like World Health Organization.
Additionally, researchers from the psychology discipline have also written on this subject,
but they treated this subject as an extension of the medical treatment. Their approaches
provide important insights about psychological needs and supports of patients and
caregivers. In the other fields of social sciences, cancer has been discussed occasionally
by social politicians, sociologists, and economists. They largely analyze welfare regimes,
health reforms and social insurance systems. In other words, these analyses focus more on
macro level. In this thesis, I intended to gain an enhanced understanding of the needs of
women with breast cancer apart from the procedural medical treatments they receive.

Thus, | tried to consider women with breast cancer as an individual and social being, not
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a medical object, because, cancer’s impact is not solidly seen on patient’s life, it affects

all family members both economically and psychologically.
3. 1. Recent Changes in Cancer Discussions

Breast cancer is currently the most common cancer among women worldwide and seems
to protect its position in the predictable future (Jemal, Bray, Center, Ferlay, Ward, &
Forman, 2011). As a result of this frequency, governments have stroke into cancer policies
recently. Now there is a paradigm shift in cancer discussions, with a more inclusive
approach to social parts of the treatment process with special focus on the quality of life
of both patients and their families. To be more specific, in the new approach, social
determinants of health have gained importance. This renovation can be seen obviously in
the high-quality care emphasis of the Organization for Economic Co-operation and
Development (OECD). Due to the fact that cancer is the second leading cause of mortality
in the OECD countries, its latest health policy interrogates how to design a cancer care
system to guarantee a high quality care which is always accessible to all cancer patients
(OECD, 2013). For that purpose, four main policy areas were designated to improve the
quality of breast cancer care, including staying healthy, getting well, living with illness
and end of life wellbeing. Similarly, delivery of a standardized evidence-based cancer care
is accepted as the major necessity to ensure a high quality of care to all patients, through
means of clinical guidelines, multidisciplinary care services and health services
evaluations. Yet, quality assurance is provided by a quantitative approach reviewing
regular performance data to recognize areas of improvement and deficiency, and
providing feedback to providers. In a quantitative approach, it is inevitable to neglect
important points because it is mainly based on statistics and generalizations. Subjective
measures have not generally been used in this approach which is the only way to
understand the quality of life and care of the cancer patient and caregivers. Still,
quantitative approach on quality of life discussions is understandable, because cancer
treatment is itself costly. Thus any extra expenses rooted in the qualitative studies might

create a burden in budgets of countries.
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Even in high-income countries, costs of delivering high-quality equitable cancer care
present a growing challenge to national budgets. The existing inequality in expenditure
for cancer care between countries is growing. For instance, the United States spends
around 100 € per resident, while this number is 196 € in Europe (Aggarwal, Ginsburg &
Fojo, 2014). Within European countries, now there is a new trend of cutting health
budgets, for example Greece cut its health budget by 23.7% between 2009 and 2011, and
Spain cut it by 14% in 2012 under the name of efficiency due to their economic crisis.
Yet, in some other countries, health system protects its primary position within the
national budget. For example, Denmark has separate national health taxes, with healthcare
budgets set yearly through conciliation between central administration and local boards
(Brown et al., 2014). These differences between countries are reflected in the disparities
between health outcomes of the cancer patients. To overcome these inequalities, World
Health Organization has tried to establish a criterion for cancer treatment which will be

discussed in depth below.
3. 2. Human Development Index

There are many different indications to measure social development level of countries;
such as Life Satisfaction Index, Happy Planet Index, Status of Women and Global Gender
Gap Index. Moreover, United Nations have introduced four indications on the same issue,
such as Human Development Index (HDI), Human Development Index based on Gender,
the Index of Gender Reinforcement and Human Poverty Index. These new approaches
opened a new debate by recommending that human development includes more than just
economic development. Before this approach, the particular purpose and measure of
national development was growth of Gross National Product per capita (Kelley, 1991).
Since 1990s, HDI is largely used to measure quality of life in different countries. The
biggest contribution of this index is its effort on expansion in the focus of economic
development to human well-being and quality of life (Sagar & Najam, 1998). HDI is

calculated and updated per annum and analyzes countries in a report.
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Human Development Index, formulated by the United Nations Development Program, is
based on a comparison and measuring of three different arenas of human development,
namely longevity, knowledge and access to resources (Hicks, 1997). For these three
dimensions, this index has chosen proper indicators; specifically, life expectancy at birth,
expected years of schooling, literacy rate and gross national income per capita. Although
HDI added new dimensions to traditional economic and financial indicators, there are
some expected critical modifications to the HDI. For instance, each dimension should be
treated equally and inequity should be considered in each dimension (Sagar & Najam,
1998). Moreover, new dimensions including social disparities and regional differences
should be added to measure the development rates of countries.

Human Development Index generally divides countries into four sub-headings according
to their HDI value calculated according to dimensions mentioned above. The first heading
is Very High Human Development Countries, values of which changes between 0,944 and
0,802. Most of the European Union countries United States of America, Canada and
Australia are in this group. High Human Development group includes Belarus, Cuba,
Islamic Republic of Iran, Turkey, Brazil and so on. Their HDI scores are between 0,798
and 0,702. The third group, medium human development, ranges between 0,698 and 0,555
and contains Egypt, Indonesia, South Africa, Iraq, Morocco, Zambia, Bangladesh and so
on. And the last group is Low Human Development group, values of which ranges
between 0,548 and 0,348. This last group embraces most African countries, Pakistan,
Angola, Madagascar, Rwanda, Sudan and so on. There are country examples from each
group in order to make it easier to compare them. Before analyzing specific examples
from each group, | would like to mention general characteristics of them regarding their

health and social policies about cancer care.

All countries in high human development group have well-developed infrastructure and
human resources for cancer treatment. They have also well-organized social policies about
cancer, but these policies are generally based on means-testing. On the other hands,

countries in high human development group have their own national health insurance
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schemes with different coverage conditions and practices. Yet, cultural, religious and
social differences play a major role in cancer care consequences. Actually, they mostly
have the basic infrastructure and human resources. But they generally experience great
problems in terms of public awareness about cancer. Generally, in medium group, there
Is a shortage in infrastructure and human resources as well as in population-based cancer
registries. These shortages have important consequences for both diagnosis and treatment.
And lastly, countries of low human development group have severe shortages in
infrastructure and human resources. Also they have to struggle with infection-related
illnesses. Thus, a combat with breast cancer is not among their priorities. Still, countries
from each human development group will be discussed in depth below. The details of

countries within these four groups can be seen in the table as follows:

Table 2: Country Groups According to Human Development Index Scores

Public Health
Rank Country HDI | Life Expectancy at | Expenditure
Birth (% of GDP)
2 Australia 0,935 82,4 9
4 Denmark 0,923 80,2 10,6
6 Ireland 0,916 80,9 8,9
8 USA 0,915 79,1 17,1
Very High 9 Canada 0,913 82 10,9
14 UK 0,907 80,7 9,1
17 Republic of Korea | 0,898 81,9 7,2
22 France 0,888 82,2 11,7
62 Malaysia 0,799 74,7 4
69 Iran 0,766 75,4 6,7
High 72 Turkey 0,761 75,3 5,6
75 Brazil 0,755 74,5 5,6
116 South Africa 0,666 57,4 8,9
Medium 130 India 0,609 68 4
140 Ghana 0,579 61,4 5,4
142 Bangladesh 0,57 71,6 3,7
Low 145 Kenya 0,548 61,6 45
151 Tanzania 0,521 65 7,3

Note: Prepared with information retrieved from http://hdr.undp.org/en/countires. Accessed on 24
December 2015.
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As an important part of this thesis, this chapter will try to provide some insights about
ongoing health and social policies concerning women with breast cancer. With this aim,
countries from each level of development will be chosen and exemplified. However, very
high human development group shows differences regarding their policies on this issue.
Thus it will be divided into two sub-groups according to their commonalities in social and
health policies. Under this route, countries from European Union will be discussed firstly.
To be more precise, National cancer strategies will be analyzed to get a clearer picture of
the general framework within the European Union. In relation to this, the European
Partnership for Action against Cancer will be introduced to show the new paradigm of the
Union. The second faction of very high human development consists of the United States
of America, Australia and Canada. After giving some references from the approaches in
the very high human development countries, other levels of countries will be analyzed. In
the high human development, cancer related health and social policies of Islamic Republic
of Iran, Mexico and Brazil will be examined. In the medium human development, South
Africa, Ghana and Bangladesh will be studied. And lastly, Kenya, United Republic of

Tanzania and Nigeria will be evaluated as exampled as low human development countries.
3. 2. 1. Very High Human Development
3.2.1.1. EU Approach

World Health Organization published the National Cancer Control Programs, Policies and
Managerial Guidelines in 2002 to suggest a strategic image of how the struggle against
cancer should be carried on (WHO, 2002). WHO defined National Cancer Control
Programs as designed to diminish cancer frequency and mortality and improve quality of
life of cancer patients (Albreht, Jelenc, & Gorgojo, 2013). This guideline had a broad
repercussion in policy regulations of other countries. In other words, national cancer
policies grew massively, particularly in Europe. The first National Cancer Plans were
introduced in Denmark, England and France focusing on consistent and equal access to

high quality care. Now, most countries in Europe have their own national cancer strategies
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with some differences. For instance, cancer policies in Italy and Netherlands recommend
establishing quality criteria for cancer care and try to evaluate quality standards of cancer
care. Likewise, Belgium, England, Estonia, Ireland, Scotland, Switzerland and Wales
propose a preamble of guidelines and national standards of quality of cancer care (Atun,
Ogawa, & Martin-Moreno, 2009).

Although National Cancer Control Programs have standardized high quality care, their
recommendations are not active steps taken to bring forth concrete results, but they are
policies that cannot leave the paper and meet the real world. This is mainly because they
do not clearly declare how fairness, effectiveness and patient responsiveness goals will be
met. More specifically, in Belgium, there is an aim of education for health professionals
about improving their communication skills with patients and their relatives. Moreover,
diagnosis is expected to be announced with the protocol of a group of experts (Belgium
National Cancer Plan, 2008). Additionally, the same cancer plan recommends lump sum
payment for patients who lose their hair following cancer treatment. These are practical
suggestions determined carefully. On the other hand, Cyprus takes the fight with cancer
by using another approach in its national cancer strategy. It calls the activation and
participation of civil society for ensuring the high quality care for cancer patients (Cyprus
National Cancer Control Strategy, 2009). However, as can be seen in these examples,
suggestions are not concrete and definite. Thus, the main actors who will be responsible

for the supervision of the whole process are not fixed and specific.

All these differences in recommendations may be a sign of the underlying divergence in
funding, policies and access opportunities. For instance, the national cancer strategies of
21 countries have included psychological dimension of the treatment process, but only 10
countries have reserved a budget for it, and only 8 countries have nationally recommended
psychological care guidelines (Borras & Prades, 2014). Cancer control strategy for Poland
takes the quality of life notion in a broader perspective including the struggle against social
stigma and exclusion. Furthermore, it tries to expedite the process of the patient going
back to full social and occupational activity. For this purpose, it defines the roles of both
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professional and unprofessional caregivers, namely those of social care workers,
volunteers, neighbors and the general community (Cancer Control Strategy for Poland,
2014). This example indicates how intangible the recommendations they provide, because

it does not employ particular workers in this struggle.

To provide a framework for cancer care, in 2009, European Union launched a joint action
including member states, with similar needs and different experiences in cancer policy,
which is called the European Partnership for Action against Cancer (Gorgojo, Harris &
Garcia-Lopez, 2012). With this initiative, heterogeneous national cancer programs were
tried to be united or integrated under a homogeneous umbrella. The full implementation
of national cancer programs was one of the major aims, in addition to its detailed targets
and timeframes, close monitoring of progress, achievement of medical strategies and

enforcement of quality control procedures.

As a consequence of this expansion of the care definition, cancer care has become
increasingly multifaceted due to the number of disciplines that should be concerned; and
without this consideration, it would be inevitable to avoid miscommunication, poor
organization and an increase in the fragmentation of services (Albreht, Martin-Moreno,
Jelenc, Gorgojo & Harris, 2015). Within this framework, multidisciplinary teams (MDTS)
are seen as the best approach to organize cancer care, because this approach brings
together healthcare professionals from each related branch involved in cancer diagnosis
and treatment. From now on, MDTs are accepted as practical requirements for optimal
management, because a fragmented health care organization is considered inadequate
when addressing the complex needs of cancer patients. As one of the foremost
requirements of cancer patients, psychological needs are ensured by psychosocial
oncology care services, because cancer and its treatment have a momentous power on the
quality of life of patients, their families and caregivers. For this purpose, the European
Guide for National Cancer Programs regards couple/family counseling and

spiritual/psychological counseling as necessary. This policy is accepted as an essential
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mechanism of effective cancer treatment with providing the care they need and also
deserve (Borras et al., 2014)

In the policy statement of EPAAC, cancer care is emphasized as a process which
undergoes a paradigm shift from a disease-focused management to a patient-centered
approach (Borras et al., 2014). In this new attitude, new concepts become crucial, such as
psychosocial support, quality of life, rights and empowerment of patients. It has been
decided that patients will be included in the treatment decision process and their
preferences will be taken into consideration. Furthermore, in order to minimize the
healthcare disparities across countries with unacceptable outcomes in quality of life of
patients, use of clinical guidelines are goaded (EPAAC, 2014). These comprehensive
clinical guidelines are analytically developed statements to aid practitioner and patient
judgments about suitable health care for detailed conditions. This new approach can be
called “patient-centered” because patient empowerment is the key concept in this process
as it gives the responsibility to patient for managing their own condition. The paternalistic
role of the medical doctor in the decision-making process affecting patient has been
questioned by a growing movement on patient self-sufficiency and involvement in health
care (Ganz, 1994). As a result of this statement, patient-empowerment and support for
families have been offered in nine countries, namely Belgium, Denmark, Germany,

Hungary, Malta, the Netherlands, Spain, Sweden and England.

In Denmark in addition to the support for families, the relatives of cancer patients are
assured to get support. This approach is important because families of patient might also
feel unprepared to cope with this life-changing event (Lethborg, Kissane & Burns, 2003).
In the new phase, family members take a new role as caregivers. Any policy, excluding
family members would be insufficient, because although patients suffer and are treated as
individuals, the reality is that cancer is a community disease (Lakdawalla, Sun, Jena,
Reyes, Goldman & Philipson, 2010). For instance, according to a study conducted with
107 close relatives, there are some unmet needs of relatives (Schmid-Biichi, Borne,

Dassen & Halfens, 2011). The highest ranked unmet need concerning emotional and
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support arrangement is to find time for themselves and regarding practical help is “o find
help with housework. Moreover, patient-centered health care is critical to overcome the
racial, ethnic and economic disparities. Additionally, it is expected to decrease cost and

increase quality of care for patients (Epstein, Fiscella, Lesser & Stange, 2010).

With a similar perspective, the United Kingdom has recently transformed its policy and
passed on to a different phase of care. This new era requires localization for care and
support services. The government launched a national minimum threshold for qualified
needs and put a great emphasis on personalization of those needs (UK Department of
Health, 2014). In the new Care Act some personalized needs can be undertaken by
organizations of the government such as help with housework and gardening and gym
membership (CarersUK, 2014). Besides them, travel costs are also included in the low
income scheme of the national health system, yet in this part again an eligibility criterion
is applied (Tyson, 2010). Although government has such a vital purpose, these aims are
not nationally inclusive and the healthcare system still has some deficiencies. Cancer care
IS an expensive application which every cancer patient is to pay around £35.000 for their
treatment process (HM Government, 2012). The means-testing approach sets an asset
limit, and decides personal payment according to this rate. During this process, local
committees assess the required care and predictable imbursement for that care. Now,
under the name of personalization of care and support, payments are promised to be based
on needs rather than disease (National Collaboration for Integrated Care and Support,
2013). Nevertheless, England’s Care Act is still seen as an effort to endorse privatization
by excluding basic needs from their schemes and applying eligibility criteria (Krachler &
Greer, 2015). The legitimation of this regulation lies under the purpose of rising quality

and reducing costs.

A law commission has been established to analyze these recent changes in legal

regulations on care and support. Unfortunately, their report has indicated that all these

laws are mystifying and tricky and can be comprehended adequately by neither the

patients nor their caregivers (Department of Health, 2012). The framework of this
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commission includes that care should render patients more independent, and give control
to them over their treatment process. Similarly, the Care Act has also been analyzed and
criticized considering its implementation. For instance, the definition of “well-being”,
which is the ultimate aim in the care process, is not tangible within these legal regulations.
In other words, such a subjective concept cannot be considered in such an abstract manner

if the aim is to implement a realistic attitude. There should be a concrete definition of it.

In Europe, when government falls short, some non-governmental organizations take
responsibility for needs of cancer patients in addition to medical treatment. As a good
example, Irish Cancer Society, a charity in Ireland, tries to give door-to-door
transportation service for medical treatment. In Care to Drive program volunteer drivers
carry the patient with their personal cars. Also, Travel2Care is another transportation
assistance fund constituted by NCCP and aims to support people with legitimate monetary
trouble in affording expenses of travelling for treatment. For the purpose of improving
cancer care, Nordic Cancer Union has been founded with the participation of members
from Danish, Swedish, Finnish, Norwegian and Faroese Cancer Societies (The Nordic
Cancer Union, 2012). Each of these organizations is effective in fight against cancer in
their countries. For instance, the Danish Cancer Society aims to achieve the empowerment
of patients by building seven counseling centers. The Cancer Society of Finland, on the
other hand, has established an interactive website for group-chat which enables patients
to share their experiences, emotions and fears. Yet, these organizations are run through
donations and they generally do not take any fund from governments. Additionally, some
non-governmental organizations conduct and fund studies about health systems and well-
being of cancer patients. For instance, MacMillan Cancer Support is a well-known charity
in the United Kingdom and supported a study which has returned the finding that a
plethora of cancer patients experience deprived health and wellbeing following cancer and

cancer treatment (Elliot et al., 2011).

As an important impact of a chronic illness, labor market attachment of women with breast

cancer has been analyzed to see the inner dynamics of treatment process. In Europe,
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almost every country provides paid sick leave for an employee treated for cancer
(Heymann, Rho, Schmitt & Earle, 2009). As a result of this enforcement, even though
patients have a break during their treatments, they habitually go back to their work and
continue their careers after their treatment process. As happened in Denmark, some
women with breast cancer experienced at least one week of unemployment in the 2 years
following breast cancer, yet 81% of patients were still part of the work force after the
treatment (Carlsen, Ewertz, Dalton, Badsberg & Osler, 2014). This study shows the

importance of a well-designed and well-structured work-related policies.

United Kingdom is highly determined in protection of its citizens with breast cancer in
their work lives. The Equality Act 2010 protects cancer patients living in England,
Scotland or Wales from being treated unfairly at work. Cancer patients living in Northern
Ireland is protected by the Disability Discrimination Order of 2006. In these countries,
people with cancer are legally classed as disabled, and these acts indicate employers to
make evenhanded adjustments to both work places and working practices. Some examples
for these attunements might be giving time off for medical appointments, changing job
descriptions, arranging more flexible hours, giving extra breaks, changing performance
targets, changing working place (in case of breathlessness makes it difficult to climb
stairs) and allowing patient to return work after a long period of time off work. Therefore,
it is possible to claim that U.K. has protective and well-designed work policies for citizens

who have breast cancer.
3. 2. 1. 2. United States, Australia and Canada

Commonly called ObamaCare, Affordable Care Act, signed on March 23, 2010,
established the minimum standards for health insurance policies. Now, this law requires
insurance companies to include all applicants within the minimum standards and offered
the same rates not considering of preexisting circumstances like chronic illnesses or
familial health history. However, this new regulation has excluded tobacco users from

some benefits (Martin, 2015). Although discourse of this new aim was inclusive and
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egalitarian, tobacco using has been seen as a personal habit which user should take all the
responsibility. Private health insurance became mandatory, for who cannot be eligible for
government insurance. There are two types of government inclusions: Medicare is for
people above 65, children and disabled (14.3% of the insured people). And Medicaid
covers the most economically disadvantaged part of the society (14.1% of the insured
people) (Durmus, 2015). Moreover, because 23 states discarded the federally financed
extension of Medicaid, approximately 30 million citizens will continue to be uninsured
(Printz, 2014). Also, low income women with breast cancer can be included to Medicaid,
only if she was diagnosed through the National Breast and Cervical Cancer Early
Detection Program which is a free or low cost screening program (American Cancer,
2015). Although this inclusion might be helpful for women in detection cancer early,
uninsured women’s situation is still a controversial issue. Furthermore, nowadays in the
States hospitals offer shorter hospital reside. This change increases the burden of informal
care, especially provided by family members.

Family is commonly the chief responsible in care-giving process. National Cancer
Institute gives some advices for caregivers such as talking with a priest, pastor or spiritual
leader, and praying or meditating (National Cancer Institute, 2014). Furthermore, daily
needs are accepted as areas which community can help, such as cooking, cleaning,
shopping, yard work, childcare, elder care, sharing feelings, driving and so on. This
booklet provides advices for informal ways to take support which shows the lack of the
formal support provided. More importantly, care is defined in a different way in each state,
and there is a lack of comprehensible description. Although, the Affordable Care Act tries
to reach a more collective approach to helping every citizen, accomplishment of the act
can be unfair for some people. To be more precise, a given diagnosis is generally attached
to a specific procedure with no regard to individual dissimilarities (Chandra, Crethar &
Hall, 2014).

Needs of the cancer patients do not end with the treatment process. Currently there are
more than 13 million cancer survivors in the United States (McCabe et al., 2013).
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Numerous of patients will need preventive and medical care following to their cancer care.
There is a need for a standardized regulation for care, because there are no unvarying
standards for the care of survivors. Recent studies indicate that 25% and 10% of cancer
survivors states that they have poor physical and mental health related quality of life
compared with only 10% and 6% of the adults without cancer (Weaver et al., 2012).
Therefore, health system of U.S. should immediately develop a standard for care and

treatment of cancer to increase the quality of lives of cancer patients.

In quality of life approach, home care and personal care are mostly referred two
dimensions. United States government can ensure home care services such as physical
therapy, emotional and spiritual care, help with preparing meals, only if the patient is
eligible for the help (National Cancer Institute, 2015). As mentioned earlier, Medicare
and Medicaid are the main government-run insurance programs and might cover part-time
home care. However, these programs are based on means-testing approach and do not
include all citizens. Still, some Medicaid programs can provide funds to pay family
members for caring the patient. This care may only be substituted by paid professionals
or more expensive facilities. On the other hand, private insurance companies also might
comprise some short-term home care services, and generally excludes personal care from
their plans. In USA, mostly used way for services is self-pay. In other words, for services
of long-term personal care, patient or her caregiver are expected to pay out-of-pocket
payment. Last help comes from community organizations, like nongovernmental

organizations and social support groups.

In USA, non-governmental organizations provide help in some basic needs. For instance,
Adventist Home Health is a faith-based non-profit organization and helps cancer patient
and her family (Adventist Health Care, 2015). Their certified nursing assistants provide
home care services, such as laundry, meal preparation, companion, shopping and
housekeeping. However these services are not free of charge. Other nationwide
community-based voluntary organization is the American Cancer Society (American

Cancer Society, 2015). The major contribution of this organization is overnight
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accommodations to cancer patients based on eligibility requirements. Another way to find
personal care services is home care agencies which can be covered by Medicare and
Medicaid. If the patient is not eligible for these insurance systems, she should make some
payment for these services. Non-profit organizations more tend to give emotional support
and advices instead of financial and tangible support. Similarly, in Australia, non-
governmental organizations share the responsibility with government. As the major cancer
care association, Australia Victorian Government Initiative, which was founded in 2006,
has a well-established approach to support care. They put a great emphasis on person and
family centered approach to care (Department of Human Services, 2009). This

organization prioritizes multidisciplinary and supportive care.

When a patient is not eligible for governmental insurance programs and cannot be assisted
by any nongovernmental organizations and social support groups in their neighborhood,
all responsibility falls to her close family members and relatives. Emotional support is the
most common endorsement supplied by caregivers (Romito, Goldzweig, Cormio,
Hagedoorn & Andersen, 2013). Although most of them lacks of a proper guidance and
skills, caregivers still try to handle instrumental (information, medical services), tangible
(house work) and medical (administering medication) needs. Information about programs
and support for caregivers is not easily reachable. Websites of cancer care centers
generally give links to American Cancer Society and National Cancer Institute. But the
amount of information is generally inadequate and not detailed to particular requirements
of caregivers and family members (Given, Given & Sherwood, 2012). Yet still, to reach

adequate information, internet is frequently used by patients and their caregivers.

Australia makes some suggestion on its governmental health page on their official website

about living with cancer. Due to “getting back to normal” after surgery can take time,

government website recommends patients to stay away from lifting things and weighty

housework (Health Direct Australia, 2014). Furthermore, they are advised not to drive.

In the long-term complications, this website warns about pain and hardness in patients’

arms and shoulder in addition to other symptoms causing by early menopause including
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hot flushes, vaginal dryness and loss of sexual desire. After their treatment process, health
system invites survivors for customary check-ups. Because of hair loss and other kinds of
problems rooted in the way patient look during and after their treatment, there is a
workshop called Look Good Feel Better. This workshop is free of charge and provides
guidelines and counsel about dealing with this transformation. Yet, these workshops are
available only in capital cities, not every region. Additionally, in program of
Aids/Appliances for Disabled People, wigs might be provided for women who are

suffering hair loss from chemotherapy according to their eligibility.

Apart from all these information, Australian government emphasizes on altered emotional
characteristics of women which might create some changes in their familial relationships.
For instance, it is advised to speak to a counselor or a sex therapist for patients who have
problem in their sexual lives and are not getting better with time. Although government’s
approach is inclusive and wide-ranging on this topic, suggestions still stay in abstract level
and do not turn into active steps. Moreover, the cost of cancer treatments shows variety
according to the included insurance system (public or private), whether the patient
continued to work or not, and the rate of travel costs. Local Medicare offices in Australia
give personal information about the safety net on costs of the treatment. Also, the
government-funded scheme is partially responsible for the costs of accommodation and

travel.

During cancer treatment, day to day tasks can become difficult. According to a study in
Australia, the most frequent supportive care needs of women with breast cancer are seen
in their physical and daily living because they are not able to do things that they used to
do (McDowell, Occhipinti, Ferguson, Dunn & Chambers, 2010). To overcome this
obscurity, Australian government has regulated some practical support services. As a
salient example, Meals on Wheels is a program which delivers meals on weekdays to
houses for a minimal payment as a result of a recommendation from the doctor. And the
other service is called domiciliary care services, which supplies basic domestic help and
personal care. The cost of this service is attuned according to means-testing approach.
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These regulations show the person-centered approach of the Australian government
during treatment process. Yet these services are not universal and also they are given in

return of a payment. This still demonstrates insufficiency of this approach.

Similar to Australian example, Canada has recently shown an approach to care issues with
more person-centered perspective. Canadian government aspires to deliver care stem from
individual needs, ethics and priorities. In order to reach patient satisfaction, they operate
several quality control measurements, such as Edmonton Symptom Assessment System,
Ontario Cancer Plan and Ambulatory Oncology Patient Satisfaction Survey (Canadian
Partnership Against Cancer, 2014). These measurements generally focus on health related
symptoms like tiredness, anxiety, depression, well-being and shortness of breath.
Although Canadians do not pay out of pocket expenses for doctor visits and surgical and
supportive treatments as a result of publicly provided health care, almost half of the
expenditure was related with the managing with side effects of chemotherapy (Lauzier et
al., 2013). However, Canada does not have a national health insurance plan. It mostly
applies regional fund plans with private insurance plans (Aggarwal, Ginsburg & Fojo,
2014).

