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1. Abstract
In the present paper we discuss the multiple ways through which active social subjects, that have experienced chronic illness, long-term confinement and social stigmatization, cope with these disrupting situations and strive to articulate an ‘alternative’ biographical plan. More particularly, this contribution endeavors to thematise issues that emerge form the analysis of a woman’s life history that was confined to the Leprosarium of Spinalonga from the time of her birth until July 1957. This woman was not ill but was medically diagnosed as ‘suspect’. This life history is analysed in relation to other life histories of other inmates and their relatives and in respect to historical written sources. 

The core aim is to understand and possibly interpret how social subjects that experience situations of biographical tension constitute a ‘know-how’ of everyday survival and resistance in order to over-come the difficulties of living in a community of confined lepers, which itself composes a multidimensional social world of meaning and action. Consequently, we examine a characteristic case, in which the social subject energetically manages issues of her biography, quite often against her close environment and the rest of the community. We conclude that a more systematically empirical research that will bring together life histories with written historical sources can potentially cast light on issues that are strongly related to the historicity and the social dimension of the concepts of suffering body, health and illness. 

2. Introduction 

The present contribution highlights some of Ifigeneia’s, basic social characteristics in order to offer a short overview of her background and connect her subjective peculiarity to broader historical settings and to the Leprosarium of Spinalonga. Ifigeneia was born at the Leprosarium of Spinalonga
 and stayed there until July 1957. Then, it chronologically presents the more significant ‘objective’ points of her biographical trajectory. After this, it analyses a relatively extended narrative segment of her interview, which took place during the field research conducted for a PhD thesis. The interview took place in 2001, at her house, which is located at the margins, nevertheless inside, the Athens’ Antilepric Station. After 1985, due to European Funding, this institution was renamed and is now called Social Center for Restoration for Hansen’s Disease Patients. In this extract that is analysed, Ifigeneia, who actually never got ill, but was medically diagnosed as ‘suspect’, thematises an extremely painful and disrupting experience she faced during the period of her confinement at the Leprosarium of Spinalonga. This experience regards the potential imposition of an unwanted marriage between her and a much older man. This was finally cancelled because of both the death of her father, who agreed to this marriage, and the subsequent death of the probable husband. This issue, as well as the resistance strategies employed by Ifigeneia herself, is the main theme upon which we will focus our analytical attention. These issues seem to hold increased sociological significance for they are related to some broader questions like that of the biographical constitution of the self, the handling of pain and confinement, etc.   
3. Social Background and Subjective Uniqueness

Ifigeneia was born at 1927 at Spinalonga. Her parents were lepers, who were confined in the Leprosarium around the beginning of the twenties. The narrator herself was never actually diagnosed ill but was deemed as ‘suspect’, after regular medical examinations that took place at the Antilepric Station of Athens. She was forced to remain confined within the Leprosarium and lived with the community of the lepers until July 1957, when the Leprosarium terminated its function and the remaining patients were transferred to the Antilepric Station of Athens. 

Her father died during the period of Nazi’s occupation in Spinalonga. Her mother died several years later, around the end of the 90’s, in an extremely late age in the Antilepric Station of Athens, where she lived with the narrator and her husband. Ifigeneia has a younger sister who was as well born at Spinalonga and lives at Kavala, who never was diagnosed ill. The narrator got married at Spinalonga at 1950 to another patient that met there, who died in 1999, at the Antilepric Station. Ifigeneia stayed in the Spinalonga Leprosarium from 1923 to 1957. During these years, she only departed from Spinalonga once in order to visit her sister, who lived at the Orphan’s House of the Antilepric Station.  

Ifigeneia portrays her overall experience at the Spinalonga Leprosarium as a positive and happy period, which, however, retained severe difficulties and problems. Despite these problems, she finally seems to reconstruct illness and confinement as structural elements of the life of a village. She maintains a mood of social critique and focuses on her subjective undertakings to alter her biographical trajectory. During the whole interview, she maintains an increased solidarity for the members of the community of the patients while at the same time emphasizing on the fact that she was never a leper herself. She also insists on a transcendental worldview that is, for the narrator herself, tremendously practical and inspiring. This transcendental worldview promotes and supports ventures of resistance (i.e. the denial of an unwanted marriage) and simultaneously never takes the form of an asceticism, fatalism or social departing. For the narrator, the saving of the soul goes along with the need for a normal and happy family life. For Ifigeneia, these fundamental life goals finally were achieved, despite the objective difficulties she faced during her biographical route.

