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Preface

Last November | attended msupervisor ProfessorCarla Willig { \6eminar on

preparation for thgiva. We discussed the questions that are most likely to be asked in

aviva and we worked in pait® try andanswer them. The question tlsdill hauns

PH LV WKH IROIDWZAMNHY \RXU UHVHDUFK RULJLQDO""
Preface, | will try and review what | consider to be the contribution of my research by
presenting a concise summary of my research findings, and themgduv they

relate to the other parts of this portfolio: the Critical Literature Review and the Case

Study.

My research argument was born when | was doing my clinical training hours for the
Quialification in Counselling Psychology in a Palliative Care UnAthens, Greece. |

felt that | needed to be given the time and space to reflect upon my experience of
having worked therapeutically with individuals who were dywith terminal cancer.

| felt that the experience of working therapeutically with indialduat the end of their

lives was very enriching and of great value both to the individual and to the therapist.
| wantedto be given ahanceto speak about these people, how they feel, what is of
concern to them and their reality, and | designed a r&sgamoposalwith these

objectivesn mind.

Having completed my research, now, | can see that the first parameter that makes my
research original is its design. | decided that | wanted to bracket off most of my
interventions as a researcher so | refdiftom the construction of a sessiructured

interview schedulesinceeven that ould exert guidance into what | would have

wanted to gather as information. | felt that even minimal contributions of mine would

havea guidingpowertowards prdetermined ends, these being either the findings of

previous research, or theoretical perspectives, or eveswmyersonal agenda. | was

more than happy to find the unstructured researclignies Smith, Flowers &

/ D U N 2Q0BYbook on Interpretative Bhomenological Analysis. The design and

the analysis of IPA were very attractive to me because IPA approaches phenomena

IURP DQ LQVLGHUYY SHUVSHFWLYH YDOXLQJ DQG UHVSH
their experience as they live it. lonly used a8l dQLQJ TXHVWLRQ WKLV EHLC



\RX IHHO DERXW FRPLQJ KHUH WR UHFHLYH SDOOLDWLYH

reflexivity to evolve.

The first superordinate theme that my analysis brought forward was the common
tendency in my four particips to define who they were. All opened up the
interaction with me the psychologistsearcher by introducing the fact that theg ha
received a terminal diagnosis, that their cancer had spoeadrious organs, they
gave very many details about the treants they hdreceived so far, and all implied

but not stated openlyhat palliative care meathere washo more hope for a cure, or

the restitution of their previous good health. | named tffisubtheme the medical

diagnosis as identity.

The 2" subtheme which was the most elaboratgdn and occupied most of the
interview time was their need to review their identity, to speak about who they are
now and who they have been throughout their lives. It feglthoughn the face of
personaldemise the dying person uses every opportunity offered to speak about
himself/herself, to reconstruct his/her life narrative so that a sense of closure can be
reached. Living with dying seemsto presupposethe hard work of meaning
reconstructionthrough recollection. Whilst constructing their life narrative, my
participants communicated thi&e philosophiesy which they lived. All spoke about

high values which guided the course of their lives, making their lives shine under the

lights of purpos and meaning.

This process of reminiscence of who they had been, noted in all of my participants
was punctuated by the tendency to process traumas and traumatic events from their
lives in the here and now. This was noted as fheubtheme and it reaéed that the

life review narrative was not a work of embellishment and beautification, but old
pains and traumas were revisited in the attempt to find their place not in a
chronological sequence but in a sequence of meaningfulness and a better

understandhg of the self.

The second superordinate theme veatitled the experience of suffering from
terminal cancerthat is, he reality of living with terminal cancer to which the

individuals have to adaptThe f' subtheme is the somatic suffering from the
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excruciating pain that accompanies terminal cancer. The accompanying pain
necessitates a whole new relationshiph the body. The body of the past, full of

vitality and mobility now brings pain and sufferindhigh is impossible to tackle, to

KDQGOH WR OLYH ZLWK :LOOLJ GHVFULEHG WKLV H[SH
container that may selHVWUXFW DQG GHVWUR\ >WKH88). VHOI DOR
The 29 subtheme comprises all other areas of suffesipart fromphysical pain, all

WKRVH WKLQJVY WKDW pJHW KHDYLHU GD\ E\ GD\Y DV RQH
physical weakness, fevers, immobility, to emotions of hopelessness, terror, or
disorientation. The title | gave to this subthél LV pOLPLWDWLRQV Rl FDQT
IDPLOLDU ZLWK WKH ER &\subthénfies ¥ suiffeting fronv ¢oming

WR WHUPV ZLWK WKH WHUPLQDO GLDJQRVLV RU pQHJIRW
all datathat had to do with the terminal di@osis per se, from the breaking of news,

to its cognitive processing, how fantasy is deployed, and lastly the emotional

consolation in accepting that dying is a common reality for us all.

The third superordinate theme introduces the nature of relatetbvesrds others. To

the T' subtheme | gave the titlethe need to show and receive kindrfess
Relationships particularly with friends are valued highly. Past impasses in
relationships are sorted out and an emotional opening toward the othdanalitiess

is noted. Another issue with respect to relatedness towards others is the negotiation of
dependency now that cancer has advanced versus the independence of their previous
identity. This tension between these two experiential dimensions comprse¥’ t

subtheme of my analysis.

The fourth superordinate theme is titlghde confrontation with deatfit includes as

its 1 VXEWKHPH WKH SDUWLFLS D QNe 2§ subihvevwid oS HY WRZD |
thoughts aboutow thelife of their closed pes will be affected btheir death andry

to foreseavhat they need to do whilst still alive to alleviaigditional burdens to their

loved oneswhilst the 3 subtheme which | found mostspiring has to do with

thoughts about death and the beyond or where do we go after death, drmilgat

be like.

These are my IPA findings. The experience of living with dying, with knowing that

you are dying seesto have these dimensions. | am content not only because my

9



findings resonate with other research findings, not only because | completed a study
with Greek participants giving to my findings a transcultural perspective, but most of
all becausg by utilising IPA, | was enabled to sebeyond Kubler-5R V W&
emotionalstageswhich have prevaileth the study of this phenomenon for decades.

So my research could be considered original in all these respects.

Another area obriginality is a methodological novelty that | attempted which is to
impose a second analysis on my collected data, that of Foucaubdszourse
Analysis. Having adated the epistemological position of critical realism, | was able

to delineate a space ocbnvergence for the two methods of analysis, namely IPA and
FDA. Critical realism stands midway between social structures with real powers and
effects on the one hand, and free and unrestricted agency of the individual on the
other.Critical realism wouldsupportthat we are both constrained and free to choose a
course of actionMy IPA analysis explored thexperienceof the individualbut how
uncontaminated it is to the prevalent cultural discourses that surround the
phenomenon of living with dying from terminal cancer? Homaffectedwere my
participantsby the language they used to describe their experience? Language is
consideredhe ultimate storage place of limitations and possibilities for describing a
phenomenon and for expressing oneself. Language guides, dictates and allows only
certain statements to be expressed, considered as true in specific cultural and
historical periodslnvestigating prevalent linguistic structures, or discourses, reveal

how we process and appreciate a phenomenon.

| literally fell in love with discourse studiedgvouringnot just booksand articles on

discourse analysis, critical health psychology, deconstruction, French philosophy and
ODVWO\ )RXFDXOWYV ZULWLQJV WKHPVHOYHV , DUULYH:
have a rounded understanding of what other qualitative methodotagiesontribute,

but in a bottorrup fashion. Duringan interview with one of my participants |

witnessed the struggléoth cognitive and mostly emotionab come to terms with

the psychosomatic hypothesis for the genesis of cancer. | withessed nfylp&D Q W |V
struggle to find a position within this discourse that blames the person for having
LQYLWHG WR KLV OLIH FDQFHU EHFDXVH RI KLV RZQ pZU|
as a series of emotional traumas that he unconsciously internalised aatka@er

potential causes for his cancer. Not owigshe suffering, not onlyvashe dying, but
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he had to apologise for all those things that were his ownmost. | felt that he was
strippedof his individuality and his personal history, offering them as iggtiiion to a

highly misunderstood hypothesis that cancer is caused by unconscious psychological
conflicts. S| could add to the question about the originality of my research that the
data guided mehe researcheto the choice of an additional methoflamalysis, the

FDA.

My FDA findings tackle both the discourse of psychology along which | was inviting

the participants to speak as opposed to the medical discourse which stands indifferent

to the subjective experience and imposes a particular langoag®rhmunicating

with the patients, and the discourses that are relevant to my research questions. My
research questions intended to explore the construction of the discursive objects of

cancer, dying and death. Thé' fliscourse focused on how terminahncer is
FRQVWUXFWHG W LV FRQVWUXFWHG LQ VLOHQFH ZH GI
because it reminds us that the almighty biomedical model failed and did not cure it.