Besides these medical and supportive care plans, working lives of women with cancer
were intended to be protected by legal regulations in these countries. The main perspective
in this approach is the idea that cancer is a phase which renders patient vulnerable and
fatigue, and during this process employees should not discriminate against them due to
their side effects. For example, in Australia work lives of women with breast cancer are
highly protected by legal regulations. Employers are forbidden to differentiate against the
patient and rendered responsible for making some adjustments such as allowing time off,

flexibility with working hours and tasks.

Similarly, in USA, The Family and Medical Leave Act of 1993 ensure patients to take
reasonable unpaid leave for certain medical reasons. Not only women with breast cancer

but also caregiver of a family member can benefit from this regulation. Employers are
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required to keep group health coverages of while their workers with cancer are on leave.
As discussed earlier, Medicare is for elder people and Medicaid is designed for the
deprived and those who cannot access to private health insurance plans. Thus, the rest of
the society who are not eligible for these government-funded insurances is in hands of
employer funded and employer facilitated healthcare plans (Spivak, 2014). The hidden
catch in USA health system is that most of the insurance schemes introduced by the
employers can be inactivated if the patient stops working. A study conducted in USA in
this issue, analyzed attitudes of women who worked for employers sponsoring their health
plans, thus cessation of working means a risk of losing their benefits. Results show that
most women continued to work during their treatment, nonetheless chemotherapy
recipients are found more expected to choose to end working (Hassett, O'Malley &
Keating, 2009). Similarly, another study reveals that the rate of return to work of breast
cancer survivors is highest in United States with 93%, while Netherland shows the lowest
rate in world with 43% (llam, Dahlui, Majid, Nahar, Taib & Su, 2014). This divergence
depictures the impact of health insurance systems and benefits on return to work rates of
cancer survivors, both positively and negatively. In other words, in countries with no
national health insurance systems, the fear of losing health insurance can considerably
influence the conclusion of working or not. Benefits compensated to an employee who is
absent from work is highly provided in most of the European countries in the case of
treatment for cancer, but the United States is the only country that has no guaranteed paid

sick leave.

There are multifarious factors behind the conclusion of not continue working. As
mentioned earlier, health insurance system and benefits play the major role in this end.
For example, according to a research conducted in Canada, wage loss due to cancer
treatment process is one of the most significant adverse outcomes of this sickness (Lauzier
et al., 2008). This study shows that wage lost is commonly associated with distance of
living arrangements of patients to health care center, lower level of social support,

chemotherapy and government employment insurance (Lauzier et al., 2008). Another
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reason of wage lost is the socioeconomic position and ethnicity of the cancer patient.
Breast cancer’s non-employment effect appears to be twice as much as large for African
American women compared with rest of the society (Bradley, Neumark, Bednarek &
Schenk, 2005).

Not only cancer patients, but also caregivers are at risk of losing their works during the
treatment process. In a study conducted in Canada shows that caregivers face augmented
inability to work in ordinary hours due to their increased responsibility in the care they
provided (Grunfeld et al., 2004). They usually try to use special leave and holidays to
compensate these needs. Likewise, as can be seen in the perceived burden, majority of
caregivers are endured to some psychological disorders such as anxiety and depression.

And these psychological problems play a huge role in their professional lives.
3. 2. 2. High Human Development

Within the high Human Development Index areas, female breast cancer shows similar
patterns in terms of their new cases per year (Bray, Jemal, Grey, Ferlay & Forman, 2012).
Although higher HDI countries have generally higher public health expenditure and
relatively more inclusive health and social policies, cancer is still one of the most common
causes of death, and the breast cancer is the most common one for women. Malaysia, Iran
and Brazil are three examples for high development index countries. Similarly, Turkey is

ranked among this group and it will be discussed in the next chapter in depth.

These countries with high development scores have their own national health insurance
schemes, with different coverage conditions and practices. Yet there is still a dilemma in
their coverage and eligibility criteria. For example, in Brazil, cancer patients can qualify
for several benefits, such as sickness pay and disability retirement. However, these
benefits do not cover all citizens. (Gravena et al., 2013). Actually, Brazil health insurance
scheme has strict eligibility criteria on deciding who will benefit from sickness pay and
disability retirement. The coverage may be result of differences in approaches of these

countries to welfare state as an idea. If they have a broader understanding in terms of
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responsibilities which a government should have, they provide broader services for more
coverage in terms of population. Additionally, resources of countries also affect the

capabilities to provide such benefits.

Disparities based on resource of countries show its impact rigorously in Iran. The average
age of breast cancer is earlier than developed countries because of shorter life expectancy
(Mousavi et al., 2007). Although Iran government employs healthcare workforces and
equipment, it is problematic to implement a unique cancer strategy due to cultural,
religious and social differences (Asadzadeh, Broeders, Kiemeney & Verbeek, 2011). Thus
it is possible to argue that, economic resources, as well as cultural, religious and social
differences play a major role in approaches of countries to welfare state and health and

social policy practices, especially in their government-funded health services.

Another picture showing the huge impact of cultural, religious and social factors on cancer
incidents can be seen in another high development index country, namely Malaysia. In
Malaysia, beliefs in complementary alternative medicine and fear of cancer consequences
render psychological counseling necessary for all cancer patients. These psychological
factors play a chief role in the conclusion that a quarter of the cancer incidents can be
diagnosed in their third stage of cancer and 18% of the incidents can be found even after
the fourth stage of the illness (Norsa'adah, Rahmah, Rampal & Knight, 2012). Late
diagnosis directly and negatively reflects on the chance of survival of patients. Both
patients and their families cannot reach adequate counseling, thus they embitter the fear
in the society. Additionally there is a lack in a policy of campaign for raising the awareness
for cancer in public. To sum up, although these countries are highly ranked countries in
Human Development Index 2015, they mostly lack inclusive and universal health and
social policies to enhance the quality of life and care of women with breast cancer and

their caregivers.
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3. 2. 3. Medium Human Development

Generally, in medium-resource areas there is a gap in high quality cancer care due to a
shortage in population-based cancer registries, inclusive policies and increased incidence
rates of female breast cancer (Bray, Jemal, Grey, Ferlay & Forman, 2012). Although it is
not possible to analyze medium human development countries just by examining four
countries, examples from South Africa, India, Ghana and Bangladesh will try to represent

general framework of this group.

Firstly, Cancer Control Plans, seen in almost all very high developed countries, are also
seen in some countries in this group. Surprisingly, in South Africa, South Africa Cancer
Control Plan was planned in 1993. However, it was only after 1999, the National
Department of Health adopted it and put some recommendations into practice (Cristina,
2015). One of the most important implications provided by this control plan was the
regular screenings. South Africa has started to offer free cancer screenings for 5 major
types of cancer. Yet, there remains a question whether this practice is effective due to the
long time intervals (Jung, 2015). Indeed, the longtime intervals between expected cancer

screenings are mainly rooted in shortage in medical equipment and specialists.

The shortage in medical equipment and human resources may have vital consequences in
terms of both treatment and stages of diagnosis. For instance, India also lacks adequate
screening options. As a result of this deficiency, 61% of women with breast cancer were
diagnosed at the stage four in Delhi (Pakseresht, Ingle, Garg & Sarafraz, 2014). This can
be mainly because of the ineffective screening policies and lack of screening machines.
The same study reveals that women with lower income are more likely to be diagnosed at
advanced stages of breast cancer. Therefore, these countries should immediately develop

effective and well-designed screening services covering all population.

In a similar manner, Bangladesh has a deficiency of radiation therapy machines, hospital
bed, trained oncologists and technologists (Hussain & Sullivan, 2013). Although, there is

a need for 300 radiotherapy centers to meet the demand, the country has only 17 centers,
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only one of which located in rural area of the country. This inequality creates negative
consequences, because in rural areas the costs of travel to the nearest hospital cannot be
affordable for every family (Ginsburg, 2013). On the other hand, in Bangladesh, majority
of the total spending on health is funded through out of pocket payments. In other words,
there is not any well-structured government-funded insurance system providing cancer
treatment. Therefore, one can safely argue that countries with middle Human
Development Scores have severe shortages in their infrastructure and human resources.

This adversely affects the quality of lives and cares of their citizens.
3. 2. 4. Low Human Development

Major challenges in front of a high quality cancer care in low-income countries are
financial constraints, lack of scientific information, a shortage of professionals, political
insecurity and social/cultural factors (Anderson et al., 2006). Moreover, economic impact
of cancer is perceived diagnosis only in advanced stages of cancer, because these low-
resource countries have variety of priorities besides to cancer treatment. In other words,
in low HDI regions, breast cancer is one of the most widespread cancer types in women,
but two further infection-related cancers, namely cervical cancer and Kaposi sarcoma are
also common (Bray, Jemal, Grey, Ferlay & Forman, 2012). Thus, the priority is generally

given to these cancer types and other infection-related illnesses.

Majority of the low and middle income countries suffers from an insufficient insurance
for their citizens (Bridges et al., 2011). Thus, although countries have a theoretical
framework regarding cancer care, they face some difficulties in implementing those
regulations. Women face obstacles in all stages of the necessary care for breast cancer in
lower human development index regions, but most frequently in the treatment period
(Gongalves, Travassos, Almeida, Guimaraes & Gois, 2014). In resource-limited countries,
medical treatment is not provided in sufficient amounts. Take Tanzania as an example,

which employed only one medical oncologist, four radiation oncologists and two
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physicists for its total population (Eguzo & Camazine, 2012). Therefore, these countries

cannot provide the necessary treatment to their citizens.

Women with breast cancer living in rural regions experience double burden of cancer in
countries with insufficient medical professionals. There can be two main reasons of it.
Firstly, expenses of treatment can be really high and it is not always possible to afford
them. And second, cancer patients and caregivers should also try to overcome the
transportation and distance difficulties to their treatment. Due to the unequal ratio of
medical experts to population, most of the people have difficulties in access to diagnosis
and treatment. Furthermore, national insurance systems do no generally include all cost
of cancer treatment. For instance, Nigeria and Ghana has excluded cancer treatment from

their National Health Insurance Schemes (Odeyemi & Nixon, 2013).

Universal disproportions in breast cancer control endure due to a lack of a widespread
control strategy in many countries. Perhaps, one of the most important indicators of a
compassionate health system is national registration arrangement within a well-designed
national cancer strategy. It provides nearly all necessary characteristics of health graphics
of populations. However, there is a mutually reinforcing relation between a well-
constructed registry system and an inclusive health insurance. A lack of population-based
data on cancer indicates the underappreciated point of view to this issue. Thus, a myriad
of low-income countries does not have an efficient health recording system and as a result
of this lack, screening is not generally applied (Akinyemiju, 2012). As a result of some
forms of barriers any lack in screening programs. These barriers can be grouped as
difficulties in access to health systems, insufficient information, problems in infrastructure
and socioeconomic conditions. For instance, population-based registration system does
not exist in Kenya. And this paucity directly reflects to ratios of cancer survivors to all
cancer patients. In other words, in these countries, mortality due to cancer is really high
(Ferlay et al., 2014). Due to lack of advanced medical opportunities, low awareness and
inadequate screening services, 80% of cancer patients diagnosed at their advanced stages

and quite few of them can achieve the curative treatment because of distant referral and
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delays (Republic of Kenya Ministry of Public Health and Sanitation and Ministry of
Medical Services, 2011). Perhaps, Kenya is one of the most striking examples showing
the crucial impact of institutional barriers on women with breast cancer, as can be seen in
this example. Therefore, low-resource countries should immediately solve their
infrastructure-related deficiencies to increase the quality of life and care of their citizens.
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CHAPTER IV

HEALTH SYSTEM IN TURKEY

4. 1. Health System in Turkey before the Health Transformation Program

Actually, welfare state is a relatively new concept for Turkey. It is started to be used only
after 1960s. The Socialization of Health Services Delivery Act of 1961 was the first
regulation which touches upon that wellbeing of citizens and medical care are natural
rights which should be fulfilled by the state policy (Yavuz, 2011). Having been stated in
this written regulation, provision of health services to each member of the residents was
aimed to be conducted on the basis of equity and priority. This regulation has a prominent
importance for being the first written text in which Turkey renders itself a social state.
Although Turkey has named itself as a social state, its actions were not fully generated in
this principle. For instance, during this era, health system in Turkey was mainly financed
through general taxation with some user charges. Although in the Constitution, Turkish
State has defined itself as a social state since 1961, until recently there was no well-defined
and developed health policy which is expected to be more inclusive and universal (Ersoy
& Sarp, 1998).

During the last 30 years, Turkey has encountered with massive urbanization, rapid
industrialization, changes in population and increasing chronic diseases, resulting in the
augmentation in health spending (Mandiracioglu, 2010). These alterations evoked a
necessity to plan the health system of Turkey, in the similar vein with other developing
countries. Turkish welfare regime has undergone a salient transformation since the 1980s
(Bugra & Keyder, 2006). First, with the introduction of neoliberal policies by military
regime of 1980 and following civilian new right governments, the role of the state in
economy, thus welfare mix, have been fundamentally changed (Bugra & Adar, 2008).

Second, periodic economic crises since 1980s and massive rural to urban migration have
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led to the erosion of family and kinship based solidarity. In parallel to these
transformations, some structural adjustments and market-oriented reforms were
implemented. For instance, the Constitution of 1982 changed the fundamental duty of

government from provision to regulation of the public health services (Davas, 2011).

In the years following 1980s, public policy was influenced by neo-liberal discourses. The
standpoint of the new ruling government was contradicted with the health policy of that
era (Kilig, 2008). During the same period, some policy changes were conducted to
enhance privatization in health service provision, such as giving permission to medical
doctors working at public amenities to open their own private clinics and beginning of
copayments for various drugs (Yasar, 2011). The Fundamental Law of Health Services of
1987 aimed to change the centralist organization of public hospitals by increased
decentralization (Altan, Kerman & Eke, 2013). Nonetheless, none of these purposes could
have successfully been implied. After a decade, 1990s has passed with abstract national
health programs that cannot leave the paper and meet the real world, such as
decentralization in health management system and family medicine scheme. The solid
change of that decade was the introduction of Green Card in 1992 to make health care
possible for people who cannot compensate its cost. Green Card as a means tested health
care assistance scheme regulated by General Directorate of Social Assistance and
Solidarity (Yoltar, 2009). Other plans and programs could only turn into concrete legal

regulations in 2000s as a part of Health Transformation Program.

To summarize, before the Health Transformation Reform, Turkey had highly polarized,
fragmented and hierarchical formal social security system. It included three institutions
based on occupational groups (Boratav, Yeldan, & Kose, 2000). The first is the Social
Security Institution for workers in formal sector (Sosyal Sigortalar Kurumu — SSK)
founded in 1945. The Retirement Chest (Emekli Sandig:) for civil servants was the second
institution founded in 1949. The third institution was founded in 1971, namely the Social
Security Institution for the Self-employed (Esnaf, Sanatkarlar ve Diger Bagimsiz
Calisanlar Sosyal Sigortalar Kurumu - BAG-KUR). All these institutions provided health
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and pension provisions for beneficiaries and their dependents with different norms and
standards (Kocacik, 2001). But this system of social security left unprotected almost half
of the population without social security insurance. In other words, this system only
protected formal sector workers. It left formally unprotected unpaid family labor and
informal employment which historically constitutes majority of the work force in Turkey
(Bugra & Keyder, 2006). Turkish Health System is structured in such a way that, without
any insurance, people are deprived of the means to obtain proper health care and pension.
Since 1976, the retirement chest has provided monthly pension to elderly above the age
of 65 and disabled above the age of 18. As will be discussed below, these three institutions
were united under a single umbrella institution in 2008 with Social Security Institution
Law (Elveren, 2008).

4. 2. Health Transformation Program

During the last three decades, almost every country has tried to implement a
transformation to their social security system, and most particularly to their health system.
Actually, despite their economic and social differences, a myriad of countries from Asia,
Europe, Latin America and Africa has been conversing on similar changes about their
health policies. The chief reason of this is rooted in the neoliberal dynamics which have
penetrated into the economic and political structures of these countries (Giinaydin, 2011).
In fact, the purpose of this transformation is in parallel with neoliberal discourses, which
can be summarized by decrease in expenses and increase in efficiency without any
limitation in access of the society to health care. Similarly, the health transformation of
Turkey is put into practice in 2003; however, it actually is the result of neoliberal structural
transformation programs adopted since 1980s (Sahin, Ozcan & Ozgen, 2009). The
Constitution of 1982 has performed fundamental amendments in the role of government
in health by degrading it to supervisor and monitoring position. Another noteworthiness
of this constitution lies in its emphasis on general health insurance and co-payment. The

same period brought different means for legitimation of health transformation such as
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ethical violations of medical doctors and other difficulties generated as a result of
structural deficiencies (Elbek & Adas, 2009).

Before the health transformation, since the beginnings of 1990s, social security system
faced serious financial predicaments with the risk of blockage in Turkey (Giimiis, 2010).
Thus, Ministry of Health took European countries as its role models for this program;
nonetheless, Turkey is utterly dissimilar with them in terms of its social policies,
organizational structure, financial situation and human resources (Ozdemir, Ocaktan &
Akdur, 2003). Thus such a modeling is problematic from the beginning due to these
fundamental differences. The Health Transformation Program should be understood in the
light of these motives and historical background since 1980s. In other words, Health
Transformation of Turkey should be analyzed within its own unique historical and
structural particularity.

Health Transformation Program can be taken as a two-staged process. The first period,
between 2003 and 2009 was a project aiming the basic transformation in health system in
Turkey. And the second phase was between 2009 and 2014 included social security
reforms to its package. Efficiency, productivity and equality are the concepts providing a
road map for health transformation program in organizing, financing and delivering health
services (Basol & Isik, 2015). This program has nine main principles as divided by the
Turkish Ministry of Health, namely human centrism, sustainability, continuous quality
improvement, participation, reconcilement, volunteerism, division of power,
decentralization and competition in service (TC Saglik Bakanligi, 2007). Although
Ministry of Health constructs 9 subheadings to show the main principles and aims of the
Health Transformation Program, they can be grouped under four main groups.

Components of health transformation program can be summarized as follows.

Firstly, The Ministry of Health has become the planner and controller of health services,
instead of providing them. Throughout this transformation, the duty of Ministry of Health

has been shifted to include policy generating, controlling and monitoring practices
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(Diindar, Uzak & Karabulut, 2010). From then on, Ministry of Health is not the provider
of health services, but the purchaser of service from private health institutions. For this
purpose, chief amendments were implied on the structure of central and provincial
organizations by rising responsibilities of the latter ones. This new instruction fashioned
a Ministry of Health which is a manager and a conspirator, rather than a service supplier.

Moreover, Health Transformation Program has issued a General Health Insurance. As
discussed earlier, social security system had had a segmented characteristic, including
Social Insurance Institution, Social Security Organization for Self-Employed and Social
Security Organization for Civil Servants before the new umbrella approach introduced. In
the old form both services and coverage were not provided with a standardized
consistency. Moreover, the majority of population was not included in the insurance
protection, some of which was entitled to Green Card (Karadeniz, 2012). Health
Transformation Program tried to eliminate these inequalities in health services among
three social security institutions. However, General Health Insurance has been prevented
from reaching width coverage due to informal economy, high unemployment rate, unequal
income distribution and widespread poverty (Yasar & Ugurluoglu, 2011). The urgent need
of a mandatory health insurance system covering all members of society to improve the
quality of services and bypassing the disparity among the citizens was tried to be handled
by eliminating the financial relation between the patient and doctor. Hospitals managed

by Ministry of Health were rendered free to access of private sector insurers.

The separation of health insurance from the present social security institutions and
collecting all health insurance system under a single umbrella was the main condition of
this regulation. For this purpose, some steps were introduced to take citizens under
guarantee such as the definition of level of poverty, provision of public resources to
partially refund the eligible people, separation of health premium pool from other social
security subsystems, introduction of main guarantee package in the health services and
establishment of contracts to purchase service from primary health institutions

(Gokbayrak, 2010). Most importantly, a National Health Budget has been set up to pursue
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the mobilization of resource capacity. All these steps were taken in accordance with the
Ministry of Labor and Social Security. General Health Insurance constitutes from different
components, the first of which premiums shared by employer and employee. In this share
government’s premium is only 3% (TC Saglik Bakanligi, 2007). Additionally, the second
financial resource of this insurance scheme is the co-payments paid by insurance holders.

Thirdly, this transformation program has brought Primary Health Care Services and
Family Medicine into the context of Turkey. Developing a well-established primary health
care system was one of the most dominant aim of the Health Transformation Program.
Correlatively, with the neo-liberal discourse, individuals were encouraged to choose their
own family physicians. More importantly, this program has taken the individuals as a
group with their families by considering the idea that health is produced within a family
environment (Yavuz, 2011). Thus, the primary health care service was in hands of family

practitioners.

Current, general physicians should participate in internal training program lasts for ten
days started to be given by the Ministry of Health. This education was the only way to
become family physicians (Oztek, 2006). Family physicians are responsible for the health
of all household members. These doctors are paid a monthly capitation imbursement
according to the number of people registered to them. It was planned that empowerment
of primary health care would decrease the burden of overcrowded hospitals and excessive
health expenses (Ergun & Ergun, 2010). However, family physicians would be the main
responsible for staged referral chain. In other words, after the registration and treatment
of each patient, they decide the next step of following chain including secondary and third
level institutions. If this referral chain is not followed by the patient, s/he must pay a co-
payment in the case of applying hospital directly. Although the Ministry of Health has
been eager to structure a proper referral chain, it still defines breaking of this chain by a
patient as a right. Since 2007, primary care services have been free even for the people
who are not within the scope of any health insurance (OECD and World Bank, 2008). The

new regulation of emancipating the use of both private and public hospitals can be read as
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a conspicuous approach expanding the convenient facility effectively in health services.
Additionally, basic health services were expanded drastically during the Health
Transformation Program. Ambulance service of the public institutions is promised to be
provided free of charge (Basol & Isik, 2015). Similarly, emergency health care services
were excluded from the payment chain. In other words, patients are not subjected to any
out of pocket expenses in case of emergency. And lastly, conditional cash transfers started

to be disbursed to encourage mothers to have regular check-ups for their children.

And the last renovation brought by this program is the financial and administrative
authority of health enterprises. Each hospital, including private ones, can provide services
to citizens as long as they make necessary arrangements with insurance institutions and
pay importance to the referral chain (Erengin & Yolcu, 2008). Upon necessary controls
about the prices, those hospitals can provide services. One of the main intentions behind
this directive is to increase effectiveness in public hospitals. Similarly, each public
hospital has also gained autonomy under the control of the Ministry of Health, thus they
became responsible for their own organizational decisions, service quality and finance
(Saragoglu, Siilkii & Ac¢ikgoz, 2012)

Despite these well-established aims, one cannot always be sure what causes something,
nor can one predict with certainty what effects may result. The traditional views of the
governments about health system in Turkey are so deeply ingrained that they have not
really changed (Kurt & Sasmaz, 2012). The success of health reforms can be understood
only according to the changes they produced on the society, rather than the intentions and
motives of the governments (Browne, Roberts, Gafni, Byrne, Kertyzia & Loney, 2004).
By analyzing the impact of health transformation program on the current health services,
one can easily reach the conclusion that the ultimate goals have not been reached during

this period.

To summarize the health system after the transformation, one can argue that this system

brings new striking regulations health care practices. Maybe the most important was that
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family practitioners have payment based on performance (Akman, 2014). This means that
they are paid per patient they have been applied. In other words, the more patient
registered to them, the more payment they gained. This system of payment encourages
family practitioners to register patients as much as they can reach, which means the
decrease in time allocated per patient. More important than this, there is a structural
transformation in the relationship between patient and physician. Indeed, many scholars
argued that it has turned into consultant customer relationship because some family
practitioners are inclined to give importance to their number of registration instead of

treatment process (Ugurlu, Egici, Yildirim, Ornek & Ustii, 2012).

Although one of the most important aspects of this program is the empowerment of
primary care services, there are no meaningful improvements in primary care. It still lacks
central provisions such as sponginess number and quality workforce, unbalanced
distribution patients per family practitioners and lack of applications supporting
multidisciplinary approach (Akman, 2014). In public health expenses, government’s main
priority is on preventive and primary health care rather than curative and medical care.
The underlying motive behind this decision might be the fact that benefit of the first one
is higher than its cost in terms of the allotment of public resources (Yazihan & Yilmaz,
2015). In other words, cost of treatment would be decreased by treating cancer in its earlier

stages.

All in all, General Health Insurance system remains far from providing coverage of the
entire population because access to health insurance is mainly based on payment of
premiums. A matter of considerable controversy at present is the issue of whether Health
Transformation Program has ended the disparity among the citizens in terms of access to
health services or rather expanded it by giving more rights to people who are able to pay
their premiums. In other words, Health Transformation Program is a controversial issue
whether it created a new inequality based on income or expanded the accessibility of
health services for lower income group of people. According to a study analyzing the
service satisfaction in health system has revealed that contentedness is increased in the
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lowest 30% income group relatively more than that in the highest 70% income group
people apart from their insurance situation (Hazama, 2015). Additionally, insurance
coverage for the lowest income group supplied by the government has increased
dramatically that 2,4 million people in 2003 have rose to 10.2 million in 2011 (Atun et al.,
2013). Therefore, although the Health Transformation Program has brought huge
renovations to the current health system of Turkey, it still needs more regulations to

provide high quality of care.
4. 3. Cancer Control in Turkey

In Turkey, breast cancer is ranked among the most fatal diseases, as noted above. Still,
breast cancer is a type of disease with longer life expectancy and the best prognosis. Thus,
living with cancer is longer in breast cancer. Under these circumstances, health and social
policies have become vital to increase the quality of life for women with breast cancer,
caregivers and other family members. Nevertheless, Turkey has shown inefficient activity
in the fight against cancer. In this part, the history of health arrangements regarding breast

cancer will be examined.

The fight against cancer does not have a long history in Turkey. Not until the Turkish
Association for Cancer Research and Control was founded in 1947, functioning as a civil
initiative on this particular subject, public awareness was not raised and treatment
procedures were not shaped (Ministry of Health, 2011). However, until 1960s, cancer
treatment was fulfilled by general hospitals, not specialized in the oncology field. In
1960s two oncology hospitals were established in the capital city of Turkey, Ankara
(Ministry of Health, 2009). During the same decade, as the first official movement to fight
against cancer, government set up a branch which turned into a directorate in 1970
(Ministry of Health, 2009). After 20 years, Turkey became a member of the International

Union against Cancer to share experiences and establish partnerships on this topic.

Perhaps, the most important point in the fight against cancer is the systematic and national

data registry, because it is not possible to decide on which type of cancer has more
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importance than the other types of cancers and direct human resources and infrastructure
to the right channel in making strategic plans. Within this framework, in 1982 cancer was
taken into the scope of “reportable diseases”, but the method used in recording was a
passive approach (Aydin, 2007). Therefore, the incidences of mortality in
incommunicable diseases were not recorded properly until 2008, and the reasons behind
deaths were registered only in big city centers. It was only after 2009 registration of
mortality were tried to be rendered formal and systematic (Ministry of Health, 2011). For
this purpose, in the cities in which active cancer registry centers are located there are
multiple steps in cancer registry such as collection of data from public, private and
educational hospitals and nursing houses. However, due to the lack of data density and
lack of data centers in most centers, incidences of cancer mortality are still shadowy
(Tuncer, 2009). But still, it can be said that one of each four women cancer is breast cancer
in Turkey (Giiltekin & Boztas, 2014).