4. Biographical Trajectory

1. 1923: Born in Spinalonga from parents that suffered from Hansen’s disease.

2. 1923-1957: Confinement at Spinalonga Leprosarium without official medical verification of the disease.  
3. 1940: Death of father and candidate husband.
4. 1950: Marriage at Spinalonga to another inmate.
5. 1957: Transfer to the Antilepric Station of Athens. 
6. 1957-2001: Residence at the Station until the time of the interview. 
7. 1998: Death of mother. 
8. 1999: Death of husband.
5. The Strictness of the Family Environment and the Unwanted Marriage

1. Mt farther had a boat and I was going with him to assist him

2. he was saying to me, you will come to sew the trawls and botches it in the small harbor 

3. but you will neither look at the boys that are hanging around nor you will speak to any of them

4. my parents were saying, you will look after your work, you will look after what you are doing and we will look after our work 

5. and you will have no fun, no games, nothing, we will see to earn our living

6. because the outside world is working

7. and you have also to work hard 

8. come here at the boat, to fix it and botch it.

9. Around the boat there boys playing, but I should not even look at them, 

10. to have a lover, I had always troubles, I should work hard 

11. my father was extremely strict and he did not allow me to put clothes on me, to get dressed, to get dressed 

12. he was saying, do not get dressed, do not get primed, do not have a life, you are unlucky. 
13. However, my mother was buying to me clothes and dresses and when I was putting them on 

14. he was saying to me, who bought you this dress gain mother fucker? 
15. she was saying to my mother, why don’t you leave her alone, do you want to make her an adult? 
16. I was a little pretty, I was tall and.

17. then, years passed, the Nazi’s occupation came and my father become sick

18. he had leukoma, he got extremely bulk! 

19. my father got semi insane.

20. And there comes a guy 

21. Oh, one should dot speaks out her miseries 
22. That’s why I suffered when I was there

23. My father was approached by this guy, he was thirty five years old while I was seventeen

24. Will you marry your daughter to me? He said to my father 

25. and I will give you land and I will bring food, you will have food and I will bring supplies from my village.

26. I said to my mother, for she whispered something to me, 

27. I said to her, mother, what is going on between this guy and my father? 
28. she said I do not know, I said what is my father up to and he says nothing to us? 
29. he wants you to marry this guy! To marry this man! 

30. come back to your senses mother, did I ask to get married or something?

31. I was not even saying good morning to the boys, not to get married with an unknown man! 

32. however, I did not finally escaped, I could not run away.

33. My father threatened me, I will beat you bitch, 

34. and you should know that as long as I bring him there, I will start slapping and kicking her 

35. I will make her feel deeply embarrassed, I will start slapping and smacking her

36. and he brings him and we exchange rings.

After the period of the Nazi’s occupation
 and the reinstatement of a relevant normality in the everyday life of the community of the lepers, Ifigeneia, initiates to assist her father
, who, as she reckons, owns a boat. At this point, we begin to detect the initial, nonetheless evident and clear, attempts of the narrator’s father to limit both her subjective freedom and autonomy. These efforts take the form of a term-order that is very obvious and particular. The father’s order seems to strive to monitor a social practice that existed within the community of the lepers
. This practice allowed girls and boys to share a public space of mutual communication and exchange of feelings. The narrators’ parents attempt to impose a prohibition, which seems to reinforce the accepted standards regarding the behavior of a woman within the community. According to the parents, the priority for a moral living should be given to work and duty. The entire family, including the narrator, should accomplish this task of responsibility and moral obligation. At this point, the ‘ethics of labor’ and the need for family survival seem to overwhelm any subjective will to flirt and powerfully influence Ifigeneia’s subjectivity.  

The prohibition to communicate with boys or relate to them seems to be well grounded and correspond to the practices of the ‘normal and healthy’ outside world
. The world outside is working, therefore, the confined family ought as well to work in order to survive and in order not to give the right to become object of gossiping by the rest of the community. We can assume that the latent validity claim of the previous proposal concerns three co-related levels: 

(a) the level of family relation, 

(b) the level of the community of the lepers and 

(c) the level of the community of the healthy. 

