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ABSTRACT
Breast Cancer Patient Pathways to Treatment

in Turkey’s Internal Healthcare Market: A Qualitative Study

The importance of managing noncommunicable diseases, such as cancer, has been
viewed as a vital component of Universal Health Coverage (UHC) due to their
worldwide high prevalence, significant disease burden, and sometimes life-long
medical ramifications for patients. Having been deemed an achiever of UHC, Turkey
has implemented an internal market for healthcare to achieve equal access to
healthcare. Against this background, this thesis explores breast cancer patients’
experiences of access and pathways to treatment in private hospitals offering
publicly-funded services (PHOPS) in Turkey. It examines the factors that shape these
pathways and the implications of these pathways for patients. This thesis relies on a
thematic analysis of an exploratory qualitative study that includes 12 semi-structured
in-depth interviews conducted between July and August 2021 with female breast
cancer patients using private hospitals. It reveals two interrelated factors that shape
patient pathways during the diagnosis and treatment stages: the projected cost of
treatment and barriers to accessing integrated medical care. Based on these two
factors, two distinct patient pathways, insured and underinsured patient pathways, are
identified. While patients with private health insurance alongside compulsory general
health insurance experience easy access to timely and effective treatment (insured
pathway), those who only count on the latter deal with complicated processes of
accessing treatment such as combining different providers (underinsured pathway).
The thesis concludes that the insurance status of patients has a significant influence

on experiences of access and pathways to treatment in PHOPS.



OZET
Tiirkiye Saglik Hizmetleri I¢ Pazarinda

Meme Kanseri Hastalarinin Tedaviye Erigim Patikalari: Nitel Bir Arastirma

Kanser gibi bulasici olmayan hastaliklarin yonetilmesinin dnemi, bu hastaliklarin
yiiksek prevalanslari, olusturduklar: ciddi hastalik yiikii ve baz1 hastalari etkileyen
yasam boyu tibbi sonuglart nedeniyle Evrensel Saglik Giivencesi (ESG)’nin hayati
bir bileseni olarak goriilmektedir. ESG saglayan ilkeler arasinda kabul edilen
Tiirkiye, hizmete erisimde esitlik saglamak amaciyla hizmet sunumunda i¢ piyasa
modeli uygulamaktadir. Bu tez Tiirkiye’de meme kanseri hastalarinin kamu
tarafindan finanse edilen hizmetler sunan 6zel hastanelerdeki tedaviye erisim
deneyimlerini ve tedavi patikalarini arastirmakta, bu patikalar1 sekillendiren
faktorleri ve bu patikalarin hastalar agisindan sonuglarini incelemektedir. Tez
kapsaminda 6zel hastanelerden hizmet alan 12 meme kanseri hastasi kadinla 2021
yilinin Temmuz ve Agustos aylarinda yar1 yapilandirilmis derinlemesine goriismeler
gergeklestirilmis ve bu veriler kesfedici nitel tematik analiz yontemiyle
degerlendirilmistir. Tez 6ngoriilen tedavi maliyeti ve entegre kanser tedavisine
erisimin Oniindeki engellerin tedavi patikalarini sekillendiren iki faktor oldugunu
iddia etmektedir. Bu iki faktor iki farkli hasta patikasi ortaya ¢ikarmaktadir: sigortal:
ve eksik sigortali. Ozel saglik sigortalilar (sigortali patika), zamaninda ve etkili
tedaviye kolay erisim saglayabilmekteyken, zorunlu genel saglik sigortalilar (eksik
sigortal1 patika), farkli hizmet sunucular1 bir arada kullanmak durumunda kalmak
gibi tedaviye erisimde karmasik siireglerle ugrastiklarini vurgulamaktadirlar. Bu tez,
hastalarin sigorta durumunun, anlagsmali 6zel hastanelerde tedaviye erisim ve tedavi

patikalar1 lizerinde 6nemli bir etkiye sahip oldugu sonucuna varmaktadir.
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CHAPTER 1

INTRODUCTION

Due to sudden illnesses, people exhaust their entire life savings, if they have any, or
go into debt due to excessive healthcare costs, which thrusts millions into extreme
poverty across the world every year, thus enshrining a vicious poverty trap from
which it becomes more difficult to escape. This is especially striking in countries that

are deemed to achieve universal health coverage (UHC).

The emphasis on non-communicable diseases (NCDs) on the global health
agenda has become greater than ever (Gyasi & Phillips, 2020). Many NCDs,
including cancers, diabetes, cardiovascular and respiratory diseases have been
identified by the World Health Organization (WHO) as the leading causes of poor
health and mortality worldwide (World Health Organization [WHO], 2021).
Particularly significant are problems of accessing treatment faced by vulnerable
groups in society who tend to postpone or completely forgo healthcare due to
drastically rising healthcare costs coupled with limited awareness and availability of

adequate care regarding NCDs (McCracken & Phillips, 2017).

Along with the rise of NCDs to the top of the global health agenda has been
the proliferation of a campaign towards achieving UHC, a key component of
sustainable development through which all countries can achieve improved health
outcomes. Over the recent decades, many international actors have stepped up efforts
for UHC, fortified by the incorporation of UHC as one of the Sustainable
Development Goals (SDGs) set by the United Nations (UN). Consequently, many
countries have started to prioritize UHC on national policy agendas by instituting

comprehensive programs that aim to implement UHC. On the other hand, the
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implementation guidance and supervision concerning UHC have remained equivocal
from a human rights standpoint (Nygren-Kraug, 2019).

Healthcare systems are ought to maintain a balance between the following
trade-offs: equity in access, quality standard of healthcare, cost-containment, and
range of available services (Anderson et al., 2006). The idea of UHC brings together
the provision of essential services and adequate financial protection (Garrett et al.,
2009; Rodin and de Ferranti, 2012; Carrin et al. 2013). However, the constituents
that form “adequate coverage” is contested in the UHC literature (Stuckler et al.,
2010) and, similarly, the notion of “access” has been defined in several different
ways, meaning that these concepts should be outlined in relation to the context in
which they are used (Thieren, 2005). This thesis will stick to the definition of UHC
as a system in which “all people have access to the health services they need, when
and where they need them, without financial hardship” (WHO, 2020).

Increasing emphasis upon UHC is facilitating access to both therapeutic and
preventive healthcare services for NCDs (McCracken & Phillips, 2017). While UHC
is extremely important for successfully addressing NCDs, targeting UHC with a
tunnel vision might end up overemphasizing the expansion of access to healthcare
services rather than ameliorating health outcomes in terms of NCDs (Schmidt et al.,
2015). Without underestimating the key role of preventive approaches to NCDs as
part of the UHC initiatives, this thesis focuses on the curative dimension only. It
revolves around the relationship between NCDs and UHC both in terms of the
challenges that the NCDs pose in the realization of UHC as well as the contribution
of UHC in building a response to NCDs.

Healthcare systems across the world have undergone radical transformations

and their organizational structures have increasingly become complex. They play a



role in this relationship in that they constitute the operational pillar, which enables
one to make sense of all these macro-level policy discussions at the micro-level
implementation. The variety in healthcare system typologies renders the literature on
this field to be fruitful (Bambra, 2005; Burau and Blank, 2006; Béhm et al., 2013;
Moran, 2000; Reibling, 2019; Wendt et al., 2009; Wendt, 2009, 2014). Similar to
most social systems, however, healthcare systems are open to change, which is
manifested in the hybridization trend followed by many healthcare systems as
opposed to purer types observed in the pre-1980s period (Dragoonis, 2009; Rothgang
et al., 2005, 2010; Reibling et al., 2019).

The emergence of successive healthcare reforms is associated with structural
economic changes brought about by globalization (Walt, 1994), increasing demand
for healthcare due to aging populations, the emergence of more expensive medical
technologies, the growing awareness of available treatments, and the right to access
to them (Moran, 2000), and the expansion of UHC, which puts more pressure on
healthcare systems by boosting the number of beneficiaries (McKee et al., 2013).
These factors together have increased the burden on healthcare systems, which has
pointed to the need for comprehensive reform agendas in both developed and
developing countries.

In this vein, the theme of the World Cancer Leaders’ Summit that took place
with the participation of 80 countries in 2019 was cancer and UHC, particularly how
countries can enable access to quality cancer treatment for patients across the world
as part of the global goal of achieving UHC (Johnson et al., 2020). In this landmark
meeting, current financing of cancer treatment was deemed insufficient worldwide,
and public-private partnerships were praised in that they create additional resources

for the healthcare sector, but it was also highlighted that governments will have to



enhance their regulatory frameworks to safeguard the availability and quality of
services (Johnson et al., 2020).

The journey towards UHC is erratic and often manifested in matters related to
the affordability of all-inclusive healthcare services in developing countries where
governments start to acknowledge the fact that a well-functioning healthcare system
Is a must for accomplishing development goals (McKee et al., 2013). In this regard,
the establishment of internal markets for the provision of healthcare in publicly
financed healthcare systems has been promoted and viewed as a solution to achieve
UHC. Turkey followed this route.

The hybrid healthcare system in Turkey where private hospitals offering
publicly funded services (PHOPS) have increasingly become prominent actors
(Y1lmaz, 2020), which is the focal point of this thesis and which, constitutes a case
for exploring the relationship between UHC and NCDs.

In Turkey, the establishment of a compulsory General Health Insurance
(Genel Saghk Sigortasi, GSS) scheme after the 2003 reforms under the Health
Transformation Program (HTP) united the formerly fragmented insurance schemes
under one roof. This was followed by the establishment of a purchaser-provider split
(PPS) in financing and the adoption of an internal market for provision. These
developments have enabled Turkey to meet the criteria for UHC.

As part of these efforts, the Turkish minister of labor and social security
announced in 2018 that all kinds of additional fees and payment differences related
to cancer treatment, surgery, and medicine were removed, that is, the Social Security
Institution (Sosyal Guvenlik Kurumu, SGK) would henceforth fully cover standard
cancer treatment through GSS (Medimagazin, 2018). In other words, private

hospitals which hold a contract/protocol with the SGK would no longer be able to



charge any additional or contributory fees from Turkish citizens unless they require
specific treatment or medicine that is not fully covered. This change has already been
demarcated since 2010 by the Health Implementation Communiqué (Saglik
Uygulama Tebligi, SUT) (Official Gazette of the Republic of Turkey, 2010).
Therefore, the minister’s belated statement to the press in 2018 has done nothing
more than stating that the annual budget previously allocated for cancer treatment
(240 million Turkish Lira) had been increased up to 750 million Turkish Lira
(Medimagazin, 2018).

Against this background, this thesis explores how breast cancer patients
access treatment in PHOPS in the context of an internal market for healthcare
provision in Turkey — counted as a leading performer of UHC. It seeks to unveil how
the health insurance status of patients affects their breast cancer diagnosis and
treatment pathways and what are the implications of these pathways in terms of
access to quality medical care. Lastly, it examines what breast cancer patient
experiences of access indicate about the functioning of the internal market for
healthcare provision in Turkey.

The existing literature on the Turkish context focuses on various aspects of
the healthcare system before and after the 2003 reforms (Agartan, 2012, 2015, 2019,
2020; Basol & Isik, 2015; Ergiin & Ergiin, 2010; Okem & Cakar, 2015; Tatar et al.,
2007; Ustﬁndag & Yoltar, 2007; Yilmaz, 2013, 2017, 2020, 2021). However,
although the financing and provision dimensions of the Turkish healthcare system
have thus far been studied extensively, how their transformation has shaped patient
pathways in general, and cancer patient pathways to diagnosis and treatment, in
particular, is underexplored in the Turkish case. Hence, this thesis contributes to the

nascent research agenda on the realized publicness of healthcare (Y1lmaz, 2020) by



raising a discussion on UHC in the context of NCDs and by bringing breast cancer
patient experiences of accessing healthcare into the broader research on healthcare

systems and patient pathways.

1.1 Research design and methodology

Yilmaz (2020) shows that problematic patient experiences in accessing treatment
appear as more pronounced especially when patients resort to PHOPS due to an
emergency or chronic, rare, and/or complicated illnesses in the Turkish case.

This recent study provided me with a useful framework for examining breast cancer
patient experiences in Turkey’s internal healthcare market.

The rationale behind focusing on breast cancer in this thesis was two-fold.
The former was a pragmatic reason in that breast cancer is a vital, yet treatable non-
communicable disease that is prevalent amongst Turkish women (Cakmak et al.,
2019). In addition, as mentioned before, since breast cancer treatment in both public
and private providers is fully covered by the general social health insurance in
Turkey, this research allows me to examine if and to what extent the statutory right
to access breast cancer treatment is practiced on the ground.

How women make sense of breast cancer diagnosis is highly influenced, if
not shaped, by the cultural settings and contexts in which they live (Terzioglu &
Hammoudeh, 2017). Therefore, the latter reason was more intuitive in that as a
female researcher, examining the treatment pathways of breast cancer patients was
particularly meaningful because talking about breast cancer can still be considered a
taboo amongst Turkish women. This stems from its connotation amongst the
population that the diagnosis of breast cancer is a traumatic event that leads to the

depreciation of femininity and sensuality in the long run. That is to say, | have found



that being a female researcher presented me with a comparative advantage due to the
intricacy of exploring this issue.

A qualitative exploratory methodology was employed in the course of this
thesis. It was chosen to grasp the situation among breast cancer patients from their
narratives, besides capturing novel insights and thus cultivating a more profound
understanding of a particular phenomenon. That is to say, my goal as a researcher
was to access the experiences of breast cancer patients, which entails questioning
them about things that might be highly personal to them, however, it nonetheless
facilitated me to gather data on in-depth patient experiences that could not be
captured through a quantitative study (Sutton & Austin, 2015). In addition, the
overall prevalence of problematic breast cancer patient experiences that this thesis
aims to unveil was unknown, therefore, relying on qualitative methods was an

appropriate choice in this study.

1.2 Data collection and participants
Istanbul was chosen as the research site for this study because it is the most
populated city in the country where most of the PHOPS are located and it is also the
city with the highest rate of private health insurance ownership. The sampling
universe for this study included female breast cancer patients (holding Turkish
citizenship and residing in Istanbul) who had used services in private hospitals
offering publicly funded cancer treatment in the last year or are currently under
treatment.

It is out of the question for a group of patients to go to public hospitals in
Turkey in spite of the compulsory GSS. This can be characterized not only as a result

of past negative experiences of patients in accessing healthcare services in public



hospitals but also as a result of a deep-rooted distrust towards public hospitals in
Turkey among some sectors of the society. Since the narratives to be presented in
this thesis are mostly built on this perception, I specifically focused on researching
this patient group.

Semi-structured in-depth interviews were held with 12 female breast cancer
patients during July and August 2021. The median age of the participants was 45.
While 4 of the participants were retired, the remaining 8 were employed and had a
variety of occupations (See Table 1). Although the participants had diverse
educational backgrounds, those with the lowest education levels were high school
graduates.

The participants were asked questions (listed in Appendices A and B)
regarding their experiences in accessing breast cancer treatment. The initial interview
questions were formed to concentrate on the narratives of patients about their
experiences of receiving treatment rather than their experiences with the illness itself
although the two might at times overlap to an extent. The interviews were conducted
in Turkish, and the direct quotations were translated by the researcher. The mean
interview length was 1 hour. Three of the interviews were conducted face-to-face and
the remaining 9 were held online via Zoom due to concerns related to the Covid-19
pandemic. The interviews were audio-recorded with the informed consent of the
informants and transcribed verbatim. The consent form is listed in Appendices C and
D. All recordings that contain personal data were anonymized during the
transcription process. Ethical approval for this study (No: 2021/68) was granted by
the Ethics Committee for Master and Ph.D. Theses in Social Sciences and

Humanities at Bogazici University (Appendix E).



The main inclusion criterion for this study was the use of private hospitals for
breast cancer diagnosis and treatment within one year before the interview date. Both
purposeful and snowball sampling were employed to recruit the participants as these
two sampling methods are largely used to locate hard-to-reach populations
(Biernacki & Waldorf, 1981). In addition, Turkish breast cancer patients have
progressively become more outspoken about their illness experiences, which led to
the foundation of many patient organizations that assist breast cancer patients and
their relatives and raise awareness in society (Terzioglu, 2012).

I have contacted several Istanbul-based non-profit cancer and breast cancer
patient organizations and asked if they could disseminate the information about the
research to their members so that those who would be willing to participate in the
research could contact me individually via e-mail or telephone call. The rationale
behind this was the prospect that patients who engage in some form of advocacy and
joint action are more prone to build knowledge and experience (Palinkas et al.,
2015). In addition, purposeful sampling was useful in finding participants who were
available and eager to contribute to the research, thus facilitating the creation of a
rapport between the informants and the researcher (Bernard, 2002). 7 potential
participants who contacted me were provided with a more detailed account of the
content and the purpose of the research as well as the interview procedures.

Snowball sampling was employed when 5 of those patients agreed to
participate in the research as they were asked if they could refer to other breast
cancer patients they knew. The snowball sampling method was chosen alongside
purposeful sampling because it grants the researcher the opportunity to create better
communication with additional participants as they would be acquaintances of the

first participants who would already be linked to the researcher (Ghaljaie et al.,



2017). Considering that the subject matter of the interview is an intricate topic, this
sampling method was deemed suitable for providing a leeway for the researcher to
build rapport with the interviewees. This sampling method was deemed appropriate
also because reaching breast cancer patients may have been difficult during the
extraordinary atmosphere created by the Covid-19.

In qualitative studies on patient experiences, the sampling needs to be chosen
to adequately allow for the representation of varied experiences of patients and their
diverse perspectives of accessing treatment. To incorporate such diversity into the
sample, the type of health insurance that the patient used to access treatment was
chosen as the main variable. In line with this, 6 of the participants only had GSS
provided by the SGK while the remaining 6 used a mixture of GSS and their PHI. In
the latter group, half of the patients acquired their PHI through their employers and
the other half purchased it individually.

The reason underlying the choice of insurance type as a variable was twofold.
First, the existing literature on patient experiences of receiving treatment in PHOPS
in Turkey suggests that whether patients have PHI or not might play a determining
role in their treatment pathway (Y1lmaz, 2020). In the Turkish context, there are two
types of PHIs, namely “standard duplicate PHI” and “supplementary PHI”, which are
diverse with respect to financing and provision aspects (Hisil, 2020, p. 61). The
prominent differences between the two are such that the former has a kind of scheme
in which healthcare spending is covered to a certain extent within the coverage plan
and it is possible to utilize it without GSS coverage whereas the latter entails a
compulsory GSS coverage and covers the additional payments arise in PHOPS
(His1l, 2020). In this study, all 6 participants held standard duplicate PHI, and those

who obtained supplementary PHIs were not included.
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Second, despite the fact that patients solely using GSS correspond to a much
wider social segment (although it is not known whether this general trend in
accessing breast cancer treatment is manifested in the same way) since the number of
PHI uptakes is still low amongst the population (Sigorta Bilgi ve Gozetim Merkezi,
2020), the uptake for PHI still manifests an increasing trend in recent years (Hisil,
2020). Indeed, the distribution of the number of PHIs sold in the country displays
that the largest number of policies are sold in Istanbul to the extent that “the share of
PHI members in Istanbul to those in Turkey exceeds the share of the population in
Istanbul compared to the population of Turkey” (Hisil, 2020, p. 45). Given that the
fieldwork of this research was to be conducted in Istanbul, it was an inevitable
opportunity for examining the ways in which the insurance status of breast cancer
patients influences their experience of access to treatment. Hence, | have deliberately
constructed the sample in this way in order to answer the research questions of this
thesis. In this context, it was meaningful within the logic of qualitative research that
those who have PHI were given as many places in the sample as those who only hold
GSS.

Breast cancer patients who use different PHOPS for their treatment were
included in the study. In total, the participants commented on their experiences in 20
different PHOPS based in Istanbul. While some of the participants completed all of
their treatments in these hospitals, some others received only a certain part of their
treatment from PHOPS and completed their treatment in public hospitals. Turkey
implements a cap on co-insurance for services provided by PHOPS. However,
standard breast cancer treatment is an exception, as PHOPS are not legally permitted

to charge any co-insurance from cancer patients.
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Table 1. Profiles of the Patients in the Field Study

Interviewees

Patient 1

Patient 2

Patient 3

Patient 4

Patient 5

Patient 6

Patient 7

Patient 8

Patient 9

Patient 10

Patient 11

Patient 12

Age

29
42
35
62
53
26
57
52
42
53
57

37

Profession

Researcher
Textile Retailer
HR Specialist
Retired
Retired
Lawyer

Civil Servant
Manager
Salesperson
Retired
Retired

Chef

Insurance Type

GSS-only
GSS-only
GSS and PHI
GSS and PHI
GSS and PHI
GSS-only
GSS-only
GSS and PHI
GSS and PHI
GSS and PHI
GSS-only

GSS-only

1.3 Data analysis

This study relies on an exploratory thematic analysis of 12 semi-structured

interviews with breast cancer patients. My goal as the researcher was to identify
important and engaging patterns in the data, as suggested by Braun and Clarke
(2006), and interpret and make sense of them in relation to the research questions of
this thesis. The analysis of the data mostly incorporated capturing themes and
patterns relevant for the research questions via numerous encodings, which were then
grouped with respect to potential responses to those questions. While inductive
coding was mostly used throughout the analysis as the majority of themes and sub-
themes inductively emerged from the patient narratives, deductive coding was also

employed as some of the codes were defined based on the discussions from the
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existing literature. In other words, the analysis here adopts a blended approach to

coding.

1.4 Qutline of the chapters

Upon following the introductory chapter, Chapter 2 presents a comprehensive review
of two streams of the literature. The first focuses on healthcare system typologies and
sheds light on the hybridization trend that has blurred the public-private dichotomy
regarding healthcare system organization in the last decades. The second centers on
the literature on patient pathways and offers a detailed examination of breast cancer
patient pathways in various healthcare system contexts. Chapter 3 sets the
background for answering the research questions of this thesis. Three consecutive
subsections respectively provide insights into the Turkish context in relation to the
healthcare system structuring before and after the 2003 reforms, the diagnosis, and
treatment of breast cancer, and finally, the needs, experiences, and expectations of
breast cancer patients. Chapter 4 offers the analysis of the interviews conducted with
female breast cancer patients and presents two patient pathways that emerged from
the analysis, insured and underinsured pathways, and it accounts for the determinants
and implications of these two pathways in terms of accessing quality medical care.
Chapter 5 discusses the findings of this study in terms of their significance to the

existing literature.
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CHAPTER 2
A CRITICAL REVIEW OF THE LITERATURE ON HEALTHCARE SYSTEMS

AND PATIENT PATHWAYS IN BREAST CANCER TREATMENT

Guaranteeing people’s access to affordable healthcare has become a global policy
target with the SDGs (United Nations [UN], 2015). Changes in healthcare systems,
however, do not always correspond to this policy target. Overall, the literature on
healthcare system typologies points to a trend towards hybridization (Dragoonis,
2009: Reibling et al., 2019; Rothgang et al., 2005, 2010). However, how the
hybridization of healthcare systems has shaped the experiences of patients in
accessing treatment is an underexplored area.

The New Public Management (NPM) paradigm, which had gained
prominence in global policy circles in the post-1980s was influential in the
aforementioned healthcare reforms. It attributed a more significant role to the private
sector in the organization of healthcare systems, thus blurring the former public-
private boundaries in healthcare financing, provision, and regulation. Particularly in
terms of the provision of healthcare, the introduction of the PPS in publicly funded
healthcare systems has led to the creation of an internal market where private
hospitals that offer publicly funded services increasingly became the predominant
healthcare providers. Yilmaz (2020) argues that in a poorly regulated setting, this
results in problematic patient experiences in terms of access.

The examination of patient experiences in accessing treatment is all the more
important for understanding the impact of macro-level changes on the micro-level. In
this regard, studying the experiences of specific patient groups, such as patients with

breast cancer, is of particular significance because what the internal market model
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offers may not always serve the best interest of those patients and thus fail to fulfill
their varied needs. This thesis aims to uncover whether there are prominent issues
with accessing services that are covered universally such as cancer treatment. To this
end, it explores the experiences of breast cancer patients in accessing treatment in
PHOPS in an internal market setting in the Turkish healthcare system.

This chapter is divided into three consecutive parts. The first will delineate
the main characteristics of healthcare systems utilizing healthcare system typologies.
It will reveal how the organization of public healthcare has changed over time and
how the role of the private sector in healthcare provision has gradually increased
around the world. The second will elaborate on the major healthcare reforms in
Turkey starting from 2003, which granted the state a new regulatory role in the
organization of healthcare. It will also discuss how the state’s new role in an internal
market for healthcare provision affects the publicness of healthcare services. After
highlighting the differences between coverage and access in healthcare, it will
introduce Y1lmaz’s (2020) framework for analyzing patient experiences in accessing
treatment, which forms the basis for the conceptual framework of this thesis. The
third will describe patients’ treatment pathways with a particular emphasis on the
notion of patient choice in healthcare and present the existing literature on the

treatment pathways of breast cancer patients in various healthcare systems.

2.1 An introduction to healthcare systems in the past and present

Healthcare systems form “the institutional basis and expression of health policies”
(Mackintosh & Koivusalo, 2005, p. 5). It is therefore necessary to lay out the general
characteristics of healthcare systems, which also helps to contextualize how the

organization of public healthcare has responded to the “welfare state crisis” (Offe,
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1984) that appeared in the 1970s and particularly how the private sector has become
prevalent in the provision of healthcare around the world. In this respect, healthcare
system typologies reflect the complex interplay between the finance, provision, and
regulation aspects of healthcare that laid the foundations for the structure of new
interrelationships between the public and private actors.

The previous and current healthcare systems in Organization for Economic
Co-operation and Development (OECD) countries manifest considerable differences
due to their changing economic, political, and social prospects. Thus, there is ample
literature on the healthcare system typologies (Bambra, 2005; Burau and Blank,
2006; Bohm et al., 2013; Moran, 2000; OECD, 1987; Reibling, 2019; Wendt et al.,
2009; Wendt, 2009, 2014). One of the leading typologies is a 1987 OECD study that
introduced three basic models, taking into account all three domains of healthcare
systems: financing, service provision, and regulation.

The first model, the National Health Service (NHS), is marked by universal
coverage, financing through general taxation, and public ownership and/or control of
service provision (OECD, 1987). The prevalent examples of this model at the time
were the United Kingdom (UK), New Zealand, and Sweden. All three countries have
since shifted away from this pure model (Burau and Blank, 2006).

The second is the social health insurance model, which is characterized by
compulsory universal health coverage as part of a broader social security system,
meaning that healthcare is funded by non-profit insurance funds based on employer
and employee contributions and service provision can be both public and private
(OECD, 1987). Germany, the Netherlands, and Japan were pioneering users of this

model.
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The third is the private health insurance (PHI) model, which is characterized
by a system in which healthcare is financed through individual procurement or
employment-based private insurance, service delivery is vastly private in ownership,
which is certainly associated with the United States (US) (OECD, 1987).

Although the 1987 OECD study explicated the different roles of the state and
its degree of involvement in healthcare services vis-a-vis the market, the accuracy of
this classification has been disputed in the literature. This is because, like most social
systems, healthcare systems have been complex, dynamic, and adaptive to change
(Plsek & Wilson, 2001), which renders them to be difficult to compare. Reibling et
al. (2019), for example, stress that there has been an immense hybridization of
healthcare systems after successive healthcare reforms. Nevertheless, it is important
to note that the 1987 OECD typology is still useful for presenting the complex
relationship between the financing, provision, and regulation of healthcare services,
and new configurations of interrelations between public and private actors in these

elements of healthcare systems.