Also, terminal cancer is constructed at the level of the individual asa defeat: the

individual, despite his/her vehement efforts in fighting this war against cdraser

failed towin the war.

The discourse on dying constructs it as a strictly private affair not to be shared with
others in any way. The dying individual is left with minimal knowledge about what to
expect, the dying process itself, and is left in bewilderment to expect his/lbr dea
Think about giving birth, in contrast, how much information and the breadth of
linguistic means the biomedical model has to offer to the public. Death is a strictly
private affair left to the individual to discover the course of the actual processvor h

to be in the liminal space of living whilst dying.

The last discursive constructions | investigated were centred on the available
discourses around death. Here | pinpointed the discourse of bravery whereby the
individual courageously and dynamicallyith poetic allusionsfaces upto his/her
upcoming end, and the discourse of the heart which constructs the beyond death as a
shelter of love for the reunion with the ones who loved each other in life.

11



The conclusion of my research argues that if irtligis are supported in processing

and reflecting upon the reifications from dominant discourses that Wwemgylly upon

them, they can regain the capacity to relate to their own mortality in a uniquely
personal and authentic way. Ws counselling psychaygists can be of assistance in

this process by fostering recollection and reflectivity so that the person regains a sense
of his/her agency. To this end, my IPA findings can be translated as particular needs
of the dying individual: to remember who sfisewhat s/he has been through, his/her

life values and personal philosophy, im& be reminded of his/her identity; or the
need to be close to others with kindness and support; or the need to speak about what
her/his heart desires most in an imaginamgsy of what itmight look like uDIWHU 1
her/his death. Working therapeutically along these objectives can offer a rich and
empowering experience to the dying individual.

The Critical Literature Review | worked on considers the question thiatéd one of

my research participants with respect to whether cancer can be considered
psychosomatic. With reference to the history of psychosomatic illnesses in
psychoanalytic literature, the review concludes that cancer should not be classified as
psychosomatic unless we consider all illness as psychosomatic which leads us to an

evasive argument that does not contribute anything to our understanding.

The casestudy | am including here presents the therapeutic work with a woman
diagnosed with terminal cancer, who | saw for 12 sessions. The course of the therapy
with Amanda[the name is a pseudonyis]analysedvith reference to the deployment

of two schools of gychotherapy, namely cliegentred therapy and systemic family
therapy, the principles of which are discussed in sufficient length to Bbeowvthey

can complement each other. | conclude with a critical consideratithve ofanualised
therapeutic interverans for the dying individuathat hae been devised and | take

the position along Van Deurzen (2009) that psychotherapy is more of an art than a

mechanistic science.

12



Part 1: The research

837KH VXEMHFWLYH H[SHULHQFHYVY RI SHRSOH DSSURF
ZKHQ HQWHULQJ SDOOLDWLYH FDUH’

Abstract

Purpose:The purpose of this researchthe study of the subjective experiences of
individuals who enter palliative care knowing that they are approaching the end of
their lives.Posing a research qe#ion ondeath and dying in 2018 not an easy task.

The researcher has to open up a space for her/his question through literature that
extends in history and moves through interdisciplinary fields. | found that the idea of
the fear of death is a formative centtahcept for the topic of death and dying tlifat
followed along the lines of its development, again historically and through
conceptualizations from various fields, can provide a coherent and solid review of the
topic. Placing the concept of the feardefath under examination enabled me to think
about the subjective experiences of people who are facing the imminent end of their
OLYHV LQ GLIIHUHQW zZD\V WKDQ WKRVH VXJJHVWHG E\ p
HMEUDFNHWHG RIIT WKLV ed \&BIdnkHe vhudh rizli@Gaccorrds\of | U H
WKH SUHVHQW UHVHDUFKYfV SDUWLFLSDQWY LQ WHUPV R
feelings,andemotions that are experienced when leading a life knowing that you are
dying, but also of expectations and requiratado be in a certain way, to think in a
certain way, and to act in a certain way as dictated by dominant discourses.

Methods Four participants were interviewed amebtmethods of analyses were

imposed orthe SDUWLFLSD QW YV {InkeRprRi« Phevom@ridlBdital \

Analysis (IPA) and Foucauldian Discourse Analy§iBA). Specialcare for their
epistemological complementarity was given.

ResultsIPA revealed 4 superordinate themes with 3 subthemes each. The
superordinate themes are ggiésentatio, suffering, relatedness and confrontation

with death, whichassuggested in the conclusiaran be read as the special

psychological needs of individuals who kwath-dying. The FDA findings on the
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other hand, adde? LJQLILFDQW LPSOLFDWLRQV RQ L@GELYLGXDOV

hidden powersf dominant discourses on cancer, death, and dying.

Introduction

The idea of the present piece of research stenfroedverbal communicatiomeld

with membersof staff of a Palliative Care Unit in Greece, | was doing my training as

D &RXQVHOOLQJ 3V\FKRORJLVW 7KHUH VHHPHG WR EH Dt
GHDOLQJ ZLWK DGYDQFHG VWDJH FDQFHU SDWLHQWVTY L
we would witnhes the fear of death in various configurations in their speech, their
affect,andtheir behavour. The undegy LQJ WKRXJKW LV IDLUO\ VLPSOH 3Z
therefore the ones closer to its prospect must be experiencing much greater fear of

G H D Wdfn the position | had, where | was in greater emotional contact with these
patients-than for instance the palliative care doctors or the nuisess gaining a

much greater spectrum of emotional responses far richer, much more intense, exerting
magnett capture in their subtle variations, than the expected fear which | felt |

wanted to put in words. Without embellishing the situation that would subtract from

the pain and sufferingboth physical and emotionalthat these individuals with

advanced stageancer are facing up to, and without subtracting from the necessitated
competences of the counselling psychologist who has to prove that her/his
psychotherapeutic work is still of some value to these individuals, | strongly hold that

we shouldinvestgatein greaterdetail the projection involved in the line of thought

that | mentioned befor¢hat when people are closer to dethby are in much greater

fear than the rest of us who are notigesuch proximity This assumed fear works in

at least two ways: it differentiates the ndying from those actually dying, and the

fear assumed to be experienced by the dgimgureghat they are kept at mobvious

distance. The assumed fear is projeasid the dying individuals as an explanatory

scheme of their emotional lives. Nevertheless, projection is a defence mechanism
ZKHUHE\ RQHYVY EHOLHIV YDOXHV RU RWKHU VXEMHFWLY
others (Reber, 1985As with most defece mechanisms, projection has blinding

effects, causg the silence of the other to whom projections are targeted andsiesult

KLY KHU GLVWRUWLRQ 7 lntbup GaseRiM idyingy/ ild&ideaB WIR RWKHU

14



with no actual interlocutors open aadailable to him/her who could really hear what

s/he is saying.

7KLV LV ZKDW WKLV SURMHFW RI PLQH LV DOO DERXW
much in line with the mentality of psychotherapeutic literature and practice, much in

line with geting to know the other, allowing him/her space to unfold, to speak, to

broaden his/her spectrum of thoughts and emotiang,finally to develop as a

person. | have studied and practiced extensively systemic family psychotherapy and |

must admit that at teivery moment of my writing, | realise that all there is to
SV\FKRWKHUDS\ LV WR HQDEOH WKH LQGLYLGXDO WR V
whether these being parents, larger familial systems, institutions we find ourselves

part of froma young age but also when much older, in marriages, in careers, in all

aspects of human contact. Enabled by my own psychoandlysisghtraining and

P\ SULYDWH SUDFWLFH , IHHO WKDW , KDYH EHHQ RSHQ
what they vere actually saying, and all that they saiddiwo return with this project.

What h& been said so far comprises a psychological view on the topic of dying and
death. Yet there are other views that will be considered here also: historical,
sociolggical, anthropological even, but most of all the assets from existential
philosophy on the topic of death and dying. Gaining knowledge and insights from all
these areas will frame a pasbdern approacto my topic by coming to appreciate

better the histry of the prevalent discourses of today about death and dying.