These three levels intermediate the central biographical choices of Ifigeneia and form her behaviour as object of regulations and prohibitions. The narrator ought to work and the solution seems to be prepared and non-negotiable. She will work close to her father and will be under the discreet father eye of surveillance and oversight. According to the narrator, their patents strongly believe that a friendly or erotic relation is a utopia, that is to say an affair that should not ever happen. Ifigeneia thematises in a characteristic manner the strictness of the family environment and especially the harshness of her father. Her father does not allow her to get dressed or even put red clothes on. The red color on clothes is prohibited for it maybe interpreted as an erotic challenge or as indication of erotic availability. For the narrator’s father, his daughter is extremely unlucky and should live a life that will be based on morality, obedience and hard work. 

At a first level, we can assume the narrators’ father, living himself in a social world of illness and confinement, strives to protects her daughter from an unwilling relationship to another patient. He tries to control her sexuality in a world where the care for the self and the embellishment can be potentially interpreted as indications of immorality, sexual challenge or erotic call. At the same time, this care for the self can be also seen as a refusal. This refusal concerns the possible alteration of the fate of the poor and confined leper. As it comes form the analysis of the above-mentioned narrative segment, women seem to experience a dual confinement. This regards the limitations and strictness that seem to secure the dignity and the honor of both the family and the community.  

On the other hand, the narrator’s mother seems to follow another strategy and to maintain another ‘culture of socialisation’. She buys for her daughter dresses and strives to make her an object of attention. The reaction of the father to this strategy is again prohibitive. He interprets what the narrator’s mother is doing as expressions of relevant immodesty; this is to say as movements that will potentially cause problems. The beautiful and untouched face of the narrator
, her impressive presence and her overall physical appearance are, at least for her father, issues that ‘need’ to be regulated. In a social world of illness and confinement, where balances are quite often fragile and thin, a state of non-illness and beautifulness require slinky handling. On a narrative level, Ifigeneia, alludes her attractiveness and deems it as a positive quality. This, in a way, justifies the increased interest of her father and the dilemma around issues of social behavior and dressing codes. 

The narrator’s father gets ill during the period of the Nazi’s occupation and, according to her, he loses his mind.  At this points, a third person gets involved in the narrative scene without still being clear what he is claiming for. Ifigeneia interrupts her narration expressing a question that seems to suggest that she will begin to present herself in terms of pain, sorrow and biographical disrupture. What follows is apocalyptic. The narrator retains an additional reason why she, as a social subject, suffered in Spinalonga. The indirect narrative clue of the previous lines now becomes apparent. The third person is a man of her double age who strives to persuade her father to marry her. The prospective candidate asks for the narrator and in exchange he offers land and food. The proposal contains a plain clear material bedrock and sounds quite attractive if we bear in mind that we speak of a world of poverty and material shortage. 

Ifigeneia becomes an object of probable claim, exchange and concession without her free will or consensus. The economic exchange actually regards her life much more that the material promise itself and she is not even asked or considered. The proposal of the unknown man to her father, who has partially lost his mind, seems rather interesting and promising. The strictness, the prohibitions, the hardness and the working ethos are now supplemented with a frightful, in subjective terms, scenario. At this point, the active subject begins to act more energetically. In short, she comes to real action, making use of a form of solidarity that seems to exist between her and her mother. On a first level, she asks her mother what is really going on and what is the purpose of the unknown man. We can point out the tactic Ifigeneia follows. She does not approach her father, who has been presented as relevantly cruel and inaccessible, but her mother asking for information
. 

The fact that the narrator finds out what is going on causes a reaction. For the first time, the subject puts forward a different plan and expresses quite open her disturb that is against the family pressure and willing. The potential marriage, an unwilling and not welcomed scenario, gives rise to a deeply traumatic situation. It creates a major biographical disrupture that strengthens the biographical tensions, which have been caused by confinement and the state of non-illness living in a world of ill persons. The threat of physical violence and beating, that origin from the father, and the whole embarrassing and oppressive atmosphere finally bypass the subjective resistance. The engagement ring confirms the exchange and seems to end the subjective reactions. However, as we shall follow, things are not always exactly as they are initially seen. Social life-and at this point the subjective intervention coupled with other factors is crucial-retains elements of unpredictability and subjective will, which may alter or neutralize confusing and painful situations.