Healthcare systems under transformation

From the early 1970s onwards, the global economy has undergone a major economic
crisis that has led to steadily growing inflation and budget deficits in the public
sector. The changing economic conditions were hampered by the oil crises, which
had an immense impact on the functioning of the global economic system. The
period of economic recession in the aftermath of the oil crises, especially in the post-
1980s, coupled with the aging population, brought about a collection of cost-
containment measures regarding welfare provision in general and healthcare systems

in particular due to its significant consumption of public budget (Culyer, 1990). To
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illustrate the significance of these measures for the healthcare sector, Moran (2000)
expresses that “No policy area has been more dominated by the search for cost
containment since the end of the long boom™ (p. 156). This posed a great challenge
for the healthcare systems in the welfare state contexts because, as Rothgang et al.
(2005) succinctly puts, “the legitimacy of health systems [in these countries] is
largely based on their capability to provide a satisfactory standard of healthcare for

all citizens, irrespective of their ability to pay for it” (p. 188).

Moreover, the critics of the public sector in social services have proposed that
the public sector fails to bring efficiency and is not responsive to patient demands.
The private sector is portrayed far more responsive to patient demands due to
increased competition amongst service providers, which is anticipated to not only
enhance patient choice but also surmount inefficiency and corruption (Rosenthal &
Newbrander, 1996). They have argued that the public sector does not have enough
stimuli to operate efficiently since the objectives of publicly controlled organizations
are most of the time pervasive and irreconcilable (Tynkkynen & Vrangbak, 2018).
In addition, the public sector is not accountable to shareholders or owners, which
makes it less exposed to outward pressure in terms of pursuing technological
advancement and innovation (Tynkkynen & Vrangbak, 2018). In other words, the
fact that the public sector does not carry the risk of bankruptcy allows it to provide

services at sub-optimal levels (Alonso et al., 2013, Kornai, 2009).

Alongside these factors, increasing patient choice in healthcare was one of
the major drivers of the transformation of healthcare systems (Basu et al., 2012).
Therefore, the diversification of healthcare services in terms of available treatments
and service providers as opposed to a standardized healthcare provision for all by the

public sector was thought to allow for greater patient autonomy. As such, rendering
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patients as consumers and empowering them with choice was viewed as a solution
for inefficient resource allocation (Fotaki et al., 2005). Besides, public services
where little or no choice was offered were expected to result in significant health

inequities as well (Le Grand, 2006).

In the context of healthcare system changes, Rothgang et al. (2005)
investigate whether the three aforementioned models (OECD, 1987) have converged
or deviated from one another. They find that in terms of financing, there has been a
decreasing trend in the share of public health expenditure as opposed to private in
total health expenditures, which indicates an increased private involvement in
finance for all three. Changes in provision could not be examined due to limited data
in this domain (Rothgang et al., 2005). As far as regulation is concerned, there has
been a general propensity to incorporate such unfamiliar modes of coordination into
each type. Precisely, market competition and negotiation through internal markets
were introduced in the NHS-type and to some degree in the social health insurance

type, and a sort of hierarchical regulation was established in the PHI-type.

In light of these findings, Rothgang et al. (2005) point to an overall transition
from pure models to mixed (or hybrid) types of healthcare systems. The increasing
prevalence of mixed types brings into view the question of whether the private
provision of healthcare services in tax-financed and state-regulated healthcare
systems generates desirable outcomes in terms of patients’ access to treatment. Some
suggest that this type of organization is congruent with the principles of UHC and
equality in accessing treatment, which is especially relevant for countries where the
pure public provision of services has become a growing difficulty (Rothgang et al.,
2010). Others argue that the hybridization of healthcare systems might indeed pose a
challenge to guaranteeing all-inclusive and free-of-charge healthcare services

19



(Dragoonis, 2009). In this respect, this thesis seeks to provide an answer to this

question in the context of breast cancer patients’ access to treatment in Turkey.

Bohm et al., (2013) offer a healthcare system typology that identifies five
contemporary healthcare system types based on the data from 30 OECD countries.
This typology demonstrates the continued relevance of three models introduced in
the 1987 OECD study and introduces two novel types including the National Health
Insurance and the Etatist Social Health Insurance models. In the NHI model (e. g.
Canada, Australia, and Italy), the delivery of services is contracted out to private for-
profit providers, which differentiates it from the NHS system (Bohm et al., 2013).
The Etatist Social Health Insurance model (e. g. Belgium, Hungary, South Korea,
and the Netherlands) is very similar to the social health insurance model as it leaves
funding and provision to the market, but the state plays a more important regulatory
role in the former (Bohm et al., 2013). The important difference between the former
(OECD, 1987) and the latter (Bohm et al., 2013) classifications is the increased
presence of private sector involvement in financing and providing healthcare, which
is consistent with the findings of Rothgang et al. (2005, 2010) regarding the public-

private dichotomy.

2.2 The blurring public-private boundaries in healthcare systems

The 1970s and 80s were a period of radical transformations. The global economic
order had been deteriorating due to extensive budget deficits, which resulted in a
general atmosphere of austerity regarding welfare state institutions (Jessop, 1999).
Not only the conservative parties that have risen to power but also their center-left
counterparts followed such an agenda that leaves behind the national-

developmentalist strategies and replace them with “a new post-national mixed
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economy” where partnership and networks between different public and private

agents have become paramount (Jessop, 1999, p. 356).

In that atmosphere, the Keynesian premise that increased state interference
was necessary for economic development and prosperity was subject to fervent
criticism, the vast majority of which came from the Chicago school of economics. In
addition, all institutions that maintain a Keynesian economic model were considered
inefficient (Gough, 1987). Given these circumstances, the governments were
compelled to take prompt cost-containment measures, which rendered the provision
of and continued investment in public services all the more challenging (Abel-Smith
& Mossialos, 1994). In this new era, increased spending was not perceived as an
issue as long as it was not from the public budget (Hermann, 2010). As a result, it
was the market in lieu of the state that began to be viewed as a facilitator of
economic development and prosperity. Towards that end, many governments have
resorted to the private sector particularly in the financing and provision of public

services (Anderson, 2012; Maynard, 1986; Zheng et al., 2008).

2.2.1 New public management

The traditional public-private sector dichotomy has increasingly become nebulous in
the post-1980s conjuncture, which inaugurated novel forms of public service
provision based on the business theories and practices that largely originated from
the New Public Management (NPM) paradigm (Duran & Saltman, 2015). The
preliminary developments of this peculiar management concept took place in the UK
in the late 1970s onwards under Prime Minister Margaret Thatcher as well as in
some states in the US on a state level where the economic recession hit the hardest

(Groot & Budding, 2008), which further spread through different parts of the world
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in the following decades (Lane, 2000; Pollock et al., 2004). Overall, the
implementation of NPM reforms diverges greatly from one country to another

(Hood, 1991), which renders them a contextual character.

The rationale behind mixing public and private sector management practices
originated from the pro-market perspective that a bureaucratic top-down organization
was not responsive to the demands emerging from the society (Le Grand, 1999).
Although both of these sectors encompassed similar managerial tasks, the latter’s
competence and aptitude were considered superior to that of the former (Ranade,
1994). Those who endorsed the NPM doctrine insisted that non-competitive public
service provision not only jeopardized the free choice of patients but also caused an
inefficient allocation of resources with low-quality outcomes (Rhodes, 1994). In that
respect, the reform proposals in the management of public services were legitimized
based on the rhetoric of cost containment, better use of resources, increased
efficiency and effectiveness, innovation, and value for money (Rhodes, 1994). This
rhetoric alone indicates that the market ideology has been the greatest influence in
laying the groundwork for a new comprehensive reform agenda for public service
management, particularly in the healthcare sector due to the burden it places on the
public budget. On top of that, the proponents of patient choice also proposed that if
the marketization is adequately planned in such a way as to support those who are
less able to make informed choices as well as to revoke incentives to cream-skim
patients, widespread availability of choice in healthcare provision may even generate
equity in terms of service use and equality of choices (Barr et al., 2008; Le Grand,

2006).
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2.2.2 NPM in healthcare

The definition of the private sector in health care is still vague. Clarke emphasizes
that the absence of a comprehensive international legal framework for defining
private sector involvement in public services rendered this concept to be used
erratically (2014, pp. 4-5). For this reason, Hallo de Wolf and Toebes argue that it is
more accurate to pursue what private sector involvement in healthcare might entail
instead of a concrete definition because it is not a “passive concept but an actual state
of affairs” (2016, p. 80). The participation of the private sector thus covers a wide
array of activities such as the governance of healthcare institutions, the provision of
healthcare services alongside the manufacturing and/or financing of healthcare
goods. The meaning of the private sector also changes across contexts as it may refer
to diverse types of non-state actors in the healthcare sector, including multinational
companies, non-governmental and non-profit organizations as well as private

individuals, such as general practitioners and consultants (Wolf and Toebes, 2016).

Le Grand et al. (1992) present a comprehensive account of state interference
in healthcare in the following manners: direct provision, finance through tax and
subsidy policies, and/or regulation. In line with this, one can observe that when the
presence of private providers proliferates, it does not necessarily mean that direct
privatization has taken place. In some cases, private providers could either directly
receive a subsidy from the state or they could be an integral part of social insurance
or NHS systems (Le Grand et al., 1992). An example of this is the public-private
partnership in the UK undertaken in the form of the PPS, which is also similar to

changes in the Turkish healthcare system, albeit to a certain extent.
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Agartan (2019) succinctly summarizes the central elements of the NPM

paradigm in the healthcare sector as follows:

the renewed focus on improving efficiency and accountability through (i)
disaggregating large public sector bureaucracies, reducing organizational
hierarchies and expanding new management systems for monitoring and
evaluating professional work, (ii) encouraging competition through a
purchaser-provider split and expanding contractual relationships with public
and private providers, and (iii) introducing new payment and incentive
mechanisms that reward performance defined and measured in new ways. (p.
1412)

All these aforementioned elements play a significant role in the transformation of
healthcare systems and are thus worth scrutiny. However, the PPS results in such a
crucial structural change in healthcare systems, which is all the more relevant for the

research question of this thesis and should therefore be discussed in more detail.

The PPS is a model of service delivery that aims to transform the previously
centralized and highly bureaucratic healthcare provision by separating third-party
payers from service providers (Tynkkynen et al., 2013). In other words, it can be
defined as the separation of “the purchaser, as the agent who decides what will be
produced, from the provider, as the agent who delivers the agreed outputs or
outcomes” (Ryan et al., 2000). One of the central functions of PPS is to establish
competition amongst providers, be it public or private. Competition is viewed as an
adequate way of guaranteeing “best value for money spent” (Davidson, 1999, p. 161)
and improving service quality since the providers need to allure as many patients as
possible to maintain financial sustainability in what Le Grand (1991) coins as the
“quasi-market” model. In congruence with this, Lapsley argues that in this quasi-
market model, “efficient hospitals should gain; inefficient hospitals may lose
contracts and decline or even cease to exist” (1994, p. 20). However, to what extent
economic efficiency goes hand in hand with responsiveness to patient demands is an
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open question. For instance, Grout (1997) states that the remuneration of private
providers for successful service delivery renders them behave in such a way as to
prioritize cost-containment instead of service improvement in the long run.
Moreover, the maintenance of excess capacity deemed necessary for competition
carries a sizable risk of generating a supplier-induced demand, thus creating an
industry that handles pre-authorized treatment and constant review of service usage,
which creates extra costs with a comparatively low marginal benefit to patients

(Edwards, 2005).

The practice of outsourcing clinical services also influences the conduct of
private providers. This is because in certain sectors, such as the medical device and
equipment sector, outsourcing enables the private providers to have a great voice
over which medical device or equipment is a high priority and which are not, thus
engendering new investment opportunities for private enterprises and “the diffusion
of medical technologies that are expected to be profitable” (Blank, 1996, p. 332). The
issue is such that the decisions of these private actors may not always be suitable for
better public healthcare outcomes. In this regard, whether the privatization of both
clinical and non-clinical healthcare services generates undesirable consequences
depends heavily on the extent to which the state can control and regulate the

workings of the private providers (Checkland et al., 2009).

2.2.3 Regulation in healthcare in the context of an internal market

The National Health Insurance systems with a demand-side model of cost-sharing
have been particularly promoted by the World Bank and the International Monetary
Fund to alternate the supply-side cost-containment strategies of the NHS systems

(Fox and Reich, 2015). Many of these governments have implemented in their
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healthcare systems a quasi-market structure where healthcare service provision takes
place within a competitive market that grants patients the ability to choose their
service provider, which is regulated by the state to overcome inequalities (Le Grand
and Bartlett, 1993). In this context, internal markets were considered as “a possible
way of retaining a system of finance which secures the macro-objectives of cost
containment and equity but incorporating within that system micro-incentives for
efficiency and consumer satisfaction” (Bevan, 1989, p. 53). The literature
demonstrates that the creation of internal markets in the provision of services by way
of market-oriented reforms has intensified the integration of public and private
sectors (@vretveit, 2003; Saltman, 2003). Consequently, this brought about novel
challenges for the state in terms of “both legislative and regulatory oversight of the

healthcare system” (Jacobson, 2001, p. 1166).

In this regard, a new emphasis has been placed on state regulation over the
market activities in the literature (Helderman et al., 2012; Majone, 1994; Rothgang et
al., 2005; Schmid et al., 2010; Van de Ven et al., 2013). In light of this, Denis et al.
(2015) argue that the regulatory framework in hybrid healthcare systems at different
levels and from diverse standpoints of providers, regulators and patients warrant a
more in-depth examination. Y1lmaz concomitantly argues that the regulatory role of
the state is crucial for “ensuring compatibility of private sector profit-seeking

motives with the UHC ethos of publicly-funded healthcare systems” (2020, p. 2).

Whether and to what extent regulation can work in hybrid healthcare systems
has also been contested in the literature. Some studies present a cynical view on the
effectiveness of state regulation of private sector activities. For instance, Jacobson et
al., (2011) underline how the US systematically fails in regulating the healthcare
sector despite its historically remarkable regulatory capacity and how this poses
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considerable challenges for access. On the other side, Van de Ven et al. find that
although implementing state regulation is complicated, it could still be attained if
certain preconditions are fulfilled such as “free consumer choice of insurer, cross-
subsidies without opportunities for free riders and guaranteed access to basic care”
(2013, p. 243). In congruence with the latter view, Helderman et al., (2012) assert
that regulation is necessary for it to ascertain the convening power of the government
against the organized interests of the private agents. However, they also emphasize
that regulation strategies ought to tackle numerous issues in a continuously more
complex configuration of third-party payers and service providers, functioning at

multiple levels of the healthcare system (Helderman et al., 2012).

The regulatory capacity of states is especially significant in terms of the
rapport between service users and providers. Taylor-Gooby (1999) asserts that a
regulatory framework that establishes a relationship based on trust between users and
providers is indispensable for healthcare markets to function properly. To put it in his

words, Taylor-Gooby (1999) elucidates the role of trust as follows:

Individuals who trust each other are better equipped to reduce the transaction
costs involved in the detailed and continual checking of contract compliance
and can invest in the future with greater confidence that obligations will be
honored. Thus, the benefits of egoistic rationality may best be realized when
it is accompanied by its contrary. Governments cannot legislate for trust
directly, but they may be able to encourage its growth and penalize self-
interested defections from trust. (p. 103)

This is especially relevant for healthcare services because patients are prone to suffer
from information asymmetry, which reduces their capacity of setting their
preferences and needs prospectively (Arrow, 1963). In this respect, the notion of

choice aforementioned earlier in this section when introducing the critiques of the

public service provision should be reconsidered. That is to say, contrary to the rigid
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understanding of choice as an economic behavior proposed by the rational choice
theories, the notion of choice is a seemingly “fluid, complex and socially
conditioned” (Taylor-Gooby, 1999, p. 101) notion, which is affected by the specific
circumstances of the decision-maker. It can therefore be deduced from Taylor-
Gooby’s (1999) account that choice is meaningful only if there is a trustful rapport
between service users and providers in an increasingly marketized environment,
which facilitates tackling information asymmetry on the part of the former as well as
confining potential acquisitive behaviors of the latter. Otherwise, increased locus of
patient choice and economic incentives of service providers together may result in
the latter’s selective treating of patients in such a way as to prioritize the wealthier,

healthier, and better-educated clients (Blomqvist, 2004).

To sum, the establishment of the PPS as part of healthcare financing, which
in turn generated an internal market in the context of healthcare provision has
generally resulted in the blurring of public-private boundaries. Even though the
implementation of market principles marginalized the state’s role as the main
provider of healthcare services, the state’s regulatory role has thus far maintained its

prominence.

2.2.4 The publicness of healthcare in the context of an internal market

The regulatory framework of the state has become a new research domain for
studying publicness in healthcare systems (Y1ilmaz, 2020). Yilmaz (2020) asserts that
in principle, internal markets do not appear to threaten the publicness of healthcare
services but in reality, they might pose a danger to “realized publicness” (Moulton,
2009). This concept is defined by Moulton (2009) as “the realization of public values

demonstrated by organizational behavior or outcomes” (p. 891). Dwelling on
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Moulton’s (2009) concept, Yilmaz (2020) states that this way of viewing publicness
exceeds the macro-level indicators such as the extent of the public sector on the
grounds of finance and ownership and appertains to the extent to which private

organizations aim for public sector goals and outcomes at the micro-level.

One gateway into the micro-level is to examine the access dimension. Taking
into account that this thesis focuses on breast cancer patients’ access to healthcare
services, it is necessary to offer a brief overview of the notion of access as it is
discussed in the literature. The definition of access is discussed in the literature in a
contested way (Lisac et al., 2010), which indicates the complexity of defining access.
Busse et al. (2006) assert that a widespread definition of access in healthcare entails
that a standard quality of healthcare services is provided for all irrespective of one’s
ability to pay or social standing. To provide a more nuanced account, Roberts et al.

(2008) delineate access as follows:

First, "access" sometimes simply refers to whether services are offered in a
specific area. Here, the question is physical availability, which can be
measured by the distribution of available inputs (beds, doctors, or nurses)
compared to the population. A second notion, one that more closely reflects
the intuitive meaning of the term, is effective availability; that is, how easy is
it for citizens to get care? Differences between physical availability and
effective availability can arise because various barriers (e.g., cost, travel time,
poor service) may keep people from using facilities that are physically
available. (p. 114)

To elaborate on the subtlety between physical and effective availability in terms of
access, Lisac et al. (2010) account for access in the form of three overriding
dimensions, namely availability, reachability, and affordability of healthcare
services. Availability broadly refers to the institutional and infrastructural capacity of
the system, be it the number of healthcare providers or medical personnel;

reachability is related to the physical aspect of access as in the geographical
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distribution of hospitals, medical equipment, or health workforce; finally,
affordability concerns with financing such as insurance arrangements or the

reimbursement of healthcare services (Lisac et al., 2010).

Given these accounts, the relationship between coverage and access can be
expressed in such a way that the existence of the former does not guarantee the
successful acquisition of the latter. The following studies, which I will present below,
demonstrate that access to treatment is still an actual issue for some groups of
patients even in countries with strong service coverage and public financing. This is
especially true for patients who need specialist services and/or patients with NCDs

such as cardiovascular diseases, diabetes, and/or cancer.

Even though the existing literature revolves around obstacles to patients’
access to treatment in the context of under-resourced healthcare systems, the
consideration of a country as having realized UHC does not always necessarily result
in leveling the conditions of patients on equal grounds in other settings. The hybrid
healthcare system in Turkey, which is at the core of this research, constitutes an
illustrative case to investigate this issue. The introduction of the GSS scheme
fulfilled the requirements for achieving UHC in Turkey. This was accomplished at
the expense of establishing an internal market for healthcare provision in which
private providers become increasingly prominent in below-par regulated conditions,

which culminated in problematic patient experiences of accessing treatment (Y1lmaz,

2020).

How the influence of the internal market model for healthcare provision in
publicly funded systems on access shapes patients' experience of accessing services
is thus far underexamined. However, this new institutional configuration is worth the

examination in terms of the extent to which it enables a system where
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competitiveness and publicness may coexist. For this purpose, Yilmaz’s (2020)
framework for analyzing patient experiences in their ability to receive treatment in a
hybrid healthcare system informs the conceptual framework of this thesis. His
research explores the ways in which patient experiences and access conditions are
shaped by the establishment of internal markets and how the implementation of an
internal market in the new hybrid healthcare system in Turkey as a macro-level
change has influenced patient experiences in accessing treatment in PHOPS at the

micro-level.

Yilmaz (2020) focuses mainly on the affordability dimension and situates its
findings within the literature on informal payments in healthcare in developing
countries (e.g., Balabanova and McKee, 2002; Ensor, 2004; Lewis, 2007; Tatar et al.,
2007; Vian et al., 2006). Y1lmaz (2020) finds that patient experiences with PHOPS
are multifaceted and indicates that while patients with non-emergency conditions
seldom had problematic experiences, those with chronic or rare diseases and those
with complex and acute conditions made significant amounts of informal payments
for services that they were entitled to as a consequence of the private provider’s

stratagem in the context of failed public regulation.

Yilmaz’s (2020) analysis of patients with negative experiences in accessing
treatment in a hybrid healthcare system demonstrates that “information asymmetry
between patients and PHOPS, manipulation strategies of private providers, and the
lack of effective public regulation” (p. 9) are the main factors that hinder patients’

enjoyment of their entitlements and thus the realization of publicness.
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2.3. Patient experiences in accessing treatment in hybrid healthcare systems

Hybrid healthcare systems where there is a compulsory National Health Insurance
scheme provide patients with the opportunity of choosing between public and private
healthcare providers. In this regard, patient autonomy has been adamantly promoted
by the proponents of hybridization in the healthcare sector. However, these macro-
level changes in the organization of the healthcare system may not fully correspond
to patient experiences at the micro-level in their pathways to treatment in hybrid

healthcare system contexts.

2.3.1 Patients’ treatment pathways

Particularly for NCDs such as cancer, patients are more eager to collaborate with the
healthcare providers throughout the whole treatment process so that they can
ameliorate their healthcare experience (McColl-Kennedy et al., 2012). Despite that
patient autonomy and patient pathways have gradually become a more attractive
research area in healthcare, the existing studies largely focus on the healthcare
pathway from a medical perspective (Cherif et al., 2020) and the number of studies
concentrated on the patient experience of the healthcare delivery is still sparse

(Rapport et al., 2019; Tremblay et al., 2015).

Victoor et al.’s (2012) study on the determinants of patient choice of
healthcare providers underlines that choice is governed by “a complex interplay
between patient and provider characteristics” (p. 11). These characteristics
significantly impact whether or not patients make decisions, are motivated and able
to choose as well as how they choose, therefore, the “typical patient” does not exist
since different patients make distinct choices depending on their varying

circumstances (Victoor et al., 2012, p. 13). Another important finding of Victoor et
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al. (2012) is that comparative information regarding provider characteristics impact
patient choice only to a limited degree. These findings demonstrate that the existing
literature on health policy may oversimplify patient choice and there are still

considerable gaps of knowledge that entail further research in this area.

Mosadeghrad (2014) identifies eleven factors that influence patients’ choice
of the service provider, namely “service type, hospital, word of mouth
(recommendation), cost, patient’s medical insurance program, location, physical
environment, facilities, providers’ expertise, providers’ interpersonal behavior, and
hospital reputation” (p. 161). On top of these factors, the severity of illness appears
as the most prominent determinant of patient choice because, in such emergencies
where any delay would result in devastating health outcomes, including death,
patients may not be in a position to take into account the cost, accessibility and even
the quality of services (Mosadeghrad, 2014). Moreover, the aspect of choice when it
comes to service providers constitutes a considerable burden for patients with long-
term conditions for the time spent in research and selection of the most appropriate
provider, and a constant switchover between providers may threaten the continuity of

care (Edwards, 2005).

Granting these accounts, this thesis considers the investigation of patient
pathways to treatment as a fruitful area of inquiry for researchers who aim to
understand the effects of macro-level transformations on the micro-level. Examining
the experiences of particular patient groups, such as breast cancer patients, is
especially suggestive in that what is offered in the internal market for healthcare may
not always comply with the best interest of cancer patients, thus causing their
varying needs to remain unmet. In other words, the competitive nature of the internal

market may work towards the fragmentation of oncological care and thus endanger
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integrated and continual treatment, which are pivotal for patients with long-term

conditions (Schers et al., 2002).

Congruent with this, the literature on patient pathways both in general and for
particular diseases has increased over the last decade (Richter & Schlieter, 2019).
The concept of the patient pathway is defined in multiple ways, and it is coined in
different terms such as patient journey or care pathway elsewhere. This thesis
follows the definition of Richter and Schlieter as they characterize the concept as
“the actual, unplanned journey of a patient seeking health care services to address
her/his health conditions” (2019, p. 993). This definition lends itself well to
exploring the varied experiences of breast cancer patients because it does not reduce
the concept into a set of standard built-in procedures that determine the course of

treatment (Richter & Schlieter, 2019).

The majority of the literature on patient pathways for particular illnesses
focuses on oncological illnesses (Richter & Schlieter, 2019). This shows that patient
pathways have increasingly been recognized as a useful approach to cancer treatment
for it facilitates the communication with patients, the establishment of integrated care
as well as better planning and implementation of medical guidelines thanks to its
stronger focus on the individual patient (Albreht et al., 2017). Even though Lismont
et al. (2016) suggest that patient pathways are highly peculiar, the recent literature in
the field of oncology and patient pathways reveals that the setting in which cancer
patients receive treatment has an influence on their health outcomes (Gaga-Bouchard

et al., 2014; Onega et al., 2008; Huang et al., 2014).

In addition, the factors affecting cancer patient pathways in terms of choosing
their healthcare provider differ in relation to patients' socio-economic position. Those

with higher socio-economic backgrounds are more prone to access multiple forms of
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social capital, which grants them the necessary resources, expertise, and social
networks when choosing where to receive their treatment whereas patients from the
lower social strata are deprived of these possibilities, thus having to follow the
referral track proposed by the primary care physician or specialist (Gaga-Bouchard et

al., 2014).

2.3.2 Breast cancer patients’ treatment pathways

Breast cancer patients are among these patients who need often costly specialist
services. A comprehensive cancer treatment incorporates a list of medical
interventions that range from specialized diagnostics to surgery, radiotherapy, and
chemotherapy (Moye-Holz et al., 2020). Breast cancer is an increasingly widespread,
yet treatable disease and it is the most common cancer type amongst women
worldwide (Moore, 2007). Several studies have centered on the financial
encumbrance of breast cancer around the world (Barron et. al., 2008; Luengo-
Fernandez et al., 2013; Jonsson et al., 2016). Indeed, breast cancer treatment
constitutes the highest share of healthcare costs across the European Union (Luengo-
Fernandez et al., 2007). In developing countries where the healthcare spending is
lower, many cancer drugs are not covered, thus leading to extensive out-of-pocket
spending as well as restricted treatment options (Fan et al., 2015). In addition, certain
treatments such as hormone therapy as well as highly specialized medical
professionals such as oncologists might be found only in a certain hospital in many

low-and-middle-income countries and regions (Harford et al., 2008).

The timing of access to healthcare is also a significant factor in breast cancer.
This is because early diagnosis and treatment have a positive impact on the rates of

survival (Brooks, 2009). However, most of the time patients are obliged to roam
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amongst multiple services provided in different locations, especially in the healthcare
systems of developing countries. This is important to highlight because any amount
of time wasted due to disorganized service navigation might hamper patients’ ability
to receive treatment for months or even years (Agarwal et al., 2007). As a result,
accessing treatment for breast cancer patients is often possible through a process of
countless health encounters at a distance and with significant expenses (Smith et al.,

2006).