A postmodern approach is achieved by the simultaneous look at the individual level
and the sociaultural level. On the one hand we have the uniquely prexgperience

of dying relded to the universal processour decay, while on the other we have the
cultural framing of the experience of the way we have come to think and feel towards
death and dying in our present times, in Western societies. Trying to think beyond
binaries, thendividual or the society, it will be argued throughout tha¢ loops into

the othey creating the experienceith the related discouets. Since experience is
mediated by the socicultural asset of language, we would expect that there is no
discoursefree experiencing. On the contrary, discourses constrain how the experience
is talked about by providing a context but also the linguistiamaan order to be

shaped in a particular way.
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A conversation between History and Psychoanalysis

The idea of consideringhe different conversationshat different academic fields
stageamongthem,came to me after studying the first part of Hendbookof Death
and Dying(2003) -edited by C.D. Bryantwhich iscomposed by different chapters
written by expertsspecialisingin various areassuch asanthropology, history,
psychology, sociology, and religioerand analyseéhe problematique ofleath from

their own perspective

The opening chapter of the two voluntégndbook of Death and Dyin@003) edited

by C.D. Bryant, is written by Moore and Williamson $13) i counsellor and a

sociologist and introducesear DV WKH 3SPRVW FRPPRQ UHVSRQVH RI K
(2003, p. $URXQG WKLY FHQWUDO SUHPLVH WKH DXWKRUVT
it back historically as the explanatory motivation for the development of magic and

religion from Christianity to Buddem andHinduism, social order and organization,

the emergence of philosophy from the rationalisations of death in Greek philosophy
FRPLQJ GRZQ WR WKH *REVHVVLYH IHDU RI GHDWK GXU
Williamson, 2003, p9), the return of the bieff of a mechanically ordered universe in

the era of Descartes and later of Kant, to the search for meaning of the finite life of
([LVWHQWLDO SKLORVRSK\ 7KH\ FRQWLQXH WKDW PRGHU
modern project [which] involves overcong the historical human impotence in the

IDFH RI GHDWK” LELG 7KH 3VDQLWL]DWLRQ™ RI WKH C
developments in medicine, shows the distance from actual death that present times

exhibit by relying on hospitals and other operatimagéions for the handling of

deaths. This islso another-the moderaway of managing the fear of death. They
FRQFOXGH WKDW 3HYLGHQFH VXJJHVWV WKDW >DOO0O@ KX|
E\ WKH IHDU RI GHLDWK”~ LELG S

There are a numbeRI IDOODFLHV LQ ORRUH DQG :LOOLDPVRQT
addressing. First and foremost, they seem to confoungllagametic characteristic of

the human species with the fear of death. Citing the anthropologist Becker (1973), the

authors agree with hilWKDW WKH ITHDU R hugGahahkaliRé mpXi@gVv vV W K H
HOVH ™ B)ELUif&preServation and fleeing from danger, or else predatory anxiety,
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are plylogenetic characteristics, biologically automated, common not only to the
human species but ta abecies of living organisms in general. The argument that this
automated response qualifies as fear of death, is doubtable and reductive. Fear of
death presupposes a degree of conscious awareness and reflexivity characteristic of
the human species exciusly, that cannot be subsumed and reduced under a

biological reflex.

If this fallacy is resolved and they qualify their position on the fear of death of
humans along the conditions of conscious awareness and reflexivity, another one
arises with respedb its assumed universality. The argument would hold that all
people throughout human history have experienced fear of death in the same way as
we, the postnoderns, do. In other words, the emotiotheffear of death is culturally

and historically unmedied to the point of assuming it being the same for the entire
human species in general. It is difficult to assume this historical and universal
continuity especially if we take into consideration historiographies on death such as
S$ULHVT

Aries (1981) sa French historian who investigated the Western attitudes toward death
by studying the European representations of death in literary, liturgical, testamentary,
epigraphic, and iconographic sources (ibid) frilmaearly Christiarera to the present

day distinguished five death models during the last millennium in Europe that
exemplify welldefined attitudes towards death. Not only do these distinct historical
periods exhibit unique rituals and other artistic social expresslmrtsthey also
represent distinct ways by which people living in these historical periods experienced
DQG XQGHUVWRRG GHDWK :RRG :L O O L ame/deqly $ULE
the deeply inscribedn both the actions of the dying and those presethendeath,
readiness of the person who was about to die to take the responsibility of his death
and allow time for preparation, contemplation and prayer (Wood & Williamson,
2003). Death, in its accepted familiarity and nearness, was taking place irdtbé be
the dying, surrounded by family members, neighbours, and children. It was not
experienced as devastatingly emotionahich is an attitude met in modern and
postmodern western societidsit people accepted their imminent end with sorrow to

be succeestl by the honest and spontaneous relinquishment from life in front of fate

and nature (Aries, 1981). This position of acceptance meant the recourse to the rituals
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of death and dying, which were simple and familiar, laying deathvisibly and
publidy. It was a death model dominant in the eleventh century and disappeared

completely by seventeenth century.

By the end of the Middle Ages, however, a significant change occurred in the
(XURSHDQ GHDWK DWWLWXGHY DQG ZDVwidddfe®SOLILHG L
draped around the neck of the dead and contained a written account of the sins and
GHHGV RI WKH G\LQJ LQGLYLGXDO OXFK OLNH 3D SDVVSR
SUHVHQWHG DW WKH JDWHYV 3B, thdBodk BiQifevgywrnbotiddd H V S
WKH LQFUHDVLQJ UHODWLRQVKLS SEHWZHHQ GHDWK DQ
(ibid, p. 7KH DWWLQWHETHRRR WHOWKMK VHFRQG KLVWRULFDO
saw in the European history. By the end of the Middle Ages death andmreiat

death acquired two important characteristics: the death process acquired a

dramatic emotional character, and the importance of theadetigwith his/her sins

and deeddor the fate of the deceased emerged.

The late sixteenth century and up until the eighteenth century witnessed the
development ofthe remote and imminemteath model. It is in this period during

which the fear of death arose (Robben, 2004), despite the rise of rationalism, science

and technolgy (Aries, 1981). Death was returning to a savage state (ibid)
inaugurating the modern flight from death. At the same time, death because of its
QHZO\ HVWDEOLVKHG UHPRWHQHVV EHFDPH IDVFLQDWLC
curiosity, the same fantasiefiet same perverse deviations and eroticism, which is

ZK\ WKLV PRGHO RI GHDWK LV FDOOHG pUHPRWH DQG LI
2004, p. 44). This model is exemplified in the artistic tendencies found in the

centuries of the Renaissance (approxinyafebm the fourteenth to the sixteenth

centuries) and the Baroque period (approximately from sixteenth century to late
VHYHQWHHQWK FHQWXU\ DQG DVVLJQHG D PHDQLQJ W
(Aries, 1981, p373). The macabre death becomes a predamhitheme in all artistic

expressions, revealing extreme complaisance before the spectacles of death, suffering

and torture (Aries, 2009,.»7). From the literature we can read poetry preoccupied

with details related to bodily decay, such as the following

S7TKHUH LV QDXJKW EXW ILOWKLQHVYV
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Mucus, spittle, rottenness,

Stinking, rotten excrement.

&RQVLGHU WKH SURGXFWV RI QDWXUH«

You will see that each man brings

Stinking matter, loathsome things

JURP KLV ERG\ FRQVWDQWO\" GH 1#e¥,\2608 p39LIJLOH C
121).

The macabre preoccupation gave way to the Romantic death, of the early nineteenth
century, and the birth of intense emotions towards deatbarie Eyreby Charlotte

Bronte (1847) we read the following stance towards the immineathdof the
character Helen:

3, DP YHU\ KDSS\ -DQH DQG ZKHQ \RX KHDU WKDW |,
and not grieve: there is nothing to grieve about. We all must die one day, and

the illness which is removing me is not painful; it is gentle and giladoy

PLQG LV DW UHVW =~ % UR Q.\MB4435). LQ $ULHYV S

The romantic death period witnesses another change in the death model exemplified
LQ LQWHQVH HPRWLR Q We \deBtE bfthe vth@ H BWLKH VQR Z
According to Aries,what we see in romantic literature is a historical mentality
towards death which is characterized by intolerance for the death of loved ones, the
desire for and certainty of reunion with the deceased after death, and finally
admiration for death as a plenenon with intrinsic beauty (Aries, 2008, 442).
Moving closer to the twentieth century, Aries (20096p) traces the experience of
MK\ VWHULFDO PRXUQLQJY DMelCaliferBidy NV 77ZiDex&rvan

had never accepted the death ofviiie and awaited her impossible return.

7KH ILIWK GHDWK PRGHO DFFRUGLQJ WR $rvikible/ | KL
G HD W ik fhe model of our period, of our times, the modern attitude. Death is
medicalisedthat is death becomes a tedaliphenomenon that must be kept out of

sight and out of reach and in the wards of the hospital. Mourning for the death of

loved ones is shameful and forbidden (Aries, 2009) and should take place in the

secrecy of the lonely privacy of the bereavemente#\notes that the cause of this

19



LQWHUGLFW LV WKH PD[LP RI KDSSLQHVV 3WKH PRUDO
FRQWULEXWH WR WKH FROOHFWLYH KDSSLQHVV E\ DY
DSSHDULQJ WR EH DOZD\V KDSS\ HY Hed, 2000 @3WKH GHSW
94).