In addition to the lack of proper records, lack of early diagnosis is another deficiency in
cancer care in Turkey. Breast cancer is a progressive disease. In the early phase of
diagnosis the possibility of successful treatment is higher, which makes life expectancy
also higher. Thus, Turkish national health regulations prescribe screening for women aged
between 40 and 69 in every two years. Cancer screenings in Turkey are handled by Cancer
Early Diagnosis Screening and Training Centers (Kanser Erken Teshis Tarama ve Egitim
Merkezleri / KETEM). There are 134 KETEMs in Turkey, at least one for each city
(Ministry of Health, 2014). Since 2008, KETEMSs have been providing free cancer
screening for women. Women aged 40 to 69 can be scanned in every 2 years according to
National Cancer Control Program (Tuncer, 2009). Nevertheless, breast cancer screening
is still limited to a small proportion of female citizens; which is much lower than the
aimed. This deficiency is due to three underlying reasons, such as inadequate human
resources, lack of awareness and problems in the availability of services (Ozmen, 2013).
As a salient example, the number of radiologists is so few that it is not possible for them

to assess the radiological results properly and efficiently. Under these conditions,
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according to the available data, most of the breast cancer incidences in Turkey are detected
at their third or fourth phases (Ozmen, 2013). Consequently, there is an urgent need for
national screening programs which include most of the population. Therefore, cancer
registration and screening implementations in Turkey are not sufficient under the current

circumstances.

Further, cancer centers are not sufficient considering needs of Turkey. In addition to this
deficiency, these cancer care units are not work in a harmony with each other. In other
words, there is no coordination among these institutions in terms of division of labor and
cooperation. Radiation oncology centers, one of the most imperative components of
cancer treatment, is both limited and unequally distributed among regions (Kuter & Cakair,
2004). More importantly most of them do not have adequate technological equipment
(Erko¢ & Yardim, 2011). Additionally, big hospitals specialized in cancer treatment with
their experienced staff are located in big cities. Thus, one can safely argue that patients
are obliged to move to these cities for medical opportunities during their cancer treatment.
Still, cancer diagnosis and treatment has gained importance within the establishment of
health transformation program. According to the regulation accepted in 2010, cancer
patients are not obliged to make any payment during their radiotherapy and chemotherapy
(Basol & Isik, 2015). This regulation has made it easier for patients to reach the basic
treatment and care. However, there is still a significant gap in legal regulations in terms
of patient and caregiver rights. Similarly, current health system has significant lacks and

deficiencies in terms of cancer.

Cancer care in Turkey is provided considering only the current basic necessities. One of
the principal reasons of this is the inefficient human resources. Unfortunately, cancer care
system in Turkey employs only one to third of the required professionals. To be more
precise, when examining the present situation, there are 175 medical oncologists, 97
pediatric oncologists, 306 radiation oncologists, 88 radiation physicists, 525 oncology
nurses, 50 psychologists and 23 social service specialists (Saglik Bakanligi ve Temel
Saglik Hizmetleri Genel Miidiirliigii, 2011). According to a recent study, 81,7% of cancer
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patients are in need of rehabilitation and 24% of them cannot perform their daily activities
(Aras, Delialioglu, Atalay & Taflan-Selguk, 2009). These results highlight the inadequacy
of human resources, not only in terms of medical care but also in psychology and social

domains of cancer care.

More dolorously, among European countries the last country in terms of number of
medical oncologist per patient is Turkey. There are only 2,4 specialists for one million
people in need of cancer care (Tiirkiye Biiyiik Millet Meclisi, 2010). For instance, 52% of
the total cancer patients are in need of one cure, 25% of them two cures of radiotherapies.
Thus, the capacity of radiology specialists should urgently be increased. Moreover, in
breast cancer screening, radiologists, who are necessary to review the results of scanning,
are not in sufficient by number (TBMM, 2010). As mentioned earlier, in Health
Transformation Program, family practitioners have gained importance. However,
oncology education is not included efficiently to their rotation training program. Thus, the

main responsible in the primary care service is not proficient for cancer care.

Turkey lacks a multidisciplinary approach in cancer care which is an essential part of a
high quality treatment. Each cancer patient has a different type of cancer due to the
differences in stage, type and place of tumors. In multidisciplinary approach, each patient
has its own path for treatment with specialists from different fields. However, in Turkey
even medical surgery for breast cancer is handled by general surgerists. In such a compact
and mixed operation, experts with no special experiences in breast biology could not be
responsible on their own (Tiirkiye Biiylik Millet Meclisi, 2010). This shows that it must
be a sub-branch of breast oncology in both education and practice. Under these conditions,

in many cases inefficient surgeries would lead further surgeries in following phases.

For most of the countries, one of the most essential predicaments is to allocate obligatory
resources for cancer treatment. A high quality cancer care requires a high technology in
devices and equipment. Currently, Turkey cannot produce the compulsory appurtenances

such as radiology screening machines within its borders. Thus cancer care is dependent
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on exportation (Tirkiye Bilimler Akademisi, 2014). However, Turkey needs high-
technology machines to provide the basic treatment. Machines and necessary drugs used
in chemotherapy and radiotherapy create a huge economic burden on Turkey. For
instance, radiotherapy machines are especially expensive (Jakivijevic, Zugic, Rankovic &
Dagovic, 2015). However, in lower income countries, radiotherapy has a more vital
importance due to the late diagnosis and characteristics of most spread cancer types.
Moreover, due to the small number of machines, they can be broken down easily. Patients
can wait for weeks to reach the appropriate equipment for their treatments due to long
maintenance and repair span. More importantly, countries can also create unequal
distribution of necessary equipment. This means treatment machines can show regional
differences in the same country. For instance, medical imaging devices can be adequate
in terms of their numbers for a country. Yet, they can be distributed without considering
the regional needs and demographical disproportions. Actually, Turkey can be a good
example for this. In Turkey, in some regions patients face difficulties in access to

necessary treatment due to lack of appropriate devices (Giiler & Giilliioglu, 2014).

Besides deficiencies in the necessary infrastructure in terms of equipment, devices and
human resources, health and social policies also have fundamental lacks. For instance, end
of life care policies is not well-developed and well-established in Turkey. According to
WHO, palliative care should be taken into consideration as an integrated approach
involving solutions for physical and psychosocial problems faced by both patients and
their families (Ventafridda, 2006). However, in the health system of Turkey, the
significance of palliative care has not been understood. Patients in their terminal periods
are generally cared and supported by their families and relatives in houses as a result of
traditional family-kinship solidarity dynamics. Actually, most of the hospitals in England,
Canada and United States have specialized palliative care units in oncology hospitals
(Feudtner, Womer, Augustin, Remke, Wolfe, Friebert & Weissman, 2013). However, in

Turkey there were no palliative care units until recently (Baser, Kahveci, Déner & Ozkara,
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2014). The Ministry of Health has recently issued a regulation about palliative care units.

And it is possible to expect gradual increase in the palliative care units and facilities.

Besides palliative care, health and social policies have some lacks in psychological,
tangible and social care needs of women with breast cancer. Due to lack of efficient
support mechanisms in place, care is generally undertaken by family members in Turkey.
Neither social workers nor social nurses are employed in this field. However, cancer
patients face certain difficulties in their domestic and social lives during cancer treatment
process. Indeed, most patients need help in housework, cooking and cleaning, and some
of them have troubles in their personal care during radiation treatment process (Ertem,
Kalkim, Bulut & Sevil, 2009). More drastically, the same study proves that all need of
them are tried to be handled by their family members. However, these needs cannot be
solved professionally by these people who did not take any education within this specific
field. Therefore, there is an urgent need for a holistic approach in health and social policies
regarding cancer. In this approach, care needs of women with breast cancer should be

provided by well-educated social workers.

Working life of patients and caregivers is another controversial issue. There are certain
deficiencies in protective legislations for cancer patients and caregivers especially in
informal sector. Actually, regulations have no strict enforcements on employers except
for cancer is the result of work environment. In this regulation, there are several criteria.
To be qualified for invalidity pension, the patient should have a work-induced cancer.
Additionally, according to Social Security and General Health Insurance regulation, the
cancer patient should also have ten years of insurance, five years of paid premium and
60% lost work labor. If a patient can prove her eligibility according to these criteria, then
she deserves a right to invalidity pension (SGK, 2013). In other cases, work life of patients
is left alone to judgment of employers. In some occasions, patient who is not able to
continue her work life due to health conditions can be excluded from seniority indemnity,
although it is one of the basic rights. Although General Health Insurance has aimed to

eliminate the disparities between three insurer groups, patient rights still show variety
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between the work branches. As an outstanding example, civil servants can benefit from
some special implementations during their treatment process. In other words, cancer
patients can receive permission for 18 months, as long as their treatment last. On the other
hand, same application reinforces care function of family. If a family member became

cancer, civil servant can have permission for three months to take care of her/him.

One can also argue that transportation during the treatment process is another expense
item for cancer patients. In some parts of the treatment, patients can be obliged to transfer
to hospital every day. Public transportation may create a huge burden on cancer patient.
However personal transportations, such as taxi or private cars cannot be always possible.
Moreover, treatment devices are not equally distributed among regions. Thus, patients can
change cities for chemotherapy or radio therapy. In these situations, payment for
transportation can be impossible to handle for some patients. In some cases, where state
benefits are inadequate, the ability to pay transportation to hospital can indeed become a
matter of life and death. In Turkey, some health services are met by the government
according to eligibility criteria. The same benefits are applicable for inter-city
transportation too. According to the recent regulation introduced by Social Security
Institution, if patients with breast cancer have gained right to health protection supplied
by the government, then she can get the payment of their transportation as long as they
handed the bill of it. But still, there is a myriad of conditions for this benefit such as day

limit, referral chain and pre-determined transportations.

Therefore, it is possible to state that Turkey has some fundamental lacks in its health and
social policies, regarding breast cancer care. Actually, the recent health transformation
program introduced some improvements in cancer treatment. Still, women with breast
cancer, caregivers and other family members have several needs unmet by the current
health and social policies. Cancer diagnosis and treatment process have physical,
psychological, economic and familial impacts on patients and caregivers. What is more,
institutional regulations and practices are not effective and sufficient to provide the
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necessary care to diminish the physical, psychological, economic and familial impacts of

breast cancer. In the following chapter, these impacts will be analyzed in depth.
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CHAPTER V

BREAST CANCER AS A LIFE CHANGING EVENT

We all wish we knew what life will bring to us and what is waiting for us around the
corner. Unfortunately, life provides different experiences without a clue or warning, and
circumstances change. People, at all ages, face with different circumstances like a life-
changing illness which creates a need for long term care. We all have thought how it would
be that being an individual needing such a care or being responsible for care needs of
another individual. We keep asking questions like when and where we can provide or take
help, what and how should be “the help”, will we be able to afford it, how we can choose
the right path to follow... etc. These questions are vital for individuals and families facing

these challenging circumstances.

One can argue that cancer is one of the most common life-changing events. It comes
without a warning and incurs long-term needs. Actually, in the cancer treatment process,
there are several needs unmet by the medical institutions and uncovered in legal
regulations. In the absence of support systems in place, patients try to overcome these
difficulties and strains with their families, if there is a willing caregiver (Nijboer et. al.,
1998). Otherwise, women with breast cancer try to handle all troubles by themselves.
However, cancer care is much harder than other types of care undertaken by family.
Indeed, it necessitates a huge physical effort. In most cases, the duration of cancer care
can be very long and unpredictable. And this type of care requires a specific knowledge
and expertise. Thus, cancer treatment process evokes new needs for cancer patients and
families in terms of quality of life and care. Although quality of life of patients and other
family members have been neglected (Hacialioglu el. al., 2010), the impact of breast
cancer from the perspective of the family caregivers also needs attention. There are

different types of caregivers based on care-giving involvement and care-giving outcomes.
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Some caregivers are responsible for economic needs of patients, while some others

provide physical support or emotional support.

Although in psychology literature there are scales that measure the needs of patients and
family members (Bozo, Giindogdu & Biiyiikasik-Colak, 2009), it is not easy to find out
qualitative studies about the scale and scope of emerging needs throughout the treatment
process in other social science fields. These needs may vary according to cultural, socio-
economic, regional and many other variables. Thus, in order to understand the
experiences, expectations and needs of women with breast cancer and caregivers, | will
try to analyze impacts of the treatment process on their lives. For this purpose, in the
following pages, impacts of cancer treatment process will be discussed under five
headings. They are namely physical impact, psychological impact, economic impact,
familial impact and institutional lacks. Under each heading, I will present analysis of the

interviews with women with breast cancer, caregivers and experts.
5. 1. Living with Physical Impacts of Breast Cancer

Cancer diagnosis and treatment process produce intense physical effects on patients.
Especially the treatment process of cancer leads to severe side effects on them. Fatigue
throughout the active treatment and post-treatment process is one of the most common
side effects seen in patients with cancer (Knobf, 1986). Indeed, fatigue is the most
distressful physical symptom and causes decrease in quality of life (Byar, Berger, Bakken
& Cetak, 2006). Sleep disturbances and pain are also among the most common, severe
and distressing physical symptoms (Beck, Dudley & Barsevick, 2005). Additionally, as a
side effect of chemo/radiotherapy, most cancer patients face taste and smell changes
(Steinbach, et al., 2009). Cancer patients, in general, are worried about their appearance,
weight, and body (McGarvey, Baum, Pinkerton & Rogers, 2001). For instance, they have
been experiencing adverse effects of chemotherapy-induced alopecia (hair loss). Indeed,
hair loss is ranked as the most challenging side effect during cancer treatment process

(Lemieux, Mansell & Provencher, 2008).
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In addition to these, breast cancer has its own unique physical effects. Due to the location
of cancer-tumor, the removal of the axillary lymph nodes causes lymph edema in arms
(Armer, 2009). Therefore, majority of breast cancer patients face symptoms of lymph
edema (Paskett & Stark, 2000). This side effect aggravates upper-body movement during
breast cancer treatment. Upper body strength troubles are particularly relevant to breast
cancer patients. These kinds of physical side effects exacerbate everyday lives of patients.
Especially they face difficulties in their daily life tasks such as preparing meals,
housework and child care. Thus, these difficulties have also fundamental reflections on

daily lives of family members of women with breast cancer.

According to Jones (2012), caregiver is defined as an individual assisting with health care
activities for cancer patients who are unable to independently care for themselves or
require aid to handle with their care related to cancer or cancer treatment. Thus, caregivers
can be seen as an extension of the professional cancer human resources. In this thesis,
caregiver is defined as a close individual emotionally involved with the patient and
identified by the patient as her key source of emotional and physical support. It is not
possible to define only one health proxy as a caregiver because care-giving is a
multidimensional activity. Cancer care is multidimensional and shows variety between
health care proxies. In the following pages, negative physical effects of diagnosis and

treatment process on patients and caregivers will be examined.
5.1.1. Patients’ Experiences with Physical Impacts of Breast Cancer

Breast cancer patients experience numerous side effects and treatment-related troubles.
These difficulties in upper-body tasks deteriorate simple everyday responsibilities such as
pain while driving and sleeping, posture disturbances, and declined skills to do housework
and cooking (Collins, Nash, Round & Newman, 2004). In most assessment indices,
physical functioning was reviewed through the level of difficulty in performing ten
physical activities. They include pushing or pulling large objects, incline in body posture,

lifting, reaching, standing, climbing upstairs, and walking (Vinokur, Threatt, Vinokur-
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Kaplan & Satariano, 1990). Likewise, cancer treatment process has also severe adverse

impacts on doing housework chores and getting places using transportation.

In-depth interviews conducted with women with breast cancer for my thesis also show
similar results. Most participants defined their physical complications as a result of
treatment procedures. Results of my field study shows that the most frequent side effects
are lassitude and pain. The participants frequently noted that, due to severe fatigue they
experienced, most women with breast cancer have difficulties in daily tasks. It is relatively
easier to overcome lassitude when there is a willing caregiver to provide the patient basic
tangible needs. However, when patients try to overcome this process on their own, fatigue
decreases their quality of lives. For instance, Thistle (46, single, no child, informal sector)
tried to overcome all treatment process alone. She explained the huge impact of fatigue
on her daily life as follows:

| remember in a July day, | couldn’t get up from the bed to drink a glass of water.

Think about it. All day in a hot weather, you cannot drink a glass of water. | cried.

It was an awful situation. You don’t want to be dependent on somebody else but
you cannot drink even a glass of water.

Similarly, most of the cancer patients under consideration suffer rigorous and lasting pain.
It reaches its peak point after the surgery. Treatment-induced pain continues during
chemotherapy and radiotherapy. Most of the patients have difficulties in their daily tasks
because of this pain. Lymph edema is another important physical impact of cancer
treatment. Indeed, some participants declared that they have serious troubles in arm
movement due to surgery. During and after chemotherapy, persistent side effects
including pain and lymph edema decrease their physical function. This is well expressed
by Black (60, married with 6 children, housewife) as follows: “My arm really hurts. They
(doctors) took all of my lymph and it is really a huge pain. You cannot move your arm.”

Not only surgery and chemotherapy, but also radiotherapy has its own side effects on
women with breast cancer. Radiation therapy is a local practice, so its main impact is seen

on the region of the body where the tumor is found. Actually, interviews indicated that
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main side effects of radiotherapy are dryness, itching, blistering, and skin changes.
According to the participants, this treatment procedure is extremely painful and can create
permanent skin changes. The location where radiotherapy is applied may get darker or
varied coloration as a long term side effect. Although radiation therapy is generally
defined as an easier procedure than chemotherapy, its side effects, especially skin changes
last for years. Therefore, some patients might have second-thought about treatment due to
its severe side effects. Indeed, Orchid (45, married with two children, formal sector) said
that

If I didn’t have a husband and children, | would have refused the treatment. It is

really hard. Radiotherapy burns your body. Your skin becomes fully black. It is

like a hell. Every day they burn the same place again and again. Think about it;

you have a scar and they put something into it. Sometimes | see other people who
have the same scar on their body and | know they had radiotherapy.

In some cases, this treatment can cause permanent health damages. For instance, Thistle
(46, single, no child, informal sector) uttered that “my radiotherapy affected my thyroid
gland and now I have hypothyroid. But | have nothing to do. In order to save a part of
your body, you harm another part.” Therefore, patients can face other illnesses due to

cancer treatment process.

All these physical side effects have enormous influences on daily lives of women. As
discussed in a previous study, the highest ranked home care needs are housework, cooking
and cleaning (Ertem, Kalkim, Bulut & Sevil, 2009). Actually, most patients under
consideration reaffirms the results of this study by stating that they experience austere
complications in housework. Most participants remarked that they cannot handle even the
simple cleaning tasks. Standing on their feet for long time can be devastating, thus in some
cases washing dishes can induce suffer and distress. Indeed, a group of interviewees, who
had a surgery for the removal of lymph, defined themselves as disabled. However, it is
possible to state that most participants were ready for these side effects before they were
actually occurred. Actually, they take them granted, similar to the results of a previous
study. In this study, women with breast cancer described their problems in daily activities
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as ‘taken for granted’ (Macdonald, Bruce, Scott, Smith & Chambers, 2005). The other
side effects of cancer treatment process are taste and smell changes. During treatment
procedures most patients undergo smell changes, oral problems, nausea, and appetite loss
(Bernhardson, Tishelman & Rutqvist, 2008). Due to these reactions, almost all of the
patients participated in my field study also reported that they cannot cook or eat as they
could before the diagnosis. Thus, patients predominantly try to overcome these difficulties
in cooking with the help of female family members or relatives. If they cannot find any
support in cooking, some of them cover their mouth and nose with a mask and struggle to

cook.

Although these factors are undoubtedly significant, issues associated with body image of
women with breast cancer can also emerge in this process. Appearance changes, weight
gain or loss, and chemotherapy-induced alopecia are one of the most distressing side-
effects of cancer treatment procedures (Helms, O’Hea & Corso, 2008). It would not be an
exaggeration to state that considerations about body image play a major role in their
decisions for surgical operation. Indeed, their decisions are also affected by various
variables such as age, socio-economic and marital status and existence of child as well as
cultural factors. For instance, my interviews demonstrate that while elderly married
women with children can be more prepared for breast surgery, younger women are more
afraid about changes in their body. Especially younger women with higher socio-
economic situation are more concerned about body image related with mastectomy and
potential reconstruction, hair loss and weight gain or loss. These are also parallel with the
results of previous studies. For instance, a self-report questionnaire, aiming to understand
changes in body image during cancer treatment process, provides important insights on
this issue. The results of this study show that body image and feelings of attractiveness
are among the primary impacts of treatment process (Rowland, Desmond, Meyerowitz,
Belin, Wyatt & Ganz, 2000).

The other distressing physical side effect of cancer treatment process associated with body
image is alopecia. Although surviving and healing become more important during this
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period, the literature is replete with studies in which hair loss is ranked as the most
challenging side effect (Lemieux, Maunsell & Provencher, 2008). However, some health
services like good preparation for hair loss, individual attention, and continuity of care
reduce distressing impact of alopecia (Wagner & Bye, 1979). Women with breast cancer
experience severe social and psychological difficulties due to appearance changes. Indeed,
my interviews showed that stressing symptoms of hair loss starts even before it actually
emerge. Most participants knew that their hair would be lost at the time of diagnosis and
it was a traumatic event:

Hair loss was awful. | couldn’t take a bath for long time fearing that I will become

bald. At the end, | went into the bathroom and locked the door, started washing my

hair while my eyes were closed. When | opened my eyes, | saw that the bathroom

floor was full of my hair. That was terrible. I cried in the bathroom. (Pink, 34,
married with 1 child, informal sector)

To cope with negative effects of hair loss, cancer patients try to develop several coping
strategies. The most common strategy is camouflaging and hiding. Most of them wear
wigs. This coping strategy aims to decrease social and psychological difficulties which

they are experiencing.
5. 1. 2. Caregivers’ Experiences with Physical Impacts of Breast Cancer

As revealed by the interviews conducted for this thesis, family caregivers are one of the
most important factors in optimal treatment, social support and physical care. The cancer
diagnosis generates a chief crisis not only for patient but also for patient's family members.
Family members assume this role suddenly without prior preparation and support from
the healthcare system. Caring for a family member with cancer presents noteworthy
challenges, with extensive psychological, economic and physical consequences for the
caregiver. In order to meet all needs of cancer patient, lives of family members can also
undergo radical changes. Cancer can lead to changes in their daily routines, professional

lives and even personalities.
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One form of care, tangible support, refers to providing support in a physical way, for
example, helping someone with tasks such as cooking and cleaning (Hirschman &
Bourjolly, 2005). Physical (tangible) care is the most time consuming part of needs of
cancer patients. House cleaning, cooking, transportation and personal care require a huge
effort and time. In most instances, family members revolutionize their life styles in
compliance with patients’ needs and side effects of treatment process. For instance,
daughter of a cancer patient suspended her education for a year and stayed with her family
to meet the tangible care needs of her mother. This case also proves that female family
members or relatives are more likely to undertake tangible responsibilities. As expressed
by her mother:

My daughter managed all cleaning. She suspended her education for a year and

stayed with me. She changed my sheets in every three days. Because during the

chemotherapy, you get disturbed even by your own smell because you don’t smell
like yourself, you smell drugs. (Purple, 45, married with 2 children, housewife)

In some cases, hiring a full or part-time helper in house would decrease the burden family
members feel. Some tangible needs are provided by a helper such as cleaning and cooking,
and thus family members undertake less responsibility. However, only economically
advantaged families could afford a professional helper at home. In a lack of economic
power to hire a helper, all tangible needs are handled by a family member. This is also
verified by daughter-caregiver of Purple, breast cancer patient mentioned above:

| always changed her bed sheets and ventilated her room. Now | look back and say

that if we had a helper in our home back then, our responsibilities would decrease
and it would be easier for us. (Orange, Woman, 23, Daughter, Caregiver).

Needs, expectations and problems of women with breast cancer vary along the illness
path. This is also applicable for caregivers. As suggested by the findings of a study, the
quality of life of caregivers of cancer patients fluctuates throughout the illness trajectory
(Kim & Given, 2008). Similarly, most of the participants interviewed for this thesis also
noted this fluctuation during treatment process. For instance, within the four or five days

after chemotherapy, tangible needs of patients reach a peak due to severe side effects of
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treatment. Correspondingly, as a result of the fact that cancer treatment is a long process
which can last more than a year, care-giving can create a huge burden on family members
after a while. This can increase psychological troubles of patients. For instance, Green,
who is under treatment of her second cancer, explained her husband’s attitudes toward her
as her primary caregiver:
During my first cancer treatment my husband cooked and cleaned the house. To
be honest, he took care of me very well. But after a while, | started to bore him. In
my second cancer treatment, we found a helper. If we didn’t have economic power,

| don’t know what we could have done. (Green, 51, married with 2 children,
retired)

Thus, tangible needs of cancer patients can create huge burden on family members. It
necessitates their continuous efforts. Families try to be more flexible in modifying daily
tasks. With this aim, they try to hire a professional helper, when economically affordable.
Yet, in other cases, most family members try to make huge sacrifices to compensate these

needs.
5. 2. Living with Psychological Impacts of Breast Cancer

In this part, the focus will be on the psychological impact of breast cancer on patients and
caregivers and the impact of treatment process on the emotional adjustment and coping
strategies of patients and caregivers to the disease. Based on result of in-depth interviews,
reactions of the patients and caregivers to cancer diagnosis and treatment process will be
explored. Most psychological and social care needs are still not included in organized
social services provided by governments (Hoch & Hemmens, 1987). It is possible to claim
that this is also case in Turkey. Therefore, almost all women with breast cancer try to
handle psychological challenges with the help of informal aid channels provided by family
members, relatives, friends, neighbors and social support groups. Only a limited number
of women with breast cancer could afford a professional psychological support, for the
reason that health system in Turkey does not consider psychological needs of cancer
patients and caregivers. The way in which patients and caregivers cope with breast cancer

throughout the treatment process shows differences. Side effects, resources and personal
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needs determine the coping strategy as well as subjective determinants such as personality,
age and socioeconomic status of the individual. Accordingly, different challenges and

expectations may arise.

In order to understand the psychological challenges of cancer and its treatments, psycho-
oncology has been started as a field (Greer, 1994). The psychological oncology literature
produces normative and statistical data on the problems, needs and expectations of cancer
patients and their family members. According to a psycho-oncologist who was
interviewed for this thesis, it covers different types, stages, and treatment specific
concerns of patients as well as role of social support and family adaptation. In other words,
it analyzes the impact of diagnosis and treatment process on cancer patients. Yet,
psychological oncology adapts medical model in which it classifies patients according to
their psychological reactions to cancer instead of socioeconomic and cultural factors
(Mathieson & Stam, 1995). Similarly, as noted by the professional psycho-oncologist
interviewed, this field is not well-developed professional and theoretical area in Turkey.
The main reason of this is that psycho-oncologists who can consult cancer patients should
take an oncology education in order to support cancer patients in coping with impact and

treatment-induced side effects of different cancers.