Moreover, despite major improvements in cancer treatment and the fact that it
has increasingly been included in essential service coverage across the world, this
progress has come at a price (Schoen et al., 2011). The increasing number of
available treatments and new technologies used in healthcare open the door for ever-
rising healthcare costs, which patients are expected to contribute either through
increased out-of-pocket expenses or growing copayments and coinsurances, thus

causing financial hardship for cancer patients (Goldman et al., 2007).

Patients who possess some sort of insurance but still have to contribute to the
treatment costs by out-of-pocket payments are considered underinsured (Schoen et
al., 2011). The extent of financial hardship regarding cancer treatment has a negative
influence on the well-being of underinsured cancer patients, let alone the uninsured
(Zafar et al., 2013). This is especially significant in terms of many generic and
originator cancer medicines, which are often unaffordable for patients and even some
governments in low-and middle-income developing countries (Siddiqui & Rajkumar,
2012). In cases where cancer medicines fundamental for treatment are either
unavailable and unaffordable, treatment is either unsatisfactory or fully disrupted,
thus resulting in devastating health outcomes (Knaul et al., 2011). Hence, equity in

access and affordability of essential medicines is indispensable for cancer treatment
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(Lopes et al., 2013) but it is hard to achieve for low-and middle-income countries

due to their high costs.

Alongside financial hardship, the literature reveals that cancer patients are
faced with ongoing information needs both before and after diagnosis and treatment,
which most of the time remain unmet (Blodt et al., 2018; Cebeci et al., 2012;
Landmark et al., 2008; Partlak Giiniisen et al., 2013; Tompkins et al., 2016).
Receiving necessary information can be considered as part of accessing treatment.
The role of information is crucial in that it reaches far beyond the initial decision-
making processes regarding treatment, and it is used as a persistent management tool,
which helps patients to evaluate their situation in a constant state of uncertainty

(Blodt et al., 2018).

In addition, Landmark et al.’s (2008) assert that medical information about
cancer is less important as opposed to how that information is shared in the eyes of
patients, thus emphasizing the distinction between information as a procedure and a
process. They argue that the latter should be adopted by healthcare professionals so
that patients can transfer information into meaningful knowledge (Landmark et al.,
2008). In light of these issues, the importance of abiding by the patient’s perspective
(Sepucha et al., 2006) in the context of cancer becomes all the more apparent. It is
therefore appropriate to argue that breast cancer patient experiences deserve a more

nuanced analysis.

In this regard, Cherif et al.’s (2020) study introduces different stages (the
discovery stage, examination stage, and survivorship stages) and dimensions (the
medical, cognitive, and relational dimensions) of patient pathways to treatment. They
argue that while the existing research stresses the medical and clinical perspectives

from which several technical and informational concerns emerge, patients diagnosed
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with breast cancer experience the treatment process very differently from an
experiential perspective. Cherif et al.’s (2020) findings demonstrate that at the initial
stage, most breast cancer patients solicit support that they struggle to receive from
physicians and nurses. They feel the need to be embosomed by those who
sympathize with their distress when they encounter a deficit of information, at least
in part due to exiguous dialogue and listening, which causes problems of
misunderstanding at all stages of the treatment pathway (Cherif et al., 2020). In these
situations, breast cancer patients endeavor to locate the information apart from the
medical personnel, which proffers that the medical dimension (professionalism,
expertise) is “only one component among others in determining the patient pathway
and in particular those related to cognitive (request and transmission of information)

and relational (empathy, support) dimensions of the experience” (Cherif et al., 2020,
p. 8).

The literature on breast cancer patient experiences in accessing treatment in
different healthcare systems is nascent (Dye et al., 2010; Grosse Frie et al., 2018;
Mousa et al., 2011). These studies highlight that patient pathways are diverse
depending on the specific healthcare settings in which patients access treatment.

Breast cancer patient pathways are mediated by the healthcare systems of the
countries they live in (Anderson et al., 2006). For instance, Mousa et al. (2011)
studies the patterns of seeking treatment amongst Egyptian women diagnosed with
breast cancer and argues that “patient-mediated factors, health providers’ factors,
and/or barriers in the healthcare system” (p. 555) influence patients’ ability in
receiving treatment. They argue that several factors related to healthcare providers
and problems specific to the healthcare system are less studied in the literature

compared to patient-mediated factors. Therefore, Mouse et al. (2011) study system-
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mediated factors for the first time and assert that even though patient-mediated
factors play a considerable role in late diagnosis, many obstacles related to the
healthcare system organization are also crucial because they ultimately form barriers
to access even in situations where patients are informed enough to pursue an early

diagnosis.

These barriers include but are not limited to the high cost of cancer
management, the restricted capacity of diagnosis and treatment facilities, and
unsatisfactory medical education in oncology (Mouse et al., 2011). Due to the
combination of these factors, breast cancer patients are not capable of effectively
navigating the health care system, which can result in problems with accessing
treatment in a timely manner. Mouse et al. (2011) emphasize the inadequacies found
in the healthcare system in Egypt, which require a better allocation of resources by
the government to reduce barriers to accessing treatment within the healthcare
system. Since the implementation of the Universal Health Insurance Reform Act in
2018, Egypt has been considered as having achieved UHC (Mathauer et al., 2018).
However, the impact of this on breast cancer patient pathways, as described by

Mouse et al. (2011), is unknown.

Grosse Frie et al.’s (2018) qualitative study in Mali examines patient
perspectives on the late diagnosis and treatment of breast cancer and unveils that
breast cancer patients encounter a number of both personal and health system-related
difficulties, which results in disruptions in accessing healthcare. These difficulties
involve poor knowledge of breast cancer among patients and medical personnel,
financial hardship due to significantly high costs, skepticism regarding the healthcare
system as well as the absence of specialized services and mechanisms of social

support (Grosse Frie et al., 2018). Their findings also highlight that there is a lack of
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information regarding the extent to which breast cancer patients’ socio-demographic
characteristics are indicative of their choice of healthcare provider. In 2018, the
parliament in Mali approved a law on a national universal health insurance scheme,
but it has not yet been legislated (Mathauer et al., 2019). The potential impact of this

development on breast cancer patient pathways deserves further attention.

Dye et al.’s (2010) study on Ethiopia indicates that understanding how
patients diagnosed with breast cancer travel through this numerous and, in many
cases, inadequately distributed set of diagnostic and treatment services in health
systems is crucial. This is of particular importance in countries such as Ethiopia
where unequal access is one amongst many challenges found in the healthcare
system (Dye et al., 2010). Their findings suggest that breast cancer patients are
understandably hesitant, distressed and scared, or simply incapable of making
informed decisions without the assistance of well-trained medical personnel. In spite
of the overall advancement in healthcare delivery, Ethiopia still lags behind in terms
of UHC according to the UHC index presented by the WHO despite that the
government has been working on the implementation of a social health insurance
scheme for formal sector workers and civil servants in addition to its community-

based health insurance system (Lavers, 2019).

2.4 Conclusion

This chapter demonstrated that the institutionalization of healthcare under the
broader development of the welfare state in Europe paved the way for the emergence
of healthcare systems as we know them today. Through an overview of the
healthcare system classifications, it presented the main elements of these systems. In

addition, it explained not only the ways in which the organization of public
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healthcare has responded to the welfare state crisis but also how this process has
increased the role of the private sector in healthcare across the world. Drawing from
the developments in the last decades of the twentieth century at both national and
global levels, it illustrated that the increased prevalence of market mechanisms in the
healthcare sector led to the evanescence of the public-private dichotomy and resulted

in hybrid healthcare systems.

This has taken place by means of substantial reform processes regarding
healthcare under the NPM doctrine, which endorsed the private sector involvement
in the organization of healthcare systems. Therefore, the following subsection
expressed that the NPM paradigm attributed an important role to the market ideology
in healthcare and underlined the altered power dynamics between public and private
actors in the provision of healthcare through the introduction of public-private
partnerships. Particularly, the introduction of the PPS alongside the practices of
contracting out/outsourcing healthcare services was influential in this regard. In line
with this, the decreased role of the state in the provision of healthcare and its new

regulatory responsibilities were discussed.

This chapter also revealed that the attainment of UHC, which was promoted
by the international organizations, has had a drastic domino effect on the efforts of
the national governments in healthcare system restructuring. The newly established
public-private partnerships and increased market activity in the healthcare sector
resulted in the consideration of some countries as having achieved UHC. In some
countries, including Turkey, this was achieved through the establishment of an

internal market for healthcare provision.

Yilmaz’s (2020) study, which inspired the conceptual framework of this

thesis to a great extent, finds that in poorly regulated settings, internal markets may
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constitute such hazards as informal and/or illegal payments for fully covered
services, which is partly due to considerable information asymmetry between
patients and service providers, and these obstacles are intensified when patients deal
with chronic illnesses such as cancer. These findings suggest that the influence of
internal markets on access varies amongst patient groups. This informed the research
question of this thesis in a way that prompted the need for analyzing how the internal
market impacts specific patient groups' access to healthcare services, such as breast

cancer patients.

In light of this, the final section focused on whether internal markets pose
particular challenges to breast cancer patients’ access to treatment. It examined the
experiences of breast cancer patients and underlined the importance of experiential
perspective through an account of patient pathways. In what follows, the differences
and similarities between treatment pathways of breast cancer patients in various
healthcare system contexts are shown. In the light of these two strands of the
literature, this thesis examines how the internal market in healthcare shapes breast

cancer patient pathways to treatment in the case of Turkey.
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CHAPTER 3

BREAST CANCER IN THE TURKISH CONTEXT

Breast cancer is considered amongst the most calamitous and frequent NCDs in
Turkey and worldwide (Cakmak et al., 2019). The rampant increase in cancer rates in
Turkey since the late 1980s has rendered cancer to become a more apparent illness in
Turkish society (Terzioglu, 2012). Unlike the treatment of breast cancer in its early
stages, the treatment in the advanced stages entails far more resources and often
results in poorer health outcomes, which emphasizes the importance of early
detection and diagnosis with respect to resource preservation and reduced morbidity
(Eniu et al., 2006). Late diagnosis has been prevalent in the Turkish context (Ashing-
Giwa, 2004). A systematic cancer registry system is paramount for making sound
decisions about which type of cancer requires more infrastructure and human
resources (Aydin, 2007). Data on the incidence of cancer was not generated for a

defined population in Turkey until the early 1990s (Fidaner et al., 2001).

The Izmir Cancer Registry, established in 1992, was the first population-
based cancer registry that covered the province of Izmir, Turkey (2.7 million
inhabitants in 1993 —1994). It provided information about the incidence and
prevalence of breast cancer in women in 1992: 24.4/100,000 and 0.3% respectively
(Fidaner et al., 2001, p. 83). Breast cancer incidence for women has continued to rise
in Turkey reaching 56.6/100,000 in 2020 (WHO, 2021). Except for highly urbanized
cities in the country, mortality rates for cancer were registered neither formally nor
systematically until the early 2000s (MoH, 2011). Since 2005, the Turkish

Federation of Breast Diseases Societies (Tiirkive Meme Hastaliklar: Dernekleri
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Federasyonu, TMHDF) has maintained an active breast cancer registry under the

auspices of the National Breast Cancer Registry Program (Ozmen et al., 2019).

In Turkey, the distribution of breast cancer incidence varies geographically
(Ozmen et al., 2019). Karanlik et al. (2006), in a study on 1841 breast cancer patients
from the Istanbul University Medical Faculty, demonstrated that 5 years overall
survival rate amongst the participants was paralleled with the data observed in
developed countries (around 86%) (2006, p. 92). However, Ozmen states that this
rate was considerably lower in the eastern parts of the country (around 60%) versus
the western regions (2008, p. viii). These differences may stem from a lack of breast
cancer awareness and information on the part of medical professionals in less
developed eastern provinces, which may have led to greater numbers of late
diagnoses. A further complication is the uneven distribution of healthcare resources,
which reinforces the enduring barriers to accessing healthcare services for patients

who reside in less favored areas of the country.

Nevertheless, breast cancer patients have better prospects for a longer life
expectancy — both in Turkey and globally — than those with some other types of
cancer, thanks to its curability, especially in cases of early detection which is
followed by timely and effective treatment (Cakmak et al., 2019). This underlines the
importance of healthcare policies in ameliorating the quality of life and improving

the treatment pathways of breast cancer patients in Turkey.

Against this backdrop, the first section of this chapter describes the changes
in the healthcare system structure by comparing the financing, provision, and
regulation of the Turkish healthcare system before and after the 2003 reforms. The
second section will provide a background for breast cancer in the country from the

late twentieth century onwards and offer insights into the treatment of breast cancer
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in the Turkish healthcare system before and after the 2003 reforms. The final section
will present an overview of the literature on Turkish breast cancer patients; their
various needs, experiences of the illness, expectations for treatment, and problems

they encounter.

3.1 Turkish Healthcare System

Healthcare system typologies exemplified in the foregoing chapter are predominantly
developed based on the cases of North American and Western European countries. In
this regard, Wendt’s (2014) typology can be considered as an exception since it
classifies 32 OECD countries, including Korea and Japan from Central Asia as well
as Turkey and Israel from the Middle East and North Africa region. Wendt’s (2014)
comprehensive classification is based on the following indicators: the share of total
health expenditure, public financing, and out-of-pocket payments, in-patient and out-
patient indexes, the remuneration of general practitioners, and access regulation
index (Wendt, 2014, p. 7). According to this study, Turkey and Israel form their own
type of healthcare system, which is characterized by a low level of total health
expenditure, the below-average capacity of in-patient and out-patient healthcare, the
remuneration of general practitioners based mostly on salary, and unregulated access
to medical practitioners. However, it is crucial to note that the data collected from
Turkey for Wendt’s (2014) study coincides with the implementation of Turkey’s

HTP in the early 2000s.

The HTP has significantly transformed all aspects of healthcare policy in
Turkey with respect to financing, provision, and regulation since 2003. A discourse
on efficiency and productivity alongside equality has been the primary notion that

has guided the HTP in terms of the overall structure and organization of healthcare
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services (Basol & Isik, 2015). In this respect, it appears somewhat problematic to
follow the analysis of healthcare systems as suggested by Wendt (2014) in
contextualizing the Turkish healthcare system as we know it today. Thus, upon
providing a brief historical background, this section will focus on the current
structure and major functions of the post-HTP Turkish healthcare system in terms of

financing, provision, and regulation.

3.1.1 Turkish healthcare system before the 2003 reforms

Before the major structural reforms regarding the social insurance system in Turkey
at the outset of the 2000s, the Turkish healthcare system exhibited substantial
disparities. The most apparent disparities were related to access conditions, benefit
packages, premium rates, and the quality of services amongst different public
insurance funds. Besides, private funding of healthcare provision was highly limited
(Bump et al., 2014). The system was composed of three institutions, each related to a
different occupational group (Boratav et al., 2000), and the hierarchy amongst
patients was predicated on both closeness to the state as well as employment status
(Ustiindag and Yoltar, 2007). This type of social security system was detrimental to
those who did not possess a social security insurance plan through formal
employment, which constituted almost half of the population (Bugra and Keyder,
2006). Although the issues with exclusive coverage were partially resolved by the
Green Card Scheme established in 1992, which was a means-tested, tax-funded
social assistance program that granted access to inpatient services (Karadeniz, 2012),
the scheme itself was very narrow in terms of benefit packages and it did not reduce
the burden of out-of-pocket spending (Agartan, 2012). Both formal and informal out-

of-pocket payments were a major problem in healthcare. Tatar et al. (2007) find that
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in 2002, informal payments to service providers accounted for a quarter of all out-of-
pocket spending, with the majority being for outpatient care. Hence, although
marketization was minimal prior to the initiation of the HTP, the “commodification
of healthcare” began to pose a growing handicap for those who could not afford out-
of-pocket spending and were thus denied necessary treatment (Agartan, 2012, p.

463).

Historically, the leading agent in the delivery of healthcare services was the
state. Different kinds of public hospitals were the predominant healthcare providers
along with private clinics of physicians. In addition to the apparent social inequalities
caused by the fragmented healthcare system, regional cleavages were also paramount
in terms of the distribution of healthcare resources amongst the urban and rural areas
found in the eastern and western parts of the country (Chawla, 2003). Even though
the practice of purchasing healthcare services from private providers existed before
the HTP, the share of the private sector in healthcare provision was considerably low
(Y1lmaz, 2017). Agartan (2012, p. 462) describes the regulatory disposition in
healthcare before the HTP as a system of “command-and-control”, markedly
concerning the healthcare providers. While the public agents established the criteria
for coverage and set the standards for premium rates and co-payments, the limited
regulatory capacity of the insurance funds resulted in meager benefit packages
(Agartan, 2012). Considering that the healthcare system before the HTP
intemperately counted on out-of-pocket payments and allowed for private healthcare
delivery through private practices of physicians, Yilmaz (2017, p. 75) asserts that the
regulatory capacity of the state was inadequate, which is indicated in its failure to
surmount “the informality enmeshed into the formal healthcare system”. This was

the regulatory context in which the HTP was launched.
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3.1.2 Turkish healthcare system after the 2003 reforms

The goal of the HTP was to initiate a compulsory general health insurance scheme
with coverage based on citizenship, which was eventually established in 2008.
Yilmaz (2017) states that the changes brought about by the HTP led not only to the
unification of three public health insurance schemes as well as the Green Card
scheme under the newly founded SGK but also standardized the basic benefit

packages for the compulsory GSS.

The SGK became the authority in determining what is included in the basic
benefit package, namely the kind, duration, and amount of diagnostic and treatment
services as well as medications. It has become the single-payer that purchases
healthcare services from both public and private providers for publicly insured
patients at predetermined reimbursement rates. A service contract with a private
provider might either cover all services provided by that hospital or only include
specified specialist services and reimbursement rates are largely predicated on
diagnosis-related groups with such exceptions comprising emergency services and/or

oncology services, which are on a fee-for-service basis (Y1lmaz, 2020).

The HTP brought about extra sources of financing the healthcare system,
namely compulsory flat rate patient contributions (co-payment) for medications and
all hospital visits, additional fees (co-insurance) for private hospital visits as well as
optional supplementary private health insurance (Yilmaz, 2013). First, patients are
thenceforth required to co-pay for medications and outpatient services in public
healthcare facilities as part of their GSS plan. Those who have pre-defined acute
and/or emergency conditions, as well as those who live under a certain poverty
threshold, are exempt from co-payments. Turkey also implements a cap on co-
insurance that patients make to private providers offering publicly funded services.
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The HTP also resulted in the creation of an internal market for healthcare
delivery, which incorporated PHOPS as the main actors in the provision of
healthcare (Yilmaz, 2017). Co-insurance for PHOPS, which is determined by the
Council of Ministers, has consequently emerged as a second new component of
financing the system. This means that patients can access services offered by PHOPS
as long as they are eager and able to make extra payments to top up their GSS
scheme (Y1lmaz, 2017). The SGK enforces an upper limit for supplementary fees
that PHOPS can charge patients. Y1lmaz (2017) notes that at the start of this practice,
the cap was 30% of the SGK rate for the top-level PHOPS, which has stretched to
almost 200% in 2013. The HTP provided an option for supplementary private health
insurance to cap the compulsory GSS, which grants financial security regarding
supplementary payments in private hospitals where publicly insured patients can
benefit from services (Yilmaz, 2017). Lastly, yet importantly, the uptake for
supplementary PHI in Turkey has shown an upward trend in the years following the

reforms (Hisil, 2020).

This new model did not cause major changes in the prevailing insurance-
based financing model in Turkey because, as Yilmaz (2017) asserts, while it made no
changes to the residual tax-financed element, it also mandated that all citizens make
contributions to the SGK Fund irrespective of their employment status. Enduring
such a financing model based on social insurance for healthcare, the state contributes
to the SGK fund approximately a quarter of all premiums collected monthly, which
to some extent improves the financial sustainability of the system but can still be
regarded as a “recalibration” rather than a drastic deviation from the pre-reform

healthcare financing model (Y1lmaz, 2017, p. 87).
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Ultimately, these macro-level changes executed by the HTP steadily
increased the leverage of public funding in healthcare financing, and, owing to the
newly established compulsory GSS, the Turkish healthcare system has been
considered as having achieved UHC (Agartan, 2020). Particularly in terms of
financing, Okem and Cakar (2015) suggest that the reforms brought about by the
HTP have overcome the long-lasting issues with informal payments and thus
ameliorated equity in access. Nevertheless, as Yilmaz (2020) aptly demonstrates,
patient experiences of accessing treatment thus far indicate significant loopholes in
the public regulation of the internal market system in healthcare delivery in the
Turkish context. Therefore, the negative implications of this system and its
prevailing issues in terms of equality in accessing treatment should not be

understated.

The provision of healthcare has undergone major structural changes in the
2000s. The HTP led to the transformation of the MoH into a “planning and
monitoring body”, which paved the way for the creation of a “quasi-market” in
healthcare delivery (Yilmaz, 2017, p. 89). The new position of the MoH laid the
foundations for newly emerging health enterprises operating from public hospitals
and increased the role of the private actors in the provision of healthcare (Erengin
and Yolcu, 2008). This meant that not only private but also public hospitals have
become more autonomous in making organizational decisions and have taken more
responsibility for finance and service quality (Saragoglu et al., 2012). The creation of
the internal market for healthcare delivery was justified by the advantages of
increased competitiveness and patient autonomy, at least theoretically (Yilmaz,

2020).
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In this new setting, the state came to be the purchaser of services through the
SGK instead of being the only provider. To summarize the key steps taken by the
government, the SGK hospitals were consigned to the MoH, and public hospitals
were endowed with partial administrative and financial autonomy; the private sector
was enabled to build public-private partnership hospitals (namely, “city hospitals” in
Turkish) on public property, collect rent from the state and provide commercial
healthcare services; finally, private investors were incentivized to establish new

private hospitals to be contracted with the SGK, namely PHOPS (Yilmaz, 2017).

While the number of private hospitals was increasing, private clinics that
belonged to physicians, which had been a significant component of the healthcare
provision prior to the reform, were excluded from the public health insurance plan
(Y1ilmaz, 2017). In the aftermath of the HTP, the state began to purchase healthcare
services from private providers on a far greater scale compared to the years predating
the reform (Agartan, 2012; Yilmaz, 2017). As a consequence, not just generally the
volume of the private sector in healthcare but also particularly the share of spending
to private hospitals from the SGK budget has dramatically risen since the

implementation of the HTP (S6nmez 2017, pp. 35-66).

The provision of medications was also subjected to substantial changes after
the HTP in that the beneficiaries of the SGK Fund became eligible for acquiring
medications from privately owned pharmacies and since the Green Card users were
bestowed with standardized benefit packages, they could also access medications via
private pharmacies, which denoted a considerable amelioration in the most

vulnerable patients’ access to healthcare in Turkey (Yilmaz, 2017).

Last but not the least, the HTP has brought Primary Healthcare Services and

Family Medicine into the Turkish healthcare system. The rationale was to strengthen
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primary healthcare services so as to deal with the congested public hospitals and
exorbitant healthcare costs (Ergun & Ergun, 2010). However, primary care still does
not have any gatekeeping role in the Turkish healthcare system. Besides, patients
were emboldened to choose their family practitioners for primary healthcare services,
which was concomitant with the widespread discourse regarding the importance of

patient choice in healthcare (Hone et al., 2017).

On the whole, the HTP resulted in better social insurance coverage for the
lowest strata of the society, which has drastically risen from 2,4 million people in
2003 to 10.2 million in 2011 (Atun et al., 2013). In line with this, the levels of
healthcare system satisfaction amongst individuals from different income groups in
Turkey indicate that those with lower income were more satisfied than others with
higher income during and after the reform over the period of 2003-11, which refutes
the general trend observed in developing countries where publicly funded healthcare

services are more likely to privilege higher-income groups (Hazama, 2015).

The hybrid Turkish healthcare system after the reforms is fruitful for
analyzing the regulatory environment because the HTP led to the transition from
public to mixed healthcare provision at the same time preserving the insurance model
of financing (Yilmaz, 2020). The regulation of this newly emerged internal market
for healthcare delivery has undoubtedly been complex. One of the significant issues
stems from the transformation of some private hospitals into PHOPS after their
incorporation into the GSS plan in 2005 because, as Yilmaz (2020) states, it has been
challenging for many patients to inform themselves about which hospitals are
contracted with the SGK, which services are covered and which are not, and what are
the lawfully authorized rates of co-payment and co-insurances. As a response to this

widespread information asymmetry between healthcare providers and patients, the
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SGK developed an online platform where patients can access necessary information

(Y1lmaz, 2020).

Besides, the binding agreements between the SGK and the PHOPS are
designed in such a way that the latter is subjected to specific penalties in case of
noncompliance (Yilmaz, 2020). To illustrate, the SGK postulates that PHOPS must
post a noticeable sign showing the legally permitted fees that patients are expected to
pay and that PHOPS must provide a receipt listing each service provided to the
patient. A fee equivalent to five times the surcharge is imposed in the event of non-
fulfillment. Nonetheless, Y1lmaz (2020) rightfully denotes that the efficaciousness of

these regulatory measures has yet been equivocal.

Last but not the least, the SGK outlawed charging co-insurance for several
services and began to fully reimburse these services in 2010, which involves but are
not limited to emergency services (ER), cancer treatments, neonatal and intensive
care as well as surgical operations for congenital anomalies and certain
cardiovascular diseases (Y1lmaz, 2020). Yilmaz (2020) asserts that the effectiveness

of this regulation has not yet been adequately assessed.

3.2 Breast cancer in the Turkish healthcare system

Meaningful cancer awareness in Turkey only dates back to the second half of the
twentieth century. Until the Turkish Association for Cancer Research and Control
was founded as a civil initiative in the 1950s, cancer awareness had not been
promoted and the procedures regarding detection and treatment were not structured
(MoH, 2011). Prior to the establishment of two oncology hospitals in Ankara in

1962, general hospitals managed cancer treatment (MoH, 2009). In 1970, the
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government established a separate directorate in order to institutionalize the combat
against cancer (MoH, 2009). It was not until the 1990s that Turkey became a
member of the International Union against Cancer to build international partnerships

regarding cancer care (MoH, 2009).

The MoH eventually launched a five-year National Cancer Control Program
in 2009, which incorporated a central cancer registry, prevention, screening, early
diagnosis, treatment, and palliative care (Tuncel-Oguz, 2021). However, as Ozmen
(2013) postulates, Turkey still needs to seek better quality and all-inclusive cancer
registration and national screening programs because it is crucial to operationalize a
thorough and meticulous cancer registry for the implementation of a nationwide
cancer control agenda as well as the assessment of diagnosis and treatment
procedures. This is because neither prioritization nor rational decision-making could
be accomplished in the formulation of national health policies, development of
strategic plans, and utilization of scarce resources in the dearth of accurate data

collection and statistical assessment (Ozmen et al., 2019).

3.2.1 Early detection

In 2004, drawing from European Guidelines, the Cancer Control Directorate of
Turkey prescribed biannual mammaographic screening for women between the ages
of 50 and 69 despite the fact that almost 50% of all Turkish breast cancer patients
were below the age of 50 (Ozkan Giirdal et al., 2021). As a result of later clinical and
prospective studies, the lower limit for screening was determined as 40 years
(Duman et al., 2020). Cancer screenings in Turkey are administered by Cancer Early
Diagnosis Screening and Training Centers (Kanser Erken Teshis, Tarama ve Egitim

Merkezleri, KETEMS), which have been free-of-charge since 2008. Currently, there
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are 183 centers spread throughout the country, at least one in each city (Halk Sagligi
Genel Midiirliigi, 2021). KETEMs are responsible for the organization and training
of the health personnel alongside informing the public and raising awareness on
breast cancer, providing a diagnosis in early stages by means of nationwide screening
programs for identified risk groups, initiating the referral to treatment centers, and
the follow-up procedures for patients diagnosed with cancer, and finally, offering

additional psychological, and social support (Kebudi & Cakir, 2016).