Having reviewed one of the most important and influential works in the
historiography of death and dyirtigat L V $ Urbédhofir of our deatil977), | have
established in my argument that there is historical variation in the experience of death
and therefore we cannot consider fear of death as the sole and predominant response
throughout history. As we sawdeath had been experienced with ilarity,
infatuation, as a beauty, with calmness, but also with exuberant fear and avoidance as
is the case in our times. The argument of historical relativity poses questions to be
answered by all theories that propose universal models of human fungtidro

what extent can we read the fear of death as a universal response? Aries would refute
such an argument based on his analysis. But in order to prove the counterargument of
the fear of death being socially constructed we must have a look at psygisaimal

order to clarify the nature of this fear, or else what kind of feié? is

| consider it important to review the fundamental theses of psychoanalysis upon
which all subsequent theories, about the fear of death, rely. Freud studied pathological
phenomena and distinguished four fundamental concepith their respective
functioning in the psyche of the individuabhich relate to the fear of death, namely:

anxiety, fear, phobia, and the death instinct.

Considering each concept separately atahga the chronological order of their
development, Freud thought at the beginning dmxietywas an alternative mode of
release of instinctual energies which were denied expression by the secondary
agencies of the psychic apparatus (Boothby, 1991). Motelacceptable desires
were repressed and so were the libido invested in them. Although hysteria can be
explained by this model of repressighobiascamot. In phobias it is the anxiety
which produces repression, since anxiety is a signal of dangénetoego. In
Inhibitions, Symptoms, and Anxiéireud 1926, SE 20) Freud distinguished anxiety
from fear in terms of the absence or presence of an object, and accordingly anxiety

has a quality of indefiniteness and is lacking a concrete object.
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The dangethat anxiety responds to, therefore, is not related to a threatening object or

situation but more to an overflow of internal excitation (Boothby, 1991), that the
threatened ego is called forth to manage. Unless managed, the ego becomes
SYXOQHUDEQWHNRDGMMR Q™ %RBRWHKedéath instingbon the

other handyas a concept devised by Freud to grasp better those acts that reintroduce

anxious tensions to the psyche. These acts include recurrent traumatic dreams,
repetitive games by chitdn of painful losses, and the problem of masochism. All

WKUHH W\SHV RI V\PSWRPV VHHPHG WR Btkdpdsthée DWH DQ
pleasure principld] JUH X G 6 ( D SDUDGR[LFDO SOHDVXUH
1991, p 3), and even more the operation of a fundamental fattee level of an

instinct There must exist a primordial drive towards death, Freud (1920, SE 18)
conceptualised, that instead of psychological harmony and equilibrium, tends towards

conflict and digtegration. Death instinct shares an equal standing to that ofd&ros

libido- in the psychic apparatus. It is responsible for all aggression and
destructiveness of human beings,ondre primarily sefiGHVWUXFWLYH 3)UHXG Z|
simply concerned to expe a general tendency toward aggressivity and
GHVWUXFWLYHQHVY LQ KXPDQ EHLQJV 7KH WKUXVW RI )L
of selfdestructiveness, a primordial aggressivity toward oneself, from which
aggressivity toward others is ultimately dérH G~ % R R W K E21) and Boosby
FRQWLQXHV 3WR IDLO WR VHH WKDW LW LV RQHYV RZQ G
WR PLVV WKH SRLQW HQWLUHO\" LELG

The Freudian distinctions among the four conceptnafety, phobia, feamanddeath

instinct, that | just presented, frame a different understanding of the fear of death than
commonly understood. The fear of death is a conscious fear, or a fear we can be
consciously aware of. Now if the argument for the universality of the fear of death
claims its functioning at an unconscious level, then the ones who argue about an
unconscious fear of death are confusing it with the death instinct which is a
completely different object. The death instinct operates at the level of the unconscious
and whenit signals anxietywhich distracts the homeostatic mechanics of the libido
calls for discharge along selestructive and not lifenhancing ways. Laplanche
(1988) supports that before a murderous discharge occurs the unconscious drive is at

first instarce turned toward the subject aiming at killing oneself. Agdirthe
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argument about the fear of death intends to establish avoidance as a response for this
fear, it misses the whole point of the Freudian concepgai@n. Accordingly, the
argument of th fear of death cannot claim that it is a universal fear because it cannot
function as the death instinct since its response is not avoidance but self
destructiveness. So, the argument of the fear of death must be implying only
avoidance as a response whiwould categorise it at the level of a reflex of our

biological constitution.

We saw the inconsistencies of the fear of death argument at the level of Freudian
psychoanalytic theory whicis presuppose for validation. We saw that according to
Freud thefear of death presupposes conscious awareness, which operates at the level
of conscious reflectivity (ego functioning), and since it has and tamyeigecific

object as death it leans towards being more like a phobia.

With these two points in mindhe one drawn from Aries on the historical relativity of

the concept of death and the Freudian theory that distinguishes the fear of death as a
conscious phobia and not a death instinct, it can be seedoat DQG :LOOLDPVRQTV
argument(2003) for the alpervasive fear of death in designing the course of human

history fails to convince. Unsubstantiated as it is, their argument could be further

refuted by countearguing that we could equally considbe will to lifeto have ben

the motivating force of the whole human civilization, which could be better supported

by the psychoanalytic concept of sublimation.

A conversation between anthropology and sociology

The complexity of mortuary rites throughout human history and isoaleties comes
to add to what | argued for in the previous section that there is much more invested of
the human psychological economy when facing death than an instinctual fear of death

would suggest.

Anthropological research has witnessed greatrdityein funeral rituals throughout
history and crossulturally, and there had always been actions showing a certain
culturally relative emotion towards the dead who was to be buried. Death places
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certain duties on the community which the dead persangslto and this Isdbeen a
universal response to death throughout human history. We can recall from the
beginnings of history the Greek ancient drama of Antigone (Sophocles 442/41 BC),
where Antigone defiedtate law tdulfil the duty of burial to &ér brother-Polydefkis

and she was punished with the loss of her own life. We can recall and speculate about
the ideological structures towards the dead of the ancient Egyptian civilization with

the pyramids as symbols of greatness that still impress.

The first interpretation of mortuary rituals as seen through the lenses of anthropology
-VXFK DV )UD]JHUTYV Dn@ahat tkeRR éstablished the origins of

all religions. In mortuary rituals we find historically the foundations of refigio
because of the constructs of the soul and the settlement of the afterlife that were
devised along these practices. The human mind in the birth of civilization, these
anthropologists argued, experienced fear and in the workings of his/her imagination
the concepts of soul and of the afterlife were invented. Here we note one of the big
fallacies of early anthropology in that in attempting to explain the intense emotional
reaction to the death of an intimate, as seen in most cultures, anthropologists assumed

common emotional reactions to all humans.

Huntington and Metcalf (1991) warn us against assigning universal values across
different cultures. We have to be cautious in doing that because as Durkheim (1965)
emphasisedhe complexity of the collectivefé outpowers the individual. Instead it
would be more consistent to restrict ourselves in speaking about common practices
across cultures. A legitimate position, accordingly, would noticeweapingwhen
confronted with deaths is such a common praciibe. extent to which, however, we

could assume the same emotional experience is doubtful.

Radcliffe Brown (1964) studied weeping in the secluded Andaman islanders and
noted how wailing had a certain symbolism across different occasions, which was
socially imposed as mandatory for all members of the ethnic group. Further, he
argued that it was the very practice of weeping that would lead the participants to feel
the appropriate emotion and not the other way round. He wrote, in particular:
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3« FHUH& Butoms are the means by which the society acts upon its
individual members and keeps alive in their minds a certain system of
VHQWLPHQW-Browh, L%#& @ R24 Hited in Huntington & Metcalf,
1991, p 27).

On WKH VDPH OLQH RI DUJXPHQW DV WKDW RI "XUNKHLI
emotional reactions to death do not replace structure but on the contrary result from
structure, RadcliffdBrown (1964) supported a sociological theory with an empirical

base in comtst to that of Tylor and Frazer. The origin of all religion was not to be

explained by reference to a universal emotional system that unfolds when people
FRQIURQW G HD W K-d] Es¢NstotdgyHtQ rafiidhalibeViheirritual behaviour at

PR XUQL@nlihgtorr & Metcalf, 1991, p33). In other words, according to
RadcliffeeBrown (1964) the social rituals of a community should be investigated for

having produced the elaborate religious rationalisations, and not ehistémgcal and

universal emotionaystem as assumed by the fear of death argument.

To relate back to my original question about the necessity of experiencing fear of
death as a traAsuman and tramsultural reaction, anthropological findings reply
negatively. To support further, theudy by Geertz (1960) om Javanese tribe noted

that the proper emotional state at funerals was affectless, not showing any great terror
against death and being able to handle it with little anxiety. With all these in mind we

are led to agree with Hungton and Metcalf that:

SDOWKRXJK ZH >FDQ@ FOHDUO\ UHFRJQLVH HPRWLR
range of acceptable emotions and the precise constellation of sentiments
appropriate to the situation of death are tied up with the unique institutions and
FRQFHSWV RI HDFK VRFLHW\~ S

Accordingly, the theories of anthropology that have been mostly influenced by
SV\FKRORJ\ DQG SV\FKRDQDO\VLV VXFK DV ODOLQRZVNL
/ILIWRQ D G19Z49 ¥iRlP&ve used as their fundatakepremise the fear of

death commit the fallacy of evolutionism, inherited to them since the beginnings of

the demarcation of anthropolodgyvolutionism ORFDWHY RQHYV RZQ VRFLHW\

of human development (Fabian, 1973) and accordingly therobggavho commits
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this fallacy sees other cultures through the lenses of his/her own cultural specific ideas
and values and interprets them not in their own light but with reference to his/her own
cultural values. In this linef thought the fear of deatthesis should be considerad

such an evolutionistic thesis. Not only evolutionism, but also the fact that even
psychoanalysis can be considered a product of our times and our western culture, we
cannot hold its assumptions as pertaining to all cultares at all times without

running the risk of applying them retrospectively and therdfenegeasily refutable.

