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ABSTRACT
The intended purpose of this research study is to document narratives and personal experiences of sarcoma patients at the Bank of Cyprus Oncology Centre (BOCOC); to add to the progressive focus on the measurement of Quality of life (Qol) in cancer patients which emerged about three decades ago and is currently peaking in the medical community (Calman, 1984). By drawing on my own personal encounters with this group of people the objective is to record and identify the personal experiences of patients with sarcomas, a rare cancer group, in Cyprus. Correlate the collected information collected in relationship with the existing literature. The discussion on the results of the study is expected to reveal the social footprint of sarcoma cases in Cyprus.  
Design and methods in this observation study consist of unstructured interviews, with a theoretical-methodological orientation centered on medical anthropology and utilizing an ethnographic case study strategy. Data were collected through unstructured interviews and participant observation. The study is comprised of 3 main sections. Participant observation at the BOCOC and review of existing bibliography and analysis. All participant observation activities have been performed with the approval of the National Bioethics Committee, the approval of the hospital and Dr Anastasia Constantinidou as part of her clinic from December 2019 to March 2020. An initial target of 15 patients meeting the criteria of this rare cancer type had been set however a series of fieldwork interruptions including the most impactful of all being the covid-19 pandemic only allowed for 6 patients to be interviewed. 
The findings reveal a pattern linking religion and family as the important support networks for Cypriot patients. Final considerations and implications showed lack of death acceptance within the Cypriot patient society and the importance of considering the cultural aspects of end-of-life planning merits further investigating. 
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“Cure sometimes, treat often, comfort always.”
Hippocrates

INTRODUCTION
Background
Attention is shifting currently within the medical oncology community towards the Quality of Life (QoL) of patients with all cancer types. Little information exists particularly on the QoL of rare cancers including sarcoma. 
Sarcomas are a heterogeneous group of malignant neoplasms arising from mesenchymal cells (the supporting tissues) encompassing dozens of histological types, can occur in virtually any anatomic site and are named by the site or tissue affected. They form one of the principal groups of rare cancers in Europe as defined in the RARECARE project (Gatta et al., 2010). Sarcomas are among the largest groups of rare cancers. There are two main categories: soft tissue and bone sarcomas. In the European Union, a rare disease is defined as rare when it affects fewer than 1 in 2000 people. There are over 6000 known rare diseases and altogether there are near 30 million Europeans suffering with a rare disease. Diagnosis is often delayed for this type of cancer due to the many different subtypes and vague or atypical symptomatology. Due to their numerous different subtypes, sarcomas present a complex and demanding challenge for healthcare systems and providers. Rare cancers like sarcomas make up a little over 20% of cancers in Europe   (Casali and Trama, 2020). There are approximately 60-70[footnoteRef:1] new sarcoma incidents diagnosed in Cyprus every year, close 1-1.5% of new cancer cases diagnosed.  [1:  These numbers are from the Bank of Cyprus Oncology Center, a reference center for accepting over 80% of newly diagnosed cancer cases every year on the island.] 

Research Question
Only a few decades ago people did not survive metastatic cancer or rare cancers at all. This group of people did not exist. Due to rapid advancements in medicine and technology we now have a new group in society living with metastatic cancer for many years (Dickman and Adami, 2006).
Since patients with terminal illness now will go on living a new set of questions physical and ethical present themselves. The following paper will investigate the Qol of sarcoma patients. The intention is to learn about their experiences by spending time with them. Health is undeniably a subject all humans can relate to. An indivisible part of human life. Naturally therefore, dealing with illness and practices of healing is not only evident but an important part in all cultures and it varies in specific points related to that culture. 
The evolution in medicine and medical systems in the past century and particularly the past three decades is nothing short of astounding. Professors Brown and Closser delve into the important distinction between disease and illness. Their analysis establishes this important distinction as a basis to understanding medical anthropology, the study of human health and healing systems within their social contexts (Brown and Closser, 2016).
Under Medical Anthropology
According to McMahan and Nichter (McMahan and Nichter, 2011) the science area operating in anthropology which studies health and illness as dual biological and social states vulnerable to the flow of diseases as well as resources promoting health is medical anthropology. Due to utilizing all the following key domains of biology, culture, linguistic anthropology, archeology and engaged anthropology is in prime position for several research categories. For instance, “social institutions and forms of behaviour that reduce the chances and impact of illness and other forms of misfortune and enable recuperation”. From the outset, the concept of culture and the notion of health are challenging to define. According to the charter of the World Health Organization, health is not only defined as the absence of disease but as well as condition of physical, mental, and social well-being (Sood et al., 2018). Therefore, researching the experiences of patients with a specific disease, in a particular place is greater than a random investigation that fell into place because what makes the anthropological input  valuable is the sociological interpretation and put-together of the researcher (Atkinson, 1992).
Though not originally considered in patient care by physicians and nurses, patient life stories steadily and increasingly made it on the list of considerations. Life stories carry more value as storytelling establishes greater autonomy for physically and socially dependent people (Price, 1995). Richard Wilk’s argument deals with balance and caution. Modern anthropology as he explains, is soundly founded on the work of anthropology trailblazers the likes of Malinowski and Mead and how any attempt to describe a culture or interpret the events, practices or stories collected is bound to cultural relativity. Currently however, there is recognition of universal moral standards in anthropology. Anthropologists will tackle fieldwork outside of their own comforts (Wilk, 1999). Narratives change when one’s position changes. I have thus methodically chosen this research due to my specific experience, position, and access to cancer patients. This means I have heard many patient stories before, yet I anticipate this it will be different. Through observing the patients, I not only learn about them, but I also learn about me learning about them (Kaplan-Myrth, 2007).
Anthropology in health care research
Health care research welcomes research from different fellow fields akin to psychology and anthropology. Anthropologists intrinsically set a goal for better comprehension of health issues so that the research produces the outcome goal. For this reason, the traditional anthropological approach is challenged. There are several positive elements to be considered anthropologically in health research such as successful combination of academic medical fields when methodological insights are too crucial for multidisciplinary research and analysis (Lambert and McKevitt, 2002). The combination of subjective and objective measures into a single Qol model, yields a more accurate data result for the further improvement of the Qol research (Costanza et al., 2007).
Results from the World Health Organization’s Qol group study found that across cultures fundamental awareness of Qol dynamics are very similar in essence. The findings further maintain a deep similarity of the Qol construct in modeling to suggest cross-cultural universality. Nonetheless, this does not necessarily mean that Qol assessments are the exact same cross culturally (Power et al., 1999).

Beyond the diagnosis
When multiple individual observations are put together, by using objective measurements, tools or instruments,  peak by discussing the best therapeutic plan this is succinctly known as a diagnosis. The best therapeutic plan is influenced by the specific culture, direct and indirect societal norms and will be ultimately the call of the patient to choose how to proceed (King, 1951). The fleeting nature of the human existence is portrayed in Kiraly’s hypothesis in ‘The meaning of life’. He writes: “illness is therefore an experience or outright a danger of existence and its possibility, as well as a way of being that nobody has ever been and will ever be ontologically or existentially exempted from” (Király V, 2011). Kiraly’s holistic definition entails that humans the ‘Dasein’ relate their perception of illness not only to their physical bodies but to all other life plant and animal life. A human’s whole life is planned around observing, preparing, expecting all taught by illness, that “essentially there exists no life without the possibility of illness and of health alike! The ordinary living in any culture however, despite the everyday rituals holds the expectation of a healthy strong body along with the aim to live for as long as one’s goals are accomplished according to one’s own culture. Being ill is forcing a person to become somebody else. Somebody they may not like but have no other option. They may have to change what they wear, due to the illness, where they go, how they eat; after all they are still alive but a different kind of alive, living with an illness (Király V, 2011).
Sarcoma and rare cancers in summation