3.2.2 Insurance coverage and access

The reforms brought by the HTP resulted in improvements regarding oncological
care, albeit to a certain extent. Cancer patients were deemed exempt from making
any additional payments for radiotherapy and chemotherapy services by the
regulation issued in 2010, which encompassed not only public hospitals but also
PHOPS (Basol & Isik, 2015). The SUT formulated by the SGK declared in 2010 that
not only standard cancer treatment would be free of charge but also it would be
available across the country (Official Gazette of the Republic of Turkey, 2010). The
goal of this regulation was to ease cancer patients’ access to standard treatment.
Besides, several studies indicate that there is a positive correlation between early
access to new cancer medications and survival rates for both general and specific
cancer types (Lichtenberg, 2007; Sun et al., 2010; von Plessen et al., 2008). In
congruence with this, the HTP reforms implemented far simpler procedures of
approval and reimbursement of novel cancer drugs so that the bureaucratic
formalities would be bypassed and application processes would become more

transparent and cost-effective (Wilking et al., 2010).
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3.2.3 Healthcare resources

Despite that the technological overhaul of public hospitals has been ongoing
(Karakoyun Celik, 2014), the latest available OECD data from Turkey demonstrates
that there are 11.9 mammography machines (ranking 23" out of 28 countries)
(OECD, 2021a) and 11.2 magnetic resonance imaging (MRI) machines (ranking 24"
out of 31 countries) (OECD, 2021b) available in total. This makes it clear that the
resource capacity of the Turkish healthcare system in terms of screening remains
insufficient since the numbers are far below the OECD average (OECD, 2021a,
2021b). Similarly, even though the opening of private radiation therapy centers has
been endorsed in congruence with the overall privatization pattern in the Turkish
healthcare system (Karakoyun Celik, 2014), the latest OECD data reveals that there
are only 2.8 radiotherapy equipment (ranking 28" out of 29 countries) per 1.000.000

people in Turkey (OECD, 2021c).

The low numbers and uneven distribution of radiation oncology centers
throughout the country pose a great obstacle to breast cancer treatment (Kuter &
Cakar, 2004). Most of the existing facilities lack appropriate technological and
medical equipment and personnel (Kuter & Cakir, 2004). The insufficient number of
medical and radiology oncologists and surgeons skilled in new techniques hinders
the assessment of radiological results in a timely and proper manner, which may
partially explain why the majority of breast cancer incidences are detected at later
stages in Turkey (Ozmen, 2013). The hospitals where there is the necessary
equipment and experienced medical staff are located in big cities, thus compelling
patients to commute across the country for better treatment opportunities (MoH,

2011).

56



Considering the accumulation of breast cancer patients in big and urban
cities, hospitals are oftentimes at full capacity in terms of in-patient treatment. More
importantly, there is a large number of patients per doctor whereas the number of
oncology nurses is seemingly scarce (Aydin, 2021) despite the fact that nurses

specialized in the oncology field are pivotal for palliative cancer care.

As such, palliative care has been the most incapacitated branch amongst all
cancer control activities in the country (Tuncel-Oguz, 2021) The number of palliative
care experts and hospice centers is still considerably low in Turkey and there is no
agenda for specific hospice care centers, community hospice teams, or home

palliative care teams (Tuncel-Oguz, 2021).

On a final note, Karakoyun Celik (2014) stresses the income inequality
between physicians caused by the new performance-based additional payment policy
initiated by the MoH as part of the HTP. Coupled with the full-time work law
decreed by the HTP, this new payment policy results in the transfer of several top-
level medical staff to private hospitals, which raises a significant issue regarding the
future of public university hospitals in Turkey where high-quality services for such
complex diseases, such as cancer, have been largely provided (Karakoyun Celik,

2014).

3.2.4 Standard oncological treatment

In Turkey, breast cancer patients often receive the standard oncological treatment,
which is fully funded by social health insurance for all citizens. However, the
availability and quality of these services might differ considerably from region to

region (Ozmen, 2018). Most of the oncology centers in the country treat patients
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according to the US or European-oriented and globally recognized protocols (Kebudi
& Cakir, 2016). There are many treatment options for women diagnosed with breast
cancer. Standard treatments range from surgical operations to chemotherapy and
radiotherapy as well as hormone therapy and biological therapy (Tlrkiye Meme
Hastaliklart Dernekleri Federasyonu [TMHDF], 2021). Other potential treatment
options are being assessed in clinical trials. The SUT provided by the SGK states

what procedures and which medications are included in the standard treatment.

In most cases, the stage of the cancer is the main determining factor regarding
which treatment options are available. Breast cancer patients mostly receive more
than one treatment simultaneously or one after the other. The treatment of breast
cancer can either be local treatment or systemic therapy. The goal of the former is to
eliminate or destroy cancer cells alongside controlling the spread of the illness to
other organs by means of surgery or radiotherapy. The latter, namely, chemotherapy,
hormone therapy, and biological therapy, aims to infiltrate into the blood to control
and eventually destroy cancer in the whole body. While systemic therapy may be
used to shrink the tumor before any local intervention, vice versa is also possible to
prevent cancer from recurring. Research with a follow-up period of more than 20
years indicates considerable changes in the treatment of early-stage breast cancer as
breast-conserving surgery (BCS) has largely replaced radical mastectomy due to

equal survival rates (Akyolcu et al., 2019).

Both standard and novel chemotherapeutics, as well as a number of drugs
used for targeted therapies, are available on the market for healthcare in Turkey
(Kogkaya et al., 2011). Increasingly, some of the targeted therapies are also funded
by the government by means of applications for off-labeled drugs, which are not

included in the standard treatment (Kebudi & Cakir, 2016). The majority of off-label
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prescriptions have been recorded in palliative care patients (Kogkaya et al., 2011)
and while some of these drugs are known for clinical benefits, others constitute the
standard of care for specific cancer types (Levéque, 2008). In 2009, off-labeled
oncology drugs imported to Turkey accounted for 14% of the overall cost of cancer
medications provided by the SGK (Kockaya et al., 2011). Kockaya et al. (2011, p.
55) indicate that breast cancer had the greatest off-label application in the years

2008, 2009 and the first half of 2010 (1597, 2409, and 3241 respectively).

Ursavas and Karayurt (2017) succinctly put that it is by no means sufficient
for patients to receive medical treatment, be it surgery, chemotherapy, radiotherapy,
or hormone therapy, to overcome breast cancer. This is because the illness largely
impacts patients’ biopsychosocial wellbeing, therefore, the provision and upkeep of
mental support for breast cancer patients both during and after the medical treatment
procedures should be included amongst the major criteria for the therapeutic process
(Ursavas & Karayurt, 2017). However, only a limited number of cancer treatment
facilities employ psychologists and psychiatrists; in most others, a psychological
consultation is sought whenever deemed necessary from the corresponding
department, if there is any (Kebudi & Cakir, 2021). There is also a lack of other
important specialists such as social workers and art therapists in oncology centers,
which renders the physicians and nurses to cover these roles on top of their primary
responsibilities (Kebudi & Cakir, 2021). Considering the inextricable relationship
between intensive stress and breast cancer (Ozdemir et al., 2009), the current
situation reveals that institutionalized mental support offered to cancer patients

remains insufficient in Turkey.
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3.2.5 Alternative treatment approaches

Although this thesis will not focus on alternative treatment methods, it should be
mentioned that Turkish cancer patients use a noteworthy amount of non-proven
treatment methods in their pursuit of cure despite the fact that there is yet little
research on the use of these methods related to patient characteristics and disease
features (Kebudi & Cakir, 2016). A study performed on cancer patients at Akdeniz
University Medical School Hospital established that 50% of the participants have
primarily appealed to medicinal herbs, the most frequently used plant being stinging
nettle (Samur et al., 2001). The majority of patients reported that they have tried
more than one item, including but not limited to honey, pollens, molasses, garlic,
olive oil, rosehips, parsley, and spice mixtures (Samur et al., 2001). Another
intriguing finding of Samur et al.’s (2001) study is that the most common
supplemental therapies reported in western nations, such as prayer, psychotherapy,
physiotherapy, meditation, and nutrition counseling, have not been used

extensively by Turkish breast cancer patients except for the those who resided in big
urban cities. Can et al. (2012) assert that while several alternative treatment
approaches employed by cancer patients are deemed safe, certain misconceptions
related to the benefits of exercising could be detrimental for patients with spinal
metastasis. It is thus crucial to raise awareness regarding non-proven treatment

methods in breast cancer treatment.

3.3 Existing studies on Turkish breast cancer patients
The literature on the experiences of Turkish breast cancer patients can be viewed as
dispersed since researchers in this field have chosen to employ diverse conceptual

frameworks. One of the most prominent of these frameworks is the quality of life (or
60



satisfaction with life) assessments of breast cancer patients. Quality of life (QoL)
involves the psychosocial, physical, financial, and emotional aftereffects of
healthcare as discerned by the patient (Ogce et al., 2007). The QoL of breast cancer
patients is influenced by several factors, namely age, civil status, employment
position, level of earnings, profession as well as disease phase, chemotherapy,
chemotherapy procedures, and kind of breast surgery (Akin et al., 2008). In
congruence with the general trends in the international literature, Akin et al. (2008)
indicate that the QoL is more adversely affected in younger Turkish breast cancer
patients. Therefore, it can be deduced from these findings that younger patients

might need more physical, psychosocial, and emotional support.

Marital status is another determinant of the QoL of patients, however, the
findings related to this indicator have been inconsistent. While Giiner et al. (2006)
suggest a better QoL in married women with breast cancer, Akin et al. (2008) report
that the QoL of married women is more negatively affected by the disease. Similarly,
Avct and Kumcagiz (2011) show that women reported worsened relationships with
their husbands following breast cancer surgery. Two studies with Turkish breast
cancer patients demonstrate that a low level of earnings has negatively influenced the
QoL as well (Giiner et al., 2006; Ogce et al., 2007). In terms of employment status,
Ogce et al. (2007) state that employed breast cancer patients experience less
psychological stress compared to the unemployed. Besides, Ogce et al. (2007)
highlight that the QoL and all its broader dimensions deteriorate as cancer progresses
to later stages. Last but not least, another QoL study performed in Istanbul,

Turkey indicates that the extent of psychological symptom distress in Turkish breast
cancer patients before treatment (chemotherapy) is greater than the level of distress

caused by physical symptoms (Can et al., 2004).
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Seven et al.’s (2021) recent study explores the unprecedented effects of the
Covid-19 pandemic on the QoL of breast cancer patients. They find that akin to all
types of cancer, breast cancer patients have been facing drawbacks that stem from
the restricted availability of healthcare resources due to several preventive measures
taken to reduce the exposure of the virus and the risk of infection for patients with
chronic illnesses. Seven et al. (2021) argue that there are novel challenges for breast
cancer patients during the pandemic, which renders alternative healthcare provision
to be paramount both in terms of the physical and mental wellbeing of patients. For
instance, the circumstances created by the pandemic have led to weight gain due to
the absence of physical activity, which brought about an increase in such symptoms
as pain and chronic fatigue, even lymphedema (Seven et al., 2021). In terms of the
psychological impact of the pandemic, increased prevalence of depression and
anxiety appear to negatively influence the QoL of breast cancer patients (Seven et al.,
2021). In view of these findings, Seven et al. (2021) conclude that it is crucial for
oncology personnel to work in communication and cooperation within a
multidisciplinary oncology department for them to demonstrate leadership in
managing the pandemic in oncology settings, thus addressing the needs of cancer

patients during such a grave public health emergency.

Although many researchers have predominantly concentrated on the QoL
scheme, research on functional status amongst breast cancer patients diverts from the
QoL to an extent and provides a “multidimensional analysis” (Ozkan & Ogce, 2008,
p. 601) which is built on family, household, social surroundings, community, self-
care, and professional life and which indicates a patient's perception of how an
illness and its therapeutic interventions affect one's day-to-day functioning. As such,

Ozkan and Ogce (2008) argue that just as QoL assessments, the evaluation of
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functional status should be formulated as an essential criterion for cancer treatment
since it can distinctively reveal knowledge and insight into patients' needs and
aspirations. Ozkan and Ogce’s (2008) study examines the relationship between social
support and functional status amongst women with breast cancer who undergo some
kind of treatment. Their findings reveal the importance of the design and
implementation of social support networks to enhance the functional status of breast
cancer patients. These results are consistent with Filazoglu and Griva’s (2008) study,
which finds a positive correlation between social support and health-related QoL in

Turkish women with breast cancer.

The self-assessed needs of patients appear to be another increasingly
significant conceptual framework (Erci & Karabulut, 2007). Studies on patient
experiences of illness and treatment have gained prominence and increased in
number over the last decades. Several studies that focus on breast cancer patients’
self-evaluated needs demonstrate that women seek a high level and various forms of
support related to breast cancer (Cebeci et al., 2012; Comez & Karayurt, 2015; Erci
& Karabulut, 2007; Findik, 2017). In addition, breast cancer patients commonly
express their informational needs with regards to a range of aspects related to the
disease and its treatment (Cebeci et al., 2012; Cémez & Karayurt, 2015; Erci &
Karabulut, 2007; Findik, 2017). Besides, breast cancer patients often voice and
strongly feel psychosocial needs and expectations associated with healthcare

providers, information, and support networks (Erci & Karabulut, 2007).

Erci and Karabulut’s (2007) study conducted in Erzurum, Turkey explores
the effects of breast cancer on women’s requests for various types of support. The
main objective of this research is to categorize the self-reported needs of breast

cancer patients, which might serve as the foundation for a standardized scale of
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needs in the assessment of healthcare services. Erci and Karabulut (2007, p. 141)
find that the “family and friends” support kind is the highest reported support need
(79%) of the participants, which is followed by “after care” (78.3%) and “treatment”
(62.9%). Statistically significant differences by age were detected since the youngest
age group of 2045 years manifested higher levels of neediness compared to the two
older groups (46-53 and 54+) in all categories, especially in terms of femininity and
body image. The needs related to the notion of femininity and the perceptions of
body image were articulated heartily by the youngest age group in terms of adapting
to their changing bodily features and having this compromised by their partners (Erci

& Karabulut, 2007).

The salient impact of a breast cancer diagnosis on patients’ life can
appropriately be explored by means of a qualitative approach, which lends itself well
to comprehend and decipher emotions, perceptions, dealings, and comportments of
individuals so as to stipulate the particular conversions that come into play (Streubert
& Carpenter, 2011). In the literature, there is an increasing number of qualitative
studies on Turkish breast cancer patients (Cebeci et al., 2010; Kiglkkaya, 2010;
Sengiin-Inan et al., 2014). These studies substantiate the common themes noted by
the bulk of the participants, especially regarding changes in physical appearance and

female sexuality.

For instance, Cebeci et al. (2010) make a significant contribution to the
literature on breast cancer patient experiences as it is the first qualitative study that
examines the experiences of Turkish women with breast cancer at all stages and
provides preliminary knowledge on the subject. Concerning the experiences of
women living with breast cancer, three main themes emerge from Cebeci et al.’s
(2010) findings: needs, living with losses, and changes. While the multiplicity of
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needs includes support from relatives, spiritual needs (pray and worship), and the
need to obtain information, the losses are largely related to treatment (breast and hair
loss). The third theme, changes, involves transformations in patients’ daily life and
activities, their self-perception, and the way they value their health as well as their
enthusiasm for life. The findings of this research provide important insights into the
cultural sensitivity of a breast cancer diagnosis as well. For instance, all participants
admitted that they consider losing their breast as a traumatic experience and a “loss
of womanhood” (p. 411), as the breast symbolizes femininity and sexuality in many
societies. Turkish women declared that the loss of hair did not impact their wellbeing
as much as the loss of a breast, which runs counter to the findings of Doumit et al.
(2010) that the most detrimental and dispiriting experience was hair loss amongst

Lebanese patients.

Sengiin-Inan et al. (2014) highlight that research on breast cancer patient
experiences at the stage of diagnosis has generally been limited and this is reflected
in the literature on Turkish women with breast cancer as well. They argue that it is
important to identify breast cancer patient experiences throughout the diagnosis
phase because it enables for early detection of future difficulties alongside providing
assistance to the patient. The findings of their qualitative study with 9 breast cancer
patients comprise four themes: confronting the diagnosis, uncertainty, avoidance, and
holding onto life. Patients revealed that they experienced melodramatic episodes and
severe mood swings when they first affronted the diagnosis, then felt insecure
regarding the progression of the disease, treatment options, treatment outcomes as
well as social relationships (Sengiin-Inan et al., 2014). As such, patients isolated

themselves from their surroundings and avoided manifesting unpleasant feelings to
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others but at the same time referred to religion, positive life attitudes, and social

support for holding onto life (Sengiin-inan et al., 2014).

The literature, especially the psycho-oncology field, is dominated by studies
on the negative outcomes of breast cancer on patients. More recently, however, this
focus has shifted due to positive changes reported by patients after the diagnosis of
breast cancer (Manne et al., 2004). International research put forward posttraumatic
growth amongst breast cancer patients, however, there is still not enough research
conducted on positive changes experienced by Turkish breast cancer patients
(Karanci & Erkam, 2007; Kugtlikkaya, 2010) even though the prevalence of breast
cancer has soared in Turkey in compliance with the global trends. The findings of
Kiglikkaya (2010) indicate that 50% of the patients who had early detected breast
cancer encountered positive changes in the aftermath of their diagnosis. The changes
reported by patients were clustered into four main themes, namely empowerment,
changes in perception of the self, changes in interpersonal relations and, finally,
greater appreciation of life (Klictkkaya, 2010). For instance, patients may consider
people around themselves to be more worthy, become more compassionate,
sagacious, and perceptive in complying with limitations and weaknesses in life, and

appreciate their time alive more so than usual.

In addition, Kuglkkaya (2010) finds a correlation between the educational
level of the patients and posttraumatic growth following the disease. She posits that
because Turkish women who have poor educational backgrounds are more prone to
have poorer socioeconomic positions in society, they might face problems in
affording cancer treatment. In other words, especially female patients who are not
economically self-reliant might feel discomposure about being an encumber to their

family because of the illness and therefore do not experience any positive changes
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(Klgukkaya, 2010). Nonetheless, it is important to note that the broader literature
still demonstrates controversial findings on this correlation. Overall, 70% of
participants reported experiences of high social support and 50% regarded the illness
as an occasion for empowerment and a positive transformation in the way they

perceive, value, and respect themselves (Kugtkkaya, 2010, p. 168).

Breast cancer treatment sometimes includes a surgical operation. Since the
1990s, a large amount of research has corroborated that BCS along with radiotherapy
corresponds to mastectomy (removal of the breast) in terms of oncological health
consequences (Martin et al., 2006). BCS is seen to sort the problems with body
dysmorphia and accompanying sexual and mental problems (Fallowfield et al. 1990).
Turkey has a BCS rate of less than 50% (Ozmen, 2018). Yiksel et al. (2018) explore
what factors are prominent in the choice of operation for patients at the early stages
of breast cancer, what are the informational sources enjoyed by patients about the
treatment of the disease, and the extent to which that information is taken into
account by patients. Yuksel et al. (2018) assert that in Turkey, 35% of surgeons
allow their patients to decide between BCS and mastectomy upon providing the
necessary information but the majority of Turkish surgeons are prone to control their

patients’ choices in such a way that they find most suitable.

Another important factor in the decision-making process is the absence of
self-esteem due to poor social standing as patients may be reluctant to voice their
thoughts and concerns with regards to the alternative surgical treatments (Yuksel et
al., 2018). Besides, many patients may not be able to determine the advantages and
disadvantages of different surgical techniques (Ylksel et al., 2018). Age also appears
to be a significant factor in choosing between surgical techniques since the age of the
patient is the by-product of body image problems and the desire to give birth and
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breastfeed. Even though younger patients generally prefer BCS and are more
inclined to pursue a second opinion, Yiiksel et al.’s (2018) findings state that this rate
was only 8% in their study. They argue that an increased preference for mastectomy
is partly due to more aggressive biological features amongst young breast cancer
patients, growing knowledge of family history, and more prevalent access to genetic

screening.

Furthermore, it is important to highlight that most patients who participated
in Yiiksel et al.’s (2018) research reported that they were puzzled by online searches
on breast cancer throughout the decision-making process rather than being helped
and guided. This led Yuksel et al. (2018) to conduct an online search in Turkish on
breast cancer and treatment alternatives where they discovered that the majority of
websites were created by non-experts and provided inaccurate information on the
subject. Thus, the aspect of regulating and auditing health information in these
platforms once again appears to be tremendously important for preventing
information pollution, which is hazardous for patients’ decision-making about their

treatment pathways.

Integrated healthcare services are expected to improve the quality of
healthcare and clinical pathways can be viewed as extensive expositions of
healthcare services (Tastan et al., 2012). In this respect, clinical pathways can be
viewed as tools that present an integrated approach to patient evaluation, treatment
planning, and performance. In line with this, the implementation of clinical pathways
for patients is another emerging research field in the Turkish context. Tastan et al.
(2012) unveil that the implementation of a clinical pathway for breast cancer patients
by the hospital where they undergo breast surgery provides several advantages such
as improved patient satisfaction, lessened anxiety levels, and generally ameliorated
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life standards (albeit not influence the duration of hospitalization). Tastan et al.
(2012) argue that diagnostic procedures and surgical interventions coupled with the
psychosocial challenges that may arise in the aftermath of the operation and/or
during post-operative medical treatments can be traumatic for a patient and her
family. Consequently, clinical pathways for breast cancer patients entail a
“multidisciplinary, team-based approach and continuity in care” (Tastan et al., 2012,

p. 368).

The need for integrated patient pathways is materialized the most when it
comes to long queues and waiting lists over the periods of diagnosis and treatment of
breast cancer, as hospitals are essential components of healthcare systems (Camgoz-
Akdag & Cantiirk, 2017). This is partly due to unbalance between the ever-growing
demand and inadequate healthcare resources. In line with this, Camgoz-Akdag and
Cantirk (2017) examine the ways in which breast cancer patient pathways could be
ameliorated according to the European Society of Breast Cancer Specialists
Standards and Guidelines. In this study conducted in a Training and Research
University Hospital in Kocaeli, Turkey, Camg6z-Akdag and Cantiirk (2017) outline
the present situation of the Turkish healthcare system in which they identify the
gridlocks and the activities that serve no useful purpose. By means of the Value
Stream Mapping tool, Camgdz-Akdag and Cantiirk (2017) present the steps taken by
breast cancer patients to be appropriately diagnosed. They identify that a superfluous
number of tests and waiting times for their results, patients’ roaming between various
units for registration and treatment as well as the insufficient training for nurses,

navigators, and surgeons were the primary issues.

To illustrate some of the most apparent problems, the hospital system did not
obtain systematic registration data on the pathway of patients (Camg6z-Akdag &
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Canturk, 2017). The staff at the reception were not informed about the availability of
the mammaography machine, which caused them to postpone patient appointments in
rush hours even though the machinery was available at that time (Camgtz-Akdag &
Canturk, 2017). In other words, there was no effective peak-hour management as
patients always waited for much longer than anticipated due to chronic delays.
Patients had five minutes each for their mammography appointments, which almost
always takes at least 15 minutes because patients have to change clothes in the
scanning area due to the absence of private dressing places (Camgoz-Akdag &

Canturk, 2017).

3.4 Conclusion

This chapter demonstrated that breast cancer has been a remarkably prevalent
chronic health problem especially in the lives of Turkish women. The backbone of
the post-reform Turkish healthcare system is the single-payer system executed by the
SGK and the internal market for the provision of healthcare. Since 2010, standard
cancer treatment has been included in the list of services that are exempt from the
additional charge, meaning that standard cancer treatment is deemed free for all
citizens at the point of service in both public and private providers, thus aiming to
facilitate access to treatment, at least in financial terms. Even though cancer patients
have a statutory right to access oncological surgery, chemotherapy, and radiotherapy
services even in private healthcare providers, to what extent this has been put into

practice is still largely unknown.

Both qualitative and quantitative studies on Turkish breast cancer patients
that are reviewed in the final section of this chapter provided valuable insights into

the experiences of Turkish breast cancer patients with the illness; their quality of life,
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functional status, self-assessed needs, and expectations for social support. However,
the literature still demonstrates a dearth of research on how the healthcare system
itself shapes patients’ treatment pathways, which this thesis endeavors to contribute
by examining breast cancer patients’ experiences and perceptions in accessing

treatment in PHOPS.
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CHAPTER 4
A QUALITATIVE ANALYSIS OF BREAST CANCER PATIENT PATHWAYS

TO DIAGNOSIS AND TREATMENT IN TURKEY

4.1 Introduction

This chapter explores the pathways through which breast cancer patients access
treatment in PHOPS in the context of Turkey, a country that has achieved UHC after
the unification of different health insurance schemes under the compulsory GSS and
the creation of an internal market for healthcare provision by establishing the PPS.
By delving into breast cancer patients’ experiences and perceptions of accessing
treatment, this chapter examines how breast cancer patients navigate the healthcare
system, whether their health insurance status shapes their diagnosis and treatment
pathways, and how the internal market functions for breast cancer patients. It then
considers the implications of these pathways in terms of patients’ access to quality
medical care.

This chapter is based on a thematic analysis of 12 semi-structured in-depth
interviews conducted both face-to-face and online with female breast cancer patients
who have recently used services and/or are currently under treatment in PHOPS in
Istanbul, Turkey. While 6 of the interviewees had both GSS and PHI, the remaining
6 relied only on GSS for their treatment. The interviews (conducted in Turkish) were
transcribed verbatim and analyzed. The original text of the selected quotations,
which were translated into English by the researcher, can be found in Appendix F.

The identities and personal information of the participants were protected
throughout this chapter. They were assigned numbers and identified as “P(number)”

with their insurance status listed next to it. The names of healthcare providers
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mentioned by the participants were also anonymized at all points. They were referred
to by randomized letters and labeled as Public, Private, or PHOPS according to their
contract status with the SGK.

This research has focused on how the healthcare system shapes patient
pathways. But still, who these patients are in terms of their personal characteristics
such as their age, familial responsibilities and work commitments (if any) also have
an impact on these pathways. The people I interviewed were women of all ages; four
of them were below 40 and 8 of them were above 40. The youngest was 26 and the
oldest was 62. Except for one patient who lived alone, all of them lived with their
families. Some had children and grandchildren. Working was common among my
interviewees, with 8 of them working full time at the time of diagnosis, 4 of whom
were retired. The women | interviewed came from different socio-economic
backgrounds. When | asked about the income group they belonged to, most (7
participants) stated that they saw themselves as middle class. Three of the remainder
declared themselves to be in the upper-middle-income group and the other two in the
lower-middle-income group. Since no scale related to the income group was
presented to the participants, their self-declared income group data were not included
in the table.