Not only in the field of psycho-oncology, cancer is generally thought as a personal
problem to be solved in many fields, mainly through the adoption of appropriate coping
strategies. Yet, psychological problems, which women with breast cancer face during and
after treatment, should not be treated as only individualistic stance, but rather should be
analyzed in a holistic approach (Wyatt, Kurtz & Liken, 1993). In a holistic approach,
cultural factors, socioeconomic status, felt emotional support and coping resources play
important roles. Thus, in this part, psychological impact of breast cancer on patients and
caregivers based on semi-structured in-depth interviews will be analyzed, by trying to use

holistic approach.
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5. 2. 1. Patients’ Experiences with Psychological Impacts of Breast Cancer

Imagine that you are a woman in late forties. One day you learn that you have a breast
cancer. What would be your feelings? Fear of death, loss of a breast, corruption in life
routines, your children, your husband, your job or future plans? Or, all of these and other
feelings at the same time? Yellow (53, married with 2 children, housewife) explained her
feelings as follows:

Doctor looked at my test results and said | have cancer. No matter how you prepare

yourself, you feel awful. When | heard that name, my whole world collapsed on
me. | felt like everybody is happy except me. | am sick and | am going to die.

There is a variety of common experiences creating psychological problems on women
with breast cancer. One of the most frequent experiences throughout this process is the
lack of personal control over the cancer treatment process and uncertainty about outcomes.
The psychological responses to cancer diagnosis change in a continuum between sadness,
hopelessness, anxiety, anger and denial. Psychosocial factors play important role in
modifying these responses, such as age, specific type of cancer and treatment, culture.

In-depth interviews conducted with women with breast cancer for my thesis indicates
common patterns. The diagnosis and treatment process of cancer have huge psychological
impacts on patients. After the diagnoses of cancer, women under consideration stated that
their first reaction was shock and fear. After the first shock, they habitually experience
extreme sensitivity, vulnerability, desperation, anxiety and fear of death. The most
referred reason of these psychological troubles was that the clinical treatment procedures
and outcomes are vague and unclear. And also, the partial or imprecise information about
the cancer treatment process also create nervousness and resentment on women with
breast cancer. Most patients have some doubts about the treatment process and possible
side effects, as well as their treatment outcomes. This is mainly because recovery and
positive treatment outcome cannot be guaranteed. Even after the treatment process, most
of them fear that the cancer will return. It is possible to state that the fear of the cancer is

spreading or returning back is the most common source of psychological stress among
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women with breast cancer. Actually, my field study reaffirm the results of a previous study
on this issue. A systematic review on quantitative studies shows that the fear of cancer
recurrence is among the most commonly reported problems by cancer patients (Simard,
et al., 2013). Indeed, the transition from cancer patient to survivor is a process of
progression with unmet needs (Burris, Armeson & Sterba, 2015).

Each woman tries to overcome the psychological troubles led by this process by using
different coping strategies. Moreover, age, socio-economic status and life change also play
an important role in the adjustment levels of patients. Symptoms and side effects caused
by cancer treatment process are other factors that influence coping strategy and quality of
life of patients. Based on the findings of this study, it was not possible to identify coping
strategy patterns of the participants in accordance with their specific features. Yet, | can
still define the different coping strategies of women with breast cancer. There are mainly
four coping strategies namely disclosure, professional support, social groups and spiritual
meaning-attribution. For instance, according to Bloom (1982), social support that women

experience affects the adjustment process by improving their coping ability.

Disclosure of an illness, psychological reactions and experience may enhance the access
to social support. Pistrang and Barker (1992) described telling others about breast cancer
as one of the most effective coping strategies. Another cross-sectional study also indicated
that less talking about cancer causes greater levels of depression and less well-being
(Cordova, Cunningham, Carlson & Andrykowski, 2001). Actually this was also the case
in my field study. Indeed, in my interviews, it was seen that a proportion of women chose
not to tell other people about their diagnosis. However, women with breast cancer also
use nondisclosure of their illness as a coping strategy. The field study conducted for this
thesis showed different patterns in their disclosure patterns. While some of them share all
their emotions with their families and friends, others hide their illness and keep it as a
secret. In fact, social support plays an important role in the adaptation of breast cancer
patients and in the reduction of psychological suffering. Non-disclosure in these women
was found to be associated with afraid of getting disappointment. Women with breast
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cancer who can explicitly talk about their fears and concerns mostly complain about being
misunderstood and slurred over. On the other hand, some participants stated that they do
not want to converse about cancer and their emotions. The main reason of hiding their
illness is the fear of getting disappointed. As noted by a participant, in some cases they
act reluctantly when sharing their illness with their family members. They do not want to
expect something from others because if they do not meet their expectations they would
have feel worse. In other words, they are afraid to have expectations which will never be
satisfied by their families and friends. This point is well expressed by Lavender (55,
divorced with 2 children, teacher):

| didn’t want any psychological support from my environment because | didn’t

want to feel like a potential deadly patient. | did not even share my illness with

others. I did not want to expect care or support from others. | was afraid to be
disappointment.

Nevertheless, it is still possible to state that social support plays a crucial role in
overcoming challenges of cancer lightly. The importance of social support has also been
discussed in other studies. For instance, if a patient considers her coping resources
adequate, the degree of threat that she feels decreases (Yola, 2011). Another study also
indicates that most vulnerable breast cancer patients are those who had minimal social
support (Kornblith, et al., 2001). Thus, interpersonal relationships play an important role
in the adaptation to serious illnesses (Simard, et al., 2013). Regardless of coping strategy
in terms of closure and disclosure habits, most women with breast cancer can still

experience depression or anxiety after the diagnosis and throughout the treatment process.

Most of the psychological responses associated with diagnosis and treatment are often
tried to be solved by a patient’s own psychological resources like family, friends and
neighbors. Only a few participants confirmed that they regularly consult a psychologist to
lessen their cancer-related stress and anxiety. It is possible to state that consultation enable
them to cope with the psychological and behavioral aspects of the illness. According to
these participants, professional psychological support increases the coping ability of

women with breast cancer and also endorses their emotional well-being. Regular and well-
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structured consultations which are organized according to needs and expectations of
cancer patients would help to improve their adjustment to cancer treatment and increase
the effectiveness of treatment process. An interviewee who could afford regular
consultations, Violet (43, married with 2 children, retired) expressed this point as follows:
| controlled all my emotions. If | started to think about my illness | would have
sink like a stone. | have no one to support my back. To find this power, | regularly

see a psychologist. It was really helpful for me. But it is really expensive. | could
afford it but most people cannot.

Therefore, it is a huge lack that oncology centers and hospitals do not employ a psycho-

oncologist.

The third coping strategy is consulting to social support groups. Some women with breast
cancer participate in social support groups to expedite their adaptation to cancer. Indeed,
some participants of this study were members of the social support group namely Bir
Yasayan Bir Bilen. This association is founded to support and enhance the quality of social
lives of women with breast cancer. This social support group organizes trainings and
social activities which are appropriate to their physical conditions, such as painting,
singing or drama courses. Almost all participants who were members of this association
mentioned this group as the biggest opportunity for them to adjust the treatment process
and idea of being cancer. Moreover, this group provides a feeling of not being alone
because in this group, women with breast cancer can share their feelings, fears and
questions with them. Therefore, these kinds of groups can play an important role in coping
procedures of women to this process.

And the last coping strategy is to attribute supreme and august meanings to cancer. Some
participants mentioned their illness as luck or a spiritual sign. Most of them described
cancer as a life-changing event because they said that now they are totally different from
the person who they were before the illness. They believe that cancer is a kind of sign or
test sent by God or life to them. Now, to be grateful and happy for little things become

important parts of their lives. Almost all women under consideration try to incorporate
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spirituality and religion into their treatment experience. They noted that the various
aspects of religion and spirituality played a great role in their coping with breast cancer.
Even some participants found strength and tolerance, which are necessary to cope with
fear and anxieties during this process, in faith and trust in God. This coping strategy plays
an essential role by giving encouragement that God will take care of them through their
illness. My results also reaffirm the result of a previous study. As can be seen from the
results of the qualitative study conducted by Holt and McClure (2006), spirituality and
religion are among the most repetitive concepts when it comes to coping with cancer. This
point is also put by a participant, who attributed a “holly meaning” to their illness, as can
be seen from the following case:

| personally believe in that everybody has a challenge in this world. So | am tested

by life via cancer. Maybe | had some steepness. Cancer is given to me to face these

lacks of mine. Thanks God, he gave me this. Now | am thankful for everything I
have. This is a wonderful feeling. (Magenta, 43, married, no child, housewife)

Another major psychological impact of the cancer treatment process on women with
breast cancer occurs in their social life. Cancer treatment can affect the types, frequency,
place and time of social activities they attend. As discussed earlier, cancer treatment is a
long process with severe side effects. For these reasons, social lives of patients are exposed
to major changes. The results of my field study show that there are at least three main
reasons underlying these fundamental changes seen in their social lives. First, physical
and psychological side effects of the diagnoses and treatment process result in
unwillingness in social life. Two main difficulties for patients in socializing are
defatigation and pain. Moreover, women with breast cancer usually concentrate on their
own lives and the treatment process, thus they hesitate disturbing their environments with
their personal problems. In other words, they stated that if they go out to meet their friends,

cancer and side effects will be the only thing they will talk about.

The second reason underlying the problems in their social lives is the fear that they might
be adversely affected by the exposure to environmental microorganisms and germs. Most

of the participants noted that they are afraid to leave their home to go public places such
80



as shopping malls and restaurants. At public places, there are germs and pollution which
might create health problems due to weaknesses in their immune system. For instance,
Purple (45, married with 2 children, housewife) expressed her fears regarding public
places with the following words: “I cannot go to shopping malls, because they are full of
microorganisms. | got infected in these places. All of my body hurts. | know it, | feel it. |

got infected.”

And the last reason of social problems is the feeling of discomfort in public places due to
glances and behaviors of people. Some participants stated that in public places they are
exposed to disturbing glances. The main reason of this is the changes in their appearances
due to treatment process. For instance, baldness caused by chemotherapy make them
disturbed. This is uttered by Orchid (45, married with two children, formal sector) as
follows:

In Turkey, people are really bad. Once we went to a restaurant for a dinner, a family

got disturbed by me and changed their table to not seeing me. They changed their

table while showing me to the waitress. Maybe they thought that my illness was

infectious. Maybe they got sad for me and couldn’t continue their dinner due to
this sadness. | don’t know. But it was really bad for me.

To overcome these difficulties faced in social lives during treatment process, family
members, close friends and relatives can be considered as the main social support
providers. Social support functions as a protection of the relationship between the women
with breast cancer diagnosis and their illness experience. But there is a huge doubt whether
these groups can be sufficient to solve these social problems. In other words, real social
support and perceived social support might be different. My findings show similarity with
previous studies conducted on this issue. As can be seen in a qualitative study conducted
to understand unmet needs of women with breast cancer, lack of emotional support is one
of the most important unmet needs during cancer treatment process (Pedersen, Hack,
McClement & Taylor-Brown, 2014). To summarize, as discussed by Tuncay (2010), only
medical treatment including chemotherapy, radiotherapy and surgery cannot be enough
for healing. A well-developed and well-structured health system should include psycho-
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social support during and after the treatment. This is vital in enhancing adjustment process
of patients. Also, regular psychological consultations might improve the treatment

outcomes.
5. 2. 2. Caregivers’ Experiences with Psychological Impacts of Breast Cancer

Each year, a number of women is diagnosed and must cope with the disease and treatment
of cancer. They do so with the aid of their families, friends, and the health care system.
Unfortunately, psychological interventions are not sufficient in Turkish health and social
policies. This absence raises the importance of the role of caregiver. Actually, increased
burden on caregivers leads to reduced psychological and physical well-being (Morimoto,
Schreiner & Asono, 2003). A study analyzing anxiety and depression symptoms of family
members of adult cancer patients showed that caregivers also experiences psychological
challenges during treatment (Compas et al., 1994). The interviews conducted with
caregivers for this thesis also showed that treatment process create huge psychological
impacts on caregivers. Cancer of a family member changes lives of other members and
they place themselves in a new role as caregiver. Lives of caregivers undergo a drastic
change, because after the diagnosis, life routines of caregivers are reorganized according
to the needs of women with breast cancer. They become responsible for maintenance of
basic care needs and support. Caregivers also have worries and fears related with possible
side effects of treatment process and treatment outcomes. For these reasons most of them

are affected psychologically.

Partners and other family members are fundamental support resources for cancer patients.
Some can cope without facing any strains with the care-giving role but a substantial part
become extremely anxious. Indeed, a study conducted with caregivers draw a picture
about general tendencies of them. Female caregivers and those with a history of
psychiatric disorder are more exposed to stress and depressing impact on their lives
(Pitceathly & Maguire, 2003). Due to the few number of caregiver participants, it was not

possible to deduce general characteristics of caregivers from my field study. However, it
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is still obvious that they experience difficulties while trying to handle the responsibilities.
To meet these responsibilities, demands and needs of the treatment process, caregivers
might have psychological challenges, such as fear, depression and anxiety and this process
can make them feel lonely and fragile. It is a well-known fact that care-giving is perceived
as a moral obligation for family members in Turkey. Therefore, psychological difficulties
are often not easy to talk about. But most of the caregiver participants admit that it is not

always easy to accept and adapt to the transformation in routines of life.

This transformation can be occurred in different parts of their lives. As mentioned above,
care-giving is a multidimensional phenomenon. Some caregivers are responsible for
providing transportation to women with breast cancer. Several others supply care at home
and meet physical needs. And some caregivers try to meet the emotional needs of patients.
My participants also showed the similar patterns. While some were responsible only for
transportation, some other are providing emotional support. Actually, there is a gendered
division of caregiving. This issue has been also discussed in literature. A study
investigating the influence of gender on the division of responsibility among adult children
who are providing care also shows (re)negotiation of gender (Hequembourg & Brallier,
2005). It presents the impact of gendered division of care on the familial relations. Indeed,
as presented by Daly (2002), women are seen as the main caregivers because of culture of
social obligation. Social obligation firstly defines women’s role as mothers, yet it can also
be seen in cancer care. In fact, a close analysis of interviews shows that in cancer care,
women are seen as the main provider of care except the dimensions of transportation and
economic support. On the other hand, male caregivers, like sons and husbands, are mainly
responsible for transportation and economic issues. This can also be defined as culture of
social obligation of women to provide emotional and physical support. Indeed, “protective
guardian” term helps us to understand the adaptation of spouses in their new care-giving
role during their wives’ hospitalization, which is linked to male gender roles (Sabo, Brown
& Smith, 1986). No matter what is their responsibly, caregivers are influenced by their

new roles. Most of my participants mentioned the huge negative impact of this process on
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their lives. According to a study conducted with close relatives of women under treatment
for breast cancer indicates that highest rated unmet needs regarding emotion and support
network is to have less time for themselves (Schmid-Biichi, Borne, Dassen & Halfens,
2011). This study also shows similarity with the results of my interviews. Most of the
participants mentioned the negative impact of their caregiver role on their personal lives
in terms of having less time for their own lives. In other words, most of them felt highly

psychologically distressed due to lack of personal time.

On the other hand, the psychological troubles of cancer patients might create sorrow on
caregivers. According to my participants, they feel desperate when caregivers cannot help
to reduce the stress and anxiety levels of women with breast cancer. In other words, when
patients try to keep their emotions as a secret and do not share their feelings and fears,
caregivers feel worse. Exclusion of emotional dimension from the care fields provided by
caregiver also devalues the role of a family member. The case of Brown (Man, 55,
Husband, Caregiver) shows the impact of the personality of a woman with breast cancer
on her caregiver:

My wife never talked about it. This is her characteristic. But her silence devalued

my role in care. | would prefer to share her feelings instead of providing her only

transportation. All of them were the common feelings. We had common fear,
common joy, and common pain.

Therefore, it is possible to question this gendered division of care. In some cases, male
caregivers also want to touch upon emotional care needs of patients. No matter how this
process influences them, caregivers do not question their role. The illness is taken for
granted and many caregivers undertake major responsibilities with a less negotiation. My
field study showed that generally an emotionally powerful individual undertakes main
responsibilities. Anxiety, sadness or fear of caregiver does not change their point of view
about their role. To have a family member suffering from cancer legitimates the care-
giving position. And in some cases, participants may legitimate their roles as a result of
loyalty to past endeavors of the patients as a mother or wife. The following case illustrates

what | am arguing:
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While I was working, my wife used to take care of me very well. Every morning
she used to prepare my outfit including my socks. This is so important for me. Not
even for a day she complained or made a face. She supported me in my economic
and emotional problems. Of course | will take care of here, in such a time. (Ivory,
Man, 49, Husband, Caregiver)

Although caregivers experience huge psychological troubles in their lives, they take these
troubles as granted. Therefore, they do not habitually generate a coping strategy. Still, a
few caregivers said that they take professional psychological support to overcome
difficulties during this process. However, only economically advantaged caregivers can
receive professional consulting because in Turkey there is no regulation concerning
psychological conditions of caregivers. Hence, a well-developed and well-established
psychological support should include a range of supportive services enhancing social
environment in which women with breast cancer live. The professional psychological
support ensures to overcome the difficulties in the process more easily. Some participants
said that they are using antidepressants in order to control their emotions during this
period. In some cases, troubles and difficulties of providing care to patients with cancer
can create stress-induced diseases in caregivers. Indeed, unexpressed feelings can
adversely influence health of caregiver. This is well expressed by Brown (Man, 55,
Husband, Caregiver) as follows:

| am not complaining, but it was hard for me. I got herpes zoster and this illness is

rooted in stress caused by my wife’s cancer. To be honest, we had really bad days

but if I tell you about it | will feel worse. We should accept it and try to overcome
all difficulties.

To sum up, like previous studies on this issue, my field study also shows that there should
be interventions and supports to decrease burden, depression and stress of caregivers. This
can increase their quality of life and equip them with necessary knowledge and coping

strategies which would also enhance the quality of care they provide.
5. 3. Living with Economic Impacts of Breast Cancer

After the shock and anxiety, which are the first reactions to cancer diagnosis, patients and

families start to wonder about high prices of cancer care. As discussed in the previous
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chapter, health system in Turkey provides the basic treatment options and drugs free of
charge. Health insurance covers medical expenses including doctor appointments,
imaging tests, radiation treatments, hospital stays, surgery costs and chemotherapy. Yet,
there still remains an enormous lack in direct and indirect expenses regarding cancer
treatment. Many people have no idea what to expect financially when a family member is
diagnosed with cancer. This is mainly because while some expenses are clearer than
others, the hidden costs of cancer also create huge troubles on families with cancer patient

member.

One can safely argue that cancer influences people financially more than they expected.
Taken for granted expenses often include costs like particular drugs, supplements,
transportation, new equipment necessary during this process and in some cases loss of
income of patients and caregivers. However, in most cases some expenses create a great
shock and burden on household budget. For instance, as it will be discussed below, in
some cases patients and families need to travel to different cities for treatment, because
human resources and treatment equipment are not equally distributed among different
regions. Additionally, some families might need child or elderly care to regularly attend
their treatments. Due to the severe side effects of the treatment schedule, some patients,
and also caregivers, may need to work less. This condition yields to loss of income in
families when the need arise. For these reasons, cancer is an expensive disease, which
gives consummate encumbrances on families with a cancer patient member. Thus, one
can argue that the current health system in Turkey, which only provides the basic medical
expenses, is not sufficient to protect the quality of life of patients and caregivers and

escalates their financial suffering.
5. 3. 1. Patients’ Experiences with Economic Impacts of Breast Cancer

The economic impact of cancer is huge and women with breast cancer are likely to
experience pecuniary distress. In this part, 1 will try to understand cancer-related out-of-

pocket expenses and their impact on quality of life of patients. A close analysis of the in-
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depth interviews shows that economic burden, rooted in cancer, is more felt in single
women with breast cancer. They try to defeat economic troubles by themselves alone. On
the other hand, married women are more likely to leave monetary issues to their husbands
to handle. This quasi division of responsibilities decreases the stress and anxiety of women
with breast cancer entrenched in economic issues. Yet, there remains a huge gap in direct

and indirect out-of-pocket expenses needed to be covered.

As revealed by my field study, the majority of out-of-pocket costs were for co-payments
in private hospitals, transportation, professional help for housework and cooking,
supplementations and special arrangements necessary during this period, such as special
waters, cleaning materials and so on. Even among women who used only transcript
treatments, the economic burden of breast cancer can be substantial. These results are
parallel with the results of previous study about insured women. In this study, the most
commonly reported out-of-pocket expenditures were medications, transportation,
physician visits, and restaurant meals (Arozullah et al., 2004). In a similar vein, | will
group out of pocket expenditures which were seen in my field study under four
subheadings, namely medical expenses, transportation, professional support in home and

loss of income.

One of the most common out-of-pocket costs is medical expenses. According to the
interview which | have conducted with the oncologist, in the treatment of breast cancer
there are mainly three levels. Firstly, surgery is regularly used in order to physically
remove a tumor. Second is chemotherapy that Kills fast-growing cells through chemicals.
Radiation therapy is another form of expensive cancer treatment. It necessitates a frequent
treatment schedule. Cancer drugs and treatments are really expensive and health system
in Turkey supplies only the basic treatment opportunities. However, there are disparities
in health care due to different drug reimbursement decisions taken by each health care
system. Countries make different decisions regarding which cancer treatments would be
routinely provided (Pujolras & Cairns, 2015). In Turkey, doses, process and type of
treatments are all predetermined by the health regulation. All patients are subjected to the
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similar treatments without regarding their differences. As mentioned during the interview
I conducted with the oncologist, personalization of treatment is an important component
of high quality cancer care, thus most women with breast cancer try to personalize their

treatment by themselves which cost extra expenses.

Not only the special treatment arrangements but also the basic treatment procedures
supplied by the government are problematic. Almost all participants said that they have
got their chemo and radio-therapies in public hospitals, but for surgery they mostly choose
private hospitals, although it necessitates a considerable amount of payment. The costs
per surgery vary greatly, depending on the hospital, doctor and type of the procedure.
However, families and patients are ready to sacrifice required payment for surgery in
private hospital. What is more, in some cases basic drugs and procedures which were
supplied by social security institution are not sufficient to ensure recovery. Especially for
higher staged patients, more effective and powerful drugs and procedures are necessary
and they are generally much more expensive than the regular ones. Thus, access to the
necessary treatment which can successfully treat cancer often requires high amounts of
money. People who cannot afford them usually do not receive the best care available. The
following case would be seen as a proof of this point:
Government does not provide anything. It applies the same method of treatment to
everyone without regarding the differences in illness. Even some drugs necessary
for this treatment are not supplied by our insurance. The government finds
cheapest and newest drug and only provides it. But some other drugs are also

necessary for healing. Government’s responsibility does not finish by giving
radiotherapy. (Crimson, Woman, 51, Upper sister, Caregiver)

It is possible to state that best care for each person show differences according to tumor
type, cancer stage, age, and other personal characteristics. But, this also creates extra
economic burden on cancer patients and their families. For instance, Orchid (45, married
with two children, formal sector) expressed economic burden generated by additional
medical needs as follows: “I sold a house to compensate my expenses during my

treatment. We have insurance but my special drugs are really expensive. My cancer is in
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the latest stage so | have to use some special medications. | hired a specialist so | have to
pay the difference”. Personalized medicine is the most effective strategy to treat a cancer
patient according to her inherited composition and her tumor type. Personalized medicine
also diminishes potential side effects of standard treatments because it customizes
treatment to each patient’s own needs. However, in Turkey, health insurance and public
hospitals provide the same treatment to all patients without regarding differences in
tumor’s type and stage. It became clear that some treatments worked better for some
patients than for others. Therefore, as argued by Schilsky (2009), every health system
should select the most effective, least poisonous, and most affordable treatment program
for each patient.

Not only patients with specialized needs, but also women with earlier stages of breast
cancer may pay co-payments for doctor appointments, tests or treatments. Actually,
according to participants, in private hospitals, all procedures can be swiftly and easily
completed. Also, staffs, including doctors and nurses are polite, caring and friendly in
private hospitals. Withal, participants noted that private hospitals are much more hygienic
and clean than public hospitals. However, tests and procedures often require patients to
pay some money out of pocket, although the recent regulation strictly forbids additional
payments to private hospitals. Indeed, almost all participants said that they got their chemo
and radiotherapy in public hospitals due to subsidiary payments in private institutions. To
be sure about their treatment, some women with breast cancer developed a coping
strategy. They regularly visit doctors in private hospitals but undergo their treatments in
public hospitals, where chemo and radiotherapy are free of charge. By using this strategy
they feel their treatment is under control of a private doctor, yet they do not have to pay

enormous amount of payment for tests and treatments in private hospitals.

Because of the need for repeated visits for cancer treatment, another financial concern that

women with breast cancer must deal with is transportation. Some of the participants

mentioned that they are regularly driven to hospital visits and appointments by their

husbands or other family members. However, in the absence of transportation support
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from family members, patients must use the public transportation to the treatment site.
There is an obvious difference in the quality of lives of these two groups of patients using
different modes of transportation. For the former group of participants, long term side
effects and fatigue due to treatment are felt in lower levels. However, they said that there
were still some barriers such as availability of someone to drive them to the treatment
centers and access to an automobile. Almost all of them need a transportation service
which can reduce their feeling of indebtedness to others who drive them to hospitals. This

feeling is understandable because most participants did not have any personal car.

On the other hand, patients who use public transportation to access the health center have
a more negative perspective about the treatment process. Public transportation is
associated with negative experiences during cancer treatment process. First, due to severe
side effects of treatment, most of the patients feel themselves fatigue and weak. All paper
works and the treatment procedures are long and troublesome processes. Especially after
chemotherapy most of them feel themselves exhausted. Moreover, they generally have to
wait for a long time at bus stops, to shift buses and other vehicles and they also walk to
access the care facilities. All these might be tiresome for them. Another reason of their
negative view about public transportation is their fear of getting sick due to their weakened
immunity. Public places, like cafes, shopping malls, buses and metros are seen as
dangerous spaces with dangerous microorganisms. Thus, it is possible to state that
problems created by transportation play a significant role in their treatment decisions and
schedules. Blue (54, widow with 3 children, housewife) describes her experience of
transportation as follows:
While my husband was alive, he used to bring me to the hospital. But now, I cannot
come to hospital regularly. I miss some of the sessions. I cannot ask my sons every
time. If I could call someone in charge to say “I have no one, help me on my
transportation” we would have no problems. My home is really far away from the

hospital. | know that dialysis patients are using special arrangements for their
transportation. Why don’t we have that? Our illness is also a tough one.
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What is worse, in the lack of efficient support systems in transportation, patients might
waive from their treatment. Sometimes they are constraint to leave their treatment by
difficulties in transportation, and sometimes they voluntarily waive their rights. This issue
is also studied in literature for several times and generally gave similar results. Limited
access to transportation significantly can cause to withdrawal from radiation therapy
(Goodwin, Hunt & Samet, 1993; Guidry, Aday, Zhang & Winn, 1996). This is mainly
because while chemotherapy is applied once in a three week, radiotherapy patients should
get their treatments on a daily base for long time. While access to appropriate health
service could be problematic in the same city, it would be to naive to expect it to be easy
to travel another city for treatment.

In some cases, patients had to change their cities to access the treatment opportunities.
Although there are some local level regulations providing basic expenses of inter-city
transportations partially, these arrangements are not sufficient and entail tremendous
referral chains. In other words, decision about where to receive treatment is not up to the
patients and families, but there are some rules determining the place where treatment will
be taken. If a patient or family decides to get chemo or radiotherapy in another city, then
they cannot obtain payment of a transportation expenses back from the Ministry. Thus to
be eligible for payment of transportation, cancer patients should prove that there is no
machine or equipment for treatment in their home city. In other words, if there is any
equipment in their own city, a patient cannot apply for payment back. However, in many
cases the treatment machine cannot be suitable for some patients’ needs. Even in these

cases, they still have to prove their eligibility for the payment.