Information on rare cancers including sarcoma is scarce and falling short compared to other malignancies. The past two decades have seen major steps in sarcoma research, however headway as well as accurate and live databases for rare diseases are deferred in progress and usually incomplete due to the smaller percentage of the population affected (Ray-Coquard et al., 2017). Sarcomas or soft tissue and bone sarcomas is a group identified as rare cancers. The term originates from the Greek word sarka (flesh) and sarkoma (fleshy substance) and refers to a tumour of the body’s connective tissue. Sarcomas are a heterogeneous group of malignant neoplasms, arising from mesenchymal cells which encompass dozens of histological subtypes and can occur in virtually any anatomical site. They can be grouped into two general types, soft tissue sarcoma (STS) and primary bone sarcoma (Skubitz and D'Adamo, 2007). Cancer registries for rare cancers are still lacking and the main reasons are described in Trama’s, data quality study. Her study confirmed that 9% of all sarcomas are sarcoma NOS (Not Otherwise Specified). This is important because expert pathologists may give a diagnosis of sarcoma NOS being unable to identify a more specific subtype. There is a pronounced difficulty in pathology to identify and assign morphologic category which in turn causes inadequate or inaccurate documentation and surge a further difficulty from the oncologist to reach the precise diagnosis and prognosis. STS incidences represent approximately 1% of malignancies, may arise in skin or other organs as well as the soft tissue. Because the surveillance, epidemiology, and end results data on STS only include those arising in soft tissue, their actual frequency is underestimated (Trama et al., 2017) [image: A picture containing graphical user interface
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Figure 1:  Cancer registry updates.Tables IV & V, Trama 2017, p.30) 
RARECARE
Recent noteworthy steps to measure and record the incidences per country and by subtype have become known. One of those steps is the RARECARE project (Surveillance of rare cancers in Europe). RARECARE is co-funded by the European Commission (EC), through its Public Health and Consumer Protection Directorate (DG SANCO), PHEA programme, and contributes among other projects to the creation of networks of action for rare diseases. The project’s main push is to estimate the burden of rare cancers in Europe. Its aim is to provide an operational definition of “rare cancer” and a list of cancers meeting that definition. Then the project will provide cancer burden indicators (incidence, survival, prevalence, and mortality), based on population-based cancer registry data, on rare cancers across Europe. will assess the quality and comparability of rare cancer data between cancer registries. The project develops strategies for the diffusion of information among all the key players involved in Europe-wide surveillance on and treatment of rare cancers (clinicians, patients, health planners and researchers) (Gatta et al., 2010).
The concept of Quality of Life (Qol) 
A multitude has been written on the meaning of Qol by scientists of different domains including sociologists, psychologists, economists, health care researchers, clinicians, and even recreational writers. Qol initially appears to be straightforward, yet complicated concept, with different conceptualizations from interested scientists. As such, numerous measures of Qol have been developed. This chapter will refer to the various definitions, concepts, measures, and uses of Qol, with a particular focus on healthcare. Chronic illness also affects the physical, psychological, and social domains of life of that person. Qol assessments by patients or their family caregivers can be used in both research and clinical practice to evaluate patient needs, measure the effect of interventions, and guide decision-making about care (Leplege and Hunt, 1997).
Acceptable Qol markers of the social and psychological spectrum rate a person’s personal satisfaction and happiness meaning it signifies the Qol experienced (Schelly, 2008). Subsequently patient Qol a persisting and frustrating concept, grows steadily having already done great strides in research such as the Quality-of-Life-Group of the EORTC, when the European Organization for Research and Treatment of Cancer has created its own research department dedicated to the growing need and mission to learn and improve the Qol of the surviving cancer patients (Fayers et al., 2002). Despite the collective advances, Qol still remains an individual matter and personal to each patient, for this reason cancer-specific questionnaires with items on each cancer were created. Remarkable work research-wise, there is now a consideration on the table that did not exist before, a skeleton of measurements newly minted. Anthropologically speaking however, Calman (1984)  justifiably doubts, how one measures hope. 
In terms of producing any result based on a concept which is essentially a work-in-progress critical research needs to be employed; a continued interrogation of situations to develop a new coherent account (Hobbs et al., 2002). The Qol research began with the intention to separate the medical and technical parts of cancer care, then EORTC Qol group opened several different avenues of the Qol studies to induce further insight between different cancer regimens, for example if medically, both avenues have the same outcome which one draws the best feedback from the patients (De Haes and van Knippenberg, 1985). The studies saw a great improvement and feedback in the last three decades, but the theoretical part has yet to take any leaps of discovery, at least anthropologically. I say this with caution because evidently there has been some progress. Doctors do need a tangible way to put into a universal scale some common identifiers to categorize patients. 
As Qol evolved however and the concept evolved with it, medical advancements kept growing concurrently. There have been steps like multiagency collaborations, translations into multiple languages of these tools still culture is an intricate ontology on its own. The barriers might have to do with illiteracy, religiosity, social inclusivity, and taboo issues (Orley and Kuyken, 1994). The barrier might very well be the end-of-life of an individual found within a small community, inside a larger community. Medical anthropologists fret not, you are not asked to solve end-of-life problems. But if you happen on improved suggestions, we would be grateful. (Journal notes, 02/02/21)





[bookmark: _Toc68087791]Patient reported outcomes 

Medicine and healthcare are based conclusively on numbers. Reliable quantitative databases point to epidemiology incidences, drug efficacy, treatment response, population indicators, gene profiling similarities and differences between different cohorts among a range. Quantitative research is the basis of all scientific work, which may by itself reveal an issue only by data collection. 
One acclaimed example is Durkheim’s suicide study. His introduction of multivariate analysis of empirical data is of vital importance, just as in in the comparison of suicide and religion, he pointed out the fault of the cultural disparity between countries, but he was unsatisfactory on his statistics  (Selvin, 1958). However quantitative research does not have depth, the ideal is to have an awareness of both approaches, qualitative and quantitative (Watkins, 2012). The two narratives of participant and researcher become, in part, a shared narrative of construction and reconstruction through the inquiry of health empirical study (Lindsay and Schwind, 2016).
Once engaged in narrative inquiry with our participants, we become co-participants in this endeavour. We observe, listen, and feel alongside our participants, providing us a deeper insight into the research phenomenon. As the stories are lived and told in a certain place and relationship, we co-construct the emerging knowledge, which is at once particular and localized, and yet transferable in others and distinct contexts through reflective self-inquiry of the audience (Lindsay, 2008, Lindsay and Schwind, 2016).








Methodology 
[image: Text, letter
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Photo 1, BOCOC Photo of Administration Building 1st floor 2021

The prospective participants were identified with the help of my supervisor, sarcoma specialist Dr Constantinidou. An initial target of 15 patients meeting the criteria of this rare cancer type had been set. Scheduled around her clinic, with her support as all prospective participants are her patients and she has exhaustive relevant knowledge. Dr Constantinidou sees over 150 sarcoma patients in her clinic therefore 15 patients was calculated as a feasible target for this project. Due to the coronavirus pandemic though, the study was cut short and never resumed as access to the patients had become limited and the country went into lockdown. It was challenging times for the patients, and the data collection therefore was concluded to 6 patients.
It is a research project about a unique group of people who have a specific type of rare cancer, sarcoma. To identify these people, I accessed and corroborated some details from their medical files, such as appointment schedules and medical histories from the hospital’s database[footnoteRef:2]. The participants were asked to give their informed consent[footnoteRef:3] by signing a consent form and participated voluntarily. They had the right to decline participation and withdraw from the study at any moment if they wished to do so. Their involvement was anonymous and access to their private data was done in accordance with the BOCOC’s privacy rules which are in harmony with the National Ethics Committee and EU’s GDPR regulations. The participants are adult sarcoma patients of any histological subtype with a minimum a month post-surgery. Patients who are not currently under treatments were the desirable choice, however it was understood this might not always be possible due to the nature of this type of cancer and the limited number of patients. This was decided to allow enough time to recuperate and heal while minimizing physical pain and discomfort as much as possible for results validity.  [2:  Access to the hospital’s database is authorized for my research position through the Medical School of the University of Cyprus under the supervision of Dr Anastasia Constantinidou]  [3:  The informed consents approved by the Cyprus National Bioethics Committee in Greek and English are attached at the end of the thesis.] 

The data were collected through observations, participant observations, field notes, a demographic form, and open-ended, unstructured, in-depth face-to-face interviews. For the purposes of this study all discussion sessions will be referred to as interviews, however the participants were not being asked specific questions only those that naturally occurred during their own narration. The participants were allowed a lot of freedom in the beginning of all sessions and the communications were left organically to unfold to get to the issues. All participants were interviewed at least once. A total of 13 interviews, 6 initial and 7 patient follow-ups, were conducted, excluding unscheduled meetings within the hospital, some patients had more than one follow-up. Only one had one initial. When a family member was available, patient and family member generally joined the discussion at the same time, but at least one interview with the participant alone was conducted. The interviews were conducted in the participants’ familiar setting and always within hospital buildings.




Not a one-size-fits-all

If another researcher is planning to do an ethnography in a healthcare sector, particularly in hospital grounds I could provide suggestions but not a clear answer. Attempting to waltz between hospital departments in such a way that one does not reveal or disturb private information, keep a very delicate balance between urgent appointments, perhaps a too-well-meaning family, a fragile terminal patient, a constantly changing hospital schedule and oneself, is an endeavour on its own. Adding the crucial part of private data, I felt like a secret agent on a mission without any gadgets (Rashid et al., 2015).
Each cancer patient nowadays is receiving treatment tailored to their specific needs, for example a sarcoma patient will have an initial investigative diagnostic imaging, then proceed to have a biopsy to determine the specific type of cancer and afterwards might request specialized panels of gene samples to determine what the patient is predetermined to and choose the drugs the cancer will respond to. What has recently been introduced in medicine curriculum as  precision-medicine, reviews an evolution of systemic therapies in sarcomas, through new clinical trials, new chemotherapy drugs, immunotherapy. Many histological subtypes are resistant to the existing drugs. A multidisciplinary management is a mandate in sarcomas.(Dadia and Grimer, 2007, Constantinidou et al., 2013, Friedman et al., 2015) In the same way end-of-life decisions should be based on each individual’s circumstances, psychological and physical support network, cognitive abilities or other (Tang et al., 2016).

Rationale and Rationality

Currently there is no database for sarcoma patients in Cyprus. The aim of the project is to study sarcoma patients in the Cypriot population. The purpose is exploratory, to ascertain how a sarcoma diagnosis affects the Cypriot patients in all aspects of their lives, including the physical, social, and emotional and disclose these findings as further knowledge of this rare disease on the island and globally. An additional aim is to join and invoke further discussion on the QoL of people living with this rare disease in Cyprus. This documentation intends to map this vaguely known territory while describing the social structure behind these experiences and chart the pulse of this group. Discussion on the results of the study is expected to point to the social footprint of sarcoma cases in Cyprus.

Rationale synopsis for the subject is in the following points: 
• A documentation which will be implemented for the first time in Cyprus, of the lives of a group of people living with this rare cancer named sarcoma,
• Invoke further discussion on the QoL of people living with this rare disease in Cyprus. 
• Presentation of the results obtained through participant observation by presenting my own experience while researching these people.
• Reflect on my own personal connection when analyzing any findings.
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Photo 2 - Reception at BOCOC’s Daycare Center 2021



The design of research rigour 

The interviews began with casual salutation followed by explaining to the participants why we were meeting and generally what was expected out of that conversation, to share their illness-related experiences, from which I welcomed any forth-giving stories. Questions for clarification and further development were prepared on my side, aiming to achieve research rigour to a trustworthy understanding of the experience described and used when the participant drew on a particular focus. Each interview ranged approximately from 30 minutes to an hour in length. 
My field notes on the sarcoma patients were kept in a thick spiral bound notebook with sections, but I followed no logic in sequence, there was no beginning, middle and end, only sections to which I kept adding observations and my thoughts; the majority of which were questions and arrows. Transcribed with coded names, thoughts and feelings that dropped like missiles from above into a dark gray and thick atmosphere. Thoughts and feelings from me, thoughts and feelings and body language I witnessed during the meetings with the patients. Note-keeping of thinking and decision plans made throughout research enhances credibility and transparency (Houghton et al., 2013). Endless questions in that striped diary. The more I read about how to stay objective, the more confused I became. Later, I focused on the abundant of means to plan the research around the fieldwork, the possible unique angles, and narratives (Atkinson, 1992). I contemplate somewhere in my thoughts, no one else has done this exact fieldwork before, just like any other researcher contemplating the field opposite the premise, no one else stood at this specific place in this specific time with my specific questions so I must trust my own researching instincts. I must let go of the anthropologists on paper and be my own anthropologist in present time. That the fieldnotes and subject make sense when I bring about significance from my personal sociological interests to them. (Atkinson 1992, p.454). My researcher’s identity at one point could accurately be put as constantly cruising through the corridors of the hospital, alternating routine, contemplating on the developed social relationships within (Rabinow, 1996, Darawsheh, 2014). 