This chapter presents a thematic exploratory analysis of these interviews. |
found two major breast cancer patient pathways; these were differentiated primarily
by the insurance status of patients. Those who had both GSS and PHI often
experienced easy access to timely and effective treatment (insured patient pathway),
but those who relied only on GSS experience challenges to access (underinsured

patient pathway).
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My analysis revealed that these pathways were determined by a combination
of two interrelated factors: the projected cost of cancer treatment and barriers to
accessing integrated medical care. | elaborate on these factors later in the chapter
with reference to informal payments, information asymmetry, and timeliness of the
information. | also considered the management and sustainability of cancer treatment
and the subjective meaning attributed to it. Finally, the common obstacles that were
found in both insured and underinsured treatment pathways are highlighted.

For the most part, having a conversation with breast cancer patients about
their experiences of accessing treatment was not an easy task. Although the questions
| directed to the participants were not focused on their experiences with the disease
itself, but on their experience of diagnosis and treatment in the current healthcare
system, their answers were most of the time composed of narratives in which these
two were intertwined. Many patients amply talked about the psychological and
physical challenges that breast cancer posed to their womanhood that sets it apart
from other health issues. These interactions with patients at times led me to
sympathize with patients as the researcher and there were moments when their
narratives triggered emotions that | had difficulty overcoming.

Notwithstanding that the patients whom | interviewed had diverse socio-
economic backgrounds, their willingness to pay was similarly very high when it
came to cancer. Only 2 out of 12 participants knew that standard cancer treatment
was provided free of charge as part of their GSS benefits packages. The others have
either heard it from me for the first time or had learned about it but did not believe it
existed. | had formulated the relevant question assuming that if patients knew that
standard cancer treatment is delivered free of charge. However, when it turned out

that this was not the case, | felt uneasy as a researcher. Many participants had already
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paid excessive prices for breast cancer treatment, it was challenging to explain that
the same treatment was available completely free and that they had certain rights and
entitlements in this regard. They listened to me completely bewildered and mostly
displeased.

To put it another way, the findings here corroborate Yilmaz’s (2020)
generalist findings on the functioning of the internal market that the current
healthcare system has exacerbated the already existing information asymmetry
between patients and healthcare providers, as patients must absorb and garner
complex background knowledge in order to they navigate the system properly. The
interviews also signaled that the PHOPS enjoy certain means of circumventing the
rules and regulations by registering patients in the way that suits their financial
interest the most (as either GSS holders or PHI holders). This loophole in the law has
permitted the PHOPS to employ certain strategies to charge informal fees for
services that should be provided free for all citizens covered by GSS, which has
previously been characterized in the literature as hospitals’ endeavor to “game the
system” (Yilmaz, 2020, p. 15). This has an influence on the variation of breast cancer
patients’ treatment pathways. It is also important in understanding and
contextualizing the positions of patients and providers in the Turkish healthcare

system.

4.2 Breast cancer patients’ treatment pathways

To illustrate breast cancer patients’ pathways, | have chosen to examine how they
navigate the healthcare system during the stages of diagnosis and treatment. Breast
cancer patients in this study accessed treatment through two distinct patient

pathways, which | describe below. The questions | asked to learn about their
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experiences of accessing breast cancer treatment and diagnosis are presented in
Appendix A. The insurance status of patients appeared as the main determinant of
breast cancer patient pathways. Those with PHI in addition to GSS generally
expressed effortless and manageable access experiences; those who relied only on
GSS for accessing healthcare encountered several complications, which at times
impeded their ability to access timely and effective treatment. In the existing
literature on patient pathways, patients who still have to make out-of-pocket
payments to access treatment despite holding insurance are once acknowledged as
“underinsured” (Schoen et al., 2011). Hence, by reference to this literature, this study
refers to the former group’s experiences as “insured patient pathways” and

experiences of the latter’s as “underinsured patient pathways”.

4.2.1 Insured patient pathways
The vast majority of patients who followed an insured patient pathway had PHI
alongside GSS, which largely allowed them to bypass the financial burden of cancer
treatment in PHOPS and access integrated medical care. In particular, for the stage of
diagnosis, patients who had PHI were overall more aware of the importance of
annual check-ups for the early detection of breast cancer, especially mammography
and ultrasound screenings on a regular basis. This partly stems from the fact that PHI
schemes oftentimes grant patients with free-of-charge annual check-ups in private
healthcare facilities. For instance, when explaining how she was diagnosed, Patient 4
stated:
| went to X (a private outpatient clinic). Why do | go to X? It’s a screening
center where I’ve had my routine check-ups done for about 25 years. Why am
| getting it done over there? | purchased private health insurance for myself in
the 90s, and I always paid it regularly. It offers women mammography and

ultrasound for free as a right once a year.
Patient 4-GSS and PHI (Appendix F, 1)

76



As this example shows, when breast cancer patients were provided with the means to

access healthcare services for a timely diagnosis, they mostly used these services as 4

out of 6 patients in this study who had PHI received their diagnosis thanks to these

regular annual check-ups.

While sharing their experiences regarding the diagnosis stage, some patients

with PHI were not diagnosed during regular controls but resorted to a private

healthcare facility for further examination of certain symptoms. For instance, a

patient who incidentally noticed a mass in her breast accounted for her diagnosis as

follows:

I noticed a mass in my left breast by chance, because it’s an area close to the
armpit, the skin is thinner, so | came across it by chance on that side. | went
to a doctor in hospital K (PHOPS), | was examined by a surgeon there, he
was a breast surgeon, a young doctor. He said it might not be anything
serious, but we still needed to do an ultrasound and a biopsy, just to see
more clearly, of course. | had the ultrasound done, but | had to go back and
forth every week, | mean, COVID was in an incredible situation, hospitals
and intensive care units were overflowing in April last year. Think about it,
so | was a little afraid of things, I was afraid of going by myself and delayed
the biopsy a bit [...] It seemed to me that it had grown a bit when I checked
it again with my hand. Another ultrasound and then a biopsy because it had
been 4 months since the ultrasound. Let me put it this way, I’m really lucky,
| came across a very good interventional radiologist, he was a professor at K
hospital. Miraculously, he found, captured, and removed a tiny cell, that is,
something microscopic, such a tissue that a very small, newly formed cancer
cell had spread around it. It was a great chance for me, the biopsy is really
important here, the competence of the doctor who performed the biopsy is
very important. It takes skill to catch it, really because my mass was less
than an inch, so this was great luck for me, it was diagnosed very early
actually.

Patient 3-GSS and PHI (Appendix F, 2)

As it is denoted in the above quotation, perceived medical staff competence appeared

as another determinant when it came to choosing a private hospital for a potential

breast cancer diagnosis.
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Amongst the patients with PHI who perceived and experienced the stage of
breast cancer diagnosis in the PHOPS, examples of whom are quoted above, there
was only one exception to the common experiences. Patient 9 was only able to
benefit from PHI through a group policy provided by her employer a few months
after she felt the mass in her breast. That is to say, when she was informally
diagnosed with breast cancer by the acquainted doctor, she could only rely on GSS.
Patient 9 revealed the following regarding the diagnosis stage:

When | first learned about it [the illness], of course, everyone around me
started recommending doctors, it was a chaotic process. Everyone was like,
'Go for this one for sure!'. At that time, a breast surgeon at Hospital Q
(Private) was recommended to me. At first, I only had SGK, | was going to
have private insurance in January 2021, so the November-December 2020
period had been difficult for us financially. | had biopsies, ultrasound, and
mammograms one after another. | had some of them done at affordable
private hospitals, for others | got an appointment from the public hospitals.
Then, they didn’t like the screenings, they didn’t find them good at all, I had
to have them done again in a better place.

Patient 9-GSS and PHI (Appendix F, 4)

As it is indicated in the above quotation, Patient 9 had to shuttle between various
healthcare facilities for different procedures right before she started her treatment due
to financial concerns. She also elucidated the details of her diagnosis and further
examinations as the following:

The doctor at Hospital Q (Private) was taking care of us in a medical and
screening center called M (PHOPS). She examined me there for the
diagnosis. | am still paying the debts of my illness, let me say that the loans
we took from those times continue, credit cards, so it is not over. Even
though she was a close family acquaintance and we were not charged any
unnecessary fees, — that we are sure about —, | gave 3.500 liras for a biopsy.
It was done to me 3 times. She even searched where we could get positron
emission tomography (PET) done for free, what and how we could manage
all these things. If we had also fallen into the hands of those robbers, I
would probably be fully broke right now. It is not possible to have a
screening at Q anyway, a single screening costs around 10-15 thousand
liras. We had a few of them done through SGK in M, and they sent us to a
place called Hospital G (PHOPS), where we did not pay any money for a
PET scan. SGK paid for it and we paid for the biopsies. Of course, there
was the doctor's examination, an examination was almost 600 liras.
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Patient 9-GSS and PHI (Appendix F, 3)

As this quotation demonstrates, once PHI is not at stake, the issues related to cost
immediately rise to the surface with respect to patients’ ability to access a timely and
effective diagnosis, as it indicates how patients with PHI cope with high costs when
they use their GSS, thus receiving fragmented medical care.

The vast majority of breast cancer patients who used their PHI instead of GSS
revealed problem-free experiences of accessing treatment. Many received standard
cancer treatment, which incorporated breast surgery, chemotherapy, and
radiotherapy. For example, when | asked Patient 3 about what kind of treatment plan
was offered to her, she illustrated the process as the following:

It was at that moment surgery plus radiotherapy. Anyway, | had my surgery,
it was a very good surgery, | was very satisfied. It was breast-conserving
surgery, only the mass was removed. It was a good thing, | was very
comfortable, | stayed in the hospital for one night, | didn’t pay any money,
my private health insurance covered it at Hospital B (PHOPS). | had my
surgery, fortunately, it was over but then the pathology came out like this.
After the pathology, my surgeon said, 'We are faced with a mass with high
aggression and grade 3, we will need to do chemotherapy for protection'. He
made me see an oncologist at that stage. Then | met with an oncologist at B,
Dr. XX, she was a very caring and a good doctor, bless her soul. She told
me everything, she was never like... She was realistic, I mean. I didn’t
expect chemotherapy but I had it, it was 4 sessions. | received it at B too. It
was in very good condition. | had no problems whatsoever, very sterile,
clean, attentive. Doctors were like that too, there were psychologists, they
came and visited every time, the dietitian came several times, gave
information about nutrition during chemotherapy, the clinical psychologist
was visiting periodically.

Patient 3-GSS and PHI (Appendix F, 5)

As it is reflected by the aforementioned example, several patients stated that they
mainly relied on their PHI to afford treatment in PHOPS despite the fact that
standard cancer treatment has been covered universally and fully funded by the SGK

in PHOPS as well. Many specifically stated at some point in the interview that they
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were registered as PHI holders rather than GSS holders at the hospital’s system
without having been offered to choose in the first place.

There was only one exception to this trend, as one of the PHI holders
declared that she had chemotherapy and radiotherapy free of charge through her GSS
in a PHOPS by the guidance of her PHI agent. She revealed her treatment experience
as follows:

Even though | was in a private hospital, | took my chemotherapy drugs

through the SGK in order to decrease the burden of my PHI with the guidance

of my private insurance agent. There were a few contracted pharmacies in
district O, they prepared my chemotherapy drugs and delivered them to my
house. | then delivered them to hospital A, this is how I had chemo. For
radiotherapy, the radiotherapy doctor in hospital A was a doctor contracted
with the SGK, so my PHI did not cover that either. | had all these procedures
done by taking advantage of the SGK at A. They said that from then on, |
could get my pills through the SGK with the direction of the hospital by
making a report from a contracted doctor at A. With that report, | can take my
medicines for 3 months from primary healthcare centers. Nowadays, you
don’t even need to go there during the pandemic period, since it falls into the
system of pharmacies, they see it and give it to you when the time comes. In
this sense, | haven’t had any problems.

Patient 5-GSS and PHI (Appendix F, 6)

As it is indicated in the quotation above, Patient 5 has not only accessed treatment
without major problems but also received a substantial part of her treatment free-of-
charge, including medication, only through GSS. On the other hand, it is important to
note that based on the patient’s narrative, it is implicit that the patient perceives GSS
as a complement to PHI or as a tool used to alleviate the burden of PHI, thus
considering it as a secondary means to enjoy healthcare. While other patients (PHI
holders) already think that GSS would by no means cover their treatment in private
hospitals, Patient 5 strategically uses GSS to finance her treatment.

The patients in this study who followed an insured patient pathway mostly

received their medical treatment in an integrated way at the hospital to which they

had initially referred. However, one patient stated that she had her surgery and
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chemotherapy sessions in a private hospital through her employment-based PHI, but
when it came to radiotherapy, she explained:

Because radiotherapy was to be taken every day and the workplace was
causing troubles with absences, | started looking for a hospital that I could go
to during my lunch breaks. There was hospital E (PHOPS) where | could go
on my lunch break and return to work in an hour. They recommended a
radiologist there and we visited them. They proposed either 32 or 34 sessions,
5 days a week, no weekends. | used to rush to the hospital by taking the
subway every lunch break and going back to work from there. At first, | went
to the desk and told them that my PHI has limits. After all, chemotherapy was
very expensive at A (Private), which was taken from my PHI. | asked how
much the treatment would cost. You know, 30 sessions could cost 20
thousand liras, 30 thousand or so... I demanded the price and they said, ‘It's
okay, SGK pays some of it anyway, we get the rest from your PHI.” There
was nothing mentioned at that time as to how much SGK pays or PHI covers,
| couldn’t find out the price. They said that they would inform me at the end,
but I shouldn’t worry because | could benefit from either of them anyway,
which would be enough for the treatment. All good, signatures were taken.
Then I got the last radiotherapy. The lady at the counter said, not knowing
what to do with herself, 'Can | just have you for a moment?' Holding some
papers in her hand, she said that they’d gotten the provision and my share was
32,800 liras. At that moment, I turned red, my blood pressure went up. ‘How
much?!” I asked. You know, she might have been saying the part that the
insurance covered... She repeated that my share was 32,800 liras. | asked if
they were kidding me. "How much was it in total that those 32 thousand 800
liras fell on me?’ I asked. They said that my PHI limit was 15 thousand liras,
SGK paid 5 or 6 thousand liras, not to lie, so the remaining 32 fell on me! 60
thousand liras or so in total. | don’t have such money!

Patient 9-GSS and PHI (Appendix F, 7)

As the above quotation shows, Patient 9 was faced with cost-related obstacles despite
having both GSS and PHI. Because her PHI limits were exceeded, the hospital
requested her to pay the remaining cost of the radiotherapy out of pocket, which is
supposed to be fully covered by GSS in the first place. Thus, this narrative also
stands as a vivid example of how the PHOPS might employ certain maneuvering
strategies in terms of how they register patients, which enables them to request
informal out-of-pocket payments from patients. At the same time, this shows that the

smoothness of these insured patient pathways has its limits, which depend on the

limits of their insurance policy.
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In a nutshell, the most striking aspect of this analysis was that breast cancer
patients with PHI did not know that cancer treatment is fully funded by GSS. The
analysis of their access experiences shows that as long as treatment costs were
resolved by PHI schemes, patients conveniently accessed integrated medical
treatment in the PHOPS and that they were generally satisfied with the treatment

they received.

4.2.2 Underinsured patient pathways
Patient pathways for those who only rely on GSS were overall precarious, especially
during the treatment stage. Patient narratives regarding the diagnosis stage reveal that
based on the current regulations set by the MoH, relatively younger breast cancer
patients are not eligible for having a free annual check-up or a mammography
screening through GSS. Even though the MoH's cancer screening programs exist,
they target 40+, which not only gives a false signal for young patients but also poses
a significant barrier against a timely diagnosis for young patients. The following
narratives adequately illustrate this, as Patient 1 states:
While I was self-examining in the bathroom, | noticed a mass in my breast,
but I thought it would not be cancer because | don’t have anyone who had it
in my family and also because | know that mammography isn’t done under
the age of 40. So, | thought that people under the age of 40 don’t usually have
cancer and didn’t do anything about this issue for a period of 6 to 7 months.
Of course, | didn’t go to the doctor because | was afraid that something bad
would happen, but this age limit for mammography really affected my
decision at this point. Later, when | found an equally large mass in my armpit,
| was very scared and went to the doctor.
Patient 1-GSS (Appendix F, 8)
Patient 1 states here that although she felt a mass in her body, she did not think that

she would have cancer because mammography for women under the age of 40 is not

covered by GSS, which resulted in a late diagnosis with a significant delay.
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Another young patient who is only 28 years old expresses the difficulties she
has faced during the diagnosis stage as follows:

In November, I noticed a stiff lump in my right breast. I'm a very fastidious
person. I've had different health problems before, a problem that can be
considered important, it was not cancer, but it was a tumor in my lung. That's
why I’ve always had regular checkups. I have small nodules on my breasts
and | always have them checked too. When | felt it, of course, | panicked and
got a checkup the very next day from hospital T (PHOPS). | went to the
checkup and requested a breast ultrasound. In particular, I said that | was
feeling a strange hardness in a very large area, there was a very strong tissue
there that wasn’t similar to a normal breast whatsoever, it was very stiff. The
radiologist examined and said that there was nothing, those were a few benign
lumps in my breast, which they call fiboroadenomas. | already knew about
them and | was getting them checked anyway. | asked them if they would
recommend an additional examination such as mammography or MRI. They
told me that there was no need. They also said that | couldn’t get a
mammography because | was under the age of 40. Indeed, when | didn’t feel
comfortable afterwards, | went to another hospital and asked for a
mammogram because within 2 to 3 weeks my breast started to swell and hurt.
| felt a few similar lumps in my armpit. It was even written in the ultrasound
at that first checkup. I got very worried and went to hospital R (PHOPS). The
general surgeon directed me to ultrasound first, when they saw the result, they
wanted an MRI and then a biopsy. As soon as the biopsy result came, the
diagnosis was made in 10 days. Unfortunately, since it couldn’t be noticed in
the first hospital at the beginning, the diagnosis was cleared with a delay of 3
weeks, and it was a situation that I could realize with my own efforts,
materially and morally.

Patient 6-GSS (Appendix F, 9)

This quotation demonstrates that even in cases where patients immediately act upon
symptoms of disease, the healthcare system itself may appear as a barrier to
accessing timely and effective diagnosis, especially for younger patients. The second
example within a small sample shows that delayed diagnosis is only due to the
negligence of the patient, but there are barriers to diagnosis of breast cancer
especially in younger women.

Although patients older than 40 can have an annual mammography scan

provided by the MoH, none of them in my sample used this method. Most of them

were not even aware of the existence of such a service.
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As a case in point, Patient 2 depicts how her diagnosis was cleared as the
following:

Of course, when | had first noticed it, | postponed it a bit because 1’d gone to

different health institutions about this before and it was clean every time, I’ve

always gone to private health institutions by the way because | had a cystic

breast type. Again, | didn’t care too much about such a thing and went to a

private hospital. They decided that | would have an ultrasound there, then

mammography, and then a biopsy, all for a substantial fee, of course. Results
came along in a rushed manner and | was told that it was an aggressive form
of breast cancer.

Patient 2-GSS (Appendix F, 10)

As shown in the above quotation, this patient who does not have PHI chose to have
screenings in private hospitals where they cost a substantial amount in order to get a
timely and effective diagnosis. Furthermore, when | asked Patient 2 if she had ever
researched into the contract status of the hospitals that she went to or had she ever
considered benefiting from her GSS in those places, her answer was the following:

No, I didn’t. I didn’t have such a thought, but there was a contract (with SGK

in place) in the hospital where I had my diagnosis cleared... But how much

does that agreement... I mean, the state says it’s providing something, but |
haven’t seen it done. We pay massive amounts for them, well, I paid massive
amounts, so let me say that.

Patient 2-GSS (Appendix F, 11)

This quotation constitutes another example of not knowing how much the SGK pays,
and even if it does, it being insignificant. In other words, in the patient’s eyes, this is
a private service in practice.

It can consequently be deduced from these narratives that the screening
programs conducted by the MoH have not been implemented satisfactorily. To
facilitate the effective implementation of such publicly provided services, family
physicians in primary healthcare centers could ensure that the female citizens in their

districts, at least those over the age of 40 according to the current regulation, are

informed about these services, and provide guidance and direction in this regard,
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which would be beneficial both in terms of protecting public health on a societal
level and in terms of early diagnosis on an individual level.

Regarding the treatment process, the majority of patients using only GSS
expressed their dissatisfaction with accessing treatment in PHOPS. For instance,
Patient 12 several times mentioned how the treatment was very costly, which led me
to formulate the follow-up question in a way as to underline that standard cancer
treatment is entirely covered by GSS in Turkey, it is thus expected that patients do
not pay any fees in private hospitals contracted with the SGK and asked about her
experience in this matter. She uttered the following:

There is absolutely no such thing. If you don’t have PHI, you must pay for

treatment. You don’t encounter a situation where you don’t pay anything.

Maybe it’s because people don’t prefer oncology departments as much or it’s

just the hospital policy... I shouldn’t be Pollyanna on this matter. The way

they call it may change; they may have made up a name for it. Let’s assume
that it may be expensive to visit an oncologist because you go through an
examination, but this is also the case for the treatment protocol prepared
afterwards. They gave me an appointment, | went in that day to receive
treatment, — this is what | observed —, even though I did not meet with the
doctor, — | say this because | know from my father's experience too —, even if
you don’t see the doctor, they register you in the system every time you go
there, you pay a doctor’s visit fee of about 500 liras for chemotherapy. I’ve
had it frequently because it was an aggressive type, 500 liras for each session,
once in every 2 weeks. That is to say, in normal circumstances, you should
only be going there to receive chemotherapy.

Patient 12-GSS (Appendix F, 12)

The above quotation also constitutes an example of the aforementioned backdoor
used by the PHOPS to manipulate the system, which allows them to charge for
services that are supposed to be provided free of charge, such as chemotherapy. In
this case, Patient 12 was obliged to pay a doctor’s visit fee per session to receive
chemotherapy despite the fact that she was not examined by the oncologist. In other

words, as a GSS-only breast cancer patient, she could only access treatment by

paying out of her pocket for a covered service. This indicates that one’s entitlements
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to a service both as a citizen and a patient are not conducive per see to the realization
of those entitlements, thus impairing the publicness of that service.

Besides, notwithstanding that breast cancer patients access treatment in
PHOPS through their GSS, many patients who participated in this study who only
relied on GSS revealed their experiences of receiving treatment under poorer
conditions in a PHOPS compared to those who use their PHI or pay extra fees for the
same treatment. For instance, one of the patients explained the disparity amongst
cancer patients based on their insurance statuses with respect to how they receive
chemotherapy in PHOPS as the following:

Every procedure has a fee. For example, there is a special area on the second

floor, a luminous place. Even the rooms where chemotherapy is received are

different, even the rooms where those who receive treatment through the

SGK and those who do not are different. There is second-class treatment in

the hospital. Let me tell you about the basement floor, it is called B1, there is

no light, you receive chemotherapy in a place with artificial lighting, but in
private departments, places with direct fees or the rooms where people with
private insurance take their medicine are in much more luxurious parts of the
hospital, more comfortable.

Patient 7-GSS (Appendix F, 13)

The above quotation exemplifies that the insurance status of breast cancer patients
plays a significant role in shaping patient pathways to treatment.

Overall, it is explicitly reported in the patient narratives that breast cancer
patients encounter several obstacles in accessing treatment when they only rely on
GSS. While these problems are mostly related to the cost of the treatment, in some
cases they are associated with the effort and ability of patients to access integrated
medical care as well as the quality of the service.

4.3 Factors affecting the bifurcation of treatment pathways

All participants in this study have accessed breast cancer treatment by following one

of the two aforementioned pathways, but what do these pathways essentially mean in
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terms of patients’ access to quality treatment? To answer this question, this sub-
section is dedicated to accounting for the two main factors that shape breast cancer
patients’ treatment pathways. These two distinct pathways are determined by a
combination of two interrelated factors, the projected cost of cancer treatment and
the effort and ability to access integrated medical care. The following quotation duly
illustrates this interrelation:
So, of course, in general, it is much easier and more comfortable to receive
services in a private hospital. Of course, if | had the means, 1’d probably not
go to the public [hospitals] for treatment again but | have to. Sometimes, for
example, I still get my blood tests done in public hospitals, | get the injection
in public hospitals too because, as | said, getting it in private [hospitals] is not
sustainable. You know, I can give this money once or twice, but if I’m going
to get this injection for 3 to 5 years, | can’t give this money every month, it

doesn't make any sense, so | continue to do the shuttling.
Patient 1-GSS (Appendix F, 14)

As indicated in the response of Patient 1, financial concerns emerge as a barrier to
enjoying integrated medical care, that is, patients are bound to resort to different
hospitals where the treatment they need is provided cheaper even though this entails
roaming around various hospitals on a regular basis and/or experiencing lower
quality healthcare. That is to say, despite that breast cancer patients are generally
more eager to receive integrated medical treatment by a single provider if they could
afford it, it becomes unsustainable at some point for some patients. As a result, they
seek to access certain parts of their treatment either in cheaper private hospitals or

public hospitals in accordance with their budgets.

4.3.1 The projected cost of cancer treatment
Cancer treatment is oftentimes long-lasting, that is, patients commonly receive

treatment for many years. Therefore, patients who do not feel that their treatments
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are covered by the GSS want to be able to project the cost of their treatment. For
example, one of the patients with GSS stated that she needed to have an injection
every month for the upcoming five years. She added that she was asked to pay for it
and expressed discomfort with not being able to anticipate how much to pay for this
treatment as follows:
180 liras [the fee paid for the injection], let’s say 200 liras when you enter
and exit the parking lot. This increases every year. Yes, | mean, we don’t
know how many percent it will increase next year. We pay whatever they

want. We accept whatever they say.
Patient 2-GSS (Appendix F, 15)

As it is insinuated in the above quotation, the issue of “pricing” in healthcare is a
highly complicated phenomenon. As such, many patients participating in this study,
especially those without PHI, were at times in a position to make some kind of cost-
benefit calculation in accessing treatment. For instance, one of the patients who had
chemotherapy and breast surgery at different PHOPS described how she made a
choice to determine where to continue the radiotherapy stage of her treatment.

They also tell you about the disadvantages, it was for radiotherapy [the
hospital where the surgery was performed]. If the equipment is not modern, it
may cause ambustions in the esophagus, the chest area is already newly
stitched and ambustions may occur there too, the increase in temperature may
cause wounds... When they talk about your life, you automatically think that
it should be the latest technology so that you wouldn’t suffer, but I couldn’t
think like that this time when | heard the 15 thousand liras. | never wanted to
give this money and I continued radiotherapy in the previous hospital [the
hospital where he received chemotherapy]. By the way, it was the same
equipment. When | returned to my own hospital, I asked the name and code
of the equipment out of curiosity, it was the exact same equipment.

Patient 12-GSS (Appendix F, 16)

As this quotation shows, the patient decided to go back to the hospital where she
received chemotherapy because the price for radiotherapy excessed her budget in the

hospital where she was operated on. In other words, she made her decision based on
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budget rather than quality. Besides, although the hospital where the surgery took
place attempted to recruit her by claiming that they use the best equipment for
radiotherapy, she later preferred to continue her treatment in a different hospital for a
more affordable price and found out that the equipment used was the same. Hence,
this narrative implies how the internal market for healthcare provision generally
functions by the market logic and how the price of treatment is manipulated as any
other product. In this specific example, it would be an understatement to describe it
as "market logic" because it indicates a clear “deception” as the price is not standard
even for the same service with the exact same machine in two different hospitals at
the same time.