6. The death of the father and the potential husband
37. From that minute onwards, I was absolutely lost, my life fade away.

38. What a misery, what a pain, what a grieve, but he was gradually got sick 
39. and my father as well went sick and he only lived for eight days. 
40. He said to me, I will fix the bakery for and you will earn your living from this

41. you will earn your living from the bakery 

42. because I will die eventually

43. I will leave the bakery to you, I will give it to you 

44. for I will die 

45. you will marry this man 

46. I say, I do not want to marry him or anybody else 
47. I am not thinking of these things yet.

48. No, no, since I said so, so it shall be done,

49. and in eight days, my father died.

50. My potential husband also got ill, his eyes were closing, he also got bulk and h carried out to my house. 
51. his father in order to get rid of him brought him to my house

52. at the house he came with some blankets and some other stuff 

53. the sky came over my head, I was about to die, I never saw a happy day afterwards, I faded away. 
54. At the house I was in absolute blackness, my father was dying, whom am I was supposed to cry and regret? 
55. I was crying for my father, what was I supposed to do? 
56. I cooked for the man, and then I was running away. 

The final decision of the father signifies in both a symbolic and narrative level the end of narrator’s life. Ifigeneia refers to the probability of the unwanted marriage in terms of biographical discontinuity and break. The narrative subject thematises this biographical break quite characteristically when she states: from that minute onwards, I was absolutely lost, my life fade away. It is the first time the narrative subject emphatically places herself in the center of social action. The storyteller reconstructs her life in terms of loss, life fading, biographical break and pain. This situation causes severe pain and continuous switches to the narrator’s subjectivity. At the same time, it-for the first time-sets off the narrative self and moves her forward in order to undertake action.  

Pain, sorrow, disappointment and discomfort are the experiences that dominate and create on a subjective level a tension of inability to overcome the biographical crisis. At this point, the narrator seems extremely desperate and unable to resist to her father’s pressures. She does not finally manage to prevail over her father’s decision. However, she arouses and begins to rethink what is going on, independently of what finally happens. The sudden illness of both her potential husband and her father modifies the situation and gives to the whole situation a new dynamic and orientation. The narrator’s father is dying and his last will is that her daughter will be married to the man he chose for her husband and work to the bakery he would leave behind as patrimony. This work would secure for the young couple a descent living and this last wish should be followed. 
The disagreement of the daughter is rejected for a second time and the very fact that she does not wish to get married becomes quite irrelevant. The narrator seems to be tied by a promise she did not make. The worst is that the person that could break this promise and drastically alter the situation, namely her father, is dying. Finally, the narrator’s father dies and the way out of the biographical crisis seems to become unrealistic. The fact that the potential husband is transferred to her house complicates the situation and increases pain and sorrow for the narrative subject. The father of the sick man and potential husband gets rid of him and sends him to live in his new potential household.  

The narrative subject feels her life is fading away and she is entering a world of continuous sorrow and permanent pain. Despite, the difficulty of the situation, Ifigeneia feels that her duty is to honour the memory of her father and respect his last will-order. In that sense, the narrative subject recapitulates her life in terms of a ‘lived tragedy’ in which she holds the leading role. Ifigeneia mourns for her dead father and experiences the loss of a beloved and intimate person. At the same time, she grieves for her unwanted engagement ring to an unknown man, for her personal misfortune and the ‘drama’ she is experiencing and cannot overcome. We can therefore, assume, the narrative subject cries for as well for her subjective ‘disaster’, this is to say for her symbolic departure from real life. The narrator’s choice, a choice that is also unaccepted and unwanted, is to fully complete the duties of a husband regarding, nursing
, caring and cooking and then run away to get lost all alone. This running away
 is at the same time an undertaking of resistance and a latent acceptance that what has happened is overmatches her subjective will and power. 