But even if we do apply the insights from psychoanalysis in explaining phenomena
such as death and dying in other cultures, as we said in the previous section there
seems to be confusioaroundthe use of the concept of the fear of death of
consciousor unconscious awarenegbat hinders our understanding of the concept.

To recapitulate, Freud spoke of an amorphous anxiety as the signal of the unconscious
operation of the death instinct; its employment, now, as an explanatory concept by
anthropology, presupposes its manifestation in the consciousness, which would
counter the assumptions of the Freudian theory. Mane are we to assume in
addition that the only manifestation of the death instinct sfaar of death? That is
another point that nds further elaboration and clarification as it shakes the

anthropological argument.

Malinowski (1925) was perceptive of that problem and added that the universal fear
of death should be complemented by an equally universal denial of death through
beliefs in immortality, religion, and the eternal spirit. He combined psychoanalytic
theory with ethnographic data and he came up with a theory about the birth of religion
out of a conscious experience, such as the view of the body which is no longer alive.
The quence in his thought must have been that the view of the dead body created
fear which had to be soothed by the creation of ideas that negated the finality of this
sight; a process that must have been performed consciously, however.

Becker (1973) undewbk the project of designing the trajectory of how the fear of

death became unconscious through repression, assuming that if left conscious it would

have paralyzing effectsn S HR @@Mtipbn. We can see the confusion betwaen
conscious and uncomsLR XV IHDU RI GHDWK LQ % HFNHUYVY DUJXPHC

some point this fear must have been conscious and cultural processes lost in history
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repressed it. Lifton and Olson (1974) also consider the belief in immortality as a
universal response the¢ fear of death and proclaimed various different modes that
have been devised towards symbolic immortality, ranging from biological immortality
(the production of offspring), creative immortality through knowledge and the arts, to
theological immortalitywith beliefs in resurrection or rebirth. Again, it could be
counterargued that any other conceptich as the will to lifecould stand up for all

these cultural developments equally well.

A conversation between philosophy and existentialism

The reviewof the anthropological debate over the fear of death led me to the study of
the philosophical arguments and systems of thought that western societies throughout
history have devised in dealing with death. Having cleared up the distinction between
a conscous and unconscious fear of death, I will focus on the themms of the

conscious fear of death through the lenses of philosophy.

The meticulous argumentation of philosophical inquiries throughout western history

has come up with important systems of thought about death, which will be considered

here. | will start with thePlatonic theory fromAncient Greece and the choice for

doing so ando not include the PrSocratics or other ancient schools of thought from

other parts of the world is based on the fact that they are not as systematic, complete,

DQG FRQFUHWHO\ SKLORVRSKLFD Ghtd)Wa the ihvespiy WKHR U\
guestioning of Socrates, definitions of particular excellences such as courage,
soundness of mind, piety and more, in his attempt to show that ignorance is the reason

for all wrongdoing Building up from the content of our sensations, Pidistacted

PRUH DQG PRUH WLOO WKH SRLQW ZKHUH QR PRUH DE
SLHWAN'KIDW LV EHVDEKDW'L\VR B TWXDOLW\"Y ZHUH D IHZ RI WKH
and which he answered by reference to the ultimate abstractions, to theordisas,

Forms, that are the unchanging, irreducible ideas of things reacedhrough the
LQWHOOHFW .UDXW GHVFULEHV VXFFLQFWO\ KRZ 3
Form of Beauty $ymposium
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32QH GHY H @R thisDFofnRoy ascendirntgprough various stages of

emotional attachment and understanding. Beginning with an attraction to the

beauty of ongyersonf Wody, one gradually develops an appreciation for the
EHDXW\ SUHVHQW LQ DOO RWKHU EHDXWLIXO ERGL!
EHDXW\ LQ SHRS OHificveasiRps@evigttly Brid He¥ds to a deeper
attachment to the beauty of customs, laws, and systems of knowledge; and this

process of emotional growth and deepening insight eventually culminates in

the discovery of the et€§d DO DQG FKDQJHOHVYV EHDXW\ RI %HD
1999, p 711).

SODWRTV PHWDSK\VLFDO WKHRU\ DERXW GHDWK VWDUW
the knowledge of Forms, of the abstract ideas and accordingly through questioning

they can recollect hat they once knew and forgot. Death, now, by separating the

body from the soul, the body with its perturbations from the soul which contains all

possible wisdom, should not be feared but on the contrary should be looked at with

S DQ DWWLWXGH BOQOGHRROHNNOQBYWLFLSDWLRQ™ 7D\ORU

Hellenist Epicurus (34271 B.C.), another important and highly influential
SKLORVRSKHU IRU KLV XQGHUVWDQGLQJ RI GHDWK LQW
according to which humans should not care albeath as there is no death when we

are alive and when we are dead we cannot reflect upon the fact that we are dead. His
argument was based upon his empiricist theory of knowledge whereby our sensations
as stimulated by thin layers of atoms of externakdisj become the sources which
guarantee reality and truth. As in the situation of death we will not have our
sensations intact, we will not be able to have knowledge of that reality. In other
words, since we cannot know anything when dead we are nofgdstif worrying

about what comes after death. The soul perishes when the body dies (Yalom, 2008).
There is no soul independent from the body. All there is, is knowledge through
sensations and that which had been called soul does not have abilities ftadgew
therefore it cannot exist. The fear of death should not be of concern to us as there is

no way we can perceive of death when alive.

Implicit in his theory of knowledge is his system of arguments about ethics. Epicurus

preached hedonistic ethicse(@ey, 1999) with pleasure being our innate natural goal
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and pain the only evil we will experience in life. The goal of philosophy is to show

KRZ SOHDVXUH FDQ EH PEDQPILRRG QMWKH (SEEFE&XUS DQG
becomes more secure througiraple way of life that minimizes the chances of pain.

In this line, thoughts about death and immortality cause anxiety in the human soul and

should be avoided.

With the widespread flourigig of Christianity the problem of death acquired its full
metaplysical treatment. Philosophy lost its prerogative over the issues of good life

and death. Christianity, equally with all other religions, settled these matterthevith

promise of an afterlife and the immortality of the soul. DuringNhddle Ages the

guestion of the body and its relation to the immortal soul entd#redpicture of

Christian theology formulated into the idea of the resurrection of the body (Taylor,

2003). St. Thomas Aquinas (122274) supported the resurrection thesis where at

somH SRLQW LQ WKH IXWXUH WKH ERG\ ZLOO EH UHVXUUH
at that time the person is reestablished and enjoys eternal life through the grace of

*RG" 7D\ORU S

More and more the issues related to death started to eesodvind emotionsand in

particular around faith while they were distanced from knowledge. Consolation
EHFDPH WKH PDLQ WDUJHW DQG QRW WKH FRQVLVWHQW
WKH KHDUW QRW RI WKH VRXO ™ ZULgNHddé pebods RfU S
human thought that discovered consolation in faith and with it strong emotional

images about reunions of the soul with the body, of the deceased with other loved

ones, of the deceased with a Divine Being who frees and consoles frony earth
suffering. This will be the starting point for the philosophical tenet of existentialism to

be found much later in time in the history of philosophy.

Much like the debate between Platonism and Epicureanism, the history of Western
philosophy witnessednother similar debatéefore the birth of existentialisnthe

well-known debate between rationalism and empiricism. This debate, prevalent

mostly in AngleSaxon philosophy, has its ats in the philosophy of Descartes

(1596 ZKRVH GRFWWIN WIKRUMIRUH , DP’ OHGLWDW
establishes the dualism of body and mias two separate and distinct entiias the

main proposition of the debate. Through the method of the doubt, Descartes came to
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see that the testimony of the senses caridecus; what he cannot doubt about,
KRZHYHU LV WKH IDFW WKDW VRPHWKLQJ ZKLFK LV F
DFFRUGLQJO\ PXVW H[LVW W LV XSRQ WKLV u,YTV DEL
doubted, that the whole of true and reliable knowlezigebe built up.