Additionally, as discussed above, one should follow all the necessary steps of referral in
order to take the payment partially. The case of Turquoise (52, married with 3 children,
housewife) can be seen as a good indication of how these procedures can be discouraging

for cancer patients to apply for the payment:
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We are coming from a different city. | heard that government gives half of your
ticket money but it is a long process. They ask for referral and government doesn’t
give all of the money, they support partially. But it is really a hard and long process
to apply and get this money back. So I did not try for it.

In addition to transportation, patients and caregivers should find place to stay in the city
they went for the treatment. This also means additional expenses for accommodation,
eating and other personal needs. The current regulations do not consider these kinds of
expenses of patients and their caregivers. Although some municipalities have some local
level services for accommodation and meals, they are not well-organized and well-
structured. Indeed, most participants said that they did not even know these services.
Furthermore, some mentioned how difficult it is to be eligible for these services. To sum
up, these factors bring waive of patients from their rights for these services and yield

extreme out-of-pocket expenses.

The other major issue that women with breast cancer must deal with is housework and
cooking. As already discussed, due to severe side effects of the treatment process, most
women with breast cancer recited their inability to handle housework and cooking. Thus,
economically advantaged patients try to solve this problem by hiring a “helper”. However,
this also creates a burden on the budgets of families because hiring a “helper” for domestic
work requires regular payment. To manage this payment, some woman with breast cancer
should arrange all other spending. This also creates a huge emotional burden on women
with breast cancer who see domestic works as their own responsibility, although they are
common needs of all household members. Thus, women with breast cancer want to
undertake all economic burdens led by the transfer of domestic jobs to a hired “helper”.
This can also be seen as an indication of the breast cancer patients’ desire to protect their
care-giving female role. But, for many hiring a “helper” for all domestic work can be
economically impossible. However, living in a clean and hygienic environment is
essential for cancer patients. As noted above, their immune systems are open to any kind

of attack and they must be careful about this issue. Thus, one can argue that providing a
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clean and hygienic place to live for cancer patients cannot be seen as a luxury but as an

extension of their treatment process.

Besides increased expenses, decrease in income also creates a huge economic burden on
women with breast cancer and their families. In most cases, patients with cancer cannot
continue working as they could before the diagnosis. Actually, according to a research
analyzing the importance of treatment process on work lives of patients and caregivers
provide important insights. Work ability during treatment process is associated with
cancer type, type of treatment, health status, education and physical workload (Taskila &
Lindbohm, 2007). Although the literature is replete with studies which prove the ability
of cancer patients in continuing working, analysis of my in-depth interviews revealed a
totally different picture, actually, most participants were already not employed before their
ilIness. Only a small number of participants was working before the diagnosis. If they are
eligible for retirement, some of them retired during their treatment as in the case of Cyan
(46, married with 2 children, retired). She said that “I heard about my cancer and got
retired. Because | didn’t know how much time | have got to live.” If not eligible for
retirement, they gave a break to their careers. But, among them some participants, who
were happy about working and their work environment are willing to return their work
life after their treatment. This would also help them overcome the adverse effects of the
treatment process. Indeed, a study conducted with cancer survivors showed that strong
commitment to work organization and good social climate at work diminish reported
impairment (Taskila, Martikainen, Hietanen & Lindbohm, 2007). This is also accurate for
this study. Pink (34, married with 1 child, informal sector) who worked in an informal
sector before diagnosis mentioned her decision as a break until her healing.

Since my surgery, | have a health report so | do not work now. After my treatment,

I will start working again. It is so hard to sit at home for someone who is used to

work. So to speak, think about a free animal and you put her in a cage. The works

you can carry on in home is very limited and | cannot do them. For example |
cannot clean the windows.
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Nonetheless, some women under consideration have to continue working due to financial
deficiencies and lack of protective legislations in informal sector. Although working
during breast cancer treatment and trying to balance all responsibilities along with
recovery are really hard to handle, decision of continuing to work might be influenced by
financial concerns and regaining normality (Kennedy, Haslam, Munir & Pryce, 2007).
Women with breast cancer labor over to deal with all work responsibilities along with the
effort of treatment. Lavender (55, divorced with 2 children, teacher) who continued
working during her chemotherapy process is a salient example for this situation: “During
my chemotherapy | continued working. My chemotherapies were on Mondays, | arranged
them according to my day-offs. My boss didn’t know about my illness, so | had to hide

all side effects”.

Due to lack of efficient and well-regulated cancer-induced work related policies in
Turkey, women with breast cancer live difficulties in working life. Although formal sector
has a protection and back up plans for cancer patients, in informal sector it depends on the

attitude of employers whether cancer patients are protected or not.
5. 3. 2. Caregivers’ Experiences with Economic Impacts of Breast Cancer

Cancer treatment is a team battle and patients often rely on supports of their families
throughout this challenging time. All of these supports and care cost families’ time and
money. Illnesses, like cancer, necessitate long-term and multi-dimensional care which
comprises the preparation and maintenance of healthy physical environment. This can
include house work, preparing meals, and assistance in home health. To handle all these
care needs, some families have to hire a helper to assist them with the challenges they
face, including making meals and cleaning around the house. While economically
advantaged families could hire a helper to reduce their burden in housework, others get
help from female family members or relatives. Thus, it is noticeable that economic
resources of families play a direct role in quality of lives of both patients and family

members.
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In addition to the expenses for the maintenance of physical environment, medical
expenses can also create a huge burden on families. Indeed, some caregivers said that they
had to borrow money from friends or relatives to handle these expensive supplements or
private hospital expenses. Although these financial burdens force them, families try to
reduce all other expenses to supply these needs of patients. In most cases, families try to
overcome financial problems without patients’ notice. When family members are
analyzed according to their division of care, economic care, especially medical expenses,
are undertaken by male family members. Indeed, housecleaning and foods are common
needs of households. However, when it is economically possible, these needs are not
treated as equally shared responsibilities, but more like a Temporary Threshold Shift
(Melnick, 1991). This means a short-term change. Like the one in human’s ears, human
beings are remarkably tolerant of exploitation, and they apply several ways of protecting
itself from damage when exposed to a crisis. Thus household members try to protect their

inner dynamics of familial roles, mostly by using a temporary solution.

Transportation is another important spending item which creates extra economic burden
for the cancer patients’ families. Families without a car, try to deal with this need by asking
favor from relatives and friends. This can also create an emotional burden on the family
members. This is noted by White (Woman, 25, Daughter, Caregiver) as follows: “We
don’t have a car. We ask from a relative for transportation. Of course, we feel ashamed
for asking, but we have no other choice.” Families owning a car, on the other hand, try to
drive patients to hospital visits regularly. In chemotherapy, caregivers drive patients for
one time in every three weeks. Thus it is considerably easier to arrange time and money
for this responsibility. However, radiotherapy is carried out every day for about three
weeks. Thus, radiotherapy requires more physical and economic effort for families.
Therefore, it is obvious that caregiving creates a financial burden on family members, both
in total expenses such as hiring an assistant, medical expenses and transportation as well

as in loss of income.
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Many caregivers have paying jobs and at the same time try to handle their caregiver role
which is another full-time job itself. As shown by a previous study, caregivers mostly
experience challenges in their work life (Karabuga-Yakar & Pinar, 2013). Care-giving can
lead to work-related issues, such as missed days, decreased efficiency and work breaks
due to medical appointments and other tasks. Even some participants have to take unpaid
leave and/or decline their promotions. Thus, it might be difficult to balance work and
caregiving responsibilities. Due to lack of effective and protective regulations about work
lives of caregivers, family members attempt to take permissions from their superiors
informally. When superiors are tolerant, caregivers can manage their roles much more
easily. However, in other cases they face huge difficulties in balancing their caregiver
roles. Beige (Man, 39, Son, Caregiver) stated that he had to spend all his permission days
to keep company to his mother with cancer: “I have some difficulties in my work. It is a
private sector, you know. My superior is a good one, so | can take permissions. But | have

finished all my lieu days. | compensate my permissions by working overtime.”

In order to diminish stress and problems rooted in conflict in work and caregiver
responsibilities, family members try to pass duties to each other. Thus, when possible,
division of caregiving is arranged according to the work life of a caregiver. For instance,
if there is a retired family member, s/he takes the main responsibility, as remarked by Gray
(Man, 50, Husband, Caregiver): “I could not have done all of these if | was working in
private or formal sectors. | can handle all of these because | am retired. A boss who did

not experience such an illness cannot understand a worker in this situation.”
5. 4. Living with Familial Impacts of Breast Cancer

The high prevalence and huge burden of breast cancer forge considerable social costs.
When breast cancer invades a woman, her family is affected by the treatment and care-
giving experiences as a whole. This is mainly because each family member plays a specific
role in caregiving chain and also in the family’s everyday functioning. Also, patient,

herself, experiences a formidable milestone in her life, because her priorities,
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psychological changes, social life, attributed roles and expectations (her and from her)
undergo a radical change. Therefore, woman with breast cancer and her family members
assume a new identity. These role changes also create a transformation in the dynamics
and relationships within the family. Thus, cancer, as a life-changing event, forces all
family members to modify their lifestyle and undertake new roles in care-giving chain. As
already discussed above, breast cancer brings severe side effects, long-term care needs
and economic burden to all family members. The main care and support are provided by
family members including partners, children, parents and siblings. Thus, family members
play an important role in cancer treatment process. It is possible to expect that as the
incidence of breast cancer continues growing, role of family members as caregivers and

these roles’ impact on inner dynamics of family will gain more importance.

As need for familial care-giving rises, each family constructs its own understanding of
care and care-giving style. This is mainly because each member and each family
experience different kind and amount of burden due to these changes in familial relations.
My field study indicates that these burdens can be related with symptoms of patients,
behavior, socioeconomic characteristics, changes in household routine, familial or social
relations, work and leisure time activities. To overcome these burdens and adapt familial
dynamics to this new rhythm, family members generate different coping strategies. As
discussed by Mormont (1992) these strategies show differences according to patient and
caregivers’ age, sex, role, cancer’s site, stage, state, side effects, relationship of the
caregiver with the patient (partner, parent, sibling, children), availability and accessibility

of social services, health equipment and human resources.

Thus, it is not possible to generate a single and unique pattern of influence of cancer on

every family and each family member. Another reason of diversity in familial outcomes

is the discrepancy of familial resources. Families should utilize their financial, emotional

and physical resources to handle cancer care, but they differ from each other in terms of

their resources, motives and coping strategies. More importantly, in some instances, these

differences among families and family members end up in cancer care disparities.
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Additionally, differences among families have also repercussions on their decisions
whether who would undertake cancer care and how division of care tasks would be shared
among family members. All these kinds of decisions are made by family members and
sometimes might result in disparities in terms of quality of care. Hence, it is very important
to understand and analyze how families are affected by the cancer treatment process.

With the aim of understanding different impacts of breast cancer on familial relationships,
this chapter will analyze the changes in the primary relationships within families from the
perspectives of patients and caregivers. The main relationships which were stated by
patients as the most damaged are child-mother, spouses, parents and siblings. For
caregivers, parenthood, sibling and spousal relations are the most frequently specified

links within familial dynamics.
5. 4. 1. Patients’ Experiences with Familial Impacts of Breast Cancer

My field study revealed that breast cancer has a massive impact not only on the individual
suffering from it, but also on the family members and relationships of a cancer patients.
More specifically, when a member of a family suffers from a breast cancer, familial
dynamics significantly change. Indeed, how a disease affects familial dynamics mainly
depends on the role-changes of the patient. During cancer treatment process, there are
several radical changes in familial dynamics as well as cancer patients’ perception of
family. For instance, in some cases, breast cancer can trigger new tensions within family
and these tensions can fluctuate according to the needs and expectations of the patients.
Furthermore, family members should arrange their time schedules, social activities and
economic resources according to the needs and expectations of the patients. However,

these can also be a source of distress and anxiety for the breast cancer patients.

Based on a close analysis of in-depth interviews, it is possible to identify at least three
levels in terms of the breast cancer women’s perceptions (and may be in some cases
reactions) of familial changes triggered by their illness. More specifically, while some

patients feel themselves guilty and mournful concerning these unavoidable changes, some
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others find familial changes necessary obligations. Furthermore, some see this
transformation as a temporal period, while others assume them as permanent and steady
changes. Still, some familial relationships may be weakened by these changes and
negative experiences can accumulate, while other relationships get stronger and gain new

precious meanings.

One of the most affected familial relationships of women with breast cancer is the
relationship with their partners/husbands. Almost all participants were highly anxious
about their spousal relationship. Indeed, they are afraid that their relationship or marriage
will be damaged due to cancer treatment process or they will be separated as a result of
increased emotional burden. Most of the participants gave examples about other women
with breast cancer who divorced just because they as a couple fail to cope with this
process. However, none of the participants has seen their relationships as a weakened one.
Some patients noted that they made an explicit speech with their husbands when they first
heard their illness. They knew that it would be a long and difficult process. For instance,
husband of Pink (34, married with 1 child, informal sector) was really supportive and
understanding during this process. She explained this as follows:
| told everything to my husband from the beginning. I said that this will be a long
and hard process and said that “You don’t have to support me”. | don’t want to be
indigent to someone because | have always been independent for all my life. He
said that if I had the same illness, you would stay so | will take care of you. | am

very thankful for him. My family’s life has changed suddenly. | cried whenever |
want but a man cannot do this.

One of the main reasons of this changes in partner relationship is the fact that patients
cannot manage the things they could do before the diagnosis. For instance, women with
breast cancer, who does most of the family’s cooking, can’t shop or prepare meals for
several weeks during treatment. Thus, their husbands or other family members must take
on this responsibility in addition to the tasks they already do. This role change might create
a sense of dependability between spouses. This is primarily because in most cases, women

make all housework and cooking activities as a result of internalized gender roles.
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However, breast cancer creates a huge transformation in these functions. Due to cancer
treatment’s being a long process, patients feel in debt to their husbands, as expressed by
Green (51, married with 2 children, retired): “Cancer makes you dependent on someone
else. Think about a time process continues for a year. Who takes care of you for a year? It
is so hard for a family.”

While husbands try to undertake their wives’ care needs and economic concerns, they also
try to overcome fear of cancer and its spread, help patients deal with the emotional strains
of the disease, and manage new time schedule caused by cancer treatment. Literature is
replete with studies about sufferings from psychological impairment and mood
disturbance as a result of the spouse's cancer (Blanchard, Albrecht & Ruckdeschel, 1997).
To overcome these familial changes, family members develops new roles to help continue

the main functions of their family.

Treatment process also creates deep impacts on sexual lives of spouses. Most participants
said that due to relentless side effects and changed priorities, their sexual desire has
seriously diminished. Their main disturbance about this deterioration is the fear about their
partner’s reaction. Some patients said that they would have understood if their husband
would leave them due to lack of sexual life. Still, they noted that their husbands’ approach
was compassionate and tolerant towards them. Relationships after the cancer diagnosis
are also reconstructed in the boundaries of gendered roles. This situation has also been
discussed in literature. According to a study, husbands’ care-giving experience and their
new role in the women’s eyes are shaped by these internalized gender roles (Ribeiro, Paul
& Nogueira, 2007). Thus, it would be safe to argue that supporting a wife who is suffering
from cancer attributes a new meaning to protective manhood role. This view is expressed
by Orchid (45, married with two children, formal sector):

We hired a foreign woman for cleaning from Ukraine. Think about it, there was a

beautiful woman in home, who thinks you will die. “I can take her husband after

she die.” | felt them all. She was hitting on my husband. If my husband were
tending to that kind of a relationship, I could have been homeless.
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During this process, familial relationships gain new meanings. These meanings are mostly
shaped by the belief systems and world views of families by rendering complexities and
crises more bearable. As discussed above, religious traditions and belief systems generally
enable patients and family members endure through the treatment process. For some
patients, cancer represents a test applied by God to scrutinize familial links. This period
is also seen as a kind of exam or test for their relationships and also for their husbands.
While children, siblings and parents are accepted as morally obliged to care for family
members with cancer, husbands’ care are mostly appreciated and indebted as can be seen
from the case of Cyan (46, married with 2 children, retired):
This illness is a serious exam for a marriage because a woman with cancer thinks
only about herself and doesn’t give the priority to her marriage anymore. If my
husband didn’t support me, we couldn’t have overcome it. He is a good person. |
can see it now. Now | am sure we will take care of each other in our elderly. My

cancer was his challenge: A challenge for his personality and his character. These
are important exams for families.

Another changed relationship and identity during this process is motherhood. This
changed relationship is also discussed in literature for several times. For instance,
according to a study, the change is inevitable because cancer can threat the stability of a
mother’s parental role, undermining her ability to take care of her children and keep family
together (Mazzotti, Serrano, Sebastian & Marchetti, 2012). Actually the perception of
motherhood changes in terms of reactions to cancer treatment primarily in consonance
with the age of the patient. To be more precise, for older women with breast cancer, both
partners and adult children were important sources of support as revealed by a study
conducted with older women with breast cancer (Maly, Umezawa, Leake & Silliman,
2005). This is also valid for this study. Older women with breast cancer expect more
support from their children, while younger women feel more obliged to continue their
motherhood roles in supporting their children. However, women with older children
mostly feel less stress on them. Yet, it is still a challenging situation, because some
participants believe that being a mother never ends, no matter how old their “child” is.

Notwithstanding, older women with children still feel less stressed due to their changed
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parenthood roles. To illustrate, as already noted above, a patient’s daughter suspended her
education for a year to care her mother. And in another example, Turquoise (52, married
with 3 children, housewife) started to live with her married son, who is responsible her
main care needs with her wife:
My family is so helpful for me. If | had no one to take care of me, | couldn’t eat,
go to the hospital. I can’t even think about it. If you don’t have any family,
someone should be responsible for your food, cleaning and transport. Sometimes

| feel bad about it because here I live with my son and his wife; I am kind of a
burden to them.

Role of motherhood changes dramatically due to increased needs of women with breast
cancer. A close analysis of in-depth interviews demonstrates that not only the age of the
patient but also age of the children have a direct impact on the altered identity of
motherhood. To be more specific, women with younger children feel more pressure and
burden on them due to their changed functions. Studies analyzed younger women with
breast cancer found some repeated patterns such as perception ‘out of sync’ and changed
identity (Adams et al., 2011). Feeling out of sync and identity changes are also frequent
patterns of my field study. Younger women with breast cancer are more concerned about
their future because they have younger children who are dependent on them. During the
treatment process, women with breast cancer cannot fulfill their internalized motherhood
roles as they could before the diagnosis. Thus, they mostly mentioned their regrets and

sadness due to this change.

On the other hand, learning the diagnosis of a mother creates a huge impact on children.
Mother, the endless resource of care-giving, starts to a new period in which the
relationship between mother and children will dramatically change. Older women with
older children do not hide their illness from their children. On the other hand, younger
women with breast cancer follow different disclosure paths to their children. A group of
participants stated that they try to share their illness with their children. In these occasions,
they have severe difficulties when they share this situation to their children, because they
do not know how to say it without distressing them. Children who learned about their
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mother’s cancer can also give different reactions to this news. While some can receive
this process positively and supportively, others might have troubles. They may experience
social and psychological problems. In a case, son of Orchid (45, married with two
children, formal sector) has abandoned the house during the treatment process:
Cancer is a really challenging process. My son left the home abandoned us. (Starts
crying.) But his leaving didn’t chance my role as a mother because | had to save
him. I went his home in which he lived alone, cleaned the house, cooked for him.

Just think! I have cancer and protected my son just to win him, not losing him.
Maybe his behavior was a good thing for me because | didn’t get pacified.

On the other hand, in some families, women with breast cancer try to hide their illness
from their children. Concealment has several reasons. Some does not know how to say,
and how to behave. Some others are skeptical about the reaction of their children. And
some women do not want to lose their caregiver role in the eyes of their children. In these
cases, women with breast cancer try to hide treatment-induced hair loss by continuously

wearing wig.

Closure and disclosure behaviors are rooted in the family communication patterns. As
discussed by Rolland (1994), each family has its own way to experience the illness and
handle risky topics. While some families employ open and direct communication, others
adopt latent and constrained communication. No matter which way women choose, most
of the participants of my field study have mentioned their increased expectations from
their husbands as a father to their children. Side effects and treatment schedule bring a
new form of division of child care between parents. Some responsibilities, formerly
handled by mothers, are started to be carried by fathers. Coming together during difficult
times also strengthens the bonds between family members. However, sharing child-caring
responsibilities may also bring hidden tensions and antagonisms. For instance, Violet (43,

married with 2 children, retired) said that:
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During my illness, my husband was abroad. Now he has a different kind of illness.
He should not have any expectations from me because he was not there for me to
support during my illness. Now he should handle all problems on his own.” Think
about it I had cancer, my daughter was ill; my father had a heart attack. | was alone
and | handled these responsibilities on my own. We went to my surgery with my
daughter and my father together because | couldn’t leave them alone. If something
happens the hospital would take care of them in my opinion. While I was on
chemotherapy my daughter had a serious illness and we put her in hospital for a
month and | got my chemotherapy in that hospital and spent a month for month. I
didn’t think about my cancer and myself for a minute, because my daughter was
ill and we had no one to support us.

Cancer treatment affects existing motherhood identity, but it also changes future plans
about motherhood. One of the major concerns of this change is the fear of cancer’s
recurrence or its fatal end. Participants, who earlier had plans to have one more children
started to doubt about it because they do not know for sure that they will survive long
enough to care them. Additionally, and more dramatically, one of the most severe side
effects of breast cancer is experienced in fertility by severe impacts of chemotherapy as
shutting down ovaries of patients and threw them into medically induced menopause. Pink
(34, married with 1 child, informal sector) expressed her feelings as follows:
During my chemotherapy, doctors put me into menopauses. Before my cancer, we
were planning one more child. But now, | cannot have. Most probably, I will stay
in menopause after that. So getting pregnant is like a dream for me and my
daughter thinks she will have a sister in three years. | see my mistakes. | see them
now. | worked so hard and now | will not have any children. The consequence is

very tough. Not for me, for my daughter. How can | defend myself against my
daughter when she finds out that she will never have a sister?

Thus, younger women with breast cancer face more dramatic effects on their motherhood.
Reduced fertility and also uncertainty of future plans make it more difficult to continue
their motherhood identity. Actually a study conducted in Australia showed that women
without children described a distressing grief about lost fertility (Kirkman, Winship, Stern,
Neil, Mann & Fisher, 2014). Therefore, breast cancer, fertility and reproductive health are
interwoven in varied ways, which can have short and long-term psychological, physical

and familial consequences.
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Lastly, it should be noted that not only the relationships with spouses and children, but
also the relationships with parents, siblings and other relatives get affected by this process.
Indeed, parents are another significant care-providers during cancer treatment process. As
a salient example, a participant with breast cancer defined her mother as her main
caregiver. During her treatment process, participant’s mother has moved in her daughter’s
house and provided her basic needs. This situation has not created a role change or any
other kind of distress in familial relations, because as mentioned earlier, motherhood is a
full time and non-ending care-giving process. Although the focus of my field study was
not on siblings and other close relatives, |1 had also some cases regarding sibling
caregivers. Indeed, in many cases, siblings can be responsible for a care of cancer patient.
However, whether they would be main caregiver or not, breast cancer patients still expect
their support. For instance, a participant complained about her sister’s ignorance about her
care needs. Apart from this, | do not have any precise example that can represent patients’
perspective on this issue. However, below | will try to analyze the perspective of sibling-

caregivers regarding this issue.
5. 4. 2. Caregivers’ Experiences with Familial Impacts of Breast Cancer

Family members try to significantly change their roles in the family to accommodate the
care-giving demands of women with breast cancer. Although deficient supportive systems
in health care leads to rising participation of family members in caring for the ill member,
little attention has been directed toward the needs of family members or the impact of the
cancer on their lives. In this chapter the impact of the cancer on the family members will

be analyzed and specific familial changes will be identified in caregivers’ perspective.

As Rolland (1994) has discussed, chronic illnesses affect family functioning and
multigenerational patterns. Chronic illnesses might arise for several times in the same
family. Family members can be the main responsible for more than one patient. Each time,
families might generate different adaptation levels and coping strategies according to

characteristic of illnesses and patients and care needs. Each disease that confronts a family
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yields diverse caregiver roles. Some caregiver participants have mentioned their caregiver
history as a repeating pattern. For instance, some participants were responsible for the care
of an elderly parent or an ill mother-in-law earlier. Their new care-giving responsibilities
create huge changes in their previous care-giving role. In some cases, they try to balance
these both caregiver roles at the same time. But in most circumstances, caregivers try to
make new regulations. For example, Brown (Man, 55, Husband, Caregiver) noted that he
was formerly responsible for caring his elderly father-in-law. After the diagnosis of his
wife, they made a huge change in their inner dynamics of family. They have sent their
father to his sister-in-law’s home. He said that “We heard that my wife had a cancer. But
my father in law who is 90 years old was living with us. Then we decided to take him to
my wife’s sister. Although my wife didn’t want to leave her father, she accepted it because

her illness was more important.”

Thus, it is obvious that the increase in care needs of women with breast cancer creates
dramatic changes in each family member’s life. If there is no other relative willing to take
care of elderly or ill member in need, current caregiver tries to generate new coping
strategies when a new patient comes out. Being responsible for more than one patient at
the same time generate double burden on them. In the lack of professional support systems
in the place, families try to undertake all care needs at the same time. It is a well-known
fact that both elderly care and cancer care are seen as moral obligations in Turkey.
Therefore, participants try to hide the burden they faced at first when they were asked.
But then, they could have talked about their burden and strain due to increased care
responsibilities. Indeed, after talking about their responsibilities, caregiver participants
started to express their problems and complain. For example, after talking about how he
handled all care activities for his mother, Beige (Man, 39, Son, Caregiver) expressed his

problems encountered during this process as follows:
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My mother in law is living with us she has Alzheimer and had a stroke. It is not
easy to carry a patient who cannot move from service to another service. Moreover
she broke her knee. Think about it; | am carrying a patient with Alzheimer and
broken knee from stretcher to x-ray table. I think this is not true. Now we hired an
assistant for my mother in law. Actually we found a nursery house but we thought
that she was not cared appropriately there. We had some doubts about her eating,
cleaning and other needs. Thanks god my mom is not in her conditions.

Caring for more than one patients or elderly family members is different. However, being
a caregiver of a cancer patient has also its own difficulties. In other words, caring for a
cancer patients can be dramatic and stressful. Patients and other family members can
suffer from depression, anxiety and stress. Although literature states that families that
were able to act openly, express feelings directly, and solve problems effectively had
lower levels of depression (Edwards & Clarke, 2004), in some cases a direct
communication might hurt and upset family members. To be more precise, asking a family
member to care a patient directly and without a prior discussion as an obligation might
create bad feelings in the caregiver. For example, Brown (Man, 55, Husband, Caregiver),
the husband of elderly women with advancing cancer noted that he felt compelled by the
insistence of his son to act as her mother’s primary caregiver despite the detrimental
consequences to his physical and psychological health:

After the first chemotherapy my son asked me to take care of my wife. He said that

“Father, be patient for 5 years. None of us can help to our mother during this

process. You have to handle all these responsibilities.” 5 year was the maximum
life expectancy for the patients in my wife’s situation.