It would be proper to say that the above-mentioned narrative provides an
exception in that given the subjective meaning attributed to cancer treatment, this
study finds that overall, cancer patients’ willingness to pay for treatment is
noticeably high. For instance, another patient’s narrative illustrates this trend as
follows:

It was indeed an unbelievable amount of money being paid, and as far as |
have observed, no one, no patient goes after this because people... As | said,
at that moment, patient psychology comes into play and they try to survive. If
they have money, they pay for it, if they don’t, then it [surgery] takes place
elsewhere. Actually, this is very interesting psychology; on the one hand, you
are grateful to these people, yes, it is something that shouldn’t be done
[informal payments], but | can say that I love both the hospital and the
doctors because they made me feel comfortable. You aren’t able to think that
you’ve spilled so much money, it’s very different psychology.
Patient 6-GSS (Appendix F, 17)
Nevertheless, willingness to pay does not guarantee the ability to pay. The analysis
here shows that the cost of treatment poses a significant barrier to accessing timely

and effective quality treatment for breast cancer patients. This is because all patients

who relied on GSS and some of those who held PHI with less coverage had to make
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informal payments to PHOPS for standard breast cancer treatment, which is
supposed to be provided on a free-of-charge basis.

To elaborate on this issue, one of the patients summarizes what kind of
informal payments were demanded when she started her treatment as follows:

I’m paying. To begin with, there is a doctor's visit fee, which | pay once every

3 months. | also pay contributions. There is a fee for blood tests that | pay

before each chemotherapy and a contribution fee that | pay for chemotherapy

drugs. This fee varies depending on the length of your stay in the course of
chemotherapy. For example, let's say you receive 4 hours of chemotherapy
and they charge you about 300 liras per session. They call it the contribution
fee. For example, if you receive treatment between half an hour and 1 hour,
this fee drops to 200 liras. | don’t know exactly why this is so, nor did | ask.

I’m still paying contributions for MRI and tomography. I’ve never paid for

PET; they say that it’s all covered by the state. In general, | pay because they

say that there is a difference in the procedures performed in private hospitals.

Patient 11-GSS (Appendix F, 18)

This indicates that patients were informally requested to pay out-of-pocket fees to
receive treatment under the name of “contributions” from which standard cancer
treatment; chemotherapy, radiotherapy, and cancer surgery, is exempt according to
the SUT. As a result, substantial inequalities in accessing treatment become surfaced,
since not all patients enjoy the same financial resources to afford these payments to
PHOPS, thus impeding the publicness of cancer treatment in Turkey.

Furthermore, while referring to informal payments, Patient 11 stated that she
had not known exactly why this was the case, nor had she asked. This sentence alone
exhibits the extent of information asymmetry between patients and healthcare
providers. When it comes to such expensive treatments as breast cancer treatment,
patients were mostly informed about the costs after they had received the treatment
rather than before. For example, Patient 9 protested about how she was not informed

about the costs until the end of her treatment, although she repeatedly asked for it.

She stated:
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Why didn't you say it in the first place? After all, everyone goes somewhere
according to their budget. If you’d told me from the beginning, I’d have
known that this wasn’t within my budget and | wouldn’t have received my
treatment here. Why don't you tell me the price from the beginning? “This is
our system”, they say. Then you will be prepared for it when I can't afford it
at the end. Since you don't tell me what to expect from the beginning, you are
taking the risk of whether or not | have money at the end. If you told me from
the beginning that “this is a treatment of 60 thousand liras, we don’t know
how much your insurance limit is”, I’ll check it and see on the internet, | have
15, 45 is missing, and if the SGK pays 8 thousand liras, it would be 32 for
me. | would run away without looking back anyway!

Patient 9-GSS and PHI (Appendix F, 19)

As it is shown by the above quotation, the information asymmetry between breast
cancer patients and healthcare providers was reinforced by another instance of the
manipulation strategies used by the PHOPS as to choose when and under what
circumstances to inform patients about the cost of treatment. It is also important to
note that in an unregulated setting, this leverage of healthcare providers allows them
to manipulate patients’ choice of the healthcare provider to access treatment.

By the same token, the timeliness of information is key for enhancing
patients’ ability to access treatment. As a case in point, one of the patients expressed
how the information on the treatment plan and costs were disclosed in such a way as
to render her face with new costs in each step of her treatment. She stated:

For example, when making an appointment, they were telling me that the
doctor’s visit fee was this much. When I talked to them about radiotherapy,
they informed me about when and how much they would charge, but when |
was going to start the treatment, they didn’t give me such an outline
beforehand regarding how much to pay and when. It was always like when
it's time or if it’s necessary, last minute or something... It was a little bit like
“step by step” information. | can't say that | was not informed, but since we
learned about the surgery quite late and they had to do the surgery in a short
time, | mean, we learned about the cost and | had to have the surgery within 2
weeks. So, | had to find 100 thousand liras in 2 weeks. This is rather late
notice. Maybe we didn't ask, we didn't think about it, maybe it can be said
that they didn't inform us, but when the patient is in that state, she is already
receiving chemotherapy.

Patient 6-GSS (Appendix F, 20)
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As the above quotation demonstrates, information asymmetry and timeliness of
information related to the projected cost of cancer treatment are significant factors in
shaping breast cancer patients’ treatment pathways. They also have a causal
relationship to other factors that appear as barriers to accessing integrated medical

care for breast cancer patients, which will be detailed in the following sub-section.

4.3.2 Barriers to accessing integrated medical care

Many patients in this study were able to receive different parts of their treatment
from the same healthcare institution, which facilitated their use of integrated medical
care. For example, when I asked Patient 8 to account for her overall experience of
breast cancer treatment, she expressed the following:

In a nutshell, I can say that everything was perfect. From the secretary to the
radiotherapy technicians... Frankly speaking, the doctors are young, bright,
intervening in everything in a timely manner, providing good treatment, and
reassuring. Nurses are like that as well. Hospitals are very clean in the first
place. In terms of services, the approach of the staff during the period from
my hospitalization to my discharge, and then in the medical oncology and
radiotherapy, was really remarkable. I think K (PHOPS) is a very advanced
hospital in terms of cancer treatment. | go to K for all my procedures, check-
ups, and monthly treatments. In terms of getting appointments and being able
to reach my doctor during the follow-up process, they assured me that I could
reach my doctor at regular intervals, be it by email or phone. Both after the
surgery and before starting the chemotherapy, — this is a massive treatment as
you may know — they informed me about nutrition as well as what I should
do to take care of the area that would receive chemotherapy. I’d say that it
was absolutely perfect.

Patient 8-GSS and PHI (Appendix F, 21)

As this quotation illustrates, Patient 8 received all major parts of her treatment
(surgery, chemotherapy, and radiotherapy) in the same PHOPS, evaluated the
hospital in terms of both physical properties and personnel, was satisfied with the

service she received and did not encounter any difficulties in accessing treatment.
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The overwhelming majority of patients in this study associated being able to
access integrated medical care with their wellbeing over the course of their treatment
pathway. The patients who only relied on GSS for their treatment also endorsed this
view although they had to make informal payments to the PHOPS for their treatment.
As a case in point, Patient 6 who only used GSS for her treatment in a PHOPS
summarized the importance of integrated medical care as follows:

| think it has a positive impact because, from the very beginning of the
process, doctors have been in control of the content of your disease. Doctors
are in constant communication with each other, the surgeon directs you to the
oncologist s/he knows, they talk constantly, the plastic surgeon calls the
general surgeon and talks about you. In the councils, they discuss how this
patient was like that 6 months ago, she will be like this in 3 months, right now
she is like this, they dominate the whole process and | can say that | saw the
advantage of this. The doctors say among themselves, for example, the
oncologist says that you are the patient of that surgeon, okay, then he acts a
little more interested and different. In that respect, I think it has a positive
effect, getting treatment from one place. Also, | think it is a very reassuring
feeling to have surgery done by the first surgeon you went to, so | didn’t want
to change the hospital right before the operation. I’m sure the other surgeon
would do well too, but I don’t know him. I don't know, I’ll show up and tell
them to operate me, you can't trust.

Patient 6-GSS (Appendix F, 22)

The notions of “trust”, “safety” and “comfort” regarding integrated medical
care were very prominent in the eyes of breast cancer patients using private services
and reoccurred in the interviews multiple times. For instance, when | asked Patient 2,
who received treatment from different PHOPS if she would rather stick with the
hospital where she first started her treatment, she replied as follows:

| would, of course, if it weren't for the financial burden. Even if you receive
surgery and other treatments in separate places, you are still drawn into a bell.
You want to have everything done there. You don't want to go out of it, let
the hospital get to know you, you get to know the hospital. All done with one
click. I don't have to tell them anything. If you think otherwise, 1’11 go
elsewhere for something, 1’11 go elsewhere because of the money, | will go to
another place to get it done, I will bring it back, give it to the secretary, he
will scan it and load it there, so if the smallest thing is overlooked, if he
hasn’t scanned something, the doctor won’t see it there, but otherwise they
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can type in and look at everything from the screen. This sounds reliable to

me. Patient 2-GSS (Appendix F, 23)

The above quotation shows the extent to which it is important for patients to
feel as safe and comfortable as possible during breast cancer treatment, which
implies getting the service from a single provider. Patient 2 also insinuated that she
could not sustain her treatment in the same PHOPS due to persisting costs. Taking
into account that cancer treatment often entails treatments that last months, if not
years, cost-related barriers may impede patients’ ability to receive integrated medical
care consistently by a PHOPS.

In a different interview, Patient 12 explained the hardship with shuttling
between multiple healthcare providers as follows:

This is a very difficult process, once you are there, then you are here. In the
meantime, the assistants forget about your files, you keep sending files from
one to another because the assistants forget about them, you manage the
whole process as the patient, not the oncologist or surgeon. You have to
repeat which patient you are and who you are at every turn, which makes
these processes of shuttling very challenging.

Patient 12-GSS (Appendix F, 24)

As this quotation demonstrates, breast cancer patients not only consider managing
the paperwork of their treatment as an additional burden but they may also find it
difficult to repeatedly introduce themselves and their case to new people when they
have to combine different providers.

On the other side of the coin, patients who had the means to receive an
integrated medical treatment generally revealed positive experiences. For instance,
Patient 10 reflected on her experience of receiving treatment in the same hospital as
follows:

From my point of view, it was comfortable to receive treatment in the same
hospital, because you’re very tired, you’re not in the mood to search, run, and
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commute here and there. We didn’t have a car at that time, many of my
friends were going to receive chemotherapy by public transport, some of
them got very serious infections during the chemotherapy stage. So, we
pushed our luck a little bit, we went by taxi or by asking a friend. Apart from
that, being in the same place also makes it easier for doctors to keep up with
you. All doctors are in communication, and they make decisions together.
This put me at ease and made me feel more confident. At least | didn’t let it
prey on my mind. Receiving treatment in the same place made me feel both
safe and psychologically at ease.

Patient 10-GSS and PHI (Appendix F, 25)

In the above quotation, Patient 10 not only refers to the aspects of safety and comfort
on the side of the patients when they access treatment in an integrated way but also
not to have to make an effort to ensure the communication between the doctors in
different branches about her case.

Overall, the difference between the experiences of those who held PHI and
those who only relied on GSS in terms of accessing integrated medical care was that
the costs did not appear as an important motif in the former’s narratives whereas it
was the most important determinant for the latter.

Finally, yet importantly, although it was not a prevalent theme found in the
interviews, another important feature of the current healthcare system in Turkey was
brought out by one patient’s narrative. Despite breast cancer patients with PHI in my
sample were largely able to receive integrated medical care from a single provider,
the experiences of Patient 4 demonstrated that non-medical, social care is not
integrated into this treatment:

There is something that works well in Turkey, | have no children, but if you

were my daughter, you would probably stay with me during that period. This

arrangement is common in Turkey. Mother-child, siblings, or friends, but
everyone has a life, they have to work, no one can postpone life and take care
of you. Someone is needed for this (referring to social care provision), that

one means money, that's it.

... l worked until I was 58 years old, though I was retired, | had to work
because | was divorced, | also enjoy working, so | made a budget as if | was
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not getting any pension at that time. It was not great, but | appreciated it after
this illness. | spent a very important part of it on the salary of the lady who
came to help me.
Patient 4-GSS and PHI (Appendix F, 26)
In this quotation, Patient 4 states that although she had access to integrated medical
treatment, as a single woman without children, she could only receive social care
support thanks to her savings. This exceptional case shows that this feature of the

healthcare system organization shapes breast cancer patient pathways regarding

access to social care as well.

4.3.3 Shared obstacles

There are shared obstacles expressed by both groups of breast cancer patients despite
the differences in their treatment pathways based on their insurance statuses. These
are such issues that emerge during the follow-up stage. Regardless of the insurance
type, when breast cancer patients receive the standard treatment, that is, breast
surgery, chemotherapy, and radiotherapy, they are no longer considered as “cancer
patients”. This poses many difficulties for patients because vital non-communicable
diseases such as cancer may have enduring consequences even if the patient is
technically cancer-free after the treatment. Thus, in the best-case scenario, breast
cancer patients must go through annual controls including many tests and screenings
such as MRI, PET scan, mammography, and such.

Patients who received treatment through GSS largely pointed out that the cost
of cancer does not cease when the treatment is over. Once patients deal with cancer
in their lives, they are usually considered “risky” patients for the rest of their lives.
Therefore, they continue to face many cost-related problems after their treatment is

completed because, as they are no longer considered as “cancer patients”, their GSS
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does not fully cover many tests and screenings and the contribution fees for such
services come into play in the PHOPS. To illustrate this issue, a patient explains the
dialogue between her and her doctor a few months after her treatment was completed
as follows:

[She was talking about the process after her treatment was completed] There
is also this thing, for example, one day, when | said that my shoulder hurt, the
doctor was very nervous, | mean, there are such things. Then, my doctor told
me something like, “When you say that you have a pain in some place, I have
to look into it, I mean, you're a risky patient now, I can't ignore it.” She
requested an MRI. Anyway, the MRI was done, so it cost 2 thousand liras just
for a shoulder MRI. You know, I think I have my annual check-ups in a
month, for example, there will be a whole-body scan, I wonder how much |
will pay.

Patient 2-GSS (Appendix F, 27)

As the quotation above indicates, patients who rely on GSS have almost no way of
projecting the cost of their treatment during the follow-up stage in PHOPS.

Similarly, patients who primarily rely on their PHI for their treatment stress
that as soon as their standard medical treatment was over, GSS did not provide a
guarantee for the necessary tests and screenings during the follow-up stage, and PHI
premiums drastically increased for those services after their treatment was complete.
For instance, Patient 10 who used both GSS and PHI for her treatment explained this
issue as follows:

... our work does not end there (where the treatment is completed). What
about the next? Tests? Screenings? It is also quite distressing after the
treatment, | don't know if there is a question about it, | have never heard of it.
They speak of the treatment. Treatment is over! What will | do? Every 3
months, the doctor requests a PET, tests, mammography, an ultrasound, a
gynecological examination... These? These are chargeable. The patient is the
same though! Then when the treatment was over, did this patient get better, as
if she had the flu? There is also this stage of this disease and this should also
be guaranteed, the patient should not experience the stress of it. How will this
work? It does not pay for my medicine, where can | find it? Should | sue?
That's the sour part of this business. ... Post-treatment check-ups are also very
important.

Patient 10-GSS and PHI (Appendix F, 28)
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As these quotations manifest, even if patients receive breast cancer treatment in
PHOPS through insured or underinsured pathways, they encounter common
problems regarding their ability to access healthcare services in the stage of follow-
up.

This reveals an important aspect of the current health system that should be
criticized because, when patients lose their ‘cancer patient' status, the cost of services
in PHOPS increases exponentially, and the only way for patients to access these
services that they cannot access in private hospitals will be to apply to public
hospitals where they pay a smaller amount of contribution fee for such services.
However, considering that access to screening services in public hospitals often takes
weeks or months, this option is far from ideal for patients who are already in the risk
group when it comes to non-communicable diseases for which early diagnosis is

vital, such as cancer.

4.4 Conclusion

Using Turkey as a case study, this chapter elucidates how the healthcare system
shapes breast cancer patients’ treatment pathways. This study finds that the health
insurance status of patients is indicative of their patient pathways to diagnosis and
treatment in PHOPS. Two major patient pathways emerged from the analysis of the
interviews, which differ based on two interrelated factors that substantially
influenced breast cancer patients’ diagnosis and treatment experiences, namely the
projected cost of cancer treatment and barriers to accessing integrated medical care.
In addition, common obstacles related to the stage of follow-up were identified in the

experiences of all breast cancer patients irrespective of their health insurance type.
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Breast cancer patient pathways were revealed by their healthcare-seeking
behavior in the Turkish context of an internal market for healthcare provision. The
analysis of their experiences and perceptions with regards to accessing treatment in
PHOPS indicated that patients in this study have followed either an insured or
underinsured pathway to breast cancer diagnosis and treatment. Insured patient
pathways are primarily characterized by receiving integrated breast cancer care in
PHOPS without financial concerns. The findings show that the common trait
between the patients who followed an insured patient pathway is having a
comprehensive PHI alongside GSS. On the other hand, underinsured patient
pathways are remarkably represented by problematic experiences of accessing breast
cancer diagnosis and treatment. All patients who only rely on GSS followed
underinsured pathways, albeit to different extents. Considering that standard cancer
treatment is universally covered by GSS on paper, this finding underlines a wide gap
between statutory entitlements of patients and their actual experiences in the context
of the internal market for healthcare provision in Turkey.

Five out of six patients who held PHI followed an insured patient pathway to
diagnosis and treatment of breast cancer. Owing to their ability to afford the
treatment in PHOPS by their PHI, they did not experience cost-related issues
regarding medical care. Only the remaining patient encountered cost-related issues in
a PHOPS because she was only favored with PHI by her employer in the middle of
her treatment after she was diagnosed with breast cancer. Overall, these patients
revealed smooth experiences in the PHOPS. None of them have known that they
have a statutory right to free breast cancer treatment in the PHOPS.

Amongst all six patients who held PHI, five patients were by default

considered as "private" patients by PHOPS, and they paid for their treatment by their
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PHI. Only one patient was able to receive at least a sizable part of her treatment
(chemotherapy and radiotherapy) through GSS and free-of-charge in a PHOPS. The
findings reveal that none of these patients were provided with the option of using
their GSS by the PHOPS whatsoever, the one who managed it followed the advice of
her PHI agent. Most of these patients with PHI resorted to a maximum of two
healthcare providers during the diagnosis and treatment stages of their illness, which
enabled them to receive integrated medical care. The majority stated that this had a
positive impact on their overall well-being over the course of coping with breast
cancer.

The analysis of the experiences and perceptions of breast cancer patients
regarding their diagnosis and treatment in PHOPS also brought underinsured patient
pathways to light. Underinsured pathways are marked by obstacles related to the
projected cost of cancer treatment by the PHOPS notwithstanding that standard
cancer treatment (chemotherapy, radiotherapy, and breast surgery as listed in the
SUT) is fully covered by GSS. Those who followed underinsured patient pathways
were the ones who only had the means provided by GSS for accessing treatment in
PHOPS.

There are different aspects to underinsured patient pathways followed by
these patients. One of these aspects was the constant economizing by the GSS-only
patients as to where and how they would receive treatment since the informal fees
requested for services related to treatment varied from one PHOPS to another. When
the cost of treatment projected by a certain PHOPS exceeded their budgets, they had
to shuttle between public and cheaper private hospitals to access various treatments,
which pointed to another aspect of underinsured pathways, namely the deprivation of

integrated medical care.
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Overall, the analysis here reveals that two interrelated factors shaped patient
pathways to a large extent, namely the projected cost of cancer treatment and the
effort and ability to access integrated medical care. These factors manifested a causal
relationship, that is, the existence of issues related to the former almost certainly
brings further issues regarding the latter.

Almost all patients who participated in this study were informally charged
for their treatment despite their GSS. Overall, the projected cost of cancer treatment
has been volatile in PHOPS. Unless the patient has PHI, the informal out-of-pocket
payments that she made for certain services were constantly changing and she could
not foresee how much the treatment would cost until it was complete. Considering
that cancer often necessitates a prolonged treatment process, the unpredictability of
costs posed a significant issue for breast cancer patients.

Informal payments appeared as the most common problem amongst patients
who did not have PHI. As reflected by the perceptions of patients, their primary
motivation was to recover as soon as possible when dealing with such a fatal illness.
Thus, those who did not have PHI were still willing to pay for their treatment rather
than filing a complaint despite the ambiguous treatment costs. That is to say, the
subjective meaning patients attributed to cancer treatment affected their willingness
to make payments to the PHOPS to access treatment.

Information asymmetry between breast cancer patients and healthcare
providers was another barrier to accessing treatment in PHOPS as most of the
informants did not possess necessary and accurate information regarding the validity
of projected treatment costs by the PHOPS as well as their entitlements as patients

and citizens.
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Timeliness of information was another central issue that disempowered breast
cancer patients vis-a-vis the PHOPS as much as informal payments and information
asymmetry, the statements of the respondents demonstrate that patients were only
informed about the costs when the PHOPS deemed appropriate or necessary.

In terms of access to integrated medical care, those who followed an insured
patient pathway accounted for the advantages of receiving all of their treatment from
the same hospital. In this context, some patients emphasized the feeling of safety and
comfort that stems from creating a bond with the hospital and the medical staff
within that hospital. Besides, patients mentioned that during such a long-lasting
treatment process, it was easier for doctors in different branches to plan the
treatment.

The burden of managing the paperwork related to one’s treatment was a
shared problem reflected by patients who could not access integrated medical care.
As mostly indicated by underinsured pathways to treatment and diagnosis, those who
only relied on GSS were in a disadvantaged position because the issues related to
cost hindered their ability to receive integrated medical care in the internal market
context of the Turkish healthcare system. For instance, when they had to shuttle
between different hospitals to receive various treatments, they had to ensure the
constant communication between doctors and administrative staff at different
hospitals, gather and transfer all medical documents from one place to another and
keep up with everything related to the course of their treatment.

The sustainability of integrated medical care was another significant problem
despite its advantages. Some breast cancer patients relying only on GSS were no
longer able to afford the treatment costs after a certain point in the PHOPS where

they started their treatment. Consequently, they either resorted to public hospitals or

102



continued their treatment in other PHOPS where the same treatment is relatively
cheaper. This reflects well the interconnectedness between the projected cost of
treatment and barriers to accessing integrated medical care.

Lastly, yet importantly, all participants in this study expressed common
concerns about the cost associated with the follow-up stage of their treatment
regardless of their health insurance status. Many complained of excessive fees they
paid for required annual checkups and screenings at PHOPS during that stage. Since
breast cancer patients constitute a risk group that may need certain healthcare
services more frequently than ordinary patients, the narrowness of the scope of
cancer treatment that patients are exempt from additional fees has emerged as a

common problem.
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CHAPTER 5

CONCLUSION

Based on a small-scale qualitative exploratory study, this thesis provides insights into
the experiences of breast cancer patients in terms of accessing diagnosis and
treatment in the case of Turkey. The Turkish case is characterized by two
components: 1) an internal market for the provision that includes public and private
providers 2) a single-payer model that fully covers breast cancer treatment on paper.
This thesis contributes to the literature by focusing on the salient experiences of
breast cancer patients in accessing services that they are entitled to receive free of
charge as Turkish citizens. It also displays what the experiences of breast cancer
patients manifest about the modus operandi of the internal market for healthcare
provision in the Turkish context through an account of patient pathways.

Patient pathways constitute a fresh research area in healthcare research, the
existing literature on patient pathways largely demonstrates the medical perspective
(Cherif et al., 2020). Studies focusing on how patients experience the healthcare
system are limited in number (Rapport et al., 2019; Tremblay et al., 2015). Thus, this
thesis contributes to the growing body of literature on patient experiences. It shows
the ways in which the Turkish healthcare system shapes patient pathways into
treatment. Moving beyond the generalist accounts (Y1lmaz, 2020), | have taken a
nuanced approach by focusing on a single patient group. Given healthcare benefits
and patients’ perceptions of their medical condition vary across different diseases,
concentrating on a single patient group has provided a more in-depth examination of

treatment pathways and their differentiation in the Turkish context.
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This study also contributes to the nascent literature on patient experiences in
accessing diagnosis and treatment of breast cancer (Anderson et al., 2006; Dye et al.,
2010; Grosse Frie et al., 2018; Mousa et al., 2011). It is commonly found in this
literature that patient pathways are diverse depending on the specific qualities of
healthcare systems. The findings of this thesis corroborate those of this literature. In
doing so, this thesis sheds light on what the experiences of breast cancer patients
indicate about the functioning of the internal market for healthcare delivery in
Turkey in the context of cancer patients’ access to diagnosis and treatment. [ argue
that an internal market for the provision of healthcare reinforces rather than reducing
the inequalities enmeshed in accessing breast cancer treatment in the Turkish
healthcare system, which partly stems from a failure to provide effective public
regulation. Drawing from Taylor-Gooby’s (1999) framework of trust, | also argue
that that the publicness of cancer treatment has been amply eroded due to patients’
willingness to apply to PHOPS (and to pay) combined with the ability of these

providers to charge patients despite their statutory entitlements.

It may be explicit for social science researchers like myself that healthcare
systems that we study have certain gender and class implications. As a case in point,
breast cancer treatment is offered as a public service in Turkey. However, from an
intersectional point of view on gender and class, the findings of this thesis show that
although the current system appears to treat patients with all types of characteristics
as the same, it ultimately leads to different repercussions for different patients. In
other words, the current healthcare system could be considered gender inclusive in

theory. However, it does not altogether eliminate social class differences in practice.

In line with this, | could not help but notice during the interviews that the

burden of non-medical care did not appear as a pivotal issue in the context of the
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Turkish healthcare system. This may at least in part be related to the familialist social
care policies that have been enforced in Turkey, which put the non-medical care
responsibilities almost completely on the family and women in particular. As one of
the patient narratives mentioned in the previous chapter, when patients cannot rely on
family to meet care needs, their only option is paid care services if only they can
afford it, which drives me to the conclusion that the social care needs of certain

citizens are still invisible in the current healthcare system.

Overall, this thesis identifies two patient pathways to diagnosis and treatment
in PHOPS, namely insured and underinsured patient pathways. This naming was
chosen in reference to the existing literature where patients who make excessive out-
of-pocket payments to access treatment despite holding some form of insurance are
deemed “underinsured” (Schoen et al., 2011). In congruence with this naming, this
thesis finds that the health insurance status of breast cancer patients plays a decisive
role in their pathways to diagnosis and treatment in the Turkish context. As the
findings of this research indicate, a common pattern in the experiences of patients
with PHI is problem-free experiences of accessing a timely and effective breast
cancer treatment in PHOPS (insured patient pathways) whereas those who had only
GSS revealed complicated and rather problematic experiences of accessing treatment
in PHOPS (underinsured patient pathways). This study thus argues that patient
pathways are by and large shaped by the healthcare system. In other words, different
from the individualistic conclusions about patient pathways such as "every patient
follows a unique path” (Lismont et al., 2016, p.126), the findings of this thesis
demonstrate that healthcare system-mediated factors lead to the development of

some shared patterns in patient pathways.
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At first glance, these findings might appear counter-intuitive in such a
country context where standard cancer treatment is fully reimbursed and universally
covered. However, this thesis identifies the gap between the legal entitlements and
the patient experiences. One key factor that generates this gap is that PHOPS are
granted a spacious room for maneuvering in how they enroll patients in the hospital’s
system (as GSS holders, PHI holders, or private patients without any insurance),
which opens a gateway for them to charge extra payments for fully covered services.
This is previously highlighted by Yilmaz’s (2020) leading study on patient
experiences of healthcare provision in Turkey where informal payments and
information asymmetry constituted barriers to accessing treatment in PHOPS,
especially when patients needed urgent treatment or dealt with a complex disease
that requires specialist services.