The origins of my research
A fundamental part before the hypothesis of this study is my story. Modern anthropology does not distance the story from the storyteller, on the contrary it recognizes the beginning of understanding, the concerns of the researcher (Webster, 1983). My story informs about my connection to the medical community wherein I encountered this rare cancer group of patients. Reflecting on the beginning on my journey and the birth of the desire to study the experiences of people with cancer, provides the background to the cause story. This research is emotionally coloured on both sides, equally by the researcher and the participants,  primarily because experiences are the memories of the emotions, they draw out (Handwerker, 2001). points to the field by beginning from something you are passionate about  (2001). Connections between personal stories and research traditions are conceptually interpreted through the voices portrayed in writing by the researcher (Anderson et al., 2016). Ingold delivers a vigorous probe into the specific phraseology of ethnographic, he highlights the importance of distinction between the use of the right words. The anthropologist will communicate according to his thoughts, as truly as he is inside as well as outside towards the world and his sense of dwelling (Ingold, 2008).  Being an anthropologist is not only doing an ethnographic study on a device with lifeless data. Quite the opposite, an anthropological study, this one as I found out, is deeply idiosyncratic, is born from the experiences of the researcher and marries science. 
Recently I marked my seventh year working within the environment of oncology. A Cypriot woman, highly empathetic as I am often told, not quite the traditional Cypriot, but enjoyed a childhood overflowing with grandparents either observing or discussing traditions, and oddly parents who even though themselves were never custom and culture followers they as well enjoyed telling stories and still do to this day, of how their grandparents did ‘this and that’ and how things were done in the old times on the island. I ascribe this laconic portrayal of myself partly to my generation of social media and global interconnectivity. Some young people of the technology generation adopt behaviours and colloquial speech from pop culture early on not just their own local culture, fashioned after famous movies, games and the social media universe. When I traveled to London to attend University, my father’s alumni as it happens, I was eighteen, already fluent in the language, excited and highly impressionable. As expected, I immediately embraced the big city and blended in as if I had lived there my whole life. The close-knit communities in a small island became overbearing for the shy-introverted character I was. 
I discovered this world unexpectantly, lest someone makes a conscious choice to pursue a medical career in oncology, any other introduction to the subject will most likely be at the very least unpleasant. The first time I set foot in this building, the moment permanently edged in my memory dictated my future steps. That memory might be as vivid today, but it carries a different insight now. It was one of those profound moments that force transformations on people’s lives and drive for the unknown. Leading up to the moment of my mother’s diagnosis there were some difficult, disheartening personal years. So, when that incident happened, priorities turned clear. It was a time, a season of intense re-evaluation of the self, my community ties, relationships, and potential change of career. Typically, the researcher must keep a distance from the emotional aspect of the project. In this case however, experiences both mine and the patients’, are necessary and a core part of the objective. Just like Bergman suggests, the objective in this case is to use the researcher’s own emotions as a tool (Bergman Blix, 2009). 
[image: A group of women taking a selfie

Description automatically generated]
Photo 3 -  My sister, my mother and I at a musical event hosted by Europa Donna at the Presidential Palace November 2016
The storytelling in the science
It becomes quite noticeable after spending some time with terminal patients and those living with a terminal diagnosis; these are conversations that differ from other conversations we as social beings are routinely accustomed. These are deeper, autobiographical, full of emotion and detail, and sometimes mixed in timeline. “people heard cancer stories before, but they did not hear my story”, Ansel one of the participants said to me while giving an eager animated gesture, that described his usual demeanor. They each want to give testimonies of the events they lived through. To narrate their own experience through passing through this life (Webster, 1983).
Even introvertive types, or those to whom talk does not come easy, happens a point they choose to talk to somebody, to tell their story. The patients came from different upbringings and backgrounds and seemingly different traits, some outgoing, others more, timid. Our spoken memories make up for the collective of our lived experiences and is the evidence that separates us from all other living organisms. People tell their stories and need to hear the stories of others not because they are sentimental of the past but hopeful for the future (Webster, 1983, Maggio, 2014).
The Churchills explain narration as the forward movement of describing events that makes possible the backward action of self-understanding (Churchill and Churchill, 1982, Dikomitis, 2016).   Social anthropologists rely on human stories. Stories are the science; the field is the lab while the scientist is also participating. The value of life stories is being recognised increasingly by physicians, nurses, and other practitioners. Narrating life stories acts therapeutic psychologically, it most likely will require memory trips to happier and significant times, solidifies one’s existence through life which might offer lessons taught to the ones being left behind (Price, 1995). The important here though is that these stories are freely selected and offered as most individuals have had unhappy or perhaps traumatic experiences as well.



Patient narratives and stories
These extracts are parts of larger narrations of the participants and not the full stories but will serve as an instructive guide and encapsulate with the meaning intact. [image: ]
Photo 4 Ground Floor of BOCOC’s outpatient waiting area

Sammy
This was the fourth time I saw him. I greeted him in the ward while he was in a chemotherapy session the day before and asked him if he would be willing to talk. This highly outgoing young man wanted to talk to me right then and there. I suggested we meet the day after, as I preferred his chemo session be finished so he could be more comfortable, and I sought this time to meet him alone. 
The following day and 15 minutes earlier than our scheduled time I spotted him crossing through the daycare department. He waved and told me he is not working right now so, “I hope you don’t mind I arrived earlier” and smiled the way a child smiles when they know they are in your graces. I said I was discussing with a friend the evening before about how the year has nearly come into a close; and we kept a few mental notes of what has happened this year. Our successes, failures… I saw you about four months ago. So, what has changed since the last time I saw you, I asked. 
Sammy said nothing has changed since the last time. When I asked to explain he said: “I see this as a race training, as a preparation to compete. I have my mind set to endure this until its finished and my mindset has not changed.” The young man’s passion about bodybuilding monopolized the conversation. His passion if not anything else got me curious about this, so he happily narrated the entire bodybuilding background to me. I asked how his family and friends were handling all of this to which he reflected on the ways relationships changed after the first shock. Many friends and family reached out to help upon hearing the news. 
	Me: How are your family and friends handling all this?
S: Relationships changed after the first shock. Many friends and family reached  out to help upon learning the news. However, my close relationships have been strengthened.   Several of my close friends came even closer and have been there for me through the chemotherapies.	
My first encounters with this incredibly disciplined 24-year-old man left me facing my own attitude towards life. 
Akison
Akison, came to see me after I called him and asked if he would like to meet me after his next treatment on a Monday. This was our second and longest conversation, about an hour long. I welcomed him and began explaining why I called to see him, but he stopped me then just casually ignored the little I had managed to utter. He just really wanted to speak to someone who thought could understand and would not judge or pamper him. I said it has been a couple of months since I last saw you and asked how things have been since. 
A very extreme personality, very sensitive, very judgmental himself. “Cannot fit in, everywhere”, as he puts it himself. Gets upset rather quickly at people, and then regrets it. 
A: You know it’s 365 days of the same…not working, not able to…, you see the leg does not respond to my wishes.
Me: You could try other things you know to fill your time; I could give you some ideas if you are interested…
A: I don’t think so, I am a very particular type of introvert. A very extreme personality, very sensitive, very judgmental of myself. I can’t just fit in, anywhere. I get upset very very easy at people, and then I sort of, regret it… I have difficulty around people. I am weird like that and the opposite of what other people experience in many things. One recent example is when my doctor told me that this chemotherapy would most likely cause some memory loss. But unfortunately, I remember everything. (Laughs)
“I mean, there was this girl I liked, who I happened to be grouped together for a work trip. I was so stressed about it,  I kept thinking to myself, don’t say anything stupid, don’t say anything stupid…and then I did”…See?
			
This troubled young patient stressed several times throughout our encounters how much he relies on God. He specifically believes that after some disappointments with previous doctors who didn’t really know their way around his rare type of cancer, he must have been incredibly lucky to have a specialist take over his care in his town who trained and worked at the same hospital in London where he was operated on. 
A: This must be from God you know…It’s a sign not to give up. It’s some sign. She suggested (the oncologist), that the best way to proceed right now given my situation is chemotherapy and I have complete trust in her. But you know I get stuck in my head, psychology is everything.

Petros
Petros is an unfortunate 40-year-old man with a rare subtype of this rare disease and to add to his tragedy, the histopathologist had misdiagnosed it and sent him to the surgeon with the wrong result. The surgeon operating with the wrong results, unaware of the malignancy attempted to remove a tumour that should not have been removed only to cause further damage and spread. Heartbroken yet keeping on the bravest face he could he was narrating his misfortunes, as he called them, to me and this doctor. 
	P: Rare things keep happening to me and I feel weird about it! 
Me: Really, in what ways? How are these rare things affecting you?
P: I have limited my social activities because of fear; that I may have to discontinue my treatment due to an infection. I am meeting up less with friends because of hair loss and risk of infection. There is this prejudice of what children know and understand. There were incidences in my children’s school where other children asked them: “why does your dad have no hair? Is he ill?” The hair loss keeps me from going to church in the village. If I go, I wear a hat or try to visit other churches. There is no other way to go to church. 
Me: Can you tell me more about that? 
P:  My house is always open to everyone in the village. It’s difficult but all the family is there for me. Especially financially now that I can’t work. Actually, it’s not that I can’t, it’s only fatigue and fear of infection while I’m under treatment. That’s the reason. 
P: I prefer to fight with my wife than let it out on my children. It’s bad enough they see their dad ill, they shouldn’t have to see me angry as well. She can take it. She is strong. 
After that moment, his wife rejoined us in his room, after she went for a short coffee run and talk to the nurse. He then looked at her apologetically and she reciprocated with a warm smile. She turned to me and they both revisited an incident when he was very angry with a mushroom thief repeatedly stealing from his land and how he regretted the way he spoke to him. I chimed in with an incident I also regretted it how I handled some years back. Even though the hour was running quite late into early evening and while I could understand they did not want me to go, I thanked them for their time and wished them the best. The wife pleaded with me to stay a little longer, so that their time in the hospital is spent more pleasantly. My knees felt very weak in that moment. I nodded with a forced smile as a twitch reaction to being flooded with emotion. (Field Notes 30/01/2020).