Care-giving to a wife can be challenging due to changed familial roles. It has been
discussed for several times that female members face more burden on them due to their
increased responsibilities in housework and child and elderly care. This is mainly because
the traditional culture of family (Hacialioglu, Ozer, Erdem & Erci, 2010). As discussed
above, generally women are seen as the main caregiver and accepted as the main
responsible for all housework, the new position of women under consideration create new

paradigm in family. Male participants, who were previously not responsible for
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housework or cooking, start to feel a necessity to cope with these needs after the diagnosis.
In some cases husband caregivers see their new role as a payback for his wife’s prior
labors. This was expressed by Ivory (Man, 49, Husband, Caregiver) as follows:
While I was working, my wife used to take care of me very well. Every morning
she used to prepare my outfit including my socks. This is so important for me. Not

even for a day she complained or made a face. She supported me in my economic
and emotional problems. Of course | will take care of her, in such a time.

When there is a husband willing to undertake care responsibilities, he mainly takes the
economic and transportation needs. In most cases, physical and emotional cares are not
provided by the male family members. Although the main caregiver is seen and accepted
as the husband of the patient, daily personal care needs of women, such as medical
dressing, bath, and house cleaning and cooking are generally undertaken by daughters or
other female relatives. If there is no one to take these responsibilities, a professional helper
is hired, if it is economically affordable. In other situations, male family members
reluctantly try to cope with these expectations and needs. Thus, gendered division of labor

is even sustained during cancer treatment process.

It is a controversial issue who will be responsible for which are need. Therefore, in the
following pages, the emphasis will be put on negotiations of the care responsibilities
among family members. Division of care can be arranged after a long negotiation process.
This negotiation, as a common decision, can be made after reasonable discussion sessions.
But in some conditions, this negotiation may yield disagreement and conflict among
family members. Some members narrated that they undertake cumbersome burden while
other members did not. This inequality between family members might end up with long-
lasting antagonisms. During interviews, this form of negative negotiation is found
between siblings when there is a care need of a parent. Sibling negotiation about who will
be responsible for care needs is made according to different criteria, such as age, work
life, socioeconomic conditions, living arrangements and also willingness of the family
member. Participants referred to almost all of these criteria in justifying their decisions

and actions in relation to care responsibilities. The influence of gender on the division of
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responsibility among siblings is another controversial issue, because sons and daughters
provide different care needs. My results show parallelism with previous studies on this
issue. Actually, gendered responsibilities are seen as reproducing the gender inequalities

during the cancer treatment process (Hequembourg & Brallier, 2005).

Decision of who will be the main health care proxy may also be taken without any prior
discussions. In some families, a family member directly undertakes this role without
questioning. When there is a family member who is willing and talented to care-giving,
negotiation might be skipped and the member directly gets his or her role as the main
caregiver. As can be seen from the quotation below, when a family member is the only
responsible for the care needs of a cancer patient, she generates different legitimation for
her situation and other family members’ lack of responsibilities:
| think | am suitable for it. No matter who does it, | would be always curious. |
would like to control the situation. | think the reason might be the method of our
getting raised. My mother attributed me a mission. | am the bigger sister in our
family. I have some responsibilities. Additionally, I am not irrational, | never make
anything that 1 am not sure. My bigger brother cannot do it. My younger brother
has a child and wife. They cannot manage all these responsibilities. My sister is
psychologically fragile, cannot face these responsibilities. But | can do it. My
house is near here, | rented it by thinking these needs. My daughter is not a child
anymore. It did not matter while she was younger too. But | never question my

responsibilities. No, never. | never ask about it. (Crimson, Woman, 51, Upper
sister, Caregiver)

As the incidence of women with breast cancer increases, families are faced with multi-
faceted decisions about care-giving for ill members. As revealed by the interviews, female
family members like daughters and sisters often take on more stressful and energy-
consuming care-giving responsibilities with varying levels of help from other family
members. This fact also shows the unequal distribution of care-giving activities among
family members. Independent from the distribution of care-giving activities among family
members, it is certain that cancer treatment process change family as a whole and also
creates huge changes in familial relations. Therefore, families with cancer patients

tremendously need professional support to overcome troubles of cancer treatment process.
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5. 5. Living with Institutional Deficiencies

In Turkey, cancer control generally focuses on a narrow field including cancer registry,
prevention, screening, early diagnosis, and cancer treatment. Although these priorities
help to supply the basic care needs, health system in Turkey lacks the quality of care
dimension. The result of this lack has been discussed in previous parts as physical,
psychological, economic and familial impact of breast cancer. However, there are also
huge deficiencies in institutional and governmental regulations and practices. Thus, in this
part, experiences, needs and expectations of women with breast cancer and caregivers
regarding institutional deficiencies will be discussed. In-depth interviews conducted with
patients, caregivers and experts will provide a basis for understanding of these lacks.
Stated expectations from the government and institutions during the interviews were quite
similar for patients, caregivers and experts (oncologist, social worker, oncology nurse and
psycho-oncologist). Therefore, in-depth interviews of these three actors will be analyzed
under the same headings. These heading will be namely deficiencies in screening,
deficiencies in knowledge, deficiencies in human resources, deficiencies in care facilities

and deficiencies in regulations.
5. 5. 1. Deficiencies in Screening

Breast cancer can be diagnosed through several techniques. Some of them, like
mammography, screening, self-testing, provide an early detection (Etzioni, et al., 2003).
However, in the lack of efficient screening services provided by the government, breast
tumor can be found in its late stages. As discussed and exemplified for several times in
the literature, late discovery of tumors can significantly reduce survival chances of
patients. The semi-structured in depth interviews have also indicated that breast tumor is
not generally discovered at routine screening mammography. Patients, generally, discover
a palpable lump on their own and therefore seek a diagnostic testing. Unfortunately most
participants discovered their tumor by chance, and in the late stages.
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As discussed in previous chapter, the recent regulations in the Health Transformation
program, aimed to increase the population screening rates by organizing breast cancer
screening every 2 years from the age of 40. Actually, to provide inclusive screening
techniques to every individual, the government has started to found Cancer Early
Diagnosis Screening and Training Centers (Kanser Erken Teshis ve Tedavi Merkezi —
KETEM in Turkish) in each city to offer population based screening and public training
programs about different kinds of cancers free of charge. The KETEMs have developed
new techniques and programs in order to increase the screened population. But, still
women above 40 are not screened regularly. One of the main reasons of this shortcoming
is lack of knowledge and consciousness regarding the significance of early diagnosis of
breast cancer. Moreover, women can feel anxiety and fear regarding positive result.
Similarly, women can underestimate their risk of breast cancer. Actually, Turkey is in the
increased risk group in terms of women’ likelihood to underestimate their risk for breast
cancer (Kartal, Ozgakar, Hatipoglu, Tan & Giildal, 2014). Unfortunately, the findings of
this study also support this fact. Indeed, almost all participants realized their tumor by
chance. On rare occasions, they found it through a tactile exploration. As adduced by Ivory
(Man, 49, Husband, Caregiver), informative TV programs can encourage women to self-
examination: “My mother saw a program on TV which advises to self-examination for
breast cancer. She kept this recommendation, because she had some pain on her breast.

Then she discovered a palpable lump and went to doctor.”

Additionally, a study conducted in Turkey also verifies these results. Breast cancer
symptoms are principally self-detected and palpable lump at breast is the most repeated
symptom, followed by breast pain and skin changes (Ozmen et al., 2015). Therefore, it
would be safe to argue that several factors, mainly related to health-care systems and
patients’ psychological and behavioral characteristics, determine delay in diagnosis and
treatment. Thus, inclusive and nation-wide regulations to increase in cancer awareness

among women and organized screening programs should be generated.

111



5. 5. 2. Deficiencies in Knowledge

Lack of knowledge about breast cancer continues after the diagnosis as well. It was
mentioned by patients and caregivers that lack of knowledge regarding diagnosis and
treatment process have a huge impact on their experiences. My in-depth interviews
indicates that common information needs include healthcare services, tests, treatment
options, medication, side effects of treatments, chance of survival and progression of the
disease. To overcome this lack of knowledge, patients and family members access diverse
information resources to support them through cancer treatment process. While some
participants stated that they used booklets given from the hospital about side effects and
to-do-lists regarding treatment process, some others mentioned they have never been
provided any source for knowledge. Lavender (55, divorced with 2 children, teacher) said
that: “When | come here for my first chemo, they gave me a booklet including a to do list
for me. For instance, eat fish once a week. Never eat grapefruit. What will happen to you?

What are the side effects of the chemo? This booklet was a life saver.”

However, it is a well-known fact that a patient or caregiver who adequately understood
the disease and care options will be able to reach effective decision making regarding the
process. For instance, some patients, who are old or uneducated, can feel the process as
out of control. In these cases, family members try to learn more about the process just to
be sure everything is accurate and under control. This also creates an additional burden on
family members who try to provide necessary basic care treatments. For instance, Beige
(Man, 39, Son, Caregiver) mentioned her mothers’ age as a knowledge-limiting condition
which forces him to be ready in all doctor appointments: “Our patient is old. She can
misunderstand the words of doctors. So | want to be with her to check all the steps. | made

a huge research on this issue.”

When patients and caregivers feel their needs for knowledge is unmet by hospital
personnel, they try to reach necessary information by using internet. In some cases,

patients and family members think that internet provides more useful and valuable
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knowledge than booklets. Thus, it is possible to argue that Internet is an effective tool of
information in cancer field. However, in the in-depth interviews, participants have also
referred internet as providing misinformation. Actually, they are not totally wrong,
because there are lots of information disseminated by public and private institutions and
actors. Thus, sometimes it is so difficult to reach clear and adequate information. For
instance, a research conducted in Turkey showed that websites about cancer are mostly
trying to sell products or services about cancer (Tekin, Kaya & Yazici, 2012). Thus, these
websites can have a negative impact on both patients and family members by influencing
their decisions. In some cases, they can change their treatment paths according to these

misleading websites.

Another area of usage of Internet is to check out the test results. Some interviewees
remarked that they use internet when they got the results of a test. Mostly, they do not
want to wait until the next appointment, because intervals between doctor appointments
can be very long. Nevertheless, in some cases, internet can mislead the researchers and
provide low quality of information. Furthermore, it may influence adversely the
relationship between patients and doctors. As shared by Gray (Man, 50, Husband,
Caregiver), doctors can be found misleading, thus, he tries to double-check each word her
wife’s doctor:

There is a pollution of information. It is almost impossible to reach the correct

information. Doctors are under control of the drug company representatives. So

they can direct us in a wrong way. So we have to research each step of cancer

treatment. Internet can mislead you. | think the Ministry of Health should create
some websites like Uzman TV, which would provide accurate information.

Another great concern during this process is not knowing who to ask questions. Side
effects of treatments, eatable and non-eatable foods, treatment opportunities, alternative
supplementations, hospital and doctor recommendations are main needs of patients and
caregivers. For family members, there is a unique fear and lack of knowledge regarding
their care-giving responsibilities. Similarly, according to the results of a previous study
conducted with relatives of a cancer patient, fear about caring for the patient at home and
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lack of information were the problems most frequently identified (Hockley, Dunlop &
Davies, 1988). This is also valid for this study. As noted by Gray (Man, 50, Husband,
Caregiver), a family member can fear to cause damage in the patient’s health by making
a mistake due to lack of knowledge:
The most difficult part of care-giving is the lack of information because there is no
information for family who tries to help the cancer patient. Doctors mention just the
basic points in three minutes. When you come back to home, and face details you feel

so alone. How will it change your life? How should she eat? All other details are
needed to be researched so we made a huge research on the internet.

5. 5. 3. Deficiencies in Human Resources

As already discussed, lack of knowledge can be rooted in poor communication with health
professionals. Actually, communication problems appear since the beginning of
diagnosis. Some patients do not want to hear all details about their illnesses due to
mechanic and unemotional approaches of doctors and other health personnel. Actually,
according to a study, they want to hear their life-changing illness from a polite person who
can understand their deep fears and anxiety (Leydon et al., 2000). On the other hand, some
participants stated that they do not want extensive information about their condition and
treatment. Indeed, preferences of patients for information derive from the coping strategy
or attitude they used in managing their cancer. Thus, most patients and caregivers
described difficulties associated with the delivery of bad news and treatment plans that
are not clearly defined by the oncologist/participant. The ways of how a doctor explains
the diagnosis to the patient create a huge impact on patients’ psychology and in some cases
play a significant role in determining the treatment path. Also, he said that it is important
to inform the patients about the whole process with proper words because doctors have to
tell them about a life threatening disease. If a doctor uses wrong words, a patient might
not adopt the process. For instance, this oncologist/participant persuaded an old patient
who refused an urgent mastectomy by using proper metaphors. As this example has
shown, oncology is a field where each decision and step plays a life-changing role.

Unfortunately, formal medical training mostly does not include communication skills
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courses for oncologists or cancer nurses. Similarly, the results of a previous study
conducted with oncologists shows that insufficient training in communication skills is a
major factor contributing to oncologist’s own stress, lack of job satisfaction and emotional
collapse (Fallowfield & Jenkins, 1999). As said by Violet (43, married with 2 children,
retired) effective communication skills create important differences in health care
outcomes: “My doctor has an interesting personality. He uses metaphors, meditation and

yoga. | accepted my illness thanks to these supportive techniques”

Besides communication skills of doctors, behaviors during the on-going treatment are
among the most important dimensions of doctor—patient communication. Doctors become
the most important person in lives of cancer patient; by being the main authority
determines everything in treatment procedure as well as in their private life. Women with
breast cancer need to trust her oncologist in every sense to apply everything s/he says.
Thus, an oncologist should spend an adequate time, labor and effort for each patient and
examine her condition accordingly. An oncologist should avoid making general
assumptions and wrong decisions. And moreover, a doctor should give information in a
way that patients could understand properly and would help to reduce anxiety and
depression. A wrong behavior or short time interval in a doctor interview might result in
wrong diagnosis. Pink (34, married with 1 child, informal sector) said that: “My first
doctor was awful. He put a glance on my results and said that | have nothing. We felt that

he was trying to get rid of us. Then | went to another doctor who found out my cancer.”

Nurses, doctors and other personnel play a huge role in treatment experiences of patients
and caregivers. Most participants shared some complaints about hospital personnel and
mentioned how their treatment process has interrupted due to actions of healthcare
personnels. Difficulties in communication with hospital staff have been identified as
potentially stressful for families. For instance, White (Woman, 25, Daughter, Caregiver)
explained a huge misunderstanding and rude behaviors of doctors and nurses which bring
out an interruption in her mother’s treatment: “Doctors and other medical personnel are

not good at communication with patients. Most of the doctors are rude and impolite. Now
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we are in a terrible situation because nurses made a huge mistake and now we have to go

back to hospital again.”

This problem and many others could have been overcome by supporting the patient and
health care proxy by listening to them, accepting their emotions and informing them in
detail. Therewith, they can express a sense of security to the women and help them to
maintain the ability to deal with the necessary procedures. The experience of the patient
might be determined by several factors, such as respecting to dignity and autonomy of
patients and also how the patient is treated as a person. Actually, a study on this issue has
also showed the importance of healthcare personnel. Patients are affected by the feelings
whether personnel responds sympathetically to their pain, anxiety and distress
(Purushotham, Cornwell, Burton, Stewart & Sullivan, 2013). Take chemotherapy nurses
as an example. Women with breast cancer spend hours in chemotherapy. During this time,
nurses are the main care providers of this treatment. Orchid (45, married with two children,
formal sector) mentioned how nurses treat patients and their behaviors’ impacts on
patients:
Patients are treated like sheep in a slaughter house. Chemotherapy in hospital is like
waiting for a death. You should drink water all the time during chemo and eventually
you need to use toilets. But you should wait for a nurse to go there. If she is in a good
mood, she helps you to go to the toilet. But if she is angry, she yells at you by saying
“Are you the only one here? You should wait. Look, everybody is waiting.” We were
waiting for that nurse’s smile but she treated us like a dog. In radiotherapy, we wait
for long hours. There is no standard time. We wait for the hospital personal’s comfort.
If you cannot rotate your body on your own, nurse yells “Come turn this to other side”.
We were all waiting in the same room. We all saw each other’s life, breakdowns,
crying... Another problem is radiologist’s problem. It is so hard getting naked and
lying on a stretcher in front of a man. You should do whatever he says. You lose your

identity. He says “Get naked” and you get naked. And you don’t know if this man is
a pervert or not. You don’t know his feelings. It is very horrible.

5. 5. 4. Deficiencies in Care Facilities

In some cases, healthcare personnel might behave helpful and polite to patients and

caregivers, yet hospitals might still lack necessary structure. In the interviews, it was
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obvious that cancer care settings have huge lacks in terms of services, infrastructure and
equipment which can adversely affect wellbeing of patients and caregivers. Firstly,
hospitals do not have some basic services necessary for a holistic care. For instance, as
mentioned by the oncology nurse | have interviewed, psychological services are mostly
ignored in oncology services, however patients and families need regular consultations.
Second, infrastructure of hospitals is not enough or needs revision. For example, the
oncology nurse/participant stated that most hospitals cannot meet the demands of cancer
patients. In other words, they do not have enough beds or treatment rooms. Overcrowded
hospitals lead to long waiting intervals for patients. Women with breast cancer, who are
already tired and fatigue due to severe side effects of the treatment process, can wait for
long hours due to this lack. What is worse, in some hospitals there are no social areas
where patents and their caregivers can wait. This is an important deficiency because, as a
study has already shown, relaxing before and after treatment diminishes emotional stress
and anxiety (Burish & Lyles, 1981). This was also clearly put by Magenta (43, married,
no child, housewife), who had negative experiences due to long waiting intervals: “At
hospital, there are problems too. You have to wait for hours even for a blood test. And
you should wait as hungry as you will give blood. Once | was blacked out while waiting.
In radiotherapy, you live this every day. | cannot sleep at night by thinking all of these

procedures.”

And third, my interviews have shown that equipment used in examination and treatment
are old, insufficient or already absent. Additionally, chemo and radiotherapy machines are
not equally distributed among and within cities. For this reason, patients can be directed
to different hospitals and/or cities. In latter cases, patients should travel to another city to
find an appropriate treatment opportunity. As explained by the oncology nurse/participant,
beds allocated for cancer patients are limited and do not meet the demand. Further,
although she works at the biggest hospital of her region, there is no service to
accommodate the patients and their caregivers coming from different cities through

referral chain. She said that families leave their home early in the morning and sometimes
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have to lodge in their cars parked in the hospital yard. Lodging in these places might create
vital health problems for women with breast cancer due to unhygienic conditions.
Moreover, quality of lives of these families is also a controversial issue in these healthcare

units.

Nevertheless, hospitals should be places where hygienic conditions should be kept on
optimum. Especially diseases like cancer, in which immune system of patients are
indefensible to any kind of infectious attack, necessitates highly hygienic environment.
During chemotherapy, patients take treatment through established vascular access, which
leave their bodies unprotected to attacks of any kind of virus or microorganisms.
Similarly, radiotherapy patients are subjected to open burnt skins, thus, they can easily
catch an infection. Health-care associated infection might result in permanent damages
and fatal consequences. During interviews, none of the participants said they got any
infections throughout treatment process, yet all of them had such a fear. Indeed current
health care facilities bolster this fear. For instance, a participant said that their
chemotherapy unit was locked for a long time due to unhygienic conditions. Azure (54,
married with 2 children, retired) also expressed her negative experiences in hospitals:
“Hospitals should be more hygienic. Take chemotherapy stretcher as an example. One
woman gets up and another one lies down. Cleaning is conducted when patient gets her

treatment and everywhere becomes dusty. But we should stay in hygienic conditions.”

To overcome these deficiencies, each health care setting should try to improve their
infrastructure and services in an evidence-based approach. However, hospitals do not try
to evaluate their infrastructure by applying assessment tests through which they can collect
feedbacks from patients and family members regarding their treatment process. An
assessment which aims to detect lacks and deficiencies in the service quality can improve
infrastructures of hospitals. Also, to improve service quality, there should be some efforts
to compare the service quality of health care organizations on the basis of patient
satisfaction data. These examinations can measure satisfaction scores of patients and

family members and the institutional characteristics of the health care organization
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(Young, Meterko & Desai, 2000). However, in Turkey, assessments of hospitals are not
adequate and they are based on quantitative standards such as number of beds, doctors,

nurses and patients.
5. 5. 5. Deficiencies in Regulations

As discussed above, Health Transformation Program in Turkey has brought important
changes for cancer patients. "Social Security Institution Health Implementation
Communiqué" announced that cancer treatment is free of charge for all citizens in Turkey
and all standard treatments are available in the country (Republic of Turkey Ministry of
Health Department of Cancer Control, 2010). Once diagnosed with cancer, patients who
are covered by the insurance can get treatment from public and private facilities without
any out-of-pocket payments (Tatar & Tatar, 2010). Although cancer treatment
expenditures are widely covered in Turkey, there are still problems associated with the
general accessibility of the health care system. Each cancer patient should be registered in
the health care system and follow specific steps of cancer treatment process to be qualified
for payments. Moreover, these are not enough for access to health care, because there are
some complications and deficiencies in health system due to long waiting lists,
complicated referral systems, bed and equipment capacities, health care human resources
and infrastructures like food and psychological services. Actually, the recent National
Cancer Control Program has generated a future plan in cancer care in order to solve these

shortages in the health system.

My field study has showed that one of the most important problems regarding health care
is difference between private and public hospitals. In some cases, private hospitals could
demand additional payments from cancer patients. But, the recent regulation issued them
strong punishments and each patient can apply to Social Security Central Directorate of
Health to demand their payment back. However, this procedure is not known by most

people and they do not know their basic rights. Other problems of health system in Turkey
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are long waiting lists, low quality services and access problems. Unfortunately, in Turkey

optimal treatment is not equally available across regions.

As already said above, women with breast cancer can try to get treatment from other
hospitals or cities. Indeed, the recent health regulation recognizes right of patients to select
their hospitals and doctors. But, in reality, it is not so easy. In order to change the city or
hospital, a patient must follow a regular referral system and written formal prescriptions.
For them, this often means to spend considerable time in long queues. However, in some
cases patients can demand to change their hospital or city due to personal reasons. In such
case, changing a city can create major problems for patients in that they must bring their
treatment files to the new hospital or city. What is significant, although cancer registration
system is presented as the most important aspect of current health system, it does not have
a national information system that can transfer health files of patients among care
facilities. The case of Green (51, married with 2 children, retired) who had two different
cancer treatments due to metastatic cancer and changed her city between treatments can
explain what I am arguing.
Between my two cancers, | moved out to another city. Turkish Health System
works correctly if you have all of your treatments in the same hospital. If you
change city, you face new troubles. For instance, my doctors wanted to learn more
about my first treatment. They should compare my illness with the previous one,

but the information regarding my previous cancer was in the other hospital. They
didn’t want to send information file to my new doctors, they asked me to go there.

Thus, cancer registration system should be reorganized to work more efficiently in order

to diminish troubles of patients who want to change hospitals and/or cities.
5. 5. 6. Deficiencies in After Treatment Process

Even though a patient can successfully complete all these treatment steps, there remains
another gap in the health system. The treatment process ends and women with breast
cancer turn into a survivor. Needs of breast cancer survivors have generally been neglected
in health and social policies. Breast cancer survivors continue to experience physical,

economic and psychological morbidity after their treatment. While patients can find
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emotional support to adjust their lives to this illness and their new identities during
treatment process, they mostly feel alone and isolated after the treatment process. Some
participants, treatments of whom have finished, mentioned some post-treatment needs
such as rehabilitation, well-being actions and reintegration into the workforce. As
mentioned by Thistle (46, single, no child, informal sector), patients encounter a variety
of problems after discharge from hospital:

Nobody cares what you live after treatment but it is so hard. There is a huge gap

after treatment, because you live with your fears. What if it repeats? How should |

live now? It is a big loneliness. During your treatment, you see your doctor every

day. Nurses support you. But after treatment, you are alone and nobody supports
you.

The experience of loneliness for women after cancer treatment process may cause
depression and anxiety. As discussed above, most of the participants have a fear of
reoccurrence or spread of their cancer, however, they have no one to ask their questions.
Almost all survivors referred how they felt alone in their changed perception of identity
and future plans. Therefore, post-treatment support can be crucial for some cancer
survivors. This is mainly because cancer can be experienced again by the same woman
for several times, and they can judge their future by their prior experiences. They mostly
feel that their cancer was over but then they are afraid of living everything again. Due to
their prior experiences and the feeling of “everything was for nothing” can make them
hopeless about their future treatment process. As Green (51, married with 2 children,
retired) said:

This is my third cancer. But my son says that you cannot handle a third chemo.

Actually now 1 think I can avoid medical treatments and start an alternative

medicine. Cancer made me a different person. Two years ago | could never think

about becoming a person like that. Now | hope for help in things | have never
thought to try before.

All in all, institutional deficiencies have a huge impact on quality of life and care of

women with breast cancer and caregivers. By improving the current health services and
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also developing necessary regulations, patients and caregivers would experience cancer

treatment process in a more organized and well-structured atmosphere.
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CHAPTER VI

CONCLUSION

Turkish welfare regime, generally classified as a version of the Southern European
Conservative welfare regime, based mainly on family and kinship relations and solidarity
networks with the minimum role of state in social policy, has undergone a salient
transformation within the last three decades. There are at least three aspects of this
transformation. First, Turkey has experienced tremendous changes in its demographical
composition. More specifically, the rate of elderly people is continuously rising due to
gradual improvements in health conditions and increase in the average life span (Arun,
2014). Second, as discussed in the fourth chapter, since 2003, as a result of neo-liberal
restructuring, Turkey has introduced a series of major changes in its health system through
Health Transformation Program and has also inaugurated some arrangements about
cancer. Last but not least, as a result of massive internal migration, nowadays, the majority
of population in Turkey is living in urban areas (Yilmaz, 2015). One of the most important

consequences of urbanization is the emergence of different family types.

Despite of diversification in the types of family and changes in the familial relations and
roles, almost all types of care are still largely undertaken by family members (Hacialioglu,
Ozer, Erdem & Erci, 2010). Furthermore, this is supported by health and social policy
regulations that still assume the family as the chief actor in the welfare regime of Turkey.
However, as analyzed above, in the treatment of breast cancer that needs long-term,
complex and intense care, the role of family is not straightforward. Indeed, family can
play a positive or negative role. In many cases, family can be the source of affection and
support. But, there are also cases in which family members can neglect the needs of cancer
patients. What is more, some patients are not married and/or do not have close family

members. Therefore, it would be wrong to assume that every family can offer all kinds of
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support and care to its members with breast cancer. Indeed, in some cases, socio-economic
and socio-psychological problems of women with breast cancer cannot be solved in the
domain of family. Thus, one can argue that this is where the family based social and health

policies are not well-functioning.

As already said, like other types, breast cancer needs long-term, complex and intense care.
Actually, as discussed earlier, breast cancer has its own uniqueness due to the location of
tumor and side effects of its treatment. Although there are important advancements in
techniques of cancer treatment and early diagnosis, in many cases the duration of breast
cancer treatment is long and unpredictable. Furthermore, during the treatment process,
patients as well as caregivers encounter multifaceted impacts in the domains of physical,
psychological, economic and familial, issues. Also, breast cancer patient needs long-term
and multi-dimensional care. This means that both cancer treatment and care are long and
multi-dimensional processes. Thus, in the cancer treatment and care there is a huge need
for a holistic approach that considers social and psychological needs of patients and
incorporate socio-cultural characteristics of patients to its program. More specifically, the
holistic approach sees patient as a whole and takes caregivers and family members of
patients into consideration. It tries not only to treat the illness but also to manage the whole

process of the treatment.