When it comes to breast cancer, a vital illness that often requires expensive
treatment, costs might take on a different meaning for patients and their willingness
to pay might increase considerably. In line with this, although Y1lmaz’s (2020) study
on the Turkish context incorporates the access experiences of all patient groups
whereas this research focuses on the salient experiences of breast cancer patients, the
findings are consistent to a great extent. This thesis also finds that informal payments
and information asymmetry with respect to the projected cost of cancer treatment
constitute major barriers to accessing the diagnosis and treatment of breast cancer in
PHOPS in Turkey.

What is more pronounced in this study, however, was that none of the
patients who used their PHI knew or was informed by the PHOPS that she has the
option to use GSS for the same treatment, except one patient who managed to use

GSS at least partially with the advice of her PHI agent. In other words, the service
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they received was also seen as a private service in the eyes of these patients.
Therefore, pertaining to Moulton’s (2009) notion of “realized publicness”, this thesis
argues that the publicness of cancer treatment in PHOPS in principle is by no means
reflected in the breast cancer patient pathways.

In addition to these factors, this thesis argues that particularly in the
experiences of breast cancer patients, the timeliness of information stands out as
another factor, which corroborates with the findings of Agarwal et al. (2007). This
thesis finds that information about the course of the treatment and the expenses
related to it were shared with breast cancer patients by the PHOPS is piecemeal.
Considering the internal market in the Turkish healthcare system that compels
patients to make cost-benefit analysis in accessing treatment and reach treatment
with motivations similar to when choosing a product in the market, this study argues
that patients should be able to access timely and proper information related to their
treatment pathway in order to access quality medical care.

Furthermore, the literature on patient pathways in the field of oncology
asserts that the specific setting in which patients receive cancer treatment impacts
their health outcomes (Gaga-Bouchard et al., 2014; Onega et al., 2008; Huang et al.,
2014). Since shuttling between multiple healthcare providers may encumber the
integrality of care because of the efforts made and the time wasted for finding the
most convenient service provider (Edward, 2005), accessing integrated medical care
is especially relevant for breast cancer patients. In line with this literature, the
findings of this thesis display that the bifurcation of breast cancer patient pathways in
the Turkish context also emanates from whether or not patients are able to receive
integrated medical care. Further research is needed to establish if this makes a

significant impact on patient outcomes.
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Patients who were able to access integrated medical care reflected upon its
positive impact on their well-being in terms of fostering feelings such as safety,
security and comfort whereas patients who accessed medical care in a fragmented
way disclosed the difficulties with continuously managing one’s treatment processes
at the same time constantly looking for the cheapest and most appropriate treatment.
This bifurcation is not far from the issues related to the cost of treatment because
these two important factors manifest a causal relationship. Therefore, this thesis
argues that when the cost of cancer treatment is no longer an issue for patients,
patients can access integrated medical care in a single provider far more smoothly.

The findings of this study also shed light on a trade-off between establishing
a single-payer system that offers UHC for such expensive services as cancer
treatments by private providers and setting a low budget for healthcare. On the side
of the state, anticipating for many years that private hospitals would deliver such
services at considerably low reimbursement rates may have driven PHOPS to take
advantage of other manipulation strategies in a loosely regulated setting.
Consequently, there appears to be an implicit agreement between the state and
private service providers on the functioning of the internal market, and the only party
that truly suffers from this agreement is the patients.

Hence, the findings of this thesis provide evidence for the relevance of the
previous assertions by Agartan (2012) that the enlargement of the private sector in
the provision of healthcare services necessitates such policies that endeavor to enact
and perform effective regulation and by Yilmaz (2020) that the internal market for
healthcare provision might go hand in hand with the aspiration for the publicness of
healthcare services only if the state is eager and strong enough to regulate the system

to address the current shortcomings adequately and effectively. However, it also
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argues that regulation alone may not provide an ultimate solution to these issues if
the overall budget set for healthcare in the country remains inadequate.

Ultimately, even though UHC has taken an important place in the agenda of
both international organizations and governments in recent years, this study shows
that accessing healthcare is important, but it is just as important to what patients
access and under which conditions. The Turkish case demonstrates that we are able
to learn the extent to which UHC is reflected in the experiences of patients through
patient pathways.

Finally, there are certain limitations to this study. First, this is a small-scale
qualitative study based in Istanbul where PHOPS are many and multifarious,
therefore, its findings do not claim generalizability and representativeness to breast
cancer patient experiences in Turkey. Second, this study only explores the
experiences and treatment pathways of breast cancer patients who resorted to
PHOPS, it would thus be useful for developing a more comprehensive understanding
of breast cancer patient pathways in Turkey if further studies examine the

experiences of patients who received treatment in public hospitals as well.
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APPENDIX A

SEMI-STRUCTURED INTERVIEW QUESTIONS

Within the scope of this research, | aim to learn about your experiences related to
healthcare services. During the interview, | would like to hear from which healthcare
institutions you received your treatment from your diagnosis until the present time
and the motivations behind your choice of these institutions, respectively.

1. Would you tell me a little about yourself? (How old are you, what is your
profession, etc.)

2. How was the diagnosis made? Where did you receive the diagnosis?

3. Why did you choose this hospital/healthcare institution?

4. Did you have your further examinations (such as PET scan) done in the
same institution during the diagnosis stage? (If no, where did you have it done? What
was the reason you did not have it done in the same place?)

5. How did the process develop after your diagnosis was made? Did you plan
your treatment with the same physician and health institution, or did you apply to
another physician and/or health institution? If you applied to another physician and
health institution to plan your treatment, why did you choose this path? (Being close
to home, trusting the doctor/organization, costs, etc.)

6. What treatment plan was offered to you? (Surgery, chemotherapy,
radiotherapy, drug therapy, etc.)

7. (If surgery, chemotherapy, and radiotherapy were recommended) Did you
continue your treatment with the physician who gave you this treatment plan and in
the health institution where you received the treatment plan? (If yes or no, what were

your reasons for receiving your treatment with this physician and health facility?)
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8. (If treatment is completed) Where and how did the follow-up process
begin? How is it progressing/how did it end now?

9. Since cancer treatment in Turkey is completely covered by the General
Health Insurance, it is expected that you do not pay any fees for cancer treatment in
hospitals contracted with the SSI. How was your experience in this matter?

10. Which income group (lower, middle, upper-middle, upper) would you
describe yourself as belonging to?

11. What could have been different when you consider your personal
experience with healthcare services during the diagnosis, treatment, and follow-up
stages? How could a better experience be provided?

12. (If the patient has received treatment from different healthcare providers)
How did shuffling between different hospitals or healthcare institutions during the
treatment process shape your experience? Would you prefer to receive treatment
from a single health institution from the beginning to the end of the process? (If the
patient received a significant part of their treatment from a single health service
provider) How did receiving treatment from a single health institution during the

treatment process affect your treatment experience?
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APPENDIX B

SEMI-STRUCTURED INTERVIEW QUESTIONS (TURKISH)

Bu arastirma kapsaminda saglik hizmetleriyle iliskili deneyimlerinizi 6grenmeyi
amacliyorum. Miilakat boyunca tan1 almanizdan bugiine kadar gegen siirecte hangi
saglik kuruluslarindan hizmet aldiginiz1 ve bu kuruluglara gitmenizin ardinda yatan
nedenleri sirasiyla dinlemek istiyorum.

1. Oncelikle biraz kendinizden bahseder misiniz? (Kag yasindasiniz, ne isle
mesgulsiiniiz vb.)

2. Tani1 nasil kondu? Taniy1 hangi saglik kurulusunda aldiniz?

3. Neden bu saglik kurulusunu tercih etmistiniz?

4. Tan stirecinde ileri tetkiklerinizi de (PET taramasi gibi) ayni kurulusta m1
yaptirmistiniz? (Hayirsa, nerede yaptirmigtiniz? Ayni yerde yaptirmamanizin nedeni
neydi?)

5. Tanmiz netlestikten sonra siire¢ nasil gelisti? Tedavi planinizi taniy1 koyan
hekim ve saglik kurulusunda m1 olusturdunuz yoksa baska bir hekim ve saglik
kurulusuna m1 bagvurdunuz? Tedavi planin1 olusturmak i¢in baska bir hekim ve
saglik kurulusuna basvurduysaniz, neden bu yolu tercih ettiniz? (Evine yakin olmasi,
hekime/kurulusa giivenmesi, kendisine maliyeti vb.)

6. Size nasil bir tedavi plan1 sunuldu? (Ameliyat, kemoterapi, radyoterapi,
ilag tedavisi vb.)

7. (Ameliyat, kemoterapi ve radyoterapi onerilmigse) Tedavinize size bu
tedavi planini veren hekimle ve tedavi planini aldiginiz saglik kurulusunda m1 devam
ettiniz? (Evet veya hayirsa, tedavinizi bu hekimle ve saglik kurulusunda almanizin

nedenleri nelerdi?)
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8. (Tedavisi tamamlandiysa) Takip siireci nerede ve nasil baglad1? Simdi nasil
ilerliyor/nasil sonland1?

9. Tiirkiye’de kanser tedavisi timiiyle Genel Saglik Sigortasi kapsami igine
alindigindan bu yana SGK ile anlagsmali hastanelerde kanser tedavisi i¢in herhangi
bir licret 6demiyor olmaniz beklenir. Bu konudaki deneyimleriniz nasildi?

10. Kendinizi hangi gelir grubuna (alt, orta, ist-orta, ist) mensup olarak
nitelendirirsiniz?

11. Tani, tedavi ve takip stirecindeki saglik hizmetlerine iliskin kisisel
deneyiminizi géz oniine aldiginizda neler daha farkli olabilirdi? Nasil daha iyi bir
deneyim sunulabilirdi?

12. (Eger hasta farkli saglik hizmeti sunucularindan hizmet almis ise) Tedavi
stirecinde farkli hastaneler veya saglik kuruluslar arasinda mekik dokumak
deneyiminizi nasil sekillendirdi? Siirecin basindan sonuna tek bir saglik
kurulusundan hizmet almay1 tercih eder miydiniz? (Eger hasta tedavisinin 6nemli bir
kismini tek bir saglik hizmeti sunucusundan almis ise) Tedavi siirecinde tek bir

saglik kurulusundan hizmet almak tedavi deneyiminizi ne yonde etkiledi?
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APPENDIX C

CONSENT FORM

Supporting institution: Bogazici University

Title of the research: Breast Cancer Patient Pathways to Treatment in Turkish Internal
Market for Healthcare: A Qualitative Study

Project Executive: Assoc. Prof. Volkan Yilmaz

E-mail address: vyilmaz@boun.edu.tr

Researcher’s name: Zeynep Kesici

E-mail address: zeynep.kesici@boun.edu.tr

Dear respondent,

A scientific research project under the title of “Breast Cancer Patient Pathways to
Treatment in Turkish Internal Market for Healthcare: A Qualitative Study” is being
carried out by Assoc. Prof. Volkan Yilmaz, a faculty member of Bogazigi University
Social Policy Program, and Zeynep Kesici, a graduate student in Social Policy.

Since the advent of modern healthcare, healthcare systems have faced major changes
and have become increasingly hybrid. Since the 2003 healthcare reforms, the Turkish
healthcare system constitutes an example of this type of mixed healthcare delivery
where there is an internal market for public and private healthcare providers along with
a compulsory national health insurance scheme. In this context, certain healthcare
services, such as cancer treatment, are universally covered. However, the problems
arising from the existing barriers to accessing universally covered services warrant the
importance of examining patient experiences in their ability to receive treatment in the
internal market for healthcare provision in Turkey. Breast cancer patients often need
comprehensive cancer treatment that includes a variety of medical interventions, from
specific diagnoses to surgery, radiotherapy, and chemotherapy. Breast cancer is a
widespread yet treatable disease and the most prevalent type of cancer among women
worldwide. Drawing from the existing literature on treatment pathways for breast
cancer patients, this thesis explores the perspectives of breast cancer patients on their
treatment experiences and treatment pathways in private hospitals offering publicly
funded services in Turkey. Patients’ experiences of access to treatment will be
analyzed in the context of the Turkish health system.

Consent: As part of this research, we invite you to conduct an interview that will take
approximately 1 hour. We would like to inform you about the research before your
decision. If you agree to participate in the research, we will conduct an interview that
contains 12 questions with you. All personal information, your name, and contact
information that you will share with us during the interview will not be shared with
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anyone. Your personal information will be kept completely confidential. Your answers
will not be attributed directly to you.

Participation in this research is completely voluntary and you will not be paid or
rewarded for your participation in the study. Even if you initially consent to participate
in this study, you have the right to withdraw from the study at any stage without
providing any reason. You can opt out of participating in the study at any time. You
do not have to answer questions you do not want to answer. After the interview, if you
change your mind and wish to withdraw from the research, please contact us.

It is necessary to audio-record the interviews so that the experiences and opinions you
convey are reflected correctly. Voice recordings will be transcribed by anonymizing
names and personal information in order to protect confidentiality. Audio recording
files and transcripts of audio recordings will be destroyed after the work is completed.

It is expected that the research will benefit society and academic studies in the future
in the context of breast cancer patients' experience of accessing treatment in private
hospitals within the scope of SSI. This research is not expected to pose any risk to you.
However, we can interrupt or postpone the meeting at any time during the meeting
according to your wish. If you state that you withdraw from the study, the interview
records will be deleted and will not be used for scientific evaluations based on the
research.

Considering that the interview contains some questions that may trigger emotions, it
was deemed appropriate to share the contact information of institutions providing free
psychological support with you. You can use the Ministry of Health Communication
Center (SABIM) Hotline (184) to get more detailed information about the services.

* Community Mental Health Centers affiliated to the Istanbul Provincial Health
Directorate under the Ministry of Health
istanbulism.saglik.gov.tr

» Wellness Centers affiliated to the General Directorate of Public Health within
the Ministry of Health
shm.saglik.gov.tr

Before signing this form, please ask if you have any questions about the research. If
you have any questions later, you can contact the project coordinator (Assoc. Dr.
Volkan Yilmaz, Office Phone: 02123597564). You can also consult The Ethics
Committee for Master and PhD Theses in Social Sciences and Humanities (SOBETIK)
at Bogazigi University (sbe-ethics@boun.edu.tr) about your rights regarding research.

If your address and phone number change, please let us know.

| approve of the audio recording. (1
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I understood what was told to me and what was written above. | have/don't want to
have a copy of this form (in which case the researcher keeps this copy).

| agree to participate in the study.
Participant Name-Surname: ........................

SIgnature: ........oooeviiiiiiiii e
Date (day/month/year): ......... i Lo,
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APPENDIX D

CONSENT FORM (TURKISH)

Arastirmay1 destekleyen kurum: Bogazigi Universitesi

Arastirmanin ad1: Tiirkiye Saglik Hizmetleri i¢ Pazarinda Meme Kanseri Hastalarinin
Tedaviye Erisim Patikalari: Nitel Bir Arastirma

Proje Yr0tucusu: Dog. Dr. Volkan Yilmaz

E-mail adresi: vYilmaz@boun.edu.tr

Aragtirmacinin adi: Zeynep Kesici

E-mail adresi: zeynep.kesici@boun.edu.tr

Sayin katilimet,

Bogazigi Universitesi Sosyal Politika Anabilim Dali 6gretim iiyesi Dog. Dr. Volkan
Yilmaz ve Sosyal Politika Anabilim Dali Yiiksek Lisans 6grencisi Zeynep Kesici
tarafindan “Tiirkiye Saglik Hizmetleri I¢ Pazarmda Meme Kanseri Hastalarmin
Tedaviye Erisim Patikalari: Nitel Bir Arastirma” adli bilimsel bir arastirma projesi
yuritilmektedir.

Modern saglik hizmetlerinin ortaya ¢ikisindan bu yana, saglik hizmetleri sistemleri
blyiik degisikliklerle karsilasti ve giderek daha hibrit hale geldi. 2003 saglik
reformlarindan bu yana, Tiirk saglik sistemi, zorunlu ulusal saglik sigortas1 programi
ile birlikte kamu ve 6zel saglik hizmeti saglayicilar1 i¢in bir i¢ pazarin oldugu bu tiir
karma bir saghk hizmeti sunumunun bir 6rnegini olusturmaktadir. Bu baglamda,
kanser tedavisi gibi belirli saglik hizmetleri evrensel olarak kapsanmaktadir. Bununla
birlikte evrensel olarak kapsanan hizmetlere erisimin oniindeki mevcut engellerden
kaynaklanan sorunlar Tirkiye'de saglik hizmeti sunumu i¢in i¢ pazarda tedavi alma
becerilerinde hasta deneyimlerini incelemenin 6nemini garanti etmektedir. Genellikle
meme kanseri hastalar1 6zel teshislerden ameliyata, radyoterapi ve kemoterapiye kadar
cesitli tibbi miidahaleleri iceren kapsamli kanser tedavisine ihtiyag duyuyorlar. Meme
kanseri yaygin fakat tedavi edilebilir bir hastalik olmanin yani sira diinya ¢apinda
kadinlar arasinda en sik goriilen kanser tiiriidiir. Bu tez, meme kanseri hastalarinin
tedavi yollarma iliskin mevcut literatiire dayanarak, meme kanseri hastalarinin
Tiirkiye'de kamu tarafindan finanse edilen hizmetler sunan 6zel hastanelerdeki tedavi
deneyimlerine ve tedavi yollarina bakis agilarim1 arastirmaktadir. Hastalarin erisim
deneyimleri Tiirk saglik sisteminin temel 6zellikleri 1s181nda analiz edilecektir.

Onam: Bu arastirma kapsaminda sizi yaklasik 1 saat siirecek olan bir miilakat
gerceklestirmeye davet ediyoruz. Kararinizdan Once arastirma hakkinda sizi
bilgilendirmek istiyoruz. Arastirmaya katilmayi kabul ettiginiz takdirde sizinle 12
soruluk bir miilakat gergeklestirecegiz. Miilakat sirasinda bizimle paylasacaginiz tiim
kisisel bilgiler, isminiz ve iletisim bilgileriniz herhangi biriyle paylasilmayacak,
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arastirmada sirasinda ve arastirmanin g¢iktisinda isminize atfedilebilecek ya da sizi
dogrudan isaret edecek bir bilgiye hicbir sekilde yer verilmeyecektir. Isminiz ve bu
bilgiler tamamen gizli tutulacaktir. Aktarimlariniz dogrudan size atfedilmeyecektir.

Bu aragtirmaya katilmak tamamen istege baglidir ve ¢alismaya katiliminiz karsiliginda
size herhangi bir licret veya 0diil verilmeyecektir. Bu calismaya katilmaya onay
verdiginiz takdirde c¢alismanin herhangi bir asamasinda herhangi bir sebep
gdstermeden ¢alismadan cekilme hakkina sahipsiniz. Istediginiz zaman calismaya
katilmaktan vazgegebilirsiniz. Cevap vermek istemediginiz sorulari cevaplamak
zorunda degilsiniz. GOriigme sonrasinda, fikrinizi degistirir ve arastirmadan ¢ekilmek
isterseniz liitfen bizimle baglantiya gegin.

Aktardiginiz deneyimlerin ve goriislerin dogru yansitilmasi i¢in miilakatlarin ses
kaydina alinmasina ihtiya¢ duyulmaktadir. Ses kayitlar gizliligin korunmasi agisindan
isimler ve kisisel bilgiler anonim hale getirilerek yaziya aktarilacaktir. Ses kayit
dosyalar1 ve ses kayitlarinin yaziya dokiilmiis halleri ¢aligma tamamlandiktan sonra
imha edilecektir.

Arastirmanin ileride meme kanseri hastalarinin SGK kapsaminda 6zel hastanelerde
tedaviye erigsim deneyimleri baglaminda topluma ve akademik c¢alismalara yarar
saglamasi1 beklenmektedir. Gergeklestirmek istedigimiz arastirmanin sizin i¢in bir risk
olusturmas1 beklenmemektedir. Ancak goriisme sirasinda dilediginiz anda goriismeyi
kesebilir ya da erteleyebiliriz. Goriigmekten veya caligmaya katki vermekten
vazgectiginizi belirttiginiz takdirde gorlisme kayitlarn silinecektir ve arastirma
tizerinden yapilacak bilimsel degerlendirmeler i¢in kullanilmayacaktir.

Miilakatin duygular tetikleyebilecek bazi sorular icerdigi dikkate alindiginda, ticretsiz
psikolojik destek saglayan kurumlarin iletisim bilgilerinin sizinle paylasilmasi uygun
goriilmiistiir. Hizmetlerle alakali daha detayli bilgi edinmek i¢in Saglik Bakanlig:
lletisim Merkezi (SABIM) Danisma hattin1 (Alo 184) kullanabilirsiniz.

» Saglik Bakanlig1 biinyesindeki Istanbul Il Saglik Miidiirliigii ne baglh Toplum
Ruh Sagligi Merkezleri

istanbulism.saglik.gov.tr

» Saglik Bakanlig1 biinyesindeki Halk Sagligi Genel Miidiirliigii'ne bagh
Saglikli Yasam Merkezleri

shm.saglik.gov.tr

Bu formu imzalamadan once, ¢alismayla ilgili sorulariniz varsa liitfen sorun. Daha
sonra sorunuz olursa, proje yuriticusine (Dog. Dr. Volkan Yilmaz, Ofis Telefonu:
02123597564) sorabilirsiniz. Arastirmayla ilgili haklariniz konusunda Bogazici
Universitesi Sosyal ve Beseri Bilimler Yiiksek Lisans ve Doktora Tezleri Etik
Inceleme Komisyonu’na (SOBETIK) (sbe-ethics@boun.edu.tr) danisabilirsiniz.
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Adres ve telefon numaraniz degisirse, bize haber vermenizi rica ederiz.

Ses kayd1 alinmasini onayliyorum. [J

Bana anlatilanlar1 ve yukarida yazilanlari anladim. Bu formun bir 6rnegini
aldim/almak istemiyorum (bu durumda arastirmaci bu kopyay1 saklar).

Calismaya katilmay1 kabul ediyorum.
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APPENDIX E

ETHICS COMMITTEE APPROVAL FORM

Evrak Tarih ve Sayist: 03.11.2021-36957

T.C.
BOGAZICI UNIVERSITESI
SOSYAL VE BESERI BILIMLER YUKSEK LISANS VE DOKTORA TEZLERI ETIK INCELEME
KOMISYONU
TOPLANTI KARAR TUTANAGI

Toplant1 Sayist 22
Toplant: Tarthi  : 13.10.2021
Toplant1 Saati : 14:00
Toplant1 Yeri 1 Zoom Sanal Toplant: o )
Bulunanlar : Prof. Dr. Ebru Kava, Prof. Dr. Fatma Nevra Seggie, Dr. Ogr. Uyesi Yasemin Sohtorik Ilkmen
Bulunmayanlar

Zeynep Kesici

Sosyal Politika

Saym Arastirmaci,

Daha énce onay almig olan SBB-EAK 2021/23 sayili eski baglig1 "A qualitative study on breast cancer patient
pathways to treatment in Turkish internal market for healthcare" olan projenizin baghiginin "Breast cancer
patient pathways to treatment in Turkish internal market for healthcare: A qualitative study" olarak
degistirilmesi komisyonumuz tarafindan 13 Ekim 2021 tarihli toplantida incelenmis ve SBB-EAK 2021/68
sayi ile kabul edilmistir.

Bu karar tiim tiyelerin toplantiya gevrimigi olarak katilimi ve oy birligi ile almmigtir. COVID-19 6nlemleri
kapsaminda kurul tiyelerinden 1slak imza alinamadigi igin bu onam mektubu iiye ve raportor olarak Fatma

Nevra Seggie tarafindan biitiin iiyeler adina e-imzalanmastar.

Saygilarmmizla, bilgilerinizi rica ederiz.

Prof. Dr. Fatma Nevra SEGGIE
UYE

e-imzalidir
Prof. Dr.Fatma Nevra SEGGIE
Raportor

SOBETIK 22 13.10.2021
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1.