Ansel

Ansel is an upbeat 37-year-old who has been coming to the Centre close to four years now. When I called to ask him if he would stay after his treatment to talk for this study, he immediately accepted without letting me finish my sentence. About two minutes after his treatment was done, he came up with his delightful wife accompanying him. They both greeted me with wide smiles said our new year’s wishes and she pulled out her earphones and mobile phone and casually sat down at the waiting area. 

	Me: Thanks for sticking around today. So how have you been?
A: Sure, my pleasure. I am doing great actually.
Me: So how long has it been now?
A: Close to four years now.
Me: How time flies, six years for me.
A: Now that is long, I don’t know how you people do this, working in this environment daily…[pause]…I commend you…(This exact comment has been mentioned by other participants as well as non-participants)
Me: Well, you must know that there is a degree of familiarity and routine, which nobody denies, but at the end of the day it is quite special and rewarding…but let’s not waste time. You know I’d like to hear your story any story for that matter. 
A: I will tell you what it is. In the beginning I was afraid to use the word cancer. I was staring down two paths. Everything was intense and blurry at the same time in the beginning. It was what you would expect the shock, fear, anger...but then everything became clear. This thing will not do what it wants., I got three children, so I got angry with this thing and I just spoke to my body, and I told this thing that you will not win. I will live on my terms. You know it’s these children that helped me make this decision. If you take away the fact of the huge problems getting the initial diagnosis from the pathology labs and lack of specialized surgery, you see we are the minority in cancer incidence, then you can I’m lucky in my calamity. I have a good life in Cyprus after that. My life is good. Cypriots are very compassionate and understanding. My employers, friends, community, I can’t complain. 

Prague
37-year-old romantic Prague, got his pseudonym because of the city he wants to propose to his future wife, has a very colourful personality. He waited to meet me with his nice sunglasses still on, while in the building and a witty smile. 

Me: Hi Prague! How are you doing today? I am sorry I am a bit late today; it has been a rather unlucky day for me. I broke my phone you see and then everything followed. Shall we go sit?
P: No problem. It’s the opposite. It’s when things go like that, that’s when should buy a lottery ticket!
Me: You think?
P: Absolutely! Look at what happened to me! I am a better version!
Me: That’s great! Tell me more about this.
P: You see, before this I did not really believe in God. I believed there was some higher power; that’s it. Coincidentally shortly before my diagnosis I started dabbling with religion and started reading. I found a priest who would be my confessional person, my confidant. 
Me: How do you experience this disease?
P: I need to tell you about the diagnosis. That is half the story. When I first found out I took the car for a ride to clear my head. It was like time had stopped; my head stopped. When I came to, I turned to religion with absolute certainty. I knew at that point this is who I was. 
Me: What about your friends?
P: They took cues from me. Everybody did. At first, they did not know how to behave with me. But when I was ok, they responded the same. They told me that I gave them strength instead of them supporting me. But all my strength I got from God, honestly. I have never been this determined. I decided to visit Mount Athos[footnoteRef:4] to deal with the news and my emotional and spiritual state.  [4:  Mount Athos, also called holy mountain, ‘Ayion Oros’, which is the Greek name, is a mountain and peninsula in North-eastern Greece, an important center of Greek-Orthodox monasticism. No women are allowed on the peninsula, semiautonomous from the state and inhabited only by Greek orthodox male monks. A designated UNESCO World heritage site as of 1988 and guaranteed by the Greek institution, www.Brittanica.com] 



Meikken

Meikken is a young Turkish-Cypriot woman though she does not speak Greek and her English is somewhat limited. She was asked through her translator-friend after her doctor’s follow up if she would be interested to participate and she was very excited to do so. She gave a wide smile and nodded reassuringly up and down a few times. 
This was one of the shortest conversations I had with participants and I wondered whether she should be included in the study but eventually, I decided that in that half hour she provided important information which confirms the study’s route and objectives. 
The following day I ran into her translator who reiterated her emotional struggles. The translator, a familiar face in the hospital for several years, is helping with patients whose first language is not Greek and this is more than a part time thing for her. She is truly caring and invested in all these patients’ well-being. She knows Meikken personally and occasionally will provide friendly advice and guidance. I greeted her in the lobby the following noon and asked Meikken was doing. She had asked for an urgent appointment relating to sudden back pains even though her doctor told her this is most likely not related to her disease. Even So, she was intensely anxious, so she came in, had her examination, and then talked to me. Neda, the translator told me she broke down in tears and cried for a good while after she got the good news about a new clean scan. “I don’t feel like other girls”,  was the first thing she told me. 

“People are nice or try to be nice, but they don’t really understand how we feel living with this thing. They are afraid of this word – cancer - and they just don’t understand.”

This would be the last time I would see Meikken and that concerned me because I saw her eyes at times making contact and then looking through the wall when the translator spoke. I was certain that as she was voluntarily giving up her time to be here with a translator, she had more things to say. I contemplated on Meikken’s participation on a different scale; if the translation from Neda paired with the body language cues, I observed. These types of questions, employing reflexivity was a constant tool after every conversation to be aware of my analysis process as a researcher (Darawsheh, 2014).

ANALYSIS

My full of confidence estimations ahead of preparing for this study proved to some extent wrong. I had invested in my experience and the many years I work in this hospital. It never gets easier I believe, only the routine breeds a type of fragile ordinariness, which is very likely to collapse if you spent time and get to know the patients. One of the young participants had rapid disease progression and by the time I could complete this study he had been close to the end. He was struggling in the ward, both physically and mentally and as I was going through a health issue myself, I became gradually more sensitive. I constantly battled throughout with what I decided beforehand not to do, scrutinize how I keep in check my objectivity. Then I am certain that being reflexive is also asking for opinions. I had discussed the patients under many guises like many other times with other members of the staff who were already involved in their care, nurses, a friend oncologist in training and my supervisor. I asked my friend if there is something that you get taught in medical school for these emotional situations. Her answer was negative. Only up to a certain degree, up to a certain decision then all it is left is a person’s own emotional disposition to handle it (Houghton et al., 2013, Agar and Hobbs, 1982, Roulston, 2014).
The outcome as it becomes evident by a dive in the applicable literature, both published and newly produced in my notes from the hospital, where the narrative develops the hypothesis  (Agar and Hobbs, 1982), in that the stories presented these individual’s connection to spirituality and ultimately unpreparedness to face death at the face of a terminal diagnosis.  

Attitudes, the diagnosis and the acceptance of death

Yun et al’s (2004) study describes the change in the last three to four decades from physicians disclosing the diagnosis to their patients. This ethical shift could be partly justified in the advances of palliative care. The critical discovery here was that Yun’s study showed that 96.1% of the patients wanted disclosure of their terminal illness against a 76.9% of the families. Additionally, patients rather than family preferred the doctor to be the one to do the diagnosis disclosure soon after. 
New policies of end-of-life care and patient-choice brought to light several unaddressed needs such as perpetuating taboos around the issue of death from a terminal illness, a need to raise awareness as well as discussion for people to mellow on the subject and talk about their personal wishes  (Ipsos, 2011). Three decades ago, Walter investigated whether death was a taboo with English sociology and saw something of an evidence in the absence of any research material. He reviews Gorer’s much criticized explanation of the media’s pornographic, romanticized, and depersonalized portrayal of death; then Douglas Davies’s research into cremation revealing an important number of people surveyed with a positive attitude towards discussing death at home, among others. Later observes discord between the theological, the public health and the psychological societal structure. Walter proceeds to find big holes in the issue, that death is surely problematic for the modern man but not at all for the modern culture (Walter, 1991).
Western culture has introduced the acceptance and embrace of knowing a person’s estimated last days, one which many chose to get their lives in order, revisit their wills, make amends if they do so choose to, say goodbye. Many plan goodbye parties for their friends and loved ones. However western culture in not all inclusive. Good provision of care from the state and the physician starts from understanding and considering the recipient. An honest exchange between physician and patient for example will allow for the best customized care as it will be based on the patient’s wishes. That is assuming the patient is in a mental, physical, psychological state to state to accept the terminal diagnosis, not excluding the support of the members of the family. Problems include insufficient knowledge on how to handle palliative care patients and communications based on culture. Humans experience and deal with death differently around the world. This is where religion joins the conversation (Givler et al., 2021, Giezendanner et al., 2017, Varisco, 2011) 