This thesis has three main parts that presents findings of my research. After the
introduction and method chapters, in the third chapter, | focused on the ongoing practices
regarding cancer, including discussions on cancer treatment and the existing policies of
different countries which are classified into four groups in terms of their place in the
Human Development Index. Second, | briefly discussed the current situation of health and
cancer policies in Turkey with special focuses on the recent changes in health
transformation program and transformation of cancer policies. And third, | analyzed the
findings of my field study about experiences and expectations of patients, caregivers and
experts from different socioeconomic and socio-cultural backgrounds in order to develop

evidence-based and inclusive policy recommendations.
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Now, | would like to recommend applicable and practical health and social policy
regulations based on evidence gathered from my field study and analysis of ongoing
cancer policies from different regions of the world. Before presenting my
recommendations, it would be helpful to give a brief description of evidence-based
approach. First, it tries to develop policy recommendations appropriate for cultural,
economic, social and regional structure of a country. For instance, while a low-income
country would like to increase its poor cancer survival, another country could try to
diminish its culture-induced treatment biases. Second, cancer care based on evidence-
based health and social policies aims to ensure a high quality of care to all patients and
also to caregivers, because this policy type takes the real needs and expectations of the
stakeholders into consideration. In other words, evidence-based policy practices are highly
concerned with the experiences of the real actors. This approach is necessary and would
be very helpful especially when dealing with life threatening issues like cancer or other
chronic illnesses. Thus, I would like to investigate the possibility of developing evidence-
based and inclusive health-based social policies to enhance the quality of life and care of
women with breast cancer and of their caregivers. In what follows, | would like to present

my evidence-based health and social policy recommendations.

1) One of the most important findings of this thesis is the lack of personalized treatment.
There are more than 100 different types of cancer (Levine, 1993). But, in Turkey health
system generally treats each type as similar and applies almost same treatment procedures.
Furthermore, it does not give sufficient attention to the stages of cancer. However, patients
with advance cancer mostly need special arrangements and additional supplements that
are unmet by the current health system. Thus, health system in Turkey should generate

multidisciplinary teams to treat each cancer differently by adopting a holistic approach.

2) As noted above, almost all breast cancer patients have severe physical difficulties
during the treatment process. They need physical support to sustain their everyday life and
their personal hygiene. As revealed by this study, caregivers and other family members
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also need physical help. Thus, one can recommend a regular assistance for tangible needs

such as housework and cooking.

3) As noted above, another striking deficiency about cancer care is transportation. This
problem has two dimensions. First, women with breast cancer face difficulties in finding
an appropriate transportation to access treatment facilities. Especially women who do not
have personal cars have difficulties in public transportation. And second, due to unequal
distribution of health services in terms of hospitals, equipment and human resources, some
patients need to change their cities for treatment. In the latter situation, they should
overcome long and complicated referral system and prove their eligibility for partial
payment. Thus, there is a huge need for nationwide transportation system for cancer

patients.

4) Both patients and caregivers experience difficulties in their working lives. Women with
breast cancer working in informal sector have no legal protection during and after the
treatment process. Similarly, caregivers have great troubles in balancing their work and
care-giving responsibilities. Therefore, there is a huge need for legal arrangements that
regulate working lives of both patients and caregivers in accordance with the treatment

process.

5) There is a great deficiency in psycho-oncological support for patients and caregivers.
Indeed, in Turkey psycho-oncology is not a well-developed field. The development of this
field is an urgent necessity, because both patients and caregivers need psycho-oncological
supports. This can decrease their psychological strains created by the cancer treatment
process. Furthermore, each cancer treatment unit should have a multidisciplinary team

including at least one psycho-oncologist.

6) Families are also affected from the entire process. Families should utilize their
financial, emotional and physical resources to handle cancer care, but they differ from
each other in terms of their resources and coping strategies. The unequal distribution of

resources among families results in health care disparities and inequalities in cancer care.
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Moreover, care-giving in family is not a static process. In other words, it needs a kind of
labor division among family members. Furthermore, roles of family members in cancer
care would change in accordance with their specific conditions and willingness as well as
needs and expectations of patients. This dynamic nature of cancer care is not adequately
taken into consideration by the current social policy regulations which assume that care-
giving activities are undertaken by only one family member throughout all process.
Therefore, health and social policy arrangements and regulations should take inter- and

intra-familial differences into account.

7) As noted above, family members face some psychological troubles during cancer
treatment process. Furthermore, they have to change their everyday life routines. Indeed,
some of them are unable to meet their own health and social needs. Indeed, many complain
about not having time for themselves and loss of their independency. Therefore, one can
recommend regular familial therapies that can diminish negative psychological impacts

of cancer treatment and care on family members.

8) Another deficiency concerning institutional regulations is the attitude of oncology
professionals. Indeed, as noted in the previous chapter, both patients and caregivers
complain harsh and unconcerned attitudes of health care professionals. Therefore, there
should be a compulsory training program to develop communication skills of oncology
professionals. This program can help them to use proper languages and attitudes towards

patients and caregivers and to understand their emotions and concerns.

9) Moreover, there are great inequalities among hospitals, cities and regions in terms of
equipment, hospital capacities and human resources. These inequalities directly influence
the quality of cancer care. Therefore, the Ministry of Health should try to eliminate these

inequalities in order to increase both accessibility and quality of cancer care.

10) As revealed by this study, both patients and caregivers do not have sufficient and

necessary knowledge about cancer and cancer treatment process. The Ministry of Health
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should produce new informative channels like booklets, websites, free of charge phone

services and T.V. programs in order to develop and improve its information system.

11) As discussed above, patients encounter great troubles when they changed hospital and
city. Establishment of a national database, including all necessary information about the
treatment process, can make it easier to follow treatment process in different hospitals and

cities.

12) As shown by this study, it is almost impossible to reach comparable data about health
and social policies of different countries concerning cancer treatment and care.
Establishment of an international database that includes not only basic cancer statistics
but also social policy regulations about cancer can enable us to compare differences and
similarities among countries. This would help countries to learn from other countries

practices and to exchange information about cancer.

13) Needs of cancer patients do not end when cancer treatment is completed. Even after
the cancer treatment process, physical and psychological impacts of cancer on patients
would still continue to shape their life routines, priorities and personalities. Thus, there
must be continuous therapies and follow-up plans for patients in order to facilitate their

adjustment to the new phase.

14) What is striking, social workers play a very limited role in the current health system.
The main reason of this is that in Turkey social work is not well-structured and well-
established theoretical and professional field. However, social workers can help cancer
patients and their caregivers to cope with the side-effects of the cancer treatment and to
improve their well-beings. Therefore, social workers should take a more active role in the
cancer treatment and they must be included in multidisciplinary teams. This would also

improve the psychosocial dimension of care.

As a final point, it must be emphasized that all these health and social policy
recommendations should consider socio-cultural and economic differences of patients and

family members and aim to diminish the unequal and discriminatory regulations.
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Recommendations with this perspective can increase the quality of life and care of
patients, caregivers and other family members. Furthermore, these recommendations can
play a key role in the improvement of formal and informal care systems that is mainly
based on family. In turn, this can lead some changes in internalized gender and familial
roles in cancer care. Lastly, these recommendations can contribute to raise public
awareness about early screening, treatment opportunities, healthy lifestyles, and

preventive measures, and rights of patients and caregivers.

Based on the findings of this thesis, it is possible to develop some topics for further
research. As already noted, in Turkey, literature about needs, experiences and expectations
of cancer patients and their caregivers is very limited in social science, except psychology.
Therefore, there is a great need for further research about patients with different cancer
types and stages and their caregivers, as well as their socio-economic conditions and
troubles. As already shown, neither cancer patients nor caregivers are homogenous in
terms of their socio-economic and socio-cultural characteristics, as well as their needs,
problems and expectations. As a qualitative field study, | carried out in-depth interviews
with relatively small group of patients, caregivers and experts. New qualitative studies in
this area can bring new data and broaden our perspectives. Additionally, in this study main
focus was on women with breast cancer. New studies that focus on male cancer patients
would help us to have a better understanding of gender dimension of cancer treatment and
care. More specifically, one should study the economic, physical, psychological and

familial impacts of cancer when the patient is a male member of a family.

Steady rise in cancer incidences and chronic illnesses makes long term care an important
issue for health systems and also families. However, in Turkey, there is a very limited
literature about care. Therefore, there is a great need for new studies how care is handled
and maintained by families. Indeed, while | was conducting in-depth interviews for my
master thesis, | realized that although end of life well-being is an important part of the
quality of life, there was no palliative care unit in Turkey, neither for cancer patients nor
for elderly people. Only in July 2015, the Ministry of Health issued a regulation
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concerning palliative care units. Therefore, one can study palliative and elderly care and

impacts of newly introduced palliative care regulations on families.
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APPENDICES
APPENDIX A: IN-DEPTH INTERVIEW QUESTIONS

DEMOGRAFIK SORULAR

Yasiniz

Egitim Durumunuz
Mesleginiz nedir?
Kag yillik evlisiniz?

Kag ¢ocugunuz var ve yaslar1 kag?

2 e A

Sosyo-ekonomik durumunuzu nasil tanimlarsiniz?

7. Saglik hizmetlerinde faydalandiginiz 6zel veya genel saglik sigortaniz nedir?

TESHIS ONCESI ZAMAN KULLANIMI

8. Teshis konulmadan 6nce bakimindan sorumlu oldugunuz birey/bireyler var

miydi? Var ise bakimlari i¢in neler yapiyordunuz, ne kadar siire ayiriyordunuz?

9. Teshis konusmadan 6nce eV i¢i isleri i¢in ne kadar zaman ayiriyordunuz? Bu

sorumluluklar1 yerine getirmek size bir zorluk teskil ediyor muydu?

10. (Calistyor ise) Calisma hayatiniz ne kadar zamaninizi aliyordu? Mesleginizde

temel sorumluluklarimizdan bahseder misiniz?

11. Genel olarak giinliik ve haftalik programiniz nasildi? Neye ne kadar zaman

ayirtyordunuz?
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TEDAVI SURECI

12. Hastaliginiz ne zaman ve nasil teshis edildi?

13. Tedavi siirecinde nasil ilerleyeceginize nasil karar verdiniz?

14. Tedavi siirecinde hangi yontemleri kullandiniz? (Kemoterapi, radyoterapi...)

15. Tedavi siirecinde hastane ve diger kurumlara ulasiminizi nasil sagladiniz? (toplu
tasima, Ozel arag, servisler...) Bu ulasim yontemi Sizin i¢in herhangi bir zorluk
yarattt m1?

16. Tedavi siiresinde karsilastiginiz giigliikler nelerdir?

17. Bu siiregte ortaya ¢ikan ihtiyaglariniz oldu mu? Olduysa nelerdir? Nasil
karsilandilar?

18. Tedavi siirecinde aileniz tarafindan karsilanan ihtiyaglarimiz nelerdir?

19. Tedavi siirecinde devlet tarafindan karsilanan ihtiyaglariniz nelerdir?

20. Tedavi siirecinde yakin gevreniz tarafindan karsilanan ihtiyaglariniz nelerdir?

21. Tedavi siirecinde komsular veya is arkadaslariniz tarafindan karsilanan

ihtiyaglariniz nelerdir?

IS HAYATI

22. Hastaliginizin teshisinden 6nce herhangi bir iste ¢alistyor muydunuz?
23. Teshis konulduktan sonra isinize devam ettiniz mi?
24. Tedavi siirecinde ¢alisma yasantinizda degisiklikler oldu mu? (Calismanin

birakilmasi, ara verilmesi, siirenin azalmasi, evden calismak gibi)

25. (Siire azald1 veya evden calismaya gegildiyse) Tedavi siireci sonrasinda eski
calisma seklinize donmeyi diigiiniiyor musunuz? Evetse herhangi bir giicliikle

karsilasacaginizi diigliniiyor musunuz?
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26. (Calismaya ara verdi veya biraktiysa) Tedavi siireci sonlaninca is hayatiniza
dénmeyi planliyor musunuz? Evet ise ayni ise mi yoksa farkli bir ise ge¢is

yapmay1 mi diisiiniiyorsunuz?

27. (23. soru evetse) Is hayatiniza dénmek istediginizde herhangi bir giicliikle

karsilasacaginizi diisiiniiyor musunuz? Evetse nelerdir?

28. (23. soru evetse) Is hayatiiza déndiikten sonra herhangi bir giicliikle

karsilagsacaginizi diisiiniiyor musunuz? Evetse nelerdir?

DUYGUSAL ILISKILER

29. Hastaliginizin teshisinden 6nce aile igi iliskileriniz nasildi1?

30. Ailenizde sizden beklentiler nelerdi? Bu beklentilerin sizi zorladigi durumlar
oluyor muydu?

31. Duygusal iliskilerinizde herhangi bir degisiklik oldu mu? Olduysa kiminle olan
iliskinizde nasil degisiklikler yasandi1?

32. Kisisel psikolojik durumunuzda degisiklikler oldu mu? Bu siiregte bir psikolojik
destek aldiniz mi?

33. Hastaliginizin teshisi ve tedavi siirecinde duygusal agidan destek aliyor
musunuz?

34. Duygusal agidan destek almaya iliskin beklentilerinizi 6grenebilir miyim?

35. Bu siireg igerisinde yeni dahil oldugunuz destek gruplari, topluluklar ya da
arkadasliklar oldu mu?

36. (Evetse) Bu gruplardan nasil haberdar oldunuz? Sizin hayatinizda nasil bir etki

yarattilar?
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EV ICI ISLERDE YASANAN DONUSUM

37. Hastaliginizin teshisinden 6nce eV igi islerinizi nasil tamamliyordunuz? Bir
yardim aliyor muydunuz yoksa tek sorumlu siz miydiniz?

38. Hastaliginizin teshisinden 6nce eV igi islerinin gergeklestirilmesinde zorlantyor
muydunuz?

39. Teshis konduktan sonra tedavi siirecinde eV i¢i islerinin gerceklestirilmesinde bir
yardim altyor musunuz? Sorumluluklarinizda bir degisim yasandi m1? Nasil?

40. Tedavi siirecinde yemek, temizlik ve ¢camasir gibi ihtiyaglarin yerine
getirilmesinde degisiklikler yasandi m1? (yemek igeriklerinin degisimi, temizlik
malzemelerinin degisimi gibi) Evetse bu degisikliklere kim/kimler karar verdi,
nasil uygulaniyor?

41. Tedavi siirecinde evde genel anlamda degisiklikler yasandi m1? (esyalarin
diizeni, evcil hayvanlar, oda diizenlemesi, hanehalki tiyelerinin degismesi gibi)

42. Temizlik, yemek, bulasik ve camasir gibi isler bu siiregte kim/kimler tarafindan
gerceklestiriliyor?

43. Varsa yasanan degisim Size kendinizi nasil hissettiriyor?

44. Bu siirecte kim/kimler tarafindan yardim aliyor, destek goriiyorsunuz?

45. Kimler tarafindan yardim almak ve destek gérmek isterdiniz?

BAKIM ISLERI ILE iLGILI SORULAR

46. Hastaliginizin teshisinden 6nce hane igerisinde bakim sorumlulugu sizde olan
cocuk, yaslt veya engelli bireyler var miydi?

47. Bu kisi/kisilerin bakim hizmetlerini gergeklestirirken yardim aldiginiz kisi veya
kurumlar var mrydi?

48. Bu bakim islerini gerceklestirmek Size giinliik hayatinizda bir zorluk teskil
ediyor muydu?
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49. Hastaliginizin teshisinden sonra bu bakim islerinizde bir degisim meydana geldi
mi?

50. Hastaliginizin tedavi siirecinde ¢ocuk, yasli ve/veya engelli bireylerin bakim
islerini kim veya kimler tarafindan gerceklestiriliyor?

51. Bu doniisiim Size nasil hissettiriyor?

52. Bu bakim islerinin yerine getirilmesinde kimlerden nasil destek almak isterdiniz?
53. Kisisel bakimimizda herhangi bir degisiklik gerekli oldu mu? Evetse nelerdir?

54. Kisisel bakimimizi yerine getirirken destek gordiigiiniiz kisi veya kurumlar var

mi?

BEDEN - KENDILIK ALGISI

55. Hastaligin teshis edilmesi ve tedavi siirecinin baglamasindan itibaren kendinizle ilgili

diisiince ve duygularinizda bir degisiklik oldu mu?
® Ruhsal a¢idan
® Bedensel agidan
® Cinsel agidan
® Anne olarak
® Egolarak

® Kiz ¢ocuk olarak
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APENDIX C: TURKISH SUMMARY

MEME KANSERIYLE YASAMAK: POLITIKA PRATIKLERI VE ONERILERI

Er¢in, Hazal
Yiiksek Lisans, Sosyal Politika Boliimii
Tez Yoneticisi: Dog. Dr. Fatma Umut Bespinar

Bu tez, meme kanserli kadinlarin ve bakim saglayan aile iiyelerinin deneyimlerini,
problemlerini ve ihtiyaglarin1 anlamay: ve analiz etmeyi hedeflemektedir. Bu amaca
yonelik olarak, farkli iilkelerin ve Tiirkiye nin kanser ile alakali giincel saglik ve sosyal
politika uygulamalar1 incelenmis ve meme kanserli kadinlarin ve bakim saglayanlarin
ihtiyag ve deneyimlerini anlamak icin yar1 yapilandirilmis derinlemesine miilakatlar
gerceklestirilmistir. Ayrica, tezin sonunda, saha ¢alismasindan elde edilen bulgulara ve
farkli ilkelerin gilincel kanser politikalarmin analizine dayanarak, meme kanserli
kadinlarin yasam ve bakim kalitelerini iyilestirmeye yonelik kanita dayali saglik ve sosyal

politika 6nerilerinde bulunulacaktir.

[k kisimda farkli iilkelerin kanser ile alakali saglik ve sosyal politika uygulamalari
incelenmistir. Bu iilkelerin politika uygulamalarin1 daha genel bir ¢ergeveden ele almak
icin Insani Gelismislik Indeks puanlari temel almarak dort temel bashk altinda
gruplandirilmislardir. Bu basliklar ¢ok yiiksek, yiiksek, orta ve diisiik insani gelismislik
gruplaridir. Tlk grup olan ¢ok yiiksek insani gelismislik grubundaki iilkelerin tamamina
yakininda kanser tedavisine yonelik gelistirilmis ve kapsayici altyapi ve insan kaynaklari
mevcuttur (Albreht, Jelenc, & Gorgojo, 2013). Bu iilkeler kanser hastalarinin ve bakim
saglayan aile iyelerinin ihtiyag ve isteklerini kapayacak sosyal politikalar
diizenlemislerdir. Ancak bu sosyal politikalarin sunulmasini 6ngérdiigii sosyal hizmetler
genel olarak gelir ve ge¢im araglar1 yoklamasi ile diizenlenmektedir (Atun, Ogawa, &

Martin-Moreno, 2009). Bunlara 6rnek olarak Avrupa Birligi iilkelerinin bakim ve yasam
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kalitesini artirmak i¢in kanser hastalarina sunduklar1 ulasim hizmeti ve psikolojik destek
servisleri gosterilebilir (Tyson, 2010; Borras & Prades, 2014). Bir diger ornek olarak,
Avustralya’nin ev isleri, yemek ve fiziksel degisimler konusunda diizenli destek veren
ticretsiz programlar sunmasi Vverilebilir. Cok yiiksek insani gelismislik grubundaki
tilkelerin neredeyse tamami meme kanserli kadinlar ve bakim saglayan aile iiyelerinin
calisma yasamlar1 hakkinda koruyucu diizenlemeler gelistirmislerdir (The Family and
Medical Leave Act, 1993).

Ikinci baslik olan Yiiksek Insani Gelismislik grubundaki iilkelerin kendilerine ait ulusal
saglik ve sigorta sistemleri bulunmaktadir ancak saglik ve sigorta sistemleri farkli
kapsama kosullarina ve pratiklerine sahiptirler (Gravena et al., 2013). Genel anlamda
kanser teshis ve tedavisine yonelik gerekli altyapiya ve insan kaynaklarina sahip
olduklarini sdylemek miimkiindiir. Fakat iilkeler icinde kanser hastalarma sunulan
hizmetlerde bolgesel esitsizlikler yasanmaktadir. Bu iilkelerin temel eksiklikleri kanser ile
alakali toplumsal bilincin yeterince gelismemis olmasidir (Asadzadeh, Broeders,
Kiemeney & Verbeek, 2011). Bu bilingsizlik kendisini tarama ve tedaviye basvurudaki
diisiik sayilarda gostermektedir. Kiiltirel, dini ve sosyal faktorlerin yarattigi bu
bilingsizlik teshis ve tedavi oranlarina dogrudan yansimaktadir (Norsa'adah, Rahmah,
Rampal & Knight, 2012).

Orta Insani Gelismislik diizeyindeki iilkeler, kanser teshis ve tedavisinde yetersiz hizmet
sunmaktadirlar. Bu iilkeler hem saglik merkezi, ekipmani ve hizmeti sunumunda, hem de
onkoloji insan kaynaklarinda eksiklikler yasamaktadirlar (Bray, Jemal, Grey, Ferlay &
Forman, 2012). Bunun yani sira, bu gruptaki tilkeler tiim niifusu kapsayan ¢ok boyutlu bir
kanser kayit sisteminden de yoksundurlar. Tim bu eksiklikler, meme kanseri teshis ve
tedavisi pratikleri tizerinde dogrudan ve olumsuz bir etki yaratmaktadir ve kanser
genellikle son asamalarinda tespit edilebilmektedir (Hussain & Sullivan, 2013). Son grup
olan Diisiik Insani Gelismislik diizeyindeki iilkeler, kanser teshis ve tedavisine yonelik alt
yap1 ve insan kaynaklar1 bakiminda c¢ok ¢arpict eksiklikler yasamaktadirlar. Ayni

zamanda kapsayici ve diizenli saglik sigorta sistemlerinde de eksiklikler goze
168



carpmaktadir (Bridges et al., 2011). Ancak daha da onemlisi, bu tilkelerde bulasici
hastaliklar ¢ok yaygin oldugu igin, devletlerin saglik diizenlemelerindeki Oncelikleri
meme kanserini kapsamamaktadir (Bray, Jemal, Grey, Ferlay & Forman, 2012). Bu

sebeple meme kanserli kadinlarin ihtiyaglart cogunlukla karsilanmamaktadir.

Tirkiye yiiksek insani gelismislik diizeyindedir ve genel olarak grubundaki diger
tilkelerin 6zelliklerini yansitmaktadir. Aymi sekilde altyapt ve insan kaynaklarinda
bolgesel esitsizlikler bulunmaktadir ve niifusu meme kanseri hakkindaki yeterli bilince
ulagmamistir. Tirkiye’nin kansere yonelik saglik ve sosyal politika diizenlemelerine
bakildiginda Saglikta Doniigiim Programi’nin bilyiik bir doniisiim yarattigini gérmek
miimkiindiir (TC Saglik Bakanligi, 2007). Bu program sayesinde kanser hastalari,
ameliyat, kemoterapi ve radyoterapi gibi temel tedavi hizmetleri igin gereken
o6demelerden muaf tutulmuslardir (Basol & Isik, 2015). Ayni1 zamanda, tiim bolgelerde
acilan Kanser Erken Teshis Tedavi ve Egitim Merkezleri 40 ve 69 yas aras1 kadinlara her
iki yilda bir ticretsiz kanser taramast hizmeti sunmaktadir. Bunlarin yani sira, Saglikta
Doniistim programu ile aile hekimi uygulamasina baslanmistir. Bu uygulama ile her
hastaya diizenli gortstigii bir aile hekimi atanmasi ile verimliligin ve siirekliligin
artirilmasi, hastanelerdeki yogunlugun da azaltilmasi hedeflenmistir (Ergun & Ergun,
2010).

Tiim bu olumlu gelismelere ragmen altyap1 ve insan kaynaklarinda Tiirkiye hala 6nemli
eksiklikler yasamaktadir. Saglik hizmet ve kaynaklarinin dagiliminda hastaneler, sehirler
ve bolgeler arasinda 6nemli esitsizlikler vardir (Kuter & Cakir, 2004). Ayn1 sekilde iilke
genelinde tedavi i¢in gerekli radyoloji ve kemoterapi techizati eksikligi yagsanmaktadir
(Erko¢ & Yardim, 2011). Hastanelerin yatak sayis1 yetersiz kalabilmektedir. Ve onkoloji
uzman sayist niifusun ihtiyaglarini karsilamanin c¢ok gerisinde kalmaktadir. Ozellikle
radyolog sayisindaki eksiklikler hastalarin gerekli tedaviye ulasiminda olumsuz etkiler
yaratmaktadir (Saglik Bakanligi ve Temel Saglik Hizmetleri Genel Midiirligi, 2011).
Bunlarla birlikte, kanser hastalarina yonelik sosyal ve saglik politikalari onlarin

psikolojik, fiziksel ve sosyal ihtiyaclarini biiyiik bir oranda ihmal etmektedir. Ote yandan
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bakim saglayan aile tiyelerinin psikolojik ve sosyal ihtiyaglar1 yok sayilmaktadir. Son
olarak, formel sektorde kanser hastalarina yonelik koruyucu is kanunlar1 bulunsa da
(SGK, 2013), enformel sektérde c¢alisan kanser hastalarina ve bakim saglayanlarina

yonelik herhangi bir koruyucu diizenleme bulunmamaktadir.

Ulkelerin kanser hastalar1 ve bakim saglayan aile iiyelerine yonelik saglik ve sosyal
politika pratikleri analizi tamamlandiktan sonra Tiirkiye’deki meme kanserli kadinlarin ve
bakim saglayan aile {iyelerinin deneyim, ihtiyag ve sorunlarin1 anlamak amaciyla yari
yapilandirilmig derinlemesine miilakatlar gergeklestirilmistir. Bu goriismeler hem Orta
Dogu Teknik Universitesi Insan Arastirmalari Etik Kurulu’nun hem de hastane
yonetimlerinin izni ve onayr dogrultusunda gerceklestirilmistir. Bu tez igin Ankara ve
Izmir'de 16 meme kanserli kadin, 7 bakim saglayan ve 4 onkoloji uzmani ile
goriisiilmiistiir. Izmir’de Tepecik Egitim ve Arastirma Hastanesi'nde, Ankara’da
Hacettepe Egitim ve Arastirma Hastanesi’nde goriismecilere ulagilmistir. Bu hastaneler
bolgelerinin en biiyiik ve gelismis hastaneleri arasindadir ve ikisi de gevre illerden hasta
kabul etmektedir. Goriigmecilerin bir kismina Bir Yasayan Bir Bilen isimli meme kanserli

kadinlar yardimlagsma ve destek grubu araciligiyla ulagilmistir.