On the contrary, the empiricist tradition, which found one of its main representatives

LQ + XPHYAL776) writings, is highly skeptical of unobservable entities such as

the mind and the soul. His position is that our ideas are copigapressions we

receive through the senses, while our experience of our mental faculties for which we

have no sense impression are a variety of mental ssieb as intellect, judging,

willing, doubting, and emotion. We have no impression of a separatgsting

substance that supports all these mental activities (Taylor, 2003) and accordingly

there is no ground for supporting that such a thing as the mind or the soul exists.
+XPHYV VNHSWLFLVP TXHVWLRQHG IXUWKHU MKH DUJXP
mind or of the soul. It is an impression received from the senses that everything in the
universe is subject to change and even more to decay. On which gomuidsve

VXSSRVH WKDW WKH PLQG RU WKH VRXO FRXGG YLRODW
UHSO\ ZDV WKDW 3MXGJLQJ RQ WKH EDVLV RI H[SHULHQF
of all else within the order of nature befalls what we call mind or soul as well. When

WKH ERG\ GLHV« VR GR ZH LQFOXGLQJ RXU PLQG RU VRX

It seems that the arguments of Descartes and Hume are much more refined versions of
the old binary about the supremacy of the body in knowledge or the supremacy of the
mind (or the soul), as inheritdaly the philosophy of Plato and Epicurus. And the
critigue of Existential Philosophy has been exactly this that traditional philosophy
ignored the philosophy of subjectivity to the benefit of a philosophy about the

universe or a philosophy about the products of the mind (Mounier, 1988).

Existentialism, on theontrary, is the philosophy of subjectivity. What existentialism
SURSRVHV LV D UHIRFXV RI SKLORVRSK\ RQ KXPDQ HJ[LWV\
S3KLORVRSKHUV DQG VFLHQWLVWYVY HPSWLHG WKH ZRUO
1988, p 199), emptied the wid from that which exists before it comes to know,

Kierkegaard (1841) argued against Hegel and his philosophical system which

objectified human subjectivity. The primary duty of philosophy is to awaken the
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KXPDQ VXEMHFW IURP WKH p200 Bfth&/fhg i9eRrXaD lobjddt of S
philosophical and scientific investigations. And when the human subject awakens and
looks at himself/herself existentially, he/she sees the contingency of his/her being in
that there is nothing that binds his/her existema#n any kind of certainty. The
existential subjecicontrary to the subject of the idealist philosophiesiot in accord

with nature, the god, or the Absolute. The existential subject works hard to find order

and meaning:

3$Q\ RUGHU D Q GhelreHatz @Lb@ dny,Lnhusbe created by individual
HITRUW DQG UHVROYH DQG FUHDWHG DQHZ E\ HDFK
1951, p115).

This capacity as well ashe duty of the being of humans is the quality of

transcendence that Heidegger (1962) spoke about as the essence of Dasein.

Abandoned in a contingent world, the human being is shaken by existential anxiety

that s/he is constantly trying to shut out, plumgihimself/herself into the in

authenticity of everyday life. For Jaspers (cited in Gray, 1951,18) there are
MERXQGDU\ VLWXDWLRQVY KRZHYHU LQ D SHUVRQYV OLI
for a genuine life. The boundary situations lead titevidual to the realisation that

everything depends on him/her, welcomes this unaided and unconsoled way of being,
accepts that genuineness is not fulfilment (ibid1p1), and opens up to a way of
OLYLQJ ZKHUH LQWHQVLILFDW poRgiliie® fBonF@dnert kbt FDW LR Q
moment is adheretb. These boundary situations are our confrontation with feelings

of guilt, with experiences of suffering, in cases of conflict, confrontations with

chance, and of course our confrontation with our own ddatbm all boundary

situations the most extreme confrontation is with our own death:

SWKH SDLQIXO IDFW RI KXPDQ ILQLWXGH WKH LQHYL
OLYLQJ PHDQLQJIXO DQG VIILILFDQW ™ *UD\ S

Heidegger (1962) emphasisedeavmore that our mortality can be regarded as a
fountain of possibility and potentiality. Confronting our own death springs up
MHH[LVWHQWLDO GUHDGTY -D V120 «dahsciolsvexis@niiaQdreadD \ S
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as to relate back to my question that Hakn central throughout this literature

review. The common way of reacting to this dread is through an escape from this

truth, towards making it a public event, something that happens to everybody
LQGLVFULPLQDWHO\ 3ZH VWULYHHQ\W PBRBAJGHDWK MXDW
1951, p DQG ZH JHW ORVW LQ WKH LPSHUVRQDO 3WKH 7K
It is an escape from our personal responsibility, blunting all this intense conscious

feeling, which when open to experience in full can lead midevidual to authentic

existence. Beinginto-death is a way of life that first of all isolates from the
LPSHUVRQDO 3WKH 7KH\" DQG WKURZV WKH LQGLYLGXDO
KLP WKH SRVVLELOLW\ RI EHFRPLQJ123). BesuhiB@DOL W\~ *
SHUVRQDOLW\ PHDQV OLYLQJ ZLWK UHVROXWHQHVV WK
EDQDOLW\ RI H[LVWH Q F H.24) Gind/ R&dhdd tat " poit FOE 6elf S
understanding and sdthowledge that individual existence must be given nmeani

through R Q lewWnvefforts.

A conversation with psychology

Even though existentialism taught the necessity for an individualised response to the

dread of existence when facing death, psychology operationalised the concept of the

fear of death in ordeto speak about percentages in the general population.
Subsuming without differentiation under the same heading anxiety, fear, and threat in

relation to death, research @ttitudes towarsl death has brought about a great

number of assessment scasKDW DVVHVV 3WKH IHDU RI G\LQJ DQG R
VWDEOH SHUVRQDOLW\ GLVSRVLWLRQ WUDLW." 1HLPH\I
47). The distance between psychology and philosophy is more than evident; whilst
philosophy analses aparticular existential situation such as the experience of dread

in the face of death, psychology genesdito all people the experience of the fear of

death making it a personality trait with varying degrees of intensity and discomfort. It

is neitherguided by any theory (Neimeyer, Moser, and Wittkowski, 2003,7p and

no definition or course of emotional events are explained.

Psychology, by subscribing to being a science, adopted the mechanics of science with
neglect for consistent foundation dtetlevel of theory. We saw earlier in this
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introduction how consistent psychoanalysis had tried to be with respect to the
conscious fear of death amhconscious anxiety in relation to death. We saw in my
discussion of existentialism its deepted heoretical discussion with philosophy in

its history that gave rise to a new conctyat is the existential dread toward death.
Psychology (mainstream psychology, that is) aspiring to reach the status of science,
embraced statistics in order to be ablespeak about large numbers of the population
and accordingly fell short of constructing fine distinctions in its objects of study. The
claim for a scientific psychology was a product of the twentieth century which noted
the birth of demography, as Fouwda (1979) pointed out. Demography, or the
statistics of the population, does not only count and predict births and mortality, life
expectancy and longevity, but imposes the mentality of uniformity across the whole
population: we people are similar, cousiegandpredictable.

W LV LPSRUWDQW WKDW ZH WDNH D FORVHU ORRN DW W|]
GHDWKY VFDOHVY LQ RUGHU WR SURFHHG ZLWK P\ DQDC
attitudes toward death. The first scale to be devised to neeBearof death washe

Death Anxiety Scal@DAS) by Templer (1970), consisting of 15 true/false statements

RI WKH-WDSH Y¥YHU\ PXFK DIUD LGe ¥igRt ¢& b HieadDIlipd® i8
KRUULI\LQJ WR PH" FLWHG LQ 1HLPH\HWO)OmRWEBHU DQG :L
problems in the interpretation of scores the DAS scale had been devised and largely
replaced byThe Revised Death Anxiety SCERDAS) of Thorson and Powell (1994).