Religion 

In every human society there is a conception and behaviour around the elucidation of death which anthropologists see in and as religion (Varisco, 2011). Cypriots in general are a Mediterranean warm and sunny culture, very often described by foreigners as ‘loud’, glad to express themselves freely and frequently. What is more the small island is clearly indicative of behaviour and norms that apply to a small community. A religious nation whose collective identity was shaped by its history. I will not go as far back as the Romans, the crucifixion of Jesus, Jerusalem the role of nearby Cyprus but to a rather recent story about religion and the island. An important era that shaped religiousness was how the English rule of the island 1878 -1960 came to an end. Quite simply the fact that the end of the British rule, which is outlined by the independence of Cyprus, will find the Archbishop of the Church of Cyprus at the top of the Cypriot state as the first President of the Republic of Cyprus and particularly as Ethnarch, from the word Ethnos which means Nation, the first Governor and Leader of Cyprus. Noteworthy is that he won with a 66.8% of the public vote, while the voter turnout was an impressive 91.2% (Nohlen and Sto\ver, 2010). Thus, herein lies the issue of the Church in the contemporary history of Cyprus. The question is primarily as to the reasons why the Church emerged during the British occupation as an exclusive National Authority of the Cypriots, that is, as a unique source of national and political inspiration and therefore as the sole authority to legitimize the national liberation action of the Cypriots (Anagnostopoulou, 1998). Cypriots observe Orthodox Christianism a highly symbolic religion. Beginning from the ceremony of baptism they are members and tied with the Orthodox Church (Shibru, 2019). Notwithstanding, the level of faith of each person is their own and personal. Shaped by their environment, struggles, experiences, and support system. [image: A large white building with columns
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Photo 5 Agios Demetrios church adjacent to BOCOC, www.bigcyprus.com.cy
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Photo 6 – Members of the Agios Demetrios church ‘Diakonia Agapis’, translated the ‘ministry of love’ church group on their weekly rounds of food supplying to the patients and visitors at the neighbouring hospitals Arch. Makarios and BOCOC, www.agiosdemetrioschurch.org. 
The god of Medicine and the God of religion
For the benefit of the argument here, if these Gods exist, could they also be reconciled? They both teach healing is benevolent. One is tangible and the other emotional yet both necessary parts of any modern culture. Orthodox Christians, like the essence of all Christian denominations believe and hope in miracles by prayer, the healing of the body and in the resurrection afterlife although it must be emphasized that interpretations vary, and that belief and faith are quite subjective from one person to the next. This is also confirmed from my experience and the participant conversations. Christian conviction of death on the human body begins at Genesis (Meyer, 2009) at the fall of man, the fall into a mortal life, one in whom they first become aware of their nakedness of the physical body’s weaknesses, experiencing physical pain, feebleness and gradual decline towards the eventual end. It says in Genesis that Adam and Eve’s eyes were opened to their nakedness, in the sense that Adam and Eve were clothed in God’s glory but when they sinned that glory was removed, and they became naked. However, Satan would be defeated through the blood shed on the cross and all sins would be paid for, thus earning eternal life.  The promise that he is the strength of those who diligently seek him, of the weak is the foundation of all Christian denominations (Meyer, 2009, Frankel, 1986, Eves, 2010)
  
Healing scriptures
The bible contains a multitude of references to believers for healing. There is immense comfort in religion before anything else (Pilch, 2000). Whatever the nature of the burden one carries, whether mental, physical, or emotional just reading through the many healing promises will make most feel better at least temporarily. To illustrate the point an important summation: 
“I am the Lord that heals you” (Exodus 15:23); “I will take sickness away from the midst of you and the number of your days I will fulfill”;  (Exodus. 23: 25, 26); ”I will not put any of the diseases you are afraid of on you, but I will take all sickness away from you” (Deuteronomy. 7:15); “It will be well with you and your days shall be multiplied and prolonged as the days of heaven upon the earth” (Deuteronomy, 11:9,21); “I have redeemed you from every sickness and every plague” (Deuteronomy, 28:61 and Galatians. 3:13); “As your days, so shall your strength be” (Deuteronomy. 33:25);  “I have healed you and brought up your soul from the grave”; “I have kept you alive from going down into the pit” (Psalms. 30:1, 2); “I will strengthen you upon the bed of languishing’ I will turn all your bed in your sickness” (Psalms. 41:3); “I am the health of your countenance and your God” (Psalms.43: 5); “Trusting Me brings health to your navel and marrow to your bones” (Proverbs. 3:8); “If you’re sick you need a physician, I am the Lord your physician”.  Matthew. 9:12 & Exodus. 15:26) (Meyer, 2009).

Hence, it has been argued and demonstrated by anthropological studies that religion and illness are inextricably intertwined within any culture even if not intended originally by either. Simply because they both have, the same goal albeit quite different ways to get there. The end-result ultimately remains the same. Human scientists and religious humans both desire to rid off disease from their bodies and from the bodies of their loved ones. 
The problem starts with the title of both, how does one compare religion and science and be expected to be taken seriously? For one a lot of academics would bypass even reading such the article just by the title without culpability in their fields. In time the reports would be taking too much space in libraries and in journals not to be noticed as Levin points out and the too incompatible subjects would be able to sit together on a respected article title peacefully (Levin, 1994). So, there was validity in science and romance towards religion from another cultural group but not yet clear correlation between the two either negative or positive, then 130 years ago studies such as Durkheim’s established the bond in between the two and several were to follow. In reference to an obvious point, social scientists shunned religious effects from any academia for the better part of this century, 
The hindering thinking of Durkheim’s followers was since they pass judgement on religion, then religion must not have any impact on people. Then again to propose and test a supposition you do not have to believe it yourself (Stark et al., 1983).
Townsend et al’s (2002) review of clinical trials examining the effects of religion on health concluded that indeed participating in religion is beneficial for both physical and mental health. More Than 75% of patients want their physician to address religious matters and pray with them. Because patients assign so much value on religion, perhaps religion should be included in healthcare planning. The review summarizes that Christian  intercessory prayer seems  to  improve  chances of inpatients  in emergency admissions and could positively impact survival in children with leukemia. Islamic-based psychotherapy could have positive results from anything to shorter recovery times,  anxiety or depression  in  Muslims. Any type of religion practice may also have a positive impact on mortality rates, the immune system, depression levels and suicide rate. 

Peteet and Balboni (2013:280) present: “A 45-year-old mother newly diagnosed with breast cancer had difﬁculty praying and wondered if God was trying to punish her or teach her a lesson. After a year of treatment for ovarian cancer, a 60-year-old woman found that practicing mindfulness made her more appreciative of each day.”  Challenges according to Peteet remain how to measure spirituality in a way that allows for clinicians and researchers to incorporate its complex nature into oncological patient care. Religion and spirituality can also inﬂuence the medical decisions of patients with cancer. A study of 100 patients with lung cancer, 75 patients and their caregivers cited religious faith as the second most important factor inﬂuencing treatment decisions, after oncologist recommendations and even oncology staff who identify as spiritual indicated a lower rate of burnout and fatigue (Peteet and Balboni, 2013, White and Verhoef, 2006)

Terminal illness might have differences in management and engagements in spirituality or religiousness than another illness, however. One of the limitations is the varying levels of spirituality among patients. Another is a significant number of physicians that question during end-of-life care of providing a sense of false hope. Daugherty’s study results suggest many patients can have at the same time  equally realistic expectations and hope in broader sense (Daugherty et al., 2005).

DISCUSSION 

Not all diseases, not all cancers are the same. A clear example for the argument is the Qol of breast cancer patients is captured as much higher than sarcoma patients. The difference is so big in this group that concept issues of the sarcoma patients’ Qol are not yet in consideration these are still being collected under various studies (McDonough et al., 2019)
From the outset all the participants took up the invitation for participation unhesitatingly and without being entirely interested at first to learn what the study was about. In at least three of them I had to ask, “Don’t you want to know what the study is about?” To which they casually responded: “Sure, you will tell me when me meet” or a close variation. An attitude together with an excited tone of voice, indicating an obvious desire to talk, regardless of the context. Not a random conversation however, but a talk with someone who they believe understands what they have, what they are going through and who is not a loved one or member of their family (Churchill and Churchill, 1982).
There are certain circumstances when people “opening up” and revealing candidly their inner thoughts and emotions to you makes a vast difference. Deciphering information for health-related decision-making is one of them. Quantitative methods including standardised questionnaires can yield all the necessary, familiar results about culture. Still, those needs associated to the individual, needs specific and unique to the patient, remain hidden and therein lies the need to look deeper. Talking to people, can have other benefits. Aside from in-depth information a true connection may form, no matter how that connection happens. Interpreting culture into comprehensive meaning and theories requires close observation and participation by the researcher to local practices, social interactions, and shared meanings. This means spending time with people to understand them on their own terms, they observe how social actors make sense of and inhabit their environments. The researcher observes what individuals do, the symbols and meanings they value and share, and the beliefs, speech patterns, rationalities, and frameworks that resonate in certain groups and places  (Eliasoph and Lichterman, 2003).  Over the years, constructing social theory from ethnographic fieldwork has emerged as a powerful approach to recording and interpreting lived experiences and contested social worlds, incorporating both critical reflection and reflexivity (Rubinstein, 1991). In social science and medicine, we have seen a compelling body of work using ethnography and participant observation to analyze hospital care (Van der Geest and Finkler, 2004) as well as ethnographies and case studies to advice medical and public health language and structured interviews to better comprehend doctors’ methods and other healthcare practitioners, of patients, immunization, drug use and medical technology (Harper, 2007)
Medical anthropology in that event is interpreted by the society for Medical Anthropology as a discipline concerned with the public health culture, bio-scientific epidemiology, social construction of knowledge, politics of science as scientific discovery and hypothesis testing, partial to various theoretical approaches. On the forefront of medical anthropology is the mutual interaction between humans’ societies, cultural norms and the environment are affecting one another (Panter-Brick and Eggerman, 2018). 

Ethics and circumstances

Morris describes a biocultural model which acknowledges of how the experiences of illness continue to change. Treading through the postmodern illness, still mapping the human-genome-project, the human DNA, is just beginning to take small steps in biotechnology whilst measuring the percentage of genetic and non-genetic (Morris, 1998).

The choice of words by the participants is very similar often converges. For example, they avoided the use of the word cancer as much as they could. Most of them preferred to address it as “this thing that I have”.  

The words of Rose L. Coser  (1962:4) are befitting to describe the isolation in the self that patient feels, no matter the willingness and care of family, friends: “While the patient lies in his bed in the ward, the outside world recedes from view. Through the windows, if any appear within his range of vision, he can only see the roofs of surrounding buildings, all part of the same hospital. . .  Even his relatives drifting in at 1 p.m., may come to seem ‘strangers,’ divorced from the main problem that faces him now: the problem of cure. Family and friends belong to past or future; and wear an air of unreality”.