7. Conclusion
Summarizing what we have analysed so far-and bearing in mind background knowledge and other historical and oral documents that cannot be presented in great detail in this short contribution-we can note that for the narrator, the image of the self begins form the birth-time in an island of living lepers. This island, a place that retains the characteristics of a community and a village, is simultaneously the place of her confinement and her lifeworld. This socialization in a community of lepers, while the narrator herself is not medically diagnosed with the disease, intermediates the way she reflects upon her life and stands in the social world. On the one hand, she experiences the oppressive family atmosphere and the restrictions that come from her father. On the other hand, she lives in a world of relevant freedom and relaxing living. This dual reality influences the biographical constitution of the self and the space of subjective action. 

The socialization and the growing up in a strict family environment with ill parents, the need to work and offer, the familiarization to illness and confinement and her characterization as ‘suspect person’, however, not a leper, constitute the central components upon which the narrative subject constructs her biographical self presentation. The beginning of the process of constituting the narrator’s subjectivity comes from her father’s decision to marry her to an unknown man in exchange to land and food. The death of Ifigeneia’s father, the disease of her potential husband, his moving into her house and the upholding of the responsibility for her caring and nursing create and very pressing and restricting social environment. This is additionally coupled with the lived experiences of confinement, prohibition and medical stigmatization. All the above-mentioned social characteristics, give rise to a combination of subjective resistance, disappointment, pain, misery, discomfort and biographical tension.

The family environment and more particularly her father influence a series of personal choices. This dimension is thematised in certain segments of the biographical self-presentation. The subjective strategy employed is a shift to a culture of resistance that puts forward her own I as a counterbalance to family and social restrictions and coercions. The narrator, however, is not always using ultra conflicting strategies. Her choices and discourse do not, at least at a first level, directly offend the family environment. However, at a later point they expose it as quite inadequate and implausible. Finally, the biographical constitution of the self is build around the birth-place, the family environment, the intense social critique, the undertakings of resistance and the successful, at a later, stage, personal family life. 
8. Bibliography
· Annandale E., (Et. Al), Medical Work, Medical Knowledge, and Health Care. A Sociology of Health and Illness Reader, Blackwell, London, 2004.
· Bourdieu P., La Misère du Monde, Seuil, Paris, 1993.

· Bruin H., Leprosy in South India: Stigma and Strategies of Coping, Pondichry, New York, 1996.

· Cant S & Sharma U., A New Medical Pluralism. Alternative Medicine, Doctors, Patients and the State, Routledge, London, 2003.

· Cohen M. N., Health and the Rise of Civilisation, Yale University Press, New Haven, 1989.
· Crossley N., «The Phenomenological Habitus and its Construction», Theory and Society, V. 30 (1), 2001, σσ. 81-120.

· Douglas M., Purity and Danger. An Analysis of the Concept of Pollution and Taboo, Routledge, London, 1966.

· Foucault M., The History of Sexuality V. 3: The Care for the Self, Penguin, London, 1990.

· Foucault M., The Order of Discourse, Penguin, London, 1981.

· Foucault Μ., Punishment and Surveillance. The Birth of Prison, Allan & Unwin, London, 1989.

· Goffman E., Asylums. Essays on the Social Situation of Mental Patients and Other Inmates, Routledge, London, 1994. 

· Goffman E., Relations in Public, Penguin, London, 1973.

· Goffman E., Stigma. Notes on the Management of Spoiled Identity, Penguin, London, 2001. 

· Goffman E., The Presentation of the Self in the Everyday Life, Penguin, London, 1971.

· Leprosy. Facts and Myths, www.Leprosy.org/. 

· Mattingly C & Garrot L.C, Narrative and the Cultural Construction of Health and Illness, University of California Press, Berkeley, 2000.  

· Nettleton S., Sociology of Health and Illness, Routledge, London, 2002.

· Obregon D., «Building National Medicine. Leprosy and Power in Colombia, 1870-1910», Social History of Medicine, V. 15 (1), 2002, σσ. 89-108.
· Savvakis M. & Tzanakis M., «The Researcher, the Field and the Issue of Entry: Two Cases of Ethnographic Research Concerning Asylums in Greece», Sociological Research on Line, V. 9 (2), http://www.socresonline.org.uk/9/2/savvakis.html, 2004. 

· Savvakis M., «Biographical Research as Alternative Research Undertaking and Methodological Step: Advantages and Limits», Dokimes, V. 11-12, 2003, pp. 65-87.

· Savvakis M., Stigma, Confinement and Biographical Trajectories. The Institution of Spinalonga’s Leprosarium and Illness as Lived Experience, Unpublished PhD Thesis, Department of Sociology, University of Crete, Retyhmno, 2006.