APPENDIX F

QUOTATIONS IN TURKISH

“Ben X'e (6zel bir poliklinik) gitmistim. Niye X’e gidiyorum? Yaklasik 25
senedir benim rutin kontrollerimi yaptirdigim bir goriintiileme merkezi. Niye
orada yaptirtyorum? Ben 6zel saglik sigortas: yaptim kendime 90'l1 y1llarda,
hep de 6dedim rutin sekilde. Onun kadinlara verdigi free haktir, senede bir
kere mamografi, ultrason {icretsizdir.” (P4-GSS ve PHI)

“Tesadiifen elime geldi sol mememde bir kitle, koltukaltina yakin bir bolge
oldugu icin bdyle incelen bir deri, o tarafta tesadiif eseri elime geldi. K
hastanesinde (Anlagmali 6zel) bir doktora gittim, orada bir cerraha muayene
oldum, meme cerrahiydi, geng de bir doktordu. Cok ciddi bir sey
olmayabilecegini ama yine de bir ultrason ve biyopsi yapmamiz gerektigini
sOyledi, daha net gorebilmek icin tabii ki. Ben ultrasonu ¢ektirdim ama boyle
cok bir hafta arayla tekrar gidip gelmem gerekiyordu falan, yani COVID
inanilmaz bir durumdaydi, hastaneler, yogun bakim dolup tastyordu gegen
sene Nisan'da yani. Diisiiniin. Oyle olunca ben biraz boyle tek gidip
gelmekten gekindim ve biyopsiyi biraz erteledim. ... Boyle bir elimle tekrar
yokladigimda biraz biiytimiis gibi geldi bana. Hemen tekrar bir ultrason ve
akabinde biyopsi, ¢iinkii ultrasonun da iistiinden bir 4 ay ge¢misti. Onu da
sOyle s0yleyeyim, gercekten ¢ok sansliyim, ¢ok iyi bir girisimsel radyologa
denk geldim, profesordii K hastanesinde. Mucizevi bir sekilde ¢ok kiiciik,
daha yeni olusmus bir kanser hiicresinin etrafina yaydigi minik bir hiicreyi,
yani mikroskobik bir seyi, dyle bir dokuyu bulup, yakalayip, aldi. O benim
i¢in ¢cok buyik bir sans oldu, burada hakikaten biyopsinin ¢ok dnemi var,
biyopsiyi yapan doktorun yetkinliginin ¢ok 6nemi var. Onu yakalamak
maharet ister yani gergekten ¢linki benim kitlem, yani bendeki kitle bir
santimin altindaydi, dolayisiyla bu benim i¢in ¢ok biiyiik bir sans oldu, ¢ok
erken tan1 konmus oldu aslinda.” (P3-GSS ve PHI)

“Q hastanesindeki (Ozel) doktor bize disardan M (Anlasmali 6zel) adinda bir
tip ve goriintiileme merkezinde bakiyordu. Orada bakti bana da tani i¢in. Su
an hala borglarini 6diiyorum hastaligimin, dyle diyeyim, hala o zamanlardan
cektigimiz krediler devam ediyor, kredi kartlari, bitmedi yani. Bir biyopsi i¢in
3 bin 500 lira vermistim, bana 3 kere yapild1 ki tanidik doktor olmasina
ragmen, bizden liizumsuz bir para alinmad1 yani buna eminiz, ¢ok yakin bir
aile dostumuzun tanidig, artik PET'1 {icretsiz nerede yaptirabiliriz, neyi ne
sekilde halledebiliriz bunlar1 arastirdi bizim i¢in. Bir de soyup sogana
cevirenlerin eline diigseydik herhalde su anda ben bor¢ batagindaydim. A
Hastanesi'nde zaten goriintiilleme yaptirmaniza imkan yok, tek bir
gorunttleme 10-15 bin lira civari. Biz M'de birkag tanesini SGK {izerinden
yaptirdik, bir de G hastanesi (Anlasmali 6zel), diye bir yere yolladilar bizi
orada PET ¢ekimine hi¢ para 6demedik, SGK karsiladi, biyopsileri ddedik.
Doktorun muayenesi de vardi tabii, bir muayene 600 lira neredeyse.” (P9-
GSS ve PHI)

122



4. “llk 6grendigimde [hastalig1] tabii cevremde herkes bir anda bdyle doktor
tavsiye etmeye bagladi, bir kaos siireci oldu. Herkes ‘Buna kesin git!’
diyordu. O sirada Q Hastanesi'nde (Ozel) bir meme cerrahi tavsiye edildi
bana. Ilk gittigimde sadece SGK vardi, Ocak ayinda dzel sigortam
yapilacakti, Kasim-Aralik ay1 o ylizden hep ekonomik olarak bizi zorlayan
streclerle gecti, biyopsiler, ultrasonlar, arka arkaya gelen mamografiler...
Bazilarini uygun fiyatl 6zel hastanelerde yaptirdim, bazilari i¢in devletten
randevu aldim, goriintiilerini begenmediler, hi¢ iyi bulmadilar, mecburen
tekrar iyi bir yerde yaptirmam gerekti.” (P9-GSS ve PHI)

5. “O anda goriinen ameliyat art1 radyoterapiydi. Sonra neyse ben ameliyatimi
oldum, ¢ok iyi bir ameliyat oldu, gayet de memnun kaldim, meme koruyucu
yapild1 zaten, sadece o kitle alind1. Tyi de bir seydi, ¢cok rahat ettim, bir gece
kaldim, hi¢ para 6demedim, onu 6zel saglik sigortam karsiladi B hastanesinde
(Anlasmal1 6zel). Neyse ¢ok siikiir ameliyatimi oldum, bitti, fakat patoloji
boyle ¢ikti, patolojiden sonra dedi ki cerrahim, 'Biraz yiiksek agresyonu olan
ve derecesi 3 olan bir kitle ile kars1 karstya kaldik, koruma amagli bir
kemoterapi yapmamiz gerekecek' dedi. Onkologla goriistiirdii beni o evrede.
Ben sonra bir onkologla B’de bir araya geldim, XX doktorun ismi, sag olsun
cok ilgili ve iyi bir doktordu. Anlatt1 her seyi, hicbir zaman boyle sey degildi,
gercekgi oldu yani. Kemoterapi beklemiyordum ama oldum, 4 seansti o da.
B’de aldim onu da. Gayet iyi kosullardaydi, higbir sekilde higbir sikinti
yasamadim, ¢ok steril, temiz, 6zenli. Doktorlar da dyleydi, psikolog vardi,
geliyordu her seferinde ziyaret ediyordu, diyetisyen geldi birkac kere,
beslenmeyle ilgili kemoterapi esnasinda bilgi verdi, klinik psikolog periyodik
olarak ugruyordu.” (P3-GSS ve PHI)

6. “Ben kemoterapi ilaclarim 6zel hastanede olmama ragmen 6zel saglik
sigortamin yiikiinii biraz hafifletmek manasinda sigorta sirketimin
yonlendirmesiyle SGK iizerinden aldim. O semtinde anlagmali birkag tane
eczane varmis, onlar benim kemoterapi ilaglarimi hazirladilar ve bana eve
kadar getirdiler. Ben de onlar A (Anlagmal1 6zel) hastanesine teslim ettim ve
kemoterapiyi bu sekilde aldim. Radyoterapiyi i¢in de A’daki radyoterapi
doktoru SGK anlagmal1 bir doktordu, 6zel sigortam da 6dememis oldu onu. O
islemi ben SGK'dan faydalanarak yaptirdim A’da. Haplarimi da yine
hastanenin yonlendirmesiyle onlarin SGK anlagmali bir doktorundan rapor
c¢ikartarak bundan sonra SGK'dan alabilecegimi sdylediler. Saglik ocagindan
o raporumla 3 aylik ilaglarimi alabiliyorum. Simdi pandemi doneminde oraya
gitmeye bile gerek kalmiyor eczanelerin sistemine diistiigii i¢in onlar da
goriip vakti geldiginde veriyorlar. Bu anlamda da hig sikint1 yasamadim.”
(P5-GSS ve PHI)

7. “Radyoterapi her giin alinacak olunca ve is yeri de artik izinler konusunda
sikint1 ¢ikarmaya baslayinca ben 6gle tatillerinde gidebilecegim bir hastane
aramaya basladim. Ogle tatilinde gidebilecegim ve 1 saat iginde ise
donebilecegim E hastanesi (Anlagsmali 6zel) vardi. Orada bir radyolog
onerdiler bize ve gittik goriistiik. 32 ya da 34 seans, dyle bir sey onerdi.
Haftada 5 giin, hafta sonu yok. Ben her 6gle tatilinde kostur kostur metroya
binerek hastaneye gittim ve oradan tekrar ise dénerek gegirdim o siireci. Tk
bankoya gittigimde de sigortamin limitleri oldugunu sdyledim. Sonugta A’da
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(Ozel) kemoterapi ¢ok ciddi bir rakamdi ve bu diistii zaten benden. Tedavinin
ne kadar tutacagini sordum. 30 seans hani, 20 bin lira, 30 bin falandir... Bana
fiyatin1 sdyleyin dedim, ‘Sorun degil, zaten bir kismimi SGK karsiliyor,
alamadigimiz kismin1 SGK'dan aliriz’ dediler. Hi¢ rakam yok bu sirada, sunu
SGK 6der, sunu 6zel sigortaniz dder falan yok. Fiyat 6grenemedim.
Bitiminde biz size bilgi veririz ama merak etmeyin zaten ikisinden birinden
yararlanirsimz, bu tedaviye yeter dediler. Tamam mi, tamam. Imzalar atildi.
Son radyoterapiyi aldim. Bankodaki kiz boyle ne yapacagini bilemez bir
halde, 'Ben sizi bir boyle alabilir miyim?' dedi. Elinde kagitlar falan var,
provizyonumu aldiklarini, bana 32 bin 800 lira 6deme ¢iktigin1 sdyledi. Ben
boyle bir anda kipkirmizi oldum, tansiyonum ¢ikti. ‘Ne kadar?!” dedim.
Herhalde sigortanin karsiladig1 kismi séyliiyordur... Size diisen 32 bin 800
lira diye tekrarladi. Siz dalga m1 geciyorsunuz benimle dedim. ‘Bu ne kadar
bir rakamdi ki 32 bin 800 liras1 bana diistii?” diye sordum. Sigorta limitimin
15 bin lira kalmis, SGK'dan yalan olmasin 5-6 bin lira kadar1 6denmis, geriye
de 32 kalmig! 60 falanmis toplamda. Benim bdyle bir param yok yani!” (P9-
GSS ve PHI)

. “Kendim banyoda elle kontrol ederken bir kitle fark ettim gdgsiimde ama
kanser olmaz diye diisiindiim ¢iinkii ailemde hi¢ yok ve 40 yasin altina
mamografi ¢ekilmedigini bildigim i¢in demek ki 40 yasin altindaki insanlar
pek de olmuyor diye diisiindiim ve bir 6,7 ay kadar bu konuyla ilgili higbir
sey yapmadim. Tabii ki kotii bir sey olmasindan korktugum i¢in de doktora
gitmedim ama bu mamografi yasi gergcekten kararimi etkiledi bu noktada.
Daha sonra koltuk altimda da bir o kadar biiyiik bir kitle buldugumda ¢ok
korktum ve doktora gittim.” (P1-GSS)

“Kasim ayinda ben sag gogsiimde bir sertlik fark ettim. Cok pimpirikli bir
insamimdir ben. Daha 6nce de farkli saglik sikintilar1 yasadim, 6nemli
sayilabilecek bir sikinti, kanser degildi ama bir tlimordii akcigerimde. O
ylizden ben diizenli checkup yaptiran bir insandim. Memelerimde de kiigiik
nodiiller vardi onlar1 da takip ettiriyordum. Tabii boyle bir sertlik goriince
cok panikledim ve hemen ertesi giine checkup almistim, burada T Hastanesi
(Anlagmali 6zel) var. Checkupa gittim ve meme ultrasonu istedim. Ozellikle
de dedim ki ben burada ¢ok genis bir alanda tuhaf bir sertlik hissediyorum,
normal memenin olamayacagi kadar kuvvetli bir doku var burada, ¢ok sert.
Oradaki radyolog bakti ve bir sey yok dedi. Bunlar memenizdeki birkag tane
fibroadenom dedikleri iyi huylu kitleler dedi. Zaten bunu biliyordum ve takip
ettiriyordum. Ben de mamografi veya MR gibi ek bir tetkik yaptirmami
tavsiye edip etmediklerini sordum. Gerek yok zaten 40 yas alt1 oldugunuz
icin mamografi cekmezler size dedi. Gergekten de ben daha sonra icime
sinmeyince baska bir 6zel hastaneye gittim ve mamografi istedim ¢iinkii 2-3
hafta igerisinde benim memem sismeye ve agrimaya basladi. Zaten koltuk
altimda bir yumru hissetmistim. Hatta o checkuptaki ultrasonda da yazilmisti
bu. Meme sismeye ve agrimaya baslayinca iyice telaslandim ve R
Hastanesine (Anlasmali 6zel) gittim. Genel cerrah beni 6nce ultrasona
yonlendirdi, sonucu goriince MR istediler ve MR'dan sonra da biyopsi
istediler. Biyopsi sonucu geldiginde 10 giin sona tan1 konulmus oldu.
Maalesef tan1 ilk basta gittigim hastanede fark edilemedigi i¢in 3 haftalik
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gecikmeyle gelmis oldu ve o da benim maddi manevi kendi ¢abalarimla
gerceklestirdigim bir durum oldu.” (P6-GSS)

“Jlk fark ettigimde biraz Steledim tabii ki ¢iinkii daha 6nce de bununla ilgili
farkli saglik kuruluslarina gitmistim, hep 6zel saglik kuruluslarina miiracaat
ettim bu arada ¢iinkii kistik bir meme yapisina sahiptim, ona ragmen her
seferinde temizdi. Yine boyle bir seydir diye ¢ok iistiinde durmayip yine 6zel
bir hastaneye muracaat ettim. Orada bir ultrason, ondan sonra mamografi,
ondan sonra da biyopsi olmama karar verdiler, ciddi bir {icret karsilig1 tabii
bunlarin hepsi. Bir kosusturma igerisinde bunlarla beraber sonug geldi ve
agresif bir meme kanseri tiiri oldugunu séylendi.”(P2-GSS)

“Hayir. O diislinceyle gitmemistim ama ilk gittigim, teshisi koyan hastanede
Oyle bir anlagsma vardi ama anlasmada ne kadar... Yani hani devlet
karsiliyorum diyor ya bir seyleri, ben karsiladigini gérmedim. Biiyiik
rakamlar veriyoruz biz bunlara, bllylk rakamlar verdim yani oyle
soyleyeyim.” (P2-GSS)

“Kesinlikle boyle bir sey yok. Siz 6zel saglik sigortaniz yoksa kesinlikle para
odemek zorundasiniz. Odenmedigi gibi bir durumla karsilasmiyorsunuz.
Belki insanlar ¢ok fazla onkoloji bolumiini tercih etmiyorlar ya da hastane
politikas1 boyledir, cok Pollyanna bakmayayim bu duruma bu konuda. Bunun
ad1 degisebiliyor, adin1 bir seye uydurmus olabiliyorlar. Atiyorum, normalde
onkologa ulasmak {icretli olabilir ¢ilinkii bir muayeneden gegiyorsunuz ama
sonrasinda hazirlanan tedavi protokoliinde de bu bdyle. Bana giin verildi, o
gun gittim tedaviye, -gozlemledigim sey buydu-, doktoru o giin gérmesem
bile, -babamdaki deneyimlerimden de bildigim i¢in sdyliiyorum bunu-,
doktoru goérmeseniz bile size bir kayit agiliyor ve siz her oraya gittiginizde
kemoterapi igin, -agresif cinste bir durum oldugu i¢in ben siklikla gérdiim, 2
haftada 1 seans-, o yiizden 2 haftada bir yaklagik 500 lira gibi bir doktor
vizite ticreti 6diiyorsunuz. Yani, normal sartlarda oraya sadece kemoterapi
ilacin1 almak i¢in gitmeniz gerekiyor.” (P12-GSS)

“Her islem iicretli. Mesela 6zel boliim var, ikinci katta, 151k goren bir yer.
Kemoterapi alinan yerler bile farkli, SGK kapsaminda tedavi alanlarla
almayanlarin ilaci aldiklar1 oda bile farkli. 2. simif muamele var hastane
icinde. Bodrum kat diyeyim size, B1 diye geciyor, 151k yok, suni 1siklandirma
olan bir yerde aliyorsunuz siz kemoterapiyi ama 6zel boliimlerde, direkt
ucreti olan yerlerde ya da 6zel sigortasi olan kisilerin ilaglarini aldig1 odalar
hastanenin ¢ok daha liiks yerlerinde, daha konforlu.” (P7-GSS)

“Yani genel olarak tabii ki 6zel hastanede bir hizmeti almak ¢ok daha kolay
ve konforlu. Elbette imkanim olsa bir daha tedavi igin herhalde devlete
gitmem ama gitmek zorunda kaliyorum. Bazen mesela kan tahlillerimi hala
devlette yaptirtyorum, iste igneyi devlette oluyorum c¢ilinkii dedigim gibi
0zelde olmak siirdiiriilebilir degil. Hani bir kere iki kere verebilirim bu paray1
ama ben bu igneyi 3, 5 sene olacaksam her ay bu paray1 veremem, bunun bir
anlam1 yok yani, o yiizden hala mekik dokumam devam ediyor.” (P1-GSS)
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“180 lira [ignenin uygulanmasi i¢in 6dedigi ticret], iste bir de otoparka girip
cikiyorsunuz 200 lira diyelim. Her y1l da zamlaniyor bu. Evet yani, 1 yil
sonra onun yiizde ka¢ zamlanacagini bilmiyoruz. Ne isterlerse ddiiyoruz. Ne
derlerse kabul ediyoruz...” (P2-GSS)

“Dezavantajlardan da bahsediyorlar size, radyoterapi i¢in s6z konusuydu bu
[ameliyat oldugu hastanede]. Alet yeni degilse yemek borusunda yanmalara
neden olabilir, gogiis bolgesi zaten yeni dikisli bir bolge ve orada da
yanmalar olusabilir, 1s1 arti1 yaralara sebep olabilir... Size caninizdan
bahsedilince siz de otomatik olarak son teknoloji olsun da ben de bu acilar
¢ekmeyeyim diyorsunuz ama ben boyle diisiinemedim bu sefer 15 bin liray1
duyunca. Hi¢ vermek istemedim bu paray1 ve kendi hastanemde [kemoterapi
aldig1 hastane] devam ettim radyoterapiye de. Bu arada ayni aletlerdi, kendi
hastaneme dondiigiimde sirf merakimdan aletin ismini ve kodunu sordum,
birebir ayni aletti.” (P12-GSS)

“Gergekten ¢ok inanilmaz boyutta paralar 6deniyor ve benim gozlemledigim
kadariyla kimse, hi¢bir hasta bunun pesine diismiiyor ¢iinkii insanlar...
Dedigim gibi, o anda hasta psikolojisi devreye giriyor ve canlarin kurtarmaya
calistyorlar. Paralar varsa veriyor insanlar, yoksa da veremiyor ve baska bir
yerde [ameliyat] oluyor. Aslinda ¢ok ilging bir psikoloji bu, bir yandan
minnettar kaltyorsunuz bu insanlara. Evet, yapilmamas1 gereken bir sey
[resmi olmayan 6demeler] ama bana bu konforu yasattiklari i¢in hastaneyi de
doktorlar1 da seviyorum diyebilirim. O kadar para doktiim diye
diistinemiyorsunuz, ¢ok degisik bir psikoloji bu.” (P6-GSS)

“Ben para 6diiyorum. Bir kere doktorun muayene ticreti var, 3 ayda 1
Odedigim. Katki pay1 olarak 6dedigim iicretler var. Her kemoterapiden dnce
0dedigim bir kan testi licreti ve gene kemoterapi ilaglarina katki olarak
0dedigim bir iicret var. Kemoterapide kaldiginiz saatin kisaligina ve
uzunluguna goére degisen bir Ucret bu. Mesela diyelim ki 4 saat kemoterapi
aliyorsunuz ve sizden 300 lira civarinda bir para aliyorlar seans basina. Katki
pay1 diyorlar buna. Mesela diyelim yarim saat ile 1 saat aras1 bir tedavi
aliyorsaniz bu ticret 200 liraya diisiiyor. Tam olarak neden bdyle oldugunu
bilmiyorum, sormadim da. MR i¢in ve tomografi i¢in yine katki paylarim
odiiyorum. PET i¢in hi¢ 6demedim simdiye kadar, tamamini1 devlet karsiliyor
diyorlar. Genel olarak 6zel hastanelerde yapilan islemlerde fark ¢ikiyor
dedikleri i¢in para 6dityorum.” (P11-GSS)

“Bastan neden sdylemediniz yani, sonugta herkes biitcesine gore bir yere
gider. Bastan sdyleseydiniz bunun benim biitgeme uymadigini bilir ve
tedavimi burada almazdim. Bastan neden iicreti sdylemiyorsunuz. Bizim
seyimiz boyle iste diyor, sistemimiz. O zaman da param yetmediginde
bitiminde buna hazirlikli olacaksiniz. Madem siz bana bastan ne ile
karsilagacagimi soylemiyorsunuz, siz de bitiminde benim paramin olup
olmadiginin riskini almis oluyorsunuz. Bana bastan deseniz ki bu 60 bin
liralik bir tedavi, sizin sigorta limitiniz ne kadar onu biz bilemeyiz, ben de
acar bakarim internetten, benim 15mis, 45 kald1 geriye, 8 bin lirasin1 da SGK
Odese bana 32 kaliyor, ben zaten arkama bakmadan kagarim buradan!” (P9-
GSS ve PHI)
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“Mesela randevu alirken doktordan soyliiyorlardi doktorumuzun muayene
ticreti su kadardir diye. Radyoterapi hakkinda goriistiigiim zaman da su kadar
bir 6deme alacagiz, su zaman alacagiz diye bilgi veriyorlardi ama hani bu
stirecte ben tedaviye baslayacagim zaman 6nden bana boyle bir dokiim
sunmadilar, surada su kadar, burada bu kadar 6diiyorsunuz gibi bir agiklama
olmadi. Hep bdyle siras1 geldikge, yeri geldikge, gerek olursa, son dakika
falan... Biraz boyle step by step ilerleyen bir bilgilendirme oldu.
Bilgilendirilmedim diyemem ama ameliyat konusunda ge¢ 6grendigimiz igin,
bu arada ameliyat1 da hemen kisa bir siire i¢erisinde yapmalar1 gerekiyordu,
yani biz fiyat bilgisi aldik ve 2 hafta icinde ameliyat olmam gerekiyordu. 2
haftada 100 bin lira bulmam gerekiyordu yani. Bu ge¢ bir bilgilendirme.
Belki biz sormadik, iistiine diismedik, belki onlar bilgilendirmedi de
denilebilir ama hani hasta da o haldeyken, zaten kemoterapi aliyor...” (P6-
GSS)

“Her sey milkemmeldi diyebilirim tek kelime ile. Sekreterinden tutun da
radyoterapi teknisyenleri... Doktorlar zaten geng, piril piril, her seye
zamaninda miidahale eden ve iyi tedavi sunan, giiven veren doktorlar
acikcasi. Hemsireler keza dyle. Hastaneler zaten tertemiz. Servis agisindan
hastaneye yatisimdan taburcu olmama kadar gecen siire, sonrasinda medikal
onkoloji ve radyoterapide gecen siiredeki personelin yaklagimi gercekten
kayda degerdi. Kanser tedavisi konusunda bence epey ileri diizeyde bir
hastane K (Anlagmali 6zel). Benim her tiirli islemim, kontrollerim, aylik
tedavilerim icin K'ya gidiyorum. Takip siirecinde belli araliklarla randevu
alabilme, doktoruma ulasabilme anlaminda, e-mail olsun, telefon olsun,
hemen ulagabilecegimin gilivenini bana verdiler. Hem ameliyattan sonra hem
de kemoterapiye baglamadan 6nce, -biliyorsunuz agir bir tedavi bu-, hem
beslenme hem de kemoterapi gorecek bolgenin bakimu ile ilgili ne yapmam
gerektigine dair bilgilendirmelerde bulundular. Tam anlamiyla dort dortliikti
diyebilirim.” (P8-GSS ve PHI)

“Ben pozitif etkiledigini diisiiniiyorum ¢iinkii bir kere siirecin bagindan beri
doktorlar sizin hastaliginizin muhteviyatina hakim oluyor. Doktorlar siirekli
birbirleriyle iletisim halinde oluyor, cerrah tanidig1 onkologa yonlendiriyor,
stirekli konusuyorlar, plastik cerrah genel cerrah1 artyor ve benimle alakali
konusuyor. Konseylerde bu hasta 6 ay 6nce boyleydi 3 ay sonra sdyle olacak,
su anda boyle diye biitiin siirece hakim oluyorlar ve ben bunun avantajin
gordiim diyebilirim. Doktorlar kendi aralarinda iste, mesela onkolog diyor ki
siz su cerrahin hastasisiniz, tamam, o zaman iste biraz daha ilgili ve farkli
davrantyor falan. O agidan ben olumlu bir etkisi oldugunu diisiiniiyorum tek
bir yerden tedavi almanin. Bir de bence ilk gittigin cerraha ameliyat olmak
kesinlikle ¢ok giiven verici bir duygu, o yiizden ameliyatin hemen 6ncesinde
degistirmek istemedim hastaneyi. Eminim 6biir cerrah da ¢ok iyi yapardi ama
tanimiyorum, bilmiyorum, gidecegim ve beni ameliyat et diyecegim, giiven
duyamiyorsunuz.” (P6-GSS)

“Isterdim tabii ki, maddi kiilfeti olmasaydi. Zaten ameliyat ve diger tedavileri
ayn yerlerde alsan bile hala bir fanusun i¢ine ¢ekilmis oluyorsun. Her seyi
orada yaptirmak istiyorsun. Onun disina ¢ikmak istemiyorsun, hastane seni
tanisin, sen hastaneyi tani. Bir tusla her sey hallolsun. Ben onlara bir sey
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anlatmak zorunda kalmayayim. Obiir tiirlii diisiinsenize ben bir sey igin
gidecegim disari, o parasi i¢in gidecegim baska bir yerde ¢ektirecegim, onu
getirecegim geri, sekretere verecegim, tarayacak, tarayip ylikleyecek oraya,
yani en ufacik bir sey gézden kagsa, bir seyi tarayip koymamis olsa doktor
onu orada gormeyecek, ama o6biir tiirli ekrandan tuslayip her seye
bakabiliyorlar. Bu bana giivenilir geliyor.” (P2-GSS)

“Cok zor bir siire¢ bu, bir oradasiniz, bir buradasiniz. Bu arada asistanlar
sizin dosyalarinizi unutuyorlar, asistanlar dosyalar1 unuttugu icin siirekli bir
ona bir buna dosya yollayip duruyorsunuz, biitiin siireci aslinda onkolog veya
cerrah degil hasta olarak siz yonetiyorsunuz. Hangi hasta oldugunuzu, kim
oldugunuzu her seferinde yeniden anlatmaniz gerekiyor, o yiizden ¢ok zorlu
oluyor bu git-gel siiregleri.” (P12-GSS)

“Ayni1 hastanede tedavi almak benim bakis acimdan ger¢ekten her anlamda
konforluydu ¢linkii ¢ok yorgun oluyorsunuz, orada burada arastiracak,
kosturacak, gidip gelecek haliniz olmuyor. Bizde bir de ara¢ yoktu o sirada,
cogu arkadasim kemoterapi almaya toplu tasima ile gidiyordu, ¢ok ciddi
enfeksiyon kapiyorlardi kemoterapi doneminde. Dolayisiyla sansimizi
zorladik biraz, taksiyle veya es dosttan rica ederek gittik. Onun diginda ayni
yerde olmasi bunlarin disinda doktorlarin sizi takip etmesini de
kolaylastiryor. Iletisim halinde oluyor tiim doktorlar, birlikte karar alryorlar.
Bu beni rahatlatt1 ve daha giivende olmami sagladi. En azindan bunu dert
etmedim. Ayni yerde olmasi [tedavinin] benim hem giivende hem de
psikolojik olarak ¢ok rahat olmami sagladi.” (P10-GSS ve PHI)

Tirkiye'de iy1 isleyen bir sey var, benim ¢ocugum yok ama siz benim kizim
olsaydiniz muhtemelen o siirecte benle kalirdiniz. Bu miiessese yiiriiyor
Turkiye'de. Anne-¢ocuk, kardesler, yoksa da arkadaslar, ama herkesin bir
hayat1 var, islere gidiliyor, kimse hayat erteleyip sizle ilgilenemiyor, biri
gerekiyor bunun igin, o biri de para demek, bu boyle.

... 58 yasina kadar c¢alistim ben ama emekli olmustum, kocamdan ayrildigim
icin ¢alismak zorundaydim, ¢aligsmay1 da severim, dolayisiyla o siiregte hic
emekli maas1 almiyormusum gibi bir biitce yaptim. Cok kocaman olmayan
fakat bu hastaliktan sonra kiymetini anladigim bir birikim oldu. Cok 6nemli

bir kismin1 bana yardima gelen kadinin maasi olarak 6dedim. (P4-GSS ve
PHI)

“[Tedavisi tamamlandiktan sonraki siirecten bahsediyor] Bir de s0yle bir sey
var, ben mesela bir giin omzum agriyor dedigimde doktor ¢ok tedirgin
olmustu, yani boyle seyler de var. Sonra doktorum bana sey dedi mesela, 'Sen
bir yerim agriyor dediginde ben oraya bakmak zorundayim'. Yani artik riskli
bir hasta durumundasin g6z ardi edemem bunu dedi. MR ¢ekelim dedi. Neyse
MR ¢ekildi, yani 2 bin kiisur lira sadece omuz MR" yani. Hani diisliniiyorum
benim bir ay sonra kontrollerim var mesela, biitiin viicut taramasi olacak,
acaba ne kadar 6deyecegim diye diisiiniiyorum yani.” (P2-GSS)

“...i1simiz burada bitmiyor (tedavi bittiginde). Peki ya sonras1? Testler?
Goriintiilemeler? Tedavi sonrasi da oldukga sikintili oluyor, bununla ilgili bir
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soru var mi bilmiyorum, hi¢c duymadim. Tedaviden bahsediyorlar. Tedavi
bitti! Ben ne yapacagim? Doktor 3 ayda bir PET, tetkikler, mamografi,
ultrason, jinekolojik muayene ister... Bunlar? Bunlar tcretlidir. Hasta yine
ayni hasta! Peki tedavi bittiginde bu hasta grip olmus gibi 1yilesti mi? Bu
hastaligin bir de bu agamasi var ve bu da garanti altina alinmali, hasta bunun
stresini yasamamali1. Bu nasil galisacak? Ilag parami 6demiyor, nereden
bulabilirim? Dava agmali miyim? Bu isin ac1 tarafi bu. ... Tedavi sonrasi
kontroller de ¢ok 6nemli.” (P10-GSS ve PHI)
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