In the pursuit for other connections between the diagnosis, the narrative and the illness, the reality in this case we will easily find more reasoning  (Farmer and Good, 1991, Amarasingham, 1980). The physician is asked to translate the science and protocols and build a semantic yet simple bridge while negotiating any other soothing non-scientific liturgy or ritual that can be allowed in the treatment. These can be religious practices, hobbies, or superstitions (Kleinman et al., 1978). The physician who in this case in an oncologist might not always be able to do this. That bridge between science and culture is much wider and complex  (Kleinman, 1980). Bryant and Knight (2019: 5-6) contrast two approaches to society, the diachronic and the synchronic. Its Boas versus Malinowski. The observation of present active societal changes versus the role of the anthropologist and the societal institutions. Malinowski’s unwritten societal rules are the responsibility of the ethnographer to collect and interpret, because the only one who can perform a social experiment on a considerable scale is the ethnologist in the field who researches diverse types of civilization in various environments (Malinowski, 1922). I would make a case for the applicability of either approach in end-of-life stories especially if there is a case to be argued for anthropocentrism. The investigation into the culturally different, anthropology and ethnology, are thus intimately linked in the science of anthropos. (Trickovic, 1991:70) 
Could end-of-life discussions be described as positively anthropocentric, within the accepted anthropological definition? (Journal notes 20/09/20) Anthropocentrism from the Greek words ‘anthropos’,  the man  and ‘centrikos’, central,  is defined as the hierarchical understanding of the human needs  above the needs of nature exclusively for its valuable value. Ingold rejects this approach by developing his analysis from the nature of nature, the livelihood of humans by foraging of the environment the optimal forager and the economic man (Kopnina, 2012, Ingold, 2000).  (Monsó and Osuna-Mascaró, 2020) develop an interesting position relating to the argument by investigating the concept of death in animals and using that to analyze the perception in humans. They explains what and who experiences the concept of death and how psychologists use it to examine the mental growth of children. The understanding is found in the unique meaning that humans attach to death, intrinsically tied with the fate of our loved ones. Hence the psychological dread and wonder of death. (Grear, 2015) makes her legal case of humans in ‘anthropocene humanity’, which translated in Greek one might argue grammatically redundant, but etiologically that since man, the ‘anthropos’, so principally essential to life on the planet thus the term ‘anthropocene’ and a deep dive into the definition of anthropos by revisiting Cartesianism (Jung, 2002) and Descartes (Clarke, 1984) it must be apparent to this point that the anthropos is ‘anthropocentric’ only without existential implications and to nature by default (Grear, 2015).

The first time I read about death in anthropology was from Emile Durkheim. Durkheim was heavily involved with the subject of death and equally contributed to it. Mourning is not an impulsive feeling rather a communal soothing ritual to express grief and mourn for the passing of another human being. Most cultures in the world have strong rituals dealing with the end of life, but in the Western world the concepts of death are particularly strong (Robben, 2004). By applying the above information to these rare cancer patients in their own little group are solely crossing the bridge between the narrative, the difficult explanation of their diagnosis with their reality by the only available means. Telling their stories to their oncologist, the hospital staff as even within an oncology hospital they are the rare kind, and this means these people  have no vibrant ribbon cancer societies behind them. No breast cancer month with the pink ribbons and the photoshoots, not many people who did similar treatments to talk with, not many people who survived. They are indeed a group within a group and the covid-19 pandemic year had isolated them in a way nobody foresaw. 
The significance of this ethnographic testimony should be opening the door to investigate the subject of a marginalized group medically and socially by the circumstance of the diagnosis (Savage, 2006). Astonishingly missing from all the conversations was the after-death planning chapters. Every patient avoided the subject with me and with their doctor.  Could desensitization of death help the building of the semantically literal bridge ? (Field notes 04/12/20)

Validity of data

In participant observation the collection of data is filtered through your own mind, the researchers’. This is the reason I must reverse and examine my steps and methods as if I would examine a third person. I set out to look for satisfying answers to the questions: How was the fieldwork planned and conducted? Was it supervised? How were the notes kept? However, these are not second or third hand accounts. These are exactly what ethnographers set out to do. Be the first on the ground, get a look at the social phenomena up close rather than getting unverified accounts. At this juncture is where the strengths appear to balance out the weaknesses (Rashid et al., 2015, Hammersley, 1992). All except one were native Cypriots, who spoke Greek with a Cypriot dialect. The interactions between me and the participants indicated no evident disparity in power position, that is, I was not in charge of their treatment protocols, similarly the interviews were on a voluntary basis. The conversation language was casual and friendly with no titles and pronouns resembling that of friendly interactions (Chen, 2011).

An ethnography as Handwerker succinctly describes starts from one person and the collection of data from that first person. Then we proceed to the next person and so forth and we keep noticing patterns and motifs of analogies but also perhaps intersections or a contradiction here and there. We hope to reach a broader knowledge and learn from what we see during fieldwork and happens to more cultural groups than originally anticipated (Handwerker, 2001).

Despite the fact however, that the statistical power[footnoteRef:5] of this study was cut in half, patterns still emerged even with the limited number of interviews and follow-ups. All the participants mentioned in some degree their faith or religion thus a pattern began to break through the disarray. One reason that supports further this claim according to the anthropology of Christianity, religion identity hints either way of an identity, which could be faith on the one hand, but it also could be a whole other package label, of social orientation. Assigned culturally and traditionally by baptism as a member of the Orthodox Church or self-declared as an adult religion provides a conviction of deeper spirituality than one’s tradition (Shibru, 2019, Robbins, 2014). In this case all participants made their own unprompted personal declaration to me, each to varying degree. [5:  Houser, J., 2007. How many are enough? Statistical power analysis and sample size estimation in clinical research. Journal of Clinical Research Best Practices, 3(3), pp.1-5.] 


Returning to my original hypothesis. Having collected the above evidence by having experienced, participated and analyzed the conversations of these young people living with sarcoma, is there potential for improvement in their Qol that I can identify? 
The short response is yes. Cypriots do not accept a terminal diagnosis lightly. “I’m going to win my race”, said the stage four young Sammy. Understandably most human beings would undeniably struggle with a “death sentence”. However, this is not the matter under consideration here. In comparison with other countries, at least little data available (Thomas et al., 2008, Rietjens et al., 2006). Cypriots do not appear to have ‘death awareness’ as they are less likely to accept palliative care at the first signs it is required, in their majority they are not familiar with the terms, nor willing to talk about end-of-life choices, at least not early. Even though there is an abundance of caliber literature in end-of-life discussions and Qol measurements indeed there sits a big gap in literature of anthropological analysis on the premise. The first study measuring preferences at four European countries, Belgium, the  Netherlands, Italy and  Spain found that apart from the Netherlands doctors were unaware of their patients’ preferences but also the needs of cancer patients differ from the needs of other end-of-life groups (Ko et al., 2013, Sahm et al., 2005).

The argument could be introduced here that increased awareness could perhaps allow patients to say goodbye, enjoy more peace, experience less anxiety. This study is quite limiting to say confidently that the results are representative however it does show a cultural issue worth exploring further. On the other hand, this is not on entirely on the physician’s plate when this is a foreign notion in the Cypriot community. This reminded me of someone I knew died of cancer some years back in his fifties. The reason I mention him will be evident straightaway. He was diagnosed with an aggressive type of cancer and discovered it when it had already metastasized, at stage four. He hid it from everybody he could, until the very last month when it was then impossible to hide. The hiding included his own children, who did not have a chance to say goodbye properly and were found suddenly dealing with a shock. I only found out because I happen to work at the oncology hospital, and he could not hide it from me. About six weeks close to the end, he needed to have an operation and on his doctor’s orders I took a copy of his latest scans in his room for an immediate transfer. He read the report as if he were reading it for the first time. He nearly collapsed. I thought he either did not know of his condition, even though that was impossible, or he was in denial. I spoke with his oncologist later that evening who confirmed he knew very well of his condition. I kept seeing this disheartening story on repeat as if a déjà-vu, with many Cypriot patients refusing to accept a terminal diagnosis. I have also seen British, Australian, and American patients in the same hospital thank the staff wipe their eyes and declare their goodbyes as they will be spending time with family in their last weeks. These are stories I lived within this hospital and deposit them as part of my interpretation and analysis. This divergence observed in memory bits, had faded in the chaos of hospital climate but when the participant observation with the patients ended, that memory ignited along with well-defined questions. The answer is never simple and not a culpability of the individuals but as a Cypriot with knowledge of the local culture I will attempt to present a foundation for the taught culture, the Cypriot life, and habits, passed from one generation to the next, that seem to connect a terminal diagnosis with extreme death anxiety (Keesing, 1965).
At this point therefore, it is notable to describe the burial practice of the Christian Orthodox Church, an experience which deeply affected me and appears to be related. Death rituals help the grieving make sense with the passing of their loved one. Every culture and religion have their own rituals which include burial, burning of ashes, procession of an open casket for people to pay respects, among others (Reimers, 1999, Rebay-Salisbury, 2012).
I was very close to my grandmother; was her first grandchild and she was the first death of a family member or loved one I experienced. Before my grandmother’s death I did not know that this is how we buried the dead in Cyprus. I may had attended a couple of funerals very young, but I had never truly been that close to the hole in the ground where they lower you down before. That is for the relatives. I was the relative this time. After a long church ceremony of which I remember nothing, I was so numb, I cried all the way through, and it was so packed with people because my grandmother was not very old when she passed. She looked beautiful in the casket, the funeral home did a great job making her look as she did, then I blinked and we were standing over the ground, I remember trying to hold my father who was inconsolable not to fall in and I saw it. They lowered her in and opened the lid and shoveled dirt inside the coffin, on top of my loving grandmother’s white sheet, then started burying it all up. I was shaken. Enquired about what was happening, everyone was familiar with the practice and even though they admitted it was ‘disgusting’, they told me that this is what they do to make the body disintegrate faster. I responded, but why, they are dead, do we have a clock on the worms? The Orthodox church might interpret the ‘ashes to ashes and dust to dust’ in a further eco-theological sense, while marching to the grave is the fulfilment of the need to carry the body of the loved one to the resting place (Stewart, 2012). The optics here appear to be hard for the grieving. After all funerals are only for the grieving.