Tim goriismelerde katilimcilarin kigisel bilgileri sakli tutulmus ve katilim onay1
almmistir. Goriismeler yarim saat ile iki saat arasinda degismistir. Katilimcilarin
istemedikleri sorulara yanit vermemeleri ve goriismeyi istedikleri anda sonlandirma
haklar1 sakli tutulmustur. Analiz esnasinda her bir katilimer farkli bir renk koduyla
isimlendirilmis ve kisisel bilgileri tez metninde paylasilmamistir. Saha galismast meme
kanserinin hastalar ve bakim saglayan aile iyeleri tizerindeki fiziksel, psikolojik,
ekonomik ve ailesel etkilerini ortaya cikartmistir. Bunlarla birlikte meme kanserli
kadinlarin ve bakim saglayan aile iiyelerinin yasam ve bakim Kalitelerini olumsuz yonde
etkileyen birgok kurumsal eksiklikler tespit edilmistir. Saha ¢alismasindan elde edilen

bulgular bes temel baslik altinda analiz edilmistir.
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Meme kanseri ve tedavisi hastalar tizerinde ¢ok derin fiziksel etkiler yaratmaktadir. Bu
etkiler halsizlik, agri, uykusuzluk, kolda 6dem toplanmasi, mide bulantisi, tat ve koku
degisimi ve hassasiyeti, kilo degisimi, sa¢ dokiilmesi, deride renk ve sekil degisiklikleri
ve memenin alinmasi olarak 6zetlenebilir (Byar, Berger, Bakken & Cetak, 2006; Beck,
Dudley & Barsevick, 2005; McGarvey, Baum, Pinkerton & Rogers, 2001; Paskett &
Stark, 2000). Tiim bu etkiler, hastalarin giinliikk hayatlarinda direk olumsuz yonde etki
yaratmaktadir. Katilimcilarin neredeyse tamami 6zellikle ev islerinde, yemek ve temizlik
aktivitelerinde eskiden yapabildikleri birgok seyi artik gergeklestiremez olduklarini
belirtmislerdir. Bu sebeple, meme kanserli kadinlarin fiziksel yardima ihtiyaglar1 bu
siiregte ¢ok artmaktadir. Ayni sekilde, tedaviye bagli olarak yasadiklari beden
algilarindaki degisiklikler de hastalar {izerinde olumsuz etkiler yaratmaktadir.
Radyoterapiye bagl ciltteki renk ve doku degisiklikleri ve kemoterapiye bagl sag

dokiilmesi giinliik hayatlarini olumsuz etkilemektedir.

Meme kanserinin ve tedavi siirecinin fiziksel etkileri bakim saglayan aile tiyelerin
tizerinde de derin etkiler yaratmaktadir. Meme kanserli kadinlarin fiziksel ihtiyaglarinin
temel saglayicilart konumunda olan aile iiyeleri yasam rutinlerini yeniden diizenlemek
zorunda kalmaktadirlar ¢iinkii bu ihtiyaglar en gok zaman gerektiren sorumluluklardandir.
Ev temizligi, yemek yapimi, ulasim ve kisisel bakim c¢ok yogun fiziksel emek
gerektirmektedir ve bakim saglayan aile iiyeleri bu ihtiyaglarin iistesinden kendi
imkanlariyla gelmeye c¢alismaktadirlar. Ekonomik olarak karsilayabilecek giicii bulunan
aileler ev isleri ve yemek i¢in diizenli bir yardimci tutmaktadirlar. Ancak bu ekonomik
glice sahip olmayan aileler biiyiik fedakarliklar yaparak bu ihtiyaglari karsilamaya

calismaktadirlar.

Meme kanseri ve tedavisinin hastalar izerinde yarattig1 diger bir sonug psikolojik etkidir.
Psikolojik etkiler, depresyon, kaygi bozukluklar1 ve gelecege yonelik korku olarak
Ozetlenebilir (Simard, et al., 2013). Bu sorunlar1 genellikle aile iiyeleri ve arkadas gibi
kendi birincil destek kanallari yardimlariyla ¢cozmeye calismaktadirlar. Sadece birkag

katilimcr diizenli olarak profesyonel psikolojik destek aldigini belirtmistir. Bunun temel
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sebebi hastanelerde sigorta kapsaminda siirekli bir psiko-onkolojik destegin
sunulmamasidir. Profesyonel terapinin yani sira sosyal destek gruplarinin da bu siirecin
atlatilmasinda faydali oldugu goriilmiistiir. Bir Yasayan Bir Bilen gibi meme kanserli
kadinlarin ortak deneyim, duygu ve diisiincelerini paylasabilecekleri sosyal destek
gruplar1 sayesinde kendilerini yalniz hissetmeyen ve siireg ile ilgili gerekli bilgiye direk
ulasabilen meme kanserli kadmnlarm, bu dénemi daha kolay atlattiklar1 goriilmiistiir.
Ancak bazi1 katilimecilarin bu siiregle ilgili duygu ve diisiinceleri hakkinda konusmak
istemedikleri ve hastaliklarini bir sir gibi saklamayi tercih ettikleri de gortilmistiir. Bu
saklama davraniginin temel sebebi hastaliklarini paylastiklarinda ¢evrelerinden beklentiye
girmekten ve aile ve arkadaslarinin bu beklentileri karsilamayip onlar1 hayal kirikligina
ugratacagindan korkmalaridir. Bu durumdaki meme kanserli kadinlarin siirece iliskin

kayg1 ve korkularin1 kendi iglerinde ¢6zmeye calistiklarini séylemek miimkiindiir.

Her nasil atlatmaya calisirlarsa calissinlar, hastalarin tamami igin meme Kkanseri
hayatlarin1 temelinden degistiren bir deneyimdir. Meme kanserli kadinlar kanserin Tanr1
veya hayat tarafindan kendilerine gonderilmis bir sinav veya isaret olduguna inanma
egilimi gostermektedir. Meme kanserli kadinlarin bir¢ogu tedavi siireglerindeki
deneyimleriyle dini ve manevi degerleri birlestirmeye ¢alistirmaktadirlar. Bu sekilde bu
donemde yasadiklar1 zorluklara kutsal anlamlar yiikleyerek ihtiya¢ duyduklari giicii ve

dayanma kuvvetini kendileri olusturmaktadirlar.

Kanser teshisi ve tedavi siireci bakim saglayan aile tiyelerinde de derin psikolojik etkiler
yaratir. Daha once de belirtildigi gibi tedavi siirecinde aile iiyelerinin hayatlarinda biiyiik
degisiklikler meydana gelmektedir. Bunun temel sebebi, meme kanserli kadinlarin artan
ihtiyaglarmi karsilamaya c¢alisan aile iyelerinin tiim yasam rutinlerini yeniden
diizenlemek zorunda kalmalaridir. Ayni zamanda tedavi siirecinin sorunsuz ilerlemesi igin
bakim saglayanlarin biyiik sorumluluklar tistlenmesi gerekmektedir. Hayatlarindaki bu
degisiklik psikolojik sorunlara yol agabilmektedir. Bu sorunlarin bir diger sebebi de
hastaligin seyri ve sonuglari ile ilgili yasadiklar1 korku ve kaygilardir. Sevdikleri birisinin
bu hastalikla bag etmeye ¢aligmasi aile tiyelerinin psikolojisini olumsuz etkilemektedir.
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Meme kanserinin bir diger carpict etkisi de ekonomiktir. Ekonomik etkiler ilag ve ek
destekler gibi medikal olabilecegi gibi, ulasim, yardimc1 maasi1 ya da gelirde dusts gibi
medikal olmayan dolayl etkiler de olabilir. Medikal harcamalarin en biiyiik kismi1 kanser
tedavisinin kisisellestirilmesi asamasinda karsimiza ¢ikmaktadir. Her bir kanser hastasi
icin en etkili ve faydali tedavi tiimér tipine, agsamasina, hastanin yasina ve diger kisisel
ozelliklerine gore degisiklik gostermektedir. Ozellikle ileri seviyedeki kanser hastalari
daha etkili ve giiclii ilaglara ihtiya¢ duyarmaktadir ve bu ilaglar daha pahalidir. Tiirkiye’de
kisisellestirilmis kanser tedavisi uygulamasi olmadigi i¢in bazi kanser hastalari,
hastaliklarinin 6zelliklerine gore doktor degisimi, farkli tedavi yontemleri veya ek besin
takviyelerine ihtiya¢ duyabilmektedir. Bu ek ilaglarin temini hastalar ve aileleri iizerinde

ek bir harcama kalemi olusturmaktadir.

Ulasim medikal olmayan, dolayli ama oénemli bir harcama alamdir. iki tip ulasim
masrafindan bahsedebiliriz. Birincisi, hastanin yasadigi sehirde tedavi i¢in yapilan ulasim
harcamalardir. Ikincisi ise, gerekli tedaviye ulasmak icin sehir degistirildiginde yapilan
ulasim harcamalardir. Sehir i¢i ulasimda hastalar hastaneye giderken toplu tasima
kullanmaktan kagindiklarini belirtmislerdir. Bunun temelde iki sebebi vardir. ilki
zayiflayan bagigiklik  sistemleri sebebiyle toplu tasima araglarinda hastalik
kapacaklarindan korkmalaridir. Diger sebep ise, tedavi siirecinin yan etkisi olan halsizlik
ve agrinin, toplu tagima araglar1 kullanmalarin1 neredeyse imkansiz hale getirmesidir. Bu
durumda sahsi arabasi olan hastalar disinda kalan meme kanserli kadinlarin aile tiyeleri
veya arkadaslarinin yardimiyla hastaneye ulasmaya calistiklar1 goriilmistiir. Bu durum ek
bir maddi yiik olusturmaktadir. Bu tiir bir imkan1 bulunmayan ve zorunlu olarak toplu
tasima ile tedavi gorecekleri hastanelere ulasan kadinlarin yasam kalitelerinde 6nemli bir

diisiis goriilmektedir.

Ote yandan altyap: ve insan kaynaklar1 eksikligi sebebiyle tedavi igin sehir degistirmek
zorunda kalan meme kanserli kadin ve aile tiyeleri yeni bir harcama ile yiiz yiize
gelmektedirler. Bu durumda kalan hastalarin ulasim masraflarinin kismi olarak

karsilanmasini diizenleyen bir yonetmelik bulunmaktadir. Ancak hem 6demeye hak
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kazanmak i¢in uzun bir siire¢ olan sevk zincirinin tamamlanmasi gerekmektedir hem de
hastanin bu 6deme igin uygunlugunu kanitlamasi beklenmektedir. Zaten tedavinin
etkileriyle basa ¢ikmaya calisan hastalar, bu masrafin bir kismimi geri almak ig¢in
bagvurmak konusunda c¢ekimser davranmaktadir. Ayni sekilde sehir degistirildiginde
konaklama ve yeni bir sehirde yasamak gibi ek masraflarla da basa ¢ikmaya
calismaktadirlar. Bazi belediyeler kanser hastalarina yonelik konaklama hizmetleri

sunmaktadir ancak katilimcilarinin gogunun bu hizmetten haberdar olmadigi gériilmiistiir.

Harcamalarin artmas1 kadar ailedeki gelirin azalmasi da kanserin ekonomik etkilerinden
birisidir. Cogu durumda meme kanserli kadin tedavi siirecinde calismaya devam
etmemektedir. Baz1 katilimcilar, hem maddi sikintilar hem de enformel sektoriin diizensiz
yapisindan otiirti islerini tamamen kaybetme korkusuyla ¢alismaya devam ettiklerini
ancak bunun kendileri ig¢in ¢ok zor oldugunu belirtmislerdir. Tedavi siirecine devam
ederken tam zamanl olarak calismak zorunda kalan meme kanserli kadinlarin zaman
zaman tedavilerinde aksama yasadiklar1 goriilmiistiir. Hastalarin yani sira bakim saglayan
aile tiyelerinin ¢alisma yasamlari da tedavi siirecinden olumsuz etkilenmektedir. Bakim
saglayan aile iyeleri bir iste ¢alisirken ayni zamanda bir diger tam zamanli is olarak
goriilebilecek bakim saglama sorumluluklarini yerine getirmeye ¢alismaktadirlar. Artan
sorumluluklar1 ¢alisma yasamlarinda eksik giinler, verimlilik diismesi ve ise ara verme

gibi sorunlara yol agmaktadir.

Meme kanserli kadmlar ve bakim saglayan aile yakinlartyla yapilan derinlemesine
miilakatlarda ortaya c¢ikan bir diger etki alan1 aile i¢i iligkilerdir. Kanser ve tedavi siireci
tim aile tiyelerinin yasamlarin1 yeniden diizenlemelerine ve bakim zincirinde bir rol
istlenmelerine neden olmaktadir. Degisim yasanan iliskilerden ilki esler arasindakidir. Bu
sliregte ¢iftler arasindaki iliski yeni anlamlar kazanmaktadir. Bu yeni anlamlar gogunlukla
aile tiyelerinin inang sistemleri ve diinya goriisleriyle sekillenmektedir. Katilimcilarin
neredeyse tamami bu siireci esler arasi iligkide bir test veya sinav olarak gérmektedir. Bu
zorlu siiregte birbirine destek olan giftlerin iliskileri giiglenirken, tedavi siirecini esleri

tarafindan bekledikleri destegi almadan siirdiiren hastalarin esleriyle iliskileri kalici
174



hasarlar almaktadir. Meme kanserli kadinlar eslerinin kendilerine sagladiklar1 destek ile

iligkilerini yeniden sekillendirmektedirler.

Bu donemde degisim yasayan bir diger iliski anne-cocuk iliskisidir. Kanser tedavi siireci
annenin sabit ve siirekli olan bakim saglayan ebeveyn roliinii sarstigindan ¢ocuklariyla
yeni bir iliski bigimi ortaya ¢ikabilmektedir. Cocuklarmin yas1 daha biiyiik olan anneler
bu siireci daha kolay atlatabilmektedir ¢iinkii yas1 daha biiyiik olan ¢ocuklar annelerinin
bakimina daha az gereksinim duyduklarindan tedavi siirecinde annelerine bakim saglamak
onlar tizerinde ¢ok biiyiik ve sarsici bir etki yaratmayabilmektedir. Ancak yas1 daha kii¢iik
olan cocuklu kadinlarin tedavi siirecinin etkilerini ¢ok daha derinden hissettikleri
goriilmektedir. Artik bakima ihtiyag duyan ve kanser sebebiyle derin fiziksel ve psikolojik
etkiler yasayan kadmlar annelik rollerini eskisi gibi siirdiiremeyebilir. Bu hem ¢ocuklari
tizerinde hem de kendi annelik rollerine bakisi agisindan sarsici izler birakmaktadir.
Bunlarla birlikte kanser tedavisi kadinlarin dogurganliklarini olumsuz etkileyebildiginden
cocugu olmayan ya da bir gocuk daha yapmak isteyen kadinlarin annelik planlarinda kalici
degisiklikler yaratmaktadir. Ayni sekilde tedavinin sonucundan emin olamayan ya da
kanserin tekrarlamasindan korkan kadinlar ¢ocuk sahibi olma planlarinda kendi se¢imleri

disinda degisiklikler yapmak zorunda kalabilmektedir.

Kanserin aile i¢i iliskilerdeki bir diger etkisi bakim saglayan aile iiyelerinde
goriilmektedir. Aile {iyeleri bakim islerinin boliisiimii iizerine kendi aralarinda pazarlik
yapmak egilimi gosterebilmektedir. Bu pazarliklar yas, is hayati, sosyoekonomik durum,
yasam Yyeri ve aile iiyesinin istekliligi gibi farkli kriterlere baglh olarak yapilmaktadir. Ayni
sekilde aile tiyelerinin cinsiyeti de bakim islerinin boliistimiiniin ayarlanmasinda ¢ok
onemli bir faktordiir. Kadin aile iiyeleri fiziksel ve duygusal destekten sorumlu iken, erkek
tiyeler ulasim, bilgiye wulasma ve ekonomik destek alanlarinda sorumluluk
listlenmektedirler. Isboliimii pazarlik siireci aile iiyeleri iizerinde kisa veya uzun siireli

gerilimlere sebep olabildigi gibi aile i¢i iliskileri saglamlastirabilmektedir.
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Goriismelerde ortaya cikan bir diger eksiklik ise kurumsal yetersizliklerdir. ilk olarak
meme kanserli kadinlarin ¢ogu kanseri tesadiifen ve ge¢ asamalarda kesfettiklerini
belirttiler. Bu sebeple mevcut tarama hizmetlerinin yeterli olmadigimi sdylemek
miimkiindiir. Ayn1 zamanda bir¢ok hasta ve hasta yakini hastalik, tedavi siireci, farkli
tedavi segenekleri, yan etkiler ve hastane/doktor onerileri ile alakali bilgiye ulagsmada
sorunlarla karsilastiklarin1 paylastilar. Diger bir kurumsal eksiklik onkoloji ¢alisanlarinin
hasta ve bakim saglayan aile iiyeleriyle iletisimlerinde gortlmustiir. Hasta ve hasta
yakinlar1 saglik personellerinin davranislarindan birebir etkilenmektedirler. Hastaya
kanser teshisinin ilk agiklanisinin meme kanserli kadin tizerinde yarattigi etki ¢ok
carpicidir. Benzer sekilde tedavi siirecinde doktorlarin, hemsirelerin ve radyologlarin
hastalara olumsuz davranislari hastanin tedavi siirecini ters yonde etkilemekte, hatta bazi

durumlarda hastanin tedaviyi yarim birakmayi diisiinmesine dahi yol agmaktadir.

Tiirkiye’deki kanser tedavi merkezleri servis, altyapt ve ekipman bakiminda biiyiik
eksiklikler barindirmaktadir. Bu eksiklikler tedavi siirecini aksatabildigi gibi hastalarin
bakim ve yasam kalitelerini derinden etkileyebilmektedir. Meme kanserli kadinlar kanser
tedavisi bittikten sonra da fiziksel, ekonomik ve psikolojik etkileri deneyimlemeye devam
etmektedir. Bunun en yaygin 6rnegi hastaligin tekrarlayacag: korkusudur. Tekrar ayni
slireci yagamaktan korkan hastalar giinlik hayatlarinda kisitlamaya gidebilmektedir.
Ancak hastaneye gidis gelisleri bittigi igin c¢evrelerinde kaygi ve korkularimi

paylasabilecekleri kimsenin kalmadigimni belirtmektedirler.

Son olarak, asagida, farkli iilkelerin kanserle alakali sosyal ve saglik politikalart
taramasindan, Tiirkiye nin kanser hastalarina yonelik sundugu politikalarinin analizinden
ve meme kanserli kadinlar, bakim saglayan aile iiyeleri ve uzmanlarla yapilan yari
yapilandirilmis derinlemesine miilakatlardan elde edilen bulgular 1siginda kanita dayali

saglik ve sosyal politika onerilerinde bulunulacaktir.

Diinyada kisisellestirilmis kanser tedavisi son yillarda artan bir hizla tartisilmaya

baslanmustir. Kisisellestirilmis tedavide, hastanin yasini, cinsiyetini, genetik 6zelliklerini,

176



timorin tipini, boyutunu ve asamasini dikkate alan, kisiye 6zel en uygun tedavinin
sunulmas1 amaglanir. Bu sekilde yan etkiler minimize edilir ve tedavinin etkisi arttirilir.
Ancak Tirkiye’de tiim hastalara tek tip bir tedavi sunulmakta, ileri asama meme kanserli
kadinlar kullanmalar1 gereken ek takviye ilag ve besin kaynaklarini biitgeleri elverdigince
edinmeye calismaktadirlar. Bu sebeple, saglik sistemi kisisellestirilmis kanser tedavisi

sunabilecek ¢ok-disiplinli tedavi ekipleri olusturmalidir.

Meme kanseri ve tedavi siireci hastalar izerinde derin fiziksel etkiler yaratir. Bu etkiler
sebebiyle meme kanserli kadinlar giinliik hayatlarini1 ve kisisel bakimlarini siirdiirmekte
stirekli yardim ve destege gereksinim duymaktadir. Bu ihtiyaglar genellikle aile tiyeleri
tarafindan karsilanmaya c¢alisilsa da hem bakimin kalitesi hem de siirekliligi agisindan
onemli sorunlara yol acgabilmektedir. Ozellikle aile iiyelerinden destek gdérmeyen
kadinlarin bu siireci ¢cok agir ve zor atlattiklar1 goriilmistiir. Bu nedenlerle ev isleri ve

yemek igin diizenli destek sunulmalidir.

Tedaviye ulasmak hastalar i¢in biiyiik bir sorun teskil etmektedir. Hem sehir i¢i hem de
sehirlerarast ulasim meme kanserli kadinlarda ve bakim saglayan aile tiyelerinde fiziksel,
ekonomik ve psikolojik sorunlara yol agmaktadir. Kanser tedavilerine ulasimlarini

kolaylastirmak ve diizenli hale getirmek i¢in ulusal bir tasima servisi sunulmalidir.

Meme kanserli kadinlar ve bakim saglayan aile tyeleri, tedavi siirecinde calisma
yasamlarinda zorluklar deneyimlemektedirler. Ozellikle enformel sektor calisanlari
islerinin giivencesiz olmasindan &tiirli ¢alismaya devam etmek zorunda hissetmekte,
tedavi siirecinin tiim zorluklarina ragmen c¢alisma yasamlarina devam etmeye
calismaktadirlar. Ayni sekilde bakim saglayan aile tiyeleri de calisma yasamlarinda
olumsuzluklarla karsilasabilmektedir. Bu sorunlar, kanser hastalar1 ve bakim
saglayanlarin ¢alisma hayatlarina yonelik yasal diizenlemeler yapilmasimi gerekli

kilmaktadir.

Mevcut saglik sisteminde hasta ve yakinlarina yonelik psiko-onkolojik destegin c¢ok

yetersiz oldugu bir gergektir. Sadece ekonomik olarak karsilayabilecek giice sahip hasta
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ve yakinlar1 psikolojik destek alirken, digerleri deneyimledikleri zorluklari kendi
baslarina atlatmaya calismaktadirlar. Hastanelerde siirekli hizmet sunan psiko-onkolog
sayisindaki yetersizlik hastalarin ve bakim saglayanlarin yasam Kkalitelerini olumsuz
yonde etkilemektedir. Her kanser tedavi iinitesi hasta ve yakinlarma diizenli hizmet
sunacak psiko-onkolog istihdam etmelidir. Benzer sekilde aileler de kanser ve tedavi
siirecinden ¢ok derinden etkilenmektedir. Bu etkiler kalici ve olumsuz olabilmektedir. Bu
nedenle sunulacak diizenli aile terapileri kanser tedavisinin ve artan bakim
sorumluluklarinin yarattigi olumsuz etkinin daha kolay atlatilmasina yardimei olabilir.
Aileler bu siiregte birincil bakim kaynagi olarak kabul edilmektedir, ancak tek bir aile
tipinin oldugu 6n kabulii gergekte islememektedir. Yalniz yasayan kadinlar veya aile igi
iliskilerinin farkli kurgulandig: ailelerde kanser tedavi siirecinin hasta agisindan ¢ok daha
zor atlatildigi goriilmistiir. Bu durum goéz oniinde bulundurularak saglik ve sosyal
politikalarin ve pratiklerin aileler arasi farkliliklar g6z oniinde bulundurularak

diizenlenmesi gerekir.

Kanser tedavisi olduk¢a uzun ve zorlu bir siirectir. Teshisin hastayla ilk paylasildigi andan
tedavinin son giiniine dek onkoloji profesyonellerinin davranislar1 hasta ve yakinlarimin
yasam Ve bakim Kaliteleri tizerinde derin etki birakmaktadir. Ancak mevcut sistemde
onkoloji uzmanlarinin iletisim ve davraniglarinda temel sorunlar oldugu géze ¢arpmustir.
Bu eksikligin giderilmesi igin onkoloji uzmanlarinin iletisim yeteneklerini gelistirmeye

yonelik zorunlu egitim programlari diizenlenmelidir.

Hastane, sehir ve bdlgeler arasinda kanser tedavisinde altyapi, ekipman ve insan
kaynaklar1 bakimindan biiyiik esitsizlikler oldugu goriilmiistiir. Temel kanser tedavisine
ulasabilmek i¢in bile sehir hatta bolge degistirmek zorunda kalan hastalar siirecten
fiziksel, ekonomik ve psikolojik olarak olumsuz etkilenmektedir. Bu esitsizliklerin
giderilmesi ve meme kanserli kadinlarin tedaviye sorunsuz ve kolaylikla ulagmalarinin

saglanmasi gerekmektedir.
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Bu siirecte hasta ve yakinlarinin eksikligini en ¢ok hissettiklerini belirttikleri alan bilgi ve
bilgiye ulasmadir. Ozellikle kanserin kendisi ve tedavi siirecine iliskin herhangi bir bilgiye
ulagsmanin oldukga zor oldugu goriilmiistiir. Bu sebeple Saglik Bakanligi tarafindan kanser

ve tedavi siireci hakkinda yeni bilgilendirme kanallarinin agilmasi gerekmektedir.

Meme kanserli kadinlar ve yakinlar1 tedavi(ler) siirecinde hastane degistirdiklerinde
tedavilerinde aksakliklar yasayabilmektedirler. Hastaneler arasi bilgi alisverisi oldukg¢a
azdir. Bakanlik tarafindan kanser tedavi siirecinin biitiin asamalariyla ilgili gerekli
bilgileri tutabilecegi ulusal bir veri tabani olusturulmalidir. Bu sayede hastalar hastane
degistirdiklerinde bir 6nceki tedavilerine eksiksiz devam edilebilecektir. Ayni zamanda
bu uygulama sayesinde hem hastaya doktor ve hastane segme hakki taninacaktir, hem de
kisisellestirilmis kanser tedavisi calismalar1 i¢in Onemli bir Kkarsilagtirma deposu

olusturacaktir.

Ulkelerin kanser ile miicadelede izledikleri tiim asamalar1, 6zellikle sosyal politikalart
baglaminda karsilastirmali sunabilecek bir veri tabani eksiktir. Kanser ile alakali sosyal
politika deneyimlerinin paylasildigi uluslararasi bir veri tabani olusturulmalidir. Bu
sayede iilkelerin daha iyiye ulasmak i¢in birbirleriyle bilgi alisverisinde bulunabilecekleri

bir altyap: kurulmus olacaktir.

Bu tezin en 6nemli bulgularindan birisi de giincel saglik sisteminde meme kanseri tedavisi
stirecinde sosyal hizmet uzmanlarinin roliiniin ¢ok kisith olmasidir. Sosyal hizmet
uzmanlarinin bu siiregte daha aktif rol almalar1 adina diizenlenecek c¢ok-disiplinli
takimlara dahil edilmeleri hasta ve yakinlarinin tedavi siirecinin zorluklarimi daha kolay
atlatmalarin1 saglayacaktir. Bu sekilde meme kanserinin psiko-sosyal boyutu da tedavi

stirecine dahil edilmis olacaktir.

Meme kanseri ve tedavisinin sarsici etkileri, tedavinin bitmesiyle sonlanmaz. Bu siirecin
hem fiziksel hem de psikolojik etkileri hastanin 6nceliklerini, hayat rutinini ve karakterini
sekillendirmeye devam etmektedir. Ustelik artik hastaneye gidis gelisleri azalmis olan

hastalar tiim soru ve kaygilarini kendi i¢lerinde ¢6zmeye calismaktadir. Tedavi sonrasi
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yasamlarina aligmalarin1  kolaylastirmak igin diizenli takip ve terapi planlar

gelistirilmelidir.
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APPENDIX D: TEZ FOTOKOPISIi iZiN FORMU

ENSTITU

Fen Bilimleri Enstitiist

Sosyal Bilimler Enstitiisii -

Uygulamali Matematik Enstitiist

Enformatik Enstitusii

Deniz Bilimleri Enstitiisii [ ]
YAZARIN

Soyadi :  Ergin

Adi : Hazal

Boliimii : Sosyal Politikalar Ana Bilim Dali

TEZIN ADI (ingilizce) :
LIVING WITH BREAST CANCER: POLICY PRACTICES AND
RECOMMENDATIONS

TEZIN TORU : Yiksek Lisans [ Doktora

Tezimin tamamindan kaynak gosterilmek sartiyla fotokopi alinabilir.

Tezimin i¢indekiler sayfasi, 6zet, indeks sayfalarindan ve/veya bir
boliimiinden kaynak gosterilmek sartiyla fotokopi alinabilir.

Tezimden bir (1) y1l siireyle fotokopi alinamaz.

TEZIN KUTUPHANEYE TESLIiM TARIHI:
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