It is now a 25item scale,where the respondent confirms agreemerdisagreement
ona5SRLQW VFDOH 7KH VWDWH P HawWw Notlafpail@PatGoHg; DUH R
VORZ G\LIHIYH® IHHOLQJ DQ\WKLQJ DJDLQ DBWHU , GLH
ORRNLQJ IRUZDUG WR QHZ3%).ChelCOIEW. estérReds bffDeath EL G S
Scale (CLFD; Collett & Lester, 1969) is composedf four subscales and

differentiates fear of death from the process of dying, both subscales attributed to the

self and to others. It is a d&m scale rated according to agreement onpailt

ILNHUW VFDOH 6DPSOH,VARXWBPHYRALG IGHDOXIGEHW DOO F
6HOI VXENVFARXHOG:DYRLG D IULHQG ZKR ZDV G\LQJ" '"\LQJ
DQG7RH SDLQ LQYROYHG LQ G\LQJ IULJKWHQVNPH" '\LQJ
Neimeyer, 1994, [58).
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Death attitudes research moved gradually into the construction of scales that are based

on more theoretically consistent grounds, suchTlas Threat Indexscale (TI) by

Krieger, Epting, and Leitner (1974) which is based on KgNy SHUVRQDO
FRQVWUXFW WKHRU\ 7KH LQGH[ XWLOLVHV WKH EDVLF
7TKHRU\ LELG ZKHUHE\ WKH JRDO RI D SHUVRQYTV OLYLQ.
in the world through the use of bipolar personal constructs. Tdex iattempts to

DVVHVV WKH HIWHQW WR ZKLFK D SHUVRQYV FRQVWUXFW
DQG LW LV DUIJXHG WKDW S3:GHDWK ZRXOG EH WKUHDWH
amount of systematic reorganisation that would be necessary @n mwrdconstrue

GHDWK DV D SHUVRQDO UHDOLW\ DV SDUWhoRéerWKH VHOI
importanttheoryled scaleis The Death Attitude ProfilRevisedscale (DAPR) of

Wong, Reker, and Gesser (1994) which is at8& scale in which the respondent

indicates agreement or disagreement onpmiit Likert scale. Statements included

DUH RI WKHEWCCBIHHYH WKDW , ZLOO EHeatshEHIb¥ HQ DIWH L
YLHZHG DV D QDWXUDO XQGH QLD EWhdne2Qi@ thoQdbty RLG D E O
RI GHDWK HQWHUV P\ PLQG , WU\ WR SXVK LW-DzZD\" FLW
R utilises the existentialist perspective on the fear of death wherebyeweativated

to pursue personal meaning (Frankl, 1965), with the developmental stage theory of
(ULNVRQ DQG LQ SDUWLFXODU WKH ODWH DGXOWKR
and Kubler5RVV {V WUDMHFWRU\ LQ DFFEBAPRQJ GHDWK
scale identifies three distinct types of death acceptance based upgdevigeneutral

acceptanceasserts death as an integral part of ldpproach acceptandmplies a

belief in a happy afterlife and accordingly assesses religious beliefsesaghe
acceptanceRl GHDWK DV D UHVRUW DZzZD\ IURP OLIHYV SDLQ DQ

What have we come to know through the complex research designs that the
administration of these scales have generated? First of all, that age was not found to
be a significah correlate of death anxiety (Pollak, 1979), bather itis dependent

upon the severity of physical health problems, history of psychological distress, weak
religious beliefs, and low personal resilience (Fortner & Neimeyer, 1999). Gender,
also, is unredted to fear of death even for older adults (ibid). The elderly exhibit less
fear of death and dying as compared to middjed people (Gesser et.al. 19988).

With respect to illness and fear of death, studies have found no direct relationship

betweenlevels of physical welbeing and fear of death (Baum, 1983, Baum &
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Boxley, 1984), no substantial differences between psychotic patients versus neurotic
patients on death anxiety (Feifel & Herman, 19&&o, deep religious commitment
(Bivens et.al., 1994 and the belief in the afterlife (Ochsmann, 1984) ameliorate
conscious fear of death, whilst persons who accept death as a natural part of life

express less intense fear of dying and death (Tomer & Eliason, 2000).

The knowledge we gain from death attiés research is more or less general statistics

that do not enlighten any further than commonsensical understanding. There is

nothing wrong with commonsensical understandings of phenomena and social
representations methodology take them very seriously (Moscovici & Markova, 1998),

but they are not posed as atijee truths as attitude research aspired to claim of them.

In particular, however, attitude research, as Potter and Wetherell (1987) argued, faces

broad difficulties that are not easy to overcome. Firstly, attitude research relies upon
decontextualised tdrances which are put forth for agreement or disagreement. For

instance the statement fraime '$6 V F DTélsight of a dead body is horrifying to

PH LV WR EH DQVZHUHG ZLWKRXW DQ\ UHIHUHQFH WR FI
to having viewed a lead one dead and answer negatively while another might relate

to an unfamiliar dead body and respond positively. Potter and Wetherell warn us that
HYHQ D VPDOO DPRXQW RI DGGLWLRQDO LQIRUPDWLRQ
question what, at first, appeeV WR EH UHDVRQDEOH LQWHUSUHWDWLR
(1987, p48). Attitude theory is indifferent to context because it assumes that there is
VXFK D WKLQJ DV ubQ DWWLWXGHY DQ HQGXULQJ DQG
consulted when persons agked to talk about it or will behave in accordance with it

when situations allow. Discourse analysis, on the contrary, has shown that we deploy
discoursesand not attitudesthat are not necessarily consistent and coherent (Potter

& Wetherell, 1987, p49), but function, or do things in our communication with

others. To illustrate, fronthe &/)' VFDOH WKH VWDWW®RH@MdZH UHDG
GHDWK DW DOO FRVWV® DQG LW VHHPV GLIILFXOW WR
favourably or not. There are hidderssumptions, as Potter and Wetherell (1987)

would suggest, for example, that we usually avoid what we most fear, in this case

death. Nevertheless, an advanced cancer patient with unmanageable pain would
respond negatively as s/he would be looking forwarthéir end with an aspiration

for pain relief, while s/he might respond positively if s/he was pain free. Variability of

accounts is not taken into consideration by the decontextualised scales of assumed

34



static and constant attitude research. Muee, atitude research assumes that an
DWWLWXGH LV VHSDUDWH IURP WKH PpREMHFW RI WKRXJ
studied is assumed to be a simple and already present entity. Discourse analysts, on

the contrary, have seen that the very object ofarekeis formulated and constructed

within discourse (Potter & Wetherell, 1987,51), and the produced accounts usually

intermingle description, explanation and evaluation (ibicg3) making it impossible

to distinguish the object of thought from thdeséd judgment about it. Potter and

Wetherell warn that if a researcher wants to investigate a social phenomenon, s/he
VKRXOG EH DWWHQWLYH WR 3KRZ GHVFULSWLRQ DQG HJ[S
different kinds of explanations assume different kiod objects or supply the social

ZRUOG ZLWK YDU\LQBI2REMHFWV’ S

7KH VKRUWFRPLQJYV RI DWWLWXGH UHVHDUFK DQG RI W]
recapitulate, are their complete disregard for ¢batextwithin which a statement

from a quesbnnaire will be understood, that attitudes are assumed as independent

entities to be simply described while it has been shown intevmingledthey are

with evaluations and explanations and accordingly cannot be considered stable across
situations, the ddabtful translation RI UHVSRQGHQWVY UHSOLHV LQW
categories, and lastly, thvariability of the produced accounts in terms of what the

deployed discourses intend to do.

So where do we stand in terms of the fear of death concept and thesationewith
SV\FKRORJ\ , MXVW FRQFOXGHG" 3RWWHU DQG :HWKHU
UHVHDUFK IDOOV KHDY\ XSRQ WKH DPELWLRQV RI WKH pV
are there limitations at the level of the construction of the various saglesdoe so

there are distortions at the level of the knowledge we gain. Without context and

without considering variation the returned knowledge is distorted and not objective or
YHULILDEOH DV LW FODLPV WR EH 7KH pwXadd) WR GLVI
radical research since 1980s, on the other hand, had as its effects a swift turn to the

study of how scientists talk about what they do (Parker, 2015, pnd a gradual but

steady disregard of the human subject. Parker (2015) wonders whetherlggycho

and psychological knowledge since deconstruction are nothing more than endless
processes of critique. There seem to be a complex problem to be resolved by the

principles of contemporary psychology.
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Discourse analysis tends to resist the temptatRh EXLOGLQJ XS D QHZ pVv
SV\FKRORJ\Y WKDW ZRXOG UHVW RQ PRUH VHFXUH IRXQC
KRZHYHU ZLWK WKH pQHZ SDUDGLJPY HVSHFLDOO\ DI
VWUXFWXUDOLVW WKKREDQDRVPRUP PRIUBDEMILELG S
dismissive of agency or of the struggle individuals undertake in order to make

meaning. Parker (2015) notes that the deconstruction introduced by the social
constructionist and discursive movements in psychology reversed scientific priorities.

He argues that in order to claim a status of scientific knowledge contemporary

research in psychology should become attentive to three aspects about its practice.

Firstly, subjectivity needs to be understood much more broadly than a distant, simple

and volwntaristic entity. Our assumptions about subjectivity should be looked at with

D TXHVWLRQ PDUN RU pXQGHU HUDVXUHYT DQG ZH VKRXC
the kinds of subjectivity discourses allow, or how the interaction with the researcher
facilitated or blocked the research process. Secondly, we should be cautious of our
interpretations as they are guided by implicit theories of the self and the world we
VKRXOG EHFRPH FRQVFLRXV RI 7KLUGO\ ZH QHHG WR E}
isintetwLQHG ZLWK SRZHU’. 2@ étdbhking able, thatSis, to critically

evaluate the knowledge we produce. Important researchers who conceptualise
SV\FKRORJLFDO UHVHDUFK DORQJ WKHVH OLQHV LQFOXG
& Thompson, 2011),R1 5HDYH\{V DV LQ &URPE\ +DUSHU 5HDY
JURVKIV DV LQ

A conversation with existential psychotherapy

By opening up a conversation with existential psychotherapy, | intend to touch upon
that aspect of psychological theory apdactice that usually stasdapart from
mainstream psychological research. The focus here is subjectivity per se; the struggles
of the subject to relate to the world of meanings and produce something meaningful
for himself/herself. | will focus here on tledinical setting of psychotherapy in order

to have a closer look at the more intimate manifestations of a concept such as the fear
of death. Existential psychotherapy is not a consented upon specific therapeutic
practice, but many different therapeutiagtices have evolved out of the meticulous
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study of existential philosophy. | will focus on the American Existentialist School and
mainly on Yalom (1981, 1987) because he talked extensively about our confrontation
with death, and on the British School ofkigential Analysis and its leading
representative van Deutzen (1998, 2002awhose views onhuman life are

stimulating and can be enlightening when confronting death.