Medical Ethics 

Medical ethics or moral values meaning judgment in practicing medicine used to end at the reciting of the Hippocratic oath. Beyond that it would be “at the physician’s good discretion”. The 20th Century saw groundbreaking medical advances but sadly it was Nazi uncontrolled inhuman experiments revealed at the Nuremberg trial that led to issue of the Nuremberg code, incorporated into law of the Declaration of Geneva to serve as the basis of modern medical ethics. The far evolving and far-reaching technologies urged in turn to review and include specifications in medical ethics and morals. An increasing number of physicians are now more concerned about ethical decisions than before (Mohanti, 2009, Rosner, 1985). End-of-life situations such as end-of-life palliative care choices is one of these new important new ethical decisions. Aging population of the western world is new variable in the formula such as the percentage of the European people over 65 years is expected to jump from 17.1% (84.6 million) to 30.0% (151.5 million) in 50 years. Therefore, older patients diagnosed with cancer will keep multiplying(Giannakouris, 2008, Harper, 2014).  A considerable shift in life expectancy is that 75 years of age in not only attainable by those born into the developed world. As medical breakthroughs in all involved fields: diagnosis, pathology, radiology, pharmacology, biology, molecular diagnostics, the number of diagnoses for cancer increases and when 50 years ago a young patient died and it was only known as cancer, when now we know for example they suffer from sarcoma, what specific type and what combination of drugs respond best to their DNA. Cancer research has yielded results that would have been unthinkable half a century ago. Cancer is not just treated by type and stage but by the genomic profile of the patient and the specific tumour. Many of crippling side effects are successfully managed and many patients can continue their lives fully or at the minimum to some extent while receiving chemotherapy. Meanwhile, there is a new player in the game. Immunotherapy for some patients and cancers is the ideal choice simply put, boosting the immune system, the body’s natural defenses to attack cancer cells (Yancik, 1997, Dizon et al., 2016).  After all of this is accomplished to keep patients alive thus cancer care reaches this point, research simply must not ignore Qol support as a vital element.

End-of-life Choices

End-of-life care is not a novel idea within the medical community, however end-of-life preferences are slowly leaning to modernization. Even though the value is recognized and welcomed by healthcare providers in oncology, clinical research trials, bioethics committees and palliative care worldwide, the end-of-life ‘package’ is still lacking in training and falls behind in requests. Obtaining personal preferences is likely the end-of-life care design of the future (Miccinesi et al., 2012, Baile et al., 1999). Emotional agony at the face of death can be incomprehensible for patients and for the ones they leave behind (Gibson, 1998). Huge efforts made by the American Medical Association to improve the Qol of the dying however it depends on how each patient defines Qol at the end. Important elements of end-of-life, given that the patient was mentally aware focused on funeral plans, search for a feeling of one’s life being complete, stressing over being a burden to others, the ability to help others and pray, make peace with God. With relation to controlling time and place of death a higher religiousness directly affected a higher need of control. Whereas less religious people were less likely to rate control of time and place of death so high (Steinhauser et al., 2000). A high value on spirituality is not therefore a Cypriot description as Steinhauser’s study findings, conclude high importance assigned to spirituality and coming close to God by both patients and their families. The question revolved around acceptance of death not spirituality. 

Terminally ill patients want to be told the truth about their condition. They want to know right away from their doctor, even if family members lean the other way and try to shield the patient from the painful truth (Yun et al., 2004, Miccinesi et al., 2012)Facing one’s own mortality is not an easy feat to put down in a few quotes. Miccinessi’s study revealed how diverse are the patient’s preferences even on the anticipated issues. Sammy never gave up hope, until the very end. However, his mother mourned him with every frustrated call to the hospital, with every desperate midnight email to his oncologist, with every sob at the on-call staff. She mourned with anger, but Sammy remained calm and constrained, he was determined to fight. Death was simply not an option for a terminal illness. How can it be? This is a beloved son, whom she would give her life for if she were asked. One of the ladies from the cleaning crew who has late shifts shook her head coming up the stairs from the other ward. She asked me in utter disbelief: “But he is so young, how is this possible?” 

McNamara’s (2001) study probes into a raw yet rich case of a ‘good death’ in palliative care. She puts the traditional hospice example on trial as the contemporary societal settings call for patient autonomy and choice therefore the hospice care which was previously all-sanctioned is now questionable. Additionally, the palliative care practitioners exhibit an outdated way of thinking because the patient is not a single unit, but a package deal with the survivors he/she will leave behind and cares to tend for their needs after death. Bioethics now tell us that terminal illness has broader social directives entangling issues and others in it as well, a cross-cultural emphasis on the moral code of the dying (Muller, 1994). These are factors previously not considered which involve the ability and will of the dying to take control and how institutional limitations affect the suffering of those dying (McNamara, 2001, McNamara, 2004). The protocols or medical care over the several other religious, psychological, and interpersonal needs pressed doctors in the discussion of change in palliative care over. Despite the well wishes and efforts however the case is that usually the dying patient does not get to have control over the departure. The conundrum of death is cancer patients on the one side want some control over their dying but do not know how to do that as ‘blueprints’ are scarce on the subject (Field, 1996, Higginson, 1993, McIntosh, 1977).
Human beings are not as straightforward as electricity, nor arrive with a manual. Hence, a successful communication about end-of-life decisions is not as common as it should be. The multifactorial complexity of the human nature combined with a unique depth of understanding for each patient for one, sets a difficult tone. One of the reasons is the patient’s unrealistic expectations in terms with their palliative care, another is the emotional involvement of doctor and a clear outline setting the responsibilities for the nursing staff  (Pfeil et al., 2015). Oncologists now believe that the best practice is to be honest about the prognosis with their dying patients. The delivering of the death-sentence, one that military men, service men and police equally dread and often must face in their line of work, few however as often as oncologists. Patients, in turn expect the truth as opposed to the common practice some decades ago, when hiding the truth was the frequent choice. Although, the Qol after the diagnosis may be dependable on a ‘white lie’ occasionally (Kazdaglis et al., 2010, Gordon and Daugherty, 2003). An honest death prognosis is not a straight line to death acceptance. 

Death acceptance

Death acceptance is defined as a calm mindset toward the expiration of human life while being able to grasp a few positive qualities to the situation. One of the questions investigated by Piquart et al (2006) was the impact of cancer on death acceptance. A useful comparison would be that even though both advanced cancer patients and older adults will deal with limited time, the relevant distinction makes the gradual fulfillment of desires and adaptation to death with age. In the case of cancer patients that is taken away. Cohorts of older patients studied in western countries exhibit deeper religious ties than younger patient cohorts, a conviction in a happier next life may induce a greater amount of death acceptance in older ages. Spirituality then is associated with better terms of death acceptance. Psychotherapy studies on patients with advanced cancer, associate death anxiety, with the cancer patients’ awareness and abilities to reflect on their mortality (Tong et al., 2016). All-consuming emotions in patients are changing the ways patients may choose or be unable to decide regarding their palliative care plans. When death is accepted then the end-of-life decisions are reached with more clarity and decisiveness while last moments are savoured more. Therefore, the strategy changes in end-of-life decisions merely by the unbearable fate (Philipp et al., 2019).
 
A 2017 study in New Zealand of 1001 participants collected data from questionnaires regarding the fear of dying. The general areas of the questionnaire topics focused on general concerns about death, spirituality, and patient-related concerns about death. The results showed among others that participants who had strong connections with family also had deep death anxiety.  Those who had strong religious beliefs showed high levels of death anxiety, whereas participants with strong spiritual beliefs showed lower levels of death anxiety. The results were attributed to the specific area in New Zealand and the unique cultural identity of participants (MacLeod et al., 2019).

Qol in medicine and redefining culture

The measuring of the Qol in medicine was initially thought as an appraisal and compliment tool to go along with the survival estimates in oncology and terminally ill patients. Without a cure then the attention is on the patient's opinion on his/her Qol compared to the opinions of medical professionals (Leplege and Hunt, 1997). Qol as explained, a most widely understood popular definition is the ability to enjoy or participate to certain aspects of life to a subjective degree. It is safe to say that disease and culture exist autonomously. Qol on the other hand in neither autonomous from cultural norms nor the individual patient. The shift in health research fields transferred to a shift in anthropological interpretation. Health Qol assessment has become a subfield within a research field and the quality of instruments as well as the validity of its results is more highly valued (Leplege and Hunt, 1997, Bullinger and Quitmann, 2014). Anthropology’s core of existence lies at the pursuit of discovering the differences that make each culture unique, ultimately separating one from another. Afterall with what measure could one pragmatically compare the life of the ‘Bilibim’ or the ‘Etoro’ indigenous people of the Papua New Guinea with the western civilization middle class? The key problem remains with universal standards of measurement that different cultures follow very different concepts about what represents a ‘good life’ (Wilk, 1999). The whole premise of the investigation has to do with the great difficulty of measuring the individuality in the terrifying last moments of someone’s life, comparing cultures while trying to integrate a common measuring basis.




The passing of Sammy

A controversial subject that of faith and religion, human nonetheless forever intertwined with any living society. Spirituality has not been in my mind for about 7 to 8 years now but after meeting these young people I have been pensive about spirituality and this place a lot lately. This is the human nature, and this study has solidified this piece of knowledge that has been hibernating in my mind for some years now. People need to anchor their hope somewhere, if where they secured it, is not providing comfort, then it must be satisfied by a higher force.
Just prior to this thesis came to an end, Sammy passed away. He was the most recent patient of the study at the hospital, whom I met shortly before I decided on my thesis subject and he passed away as he was expected, possibly a few months earlier, due to a rapidly deteriorating condition starting just before Christmas. The family knew, the mother, the staff obviously, and he knew. It was only a matter of a couple of weeks. I asked my colleague, a young doctor who was seeing him as well, how can I feel so devastated when I knew it was going to happen? This was not the first patient I saw dying at 25, nor the second nor the 30th, yet I had not slept well the first week. Our conversations kept replaying in my head and then I when I had enough, I tried to remind myself of how poor the quality of his life was as well as that of his poor mother who had been crying incessantly for the past year. I contemplated how this must be better than a tortured life. Yet, he did not want to let go of life until the last month. The distressed mother would now unwillingly let go.