· Serdedakis N. & Tsiolis G., «Biographical Trajectories and Identity: Traditional Overdetermination and Individualisation», Young, V. 8 (2), 2002, σσ. 2-23.
· Sontag S., Observing the Pain of the Others. Selected Essays, Routledge, New York, 2004. 
· Tonkin E., Narrating our Past. The Social Construction of Oral History, Cambridge University Press, 1992.

· Turner B. S., Regulating Bodies: Essays in Medical Sociology, Routledge, London, 1992. 
· Tzanakis M. & Savvakis M., «Places as Historic-Cultural Anti-examples and as Symbols of Social Limits: Spinalonga and Leros», Social Science Tribune, V. 10 (36), 2003, pp. 87-126.

· Williams S (Ed)., Health, Medicine and Society. Key Theories and Future Agendas, Routledge, New York, 2000.
� The Leprosarium of Spinalonga (1903-1957) was established in 1901-during the period of Cretan Republic (1898-1913)-and terminated its function at July 1957. During this period, several hundred of patients were confined. These patients finally, after passing several stages of organotic, administrative and internal function, that cannot be in great detail presented in this contribution, created an active and energetic community. This community faced, as it is rather obvious, isolation, social stigmatization and several medical and nursing problems. At the same time, and this seems extremely interesting, the confined patients manage to create a living village that communicated with the ‘healthy’ community through trade and social exchanges (celebrations, visiting, marriages, godfathering of children, letters, newspapers, etc). This hybrid character of the community and the Leprosarium neither directly refer to total institutions or social stigmatization as Goffman analyses nor they exclusively regard historical processes of confinement, as Foucault describes in his works. For a systematical effort to analyze the Spinalonga Leprosarium and the community of the confined lepers, see Savvakis M., Stigma, Confinement and Biographical Trajectories. The Institution of Spinalonga’s Leprosarium and Illness as Lived Experience, Unpublished PhD Thesis, Department of Sociology, University of Crete, Retyhmno, 2006.        


� The period of the Nazi’s occupation was extremely difficult for the community. The state pension was interrupted and the general financial situation of the community, that was never a really prestigious one, radically declined. The more capable patients escaped to the nearest coast to beg while the rest tried to cultivate vegetables and grass in order to survive.  After the end of this period, medically treatment, house, living and food conditions eventually became better, but never reached a real satisfactory level.  


� Practices of fishing and trading between the community of the lepers and the healthy community were quite common. The patients were fishing and they were selling the fishes to the community of the healthy or the opposite was followed. These practices had stopped during the Occupation period but begun again in the mid forties.  


� Within the community there were also detected matrimonial practices, love affairs, divorces, gambling, singing and drinking. Especially, the social practices of celebration and leisure time were common ground and they reinforced the relevant free and stress-free character of life in the community.    


�At this point, we detect the underlying moral structures of the community that seems to be quite familiar with this of the world of the ‘healthy’. This agreement underpins the hypothesis that the community shares a lot of similarities with the traditional communities of that time, despite the fact that they are isolated and stigmatized because of the disease.   


� The narrator is a extremely impressive woman even now that she is over seventy years old. She is tall, stalwart and has very beautiful eyes and bright face. Thus, we can imagine her father’s concern, who, living in a world of psychical deformities, understood the self-evident: her daughter would become object of claim and challenge by the men’s population of the community as long as she would live there. She was non-ill, beautiful and young. In that sense, the narration puts forward a major issue: the life of a different entity (non-ill) who lives in community of ill people, who have been socially rejected because of this state of illness.


� We can detect here the underlying solidarity between mother and daughter and the closeness of the female members of the family. 


� The practice of nursing was also quite common between the patients’ community. The more healthy and capable members, expressing feelings of solidarity and co-assistance aided the helpless and the more sick persons.     


� The narrative subject goes to the church of Saint George at Spinalonga and asks for help. At a later stage of her narration we see that the saint appears in a form of a soldier and promises to Ifigeneia that he will assist to her struggle to avoid the unwanted marriage. Thus, the death of the potential husband is in a way a confirmation of a pre-existing subjective resistance and of a transcendental involvement, which. Rewards this subjective resistance.      