Findings

To a certain extent the pandemic’s liability on data collection is held accountable due to restrictions on physical contact. Therefore, the ethnographer can no longer observe or participate and translate the knowledge of the interview to the anthropological context. The sought culture within certain social settings is unavailable when inaccessible to the researcher firsthand (Rinaldo and Guhin, 2019). Dealing with challenges in the field is a rite of passage for completing any study in anthropology. Even without the covid-19 pandemic putting a pause to life worldwide I would still be tackling issues and facing barriers in completing any ethnographic study. Research life had slowed down due to the pandemic and one of the questions is should any researching continue during this time. Some fields never cease work and I work among some of them clinicians, nurses, health-care professionals. Interaction with the patients is temporarily disconnected but the data collected is open for interpretation (Vindrola-Padros et al., 2020, Wolkewitz and Puljak, 2020).
It must be emphasized that this study was not fulfilled to its intended participant number due to the covid-19 pandemic and even though the findings permit some personal observations and conclusions there is still a long way to include perhaps interpretations and room for additional research.

Conclusions
The conversations provided evidence early enough with the unanimous desire of the patients for communication. Throughout this study, I was very aware of my own self, trying not to be aware. Observing the end-of-life is not something you can easily analyze and be satisfied as no-one has come back from any end-of-life. Even though I had expected for this to be more emotional and had ample experience in that environment, still I was off on my calculations. Afterall I was studying other humans contemplating with their final moments. A contributing factor was chronic pain I was suffering through the same time of the study. I was almost glad for this, the experience of something physically frustrating, to be able to connect as I could not connect with somebody’s words earlier. Living with pain. Almost as if I could grasp their words even for just for a moment, not a lifetime and they felt they could entrust me with their stories. Several patients even expressed how they would not mind going on record with their real names. Religion and spirituality play an important role for Cypriots as shared by all participants to some degree. Religion is highly ingrained in the life of the Christian Orthodox and observed through traditions and public holidays. 
The lynchpin of the stories beyond the desire to share however and the major finding of this study is the cultural unpreparedness of Cypriots to deal with death. This is evident throughout the small island’s society, from this standpoint.
The whole time I had lingering thoughts about life and death. Same as the participants dealing with their mortality. Cypriots are not used to talking about death this way. Holding on to dear life when there is none left, diminishes any quality and peace to be had in the last days. Unlike other closed cultures: 
“Among Indians, the phenomenon of death is something that we prepare
ourselves for. It's not something unknown that happens, it's more like a
preparation...At the moment he is going to die...he calls to him the
person he loves most and ...gives them the secret of their ancestors,
their own experiences, their reflections. We say that a person, on his
deathbed, makes an inventory of his life, and his mind passes over all
the places he has lived” (Price 1995. p.463).

Ultimately, self-discovery in through the lives of others is the final lesson from this study. I had no major specific method, I invested in staying impartial and yet ended up learning about myself the researcher, nonetheless. Being an anthropologist is a remarkable kind of research. It cannot be done without being involved. The rules you are being taught on what research is, do not apply unless you learn them by heart. You have your own method; case in fact the widely known book ‘Against Method’ by philosopher Paul Feyerabend. A book on the battle between theory and practice. It gets frightening at times and you have no manual to follow. It is problematic epistemologically but except for mind-readers it appears we are on the right path (Jessor et al., 1996).

Vast depths of cognitive and emotional constructs hide within people. To understand and identify with others one must engage in a process in which one discovers the other person and oneself by creating a link to understanding difference, that depth is only accessible through fieldwork (Shweder, 1997). One of the challenges is the many roles we assume in our daily lives. I retain several roles within the hospital, that of a former colleague, a friend, a researcher, an acquaintance, that familiar face whose name is forgotten in some departments, with each one by extension complying to its societal characteristics. 
A community within a community the oncology hospital has its own unspoken societal behavioural dos and don’ts like any community, in which I am fortunate to have been privy to its confidences. My personal assumptions and impressions are captured clearly in the course of this research, as I have made an effort to be transparent to that which may hold personal prejudices and notions but that which also made the study possible (Latimer, 2008).

I must admit that even before I got acquainted with Geertz (1988), I criticized the legality of my study feeling torn between two worlds. I was appreciative of the work on the one hand, on how I would write and present it on the other, to oncologists and physicians, this ethnography without it seeming like a drama script. Anthropology might be on the literal side of discourse not turning into novelists just as much the scientific side of discourse is not producing physicists. “The author performs a function, he says; the writer, an activity.” (Geertz, 1988:18) Even so anthropological ethnographic studies are not usually found in medical journals (Dikomitis, 2016: 93) A bridge between however is both pragmatic and necessary.
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Appendix 1 Consent form in English 

BANK OF CYPRUS ONCOLOGY CENTRE
CONSENT FORM FOR QUALITY OF LIFE STUDY OF CYPRIOT SARCOMA PATIENTS
	PATIENT’S NAME & SURNAME:
	

	DATE OF BIRTH:
	

	IDENTITY NO:
	

	GENDER: 
	

	SPECIAL REQUIREMENTS (i.e.: language/ other form communication):
	

	HEALTH PROFESSIONAL SEEKING CONSENT:
	



I have been informed by the person in charge of this program, Mrs. Gabriella Savvidou, about the study "Quality of Life in Cypriot sarcoma Patients" which includes participant observation/ in-depth discussion.
This study aims to investigate your quality of life as a sarcoma patient.
All that is required of you is to talk with me about your experiences with sarcoma.
Your participation is voluntary by signing this consent form, but you can withdraw from the study at any time.
If you refuse, there will be no impact on your future monitoring at the Centre.


                     I accept to participate 
      
                     I do not accept to participate
			
  ----------------------------------                     ----/-----/--------                   --------------------------------------
Patient’s name / Guardian                    Date         	                        Patient’s/Guardian’s Signature


----------------------------------                     ----/-----/--------                   --------------------------------------
Health professional                               Date                                     Health professional Signature Seeking consent     


Appendix 2: Consent form in Greek
ΟΓΚΟΛΟΓΙΚΟ ΚΕΝΤΡΟ ΤΡΑΠΕΖΑΣ ΚΥΠΡΟΥ
ΕΝΤΥΠΟ ΣΥΓΚΑΤΑΘΕΣΗΣ ΜΕΛΕΤΗ «ΠΟΙΟΤΗΤΑ ΖΩΗΣ ΣΕ ΚΥΠΡΙΟΥΣ ΜΕ ΣΑΡΚΩΜΑ»
	ΟΝΟΜΑΤΕΠΩΝΥΜΟ ΑΣΘΕΝΗ:
	

	ΗΜΕΡ. ΓΕΝΝΗΣΕΩΣ:
	

	ΑΡΙΘΜΟΣ ΔΕΛΤΙΟΥ ΤΑΥΤΟΤΗΤΑΣ:
	

	ΦΥΛΟ: 
	

	ΕΙΔΙΚΕΣ ΟΔΗΓΙΕΣ /ΔΙΕΚΡΙΝΗΣΕΙΣ (π.χ.: Γλώσσα/ άλλος τρόπος επικοινωνίας)
	

	ΕΠΑΓΓΕΛΜΑΤΙΑΣ ΥΓΕΙΑΣ ΠΟΥ ΖΗΤΕΙ ΣΥΓΚΑΤΑΘΕΣΗ:
	



Έχω ενημερωθεί από την υπεύθυνη αυτού του προγράμματος κ. Γαβριέλλα Σαββίδου για την μελέτη: «Ποιότητα Ζωής σε ασθενείς με σάρκωμα» που περιλαμβάνει την συμμετοχική παρατήρηση/συζήτηση σε βάθος.
Αυτή η μελέτη έχει σκοπό τη διερεύνηση της ποιότητας ζωής των ασθενών με σάρκωμα.
Το μόνο που απαιτείται από εσάς είναι η συζήτηση μαζί μου για τις εμπειρίες σας με το σάρκωμα.
Η συμμετοχή σας είναι εθελοντική με την υπογραφή αυτού του έντυπου συγκατάθεσης, αλλά μπορείτε να αποσυρθείτε οποιαδήποτε στιγμή.
Εάν αρνηθείτε δεν θα υπάρχει καμία επίπτωση στην μελλοντική παρακολούθηση σας στο Κέντρο.




                     Δέχομαι να συμμετάσχω

                     Δεν δέχομαι να συμμετάσχω				
  
----------------------------------                     ----/-----/--------                   --------------------------------------
Όνομα ασθενή / κηδεμόνα                    Ημερομηνία	               Υπογραφή ασθενή/ κηδεμόνα

----------------------------------                     ----/-----/--------                       --------------------------------------
Όνομα επαγγελματία υγείας                Ημερομηνία                         Υπογραφή επαγγελματία υγείας 


[endnoteRef:1]FOOTNOTES [1:  All the participant names used in the above thesis are pseudonyms. 
The interviews naturally were held in Greek, my mother tongue and have been translated by me, in literal translation style. I have work experience doing translations for many years and I am confident that I captured in the English translations the essence communicated to me in Greek.
Ethical approval was obtained from the Cyprus National Bioethics Committee (CNBC)
] 
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TABLE IV - Changes in behavior of carcinoids of the digestive tract registered as malignant after the revision undertaken by cancer registry
(results of the 353 cases, out of the 2,115 reviewed, for which the information to define the behavior was available in the patho-

logic report)
Behavior Confirmed malignant  Changed to border  Cases deleted from Total %
line incidence

Stomach F 1 a El
Smalintestine 15 2 1 2 15
colon E 2 2 40 s
Recto-sigmoid junction 2 1 o H E
Rectum 12 i o E 57
Anus and anal canal 1 o 2 50
Gallbladder o 1 o
Other parts of billary tract 3 2 o 20
Pancreas H 7 H 2 S
Appendix 7 1 o E 73
Total 255 s1 s 53

TABLE V - Long-term survivors after the revision undertaken from cancer registry.
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