According to the American Existentialist School psychological difficulties aus®f
LQWHUQDO FRQIOLFWYV ZLWK WKH pJLYHQVY RI HILVWHQF
<DORP WKHVH pJLYHQVYTY RI H[LVWHQFH DUH WKF
confrontations the individual will have in the course of his/her life with death,

freedam, isolation, and meaninglessness. The fact that we will die, the fact that we are

free and the sole responsible ones to design our own lives out of groundlessness, the

fact that we can reflect and see our ultimate isolatioar loneliness despite our

wishes to relate to others, and the fact we must construct our own meaning for our
OLYHVY WKHVH DOO DUH VXEVWDQWLDO DQG IRUPDWLYEH
unigue implications for each one of us and our trajectories. Not all of us are
courageous reough to resolve these confrontations successfully and it is here that

problems of psychopathology arise.

More importantly it is our confrontation with our death that can cause
insurmountable difficulties to our emotional wbking. The terrible trutrof our

private, WKDUDEOH LQHYLWDEOH GHDWK LV3WKhif uWHUURU
XQOHVVY WUDQVFHQGHG OHDGV WR SV\FKRSDWKRORJ\ 36
VWUXFWXUH KDYH WKHLU RULJLQ LQ WKH >«f@ WHUURU
existential psychotherapy the individual is fearful of and suffiens the awareness

of this ultimate existential truth. The fear of death constitutes a primary source of
DQ[LHW\ 3LW LV SUHVHQW HDUO\ LQ OédrkHuctund/ an LQV WU X
it continues throughout life to generate anxiety that results in manifest distress and the
HUHFWLRQ RI SV\FKRORJLFDO GHIHQVHV" LELG 7KH HJ[I
WKHVH 3FULSSOLQJ OHY.B88Y bR hol2i@inateVthem. Lifelagd S

death cannot be faced without anxiety; the question in therapy is to use this anxiety

constructively
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9DQ 'HXUJHQ ZRXOG GRXEW <DORPTV RYHUHPSKDVL)
primary source of anxiety which exgefformaive forces upon the entire personality

structure of the individual. She would consider death among the life challenges,

among the tensions that we meet in life. To dispel the anxiety produced by the
tensions met in life, individuals try to lose themselwegshe certainty of shared

cultural practices fantasising about a perfect and profileenlife (Cooper, 2012,.p

110). For van Deurzen (1997) psychological difficulties are but-detfeptions,

products of misguided philosophies of life (Cooper, 2012). The aim of existential

therapy, according to van Deurzen (1997), is to help clients face up to the reality of

their situdion, resolve their selfleceptions, and come to terms with life in all its
FROQWUDGLFWLRQV 3:WR LPPHUVH WKHPVHOYHV LQ OLIH
(Cooper, 2012, p110).

The existential psychotherapist relies upon three fundamental prinalmes human

nature. Human beings have capacities and they should be trusted when working
therapeutically. The first principle of existential psychotherapy is the belief in the

capacity of human nature to create meaning and order (van Deurzen, 2002 of spit

OLIHTV XQSUHGLFWDELOLW\ DQG PHDQLQJOHVVQHVV 7K
human nature has internal flexibility and is able to find direction and motivation even

when facingup toH[LVWHQWLDO pJLYHQVY RU ntifld MW LRQV LE
from the belief in the capacity of human beings to live constructively and be creative

within their existential limitations without losing ground and contact with reality

(ibid).

According to existential psychotherapy, the fear of deatltdanceptualised very
differently from the conceptualisations we have met so far. The fear of death is
manageable, tagable, allowing for unique resolutions when confronted. It does not
carry with it the austerity gbhilosophical definitions. It is ri@s incapacitating as the

fear we meet in history, in anthropology and in sociology. It is a conscious fear, not as
in psychoanalysis, of which we can become aware of and do something actively
about It is in this space that is opened up within theesysof thought of existential
psychotherapy that research questions can be @dg®dingthe necessary freedom

to the individuals to come up with unique resolutions in their confrontations with this
HMIJLYHQYT RI HILVWHQFH (Wb ddistaDt@assibdity @rgjecteld D Wiek LV
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future but much closer, as the case | want to study, the principles of existential
psychotherapy kindles hopes that a lot more can be found other than fear towards
death. And this is so because individualziggle for meaning, can show personal
direction even in the worst of situations, but most of all they are able to bear

meaningfully even their own imminent death.

$V WKLV UHYLHZ SUHGLFWV SUHYDOHQW ZD\V RI WDONI
also b be met in the speech aying individuals. According to contemporary

discourse analysts we are spoken by our cultures and their languages equally well as

we are speaking (Lupton, 2012). Discourses provide the means for making sense of a
phenomenonhey are all these abstract principles that define a phenomenon, and they

are embedded in our historically specific cultural settings. But even within these
determinations, individuals can create something of their own, that will speak of their

own individuality and of their unique situation, and this research project allows this

space for the individual to be unravelled.
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Concluding argument

From whathas beerdiscussed so far | have established the following premises with

respect to the argument about the ubigaoftthefear of death:

Premise 1. Fear of death is not a historically unchanged given. Reliable
historiographersgg. Aries, 2008) who investaged death in the Western world found
that fear of deatltan betraced fairly recently in history, since the™éentury and
onwards.

Premise 2: Fear of death is not a psychologically universal given either. |
pointed out the misunderstandings of Breudian theory (1920, 1926) with respect to
conscious or unconscious fear of death. If unconscious it is not fear but anxiety, and if
conscious it would fall more under the category of phobia since the object of death is
definite.

Premise 3: Fear of digmis not an anthropological given even. Fairly recent
anthropological arguments (i.e. Huntington & Metcalf, 1991; Fabian, 1973; Radcliffe
Brown, 1964) emphasise that we cannot claim a universal emotional system but
historically relative communal or socfpractices that give rise to specific emotions.

Premise 4: In the history of philosoplieath and related to death emotions
had received various explanations (i.e. Plato, or Epicurus). Historical trajectories
detached death and related to death emstioom the faculties of knowledge and
became matters of concern of religious faith.

Premise 5. Fear of death became a matter of philosophical concern with
Existential Philosophy (i.e. Kierkegaard, 1841; Heidegger, 1962). The consciously
experienced angty that accompanies the awareness of our mortality can change a
whole life course towards authenticity.

Premise 6: For psychology the fear of death is a universal human emotion
that can be measured and the results can be compared between them. Attitude
research, however, by looking for unchanging mental entities, consistent and
coherent, independent from context or interaction, is not ableveoup to its
aspirations and accordingly its project is undermined and doubtful.

Premise 7. For psychotherapy and in particular existential psychotherapy,
confrontation with death can open up possibilities for grounding a more realistic way

of living, away from seHldeceptions.
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From all of the above, | would argue that death &hdae seen as socially and

culturally constructed and so are deathlatedemotions such as fear. Much like a
HEXOWXUDO HWKRVY *HHUW] HYHU\ VRikchHW\ LQ KL
includesD pGHDWK HWKRVY 3HDWK hVW&yRlg, 2003) L0 FLY
FXOWXUHTV ¥dadih@idHiesthR&dded (Ssues, and it is compuisedariety

of discourses, understood by all its members. It is reflected in the linguistic repertoires

of a culture, in its entire societal practicesaitivities and settings which embrace

death.

Pursuing a research on death and dying irB26éans adhering tmauHS RFKHY ZKLFK
has gained the strength to look upon the issue of death. Around the 1950s and with the
sienceEUHDNLQJ ZULWLQIJVEGHDWKHWMBRUQRIUDSK\ RI )HL
SV\FKRORJLFDO SHUVSHFWLYH RQ WKH UHSUHVVLRQ
historiography on Western attitudes towards death, we witness a significant turn in the

history of Western civilizations with respect death: the dominant regime around

death was revealed and spoken about. It was the regime of silence and hiding of

death, of a privatized death restrictedthe immediate family, of the lonely and

isolated dying personyho would be attended by medical sp#ists while s/he would

die in the premises of the hospital. The bureaucratised, medicalised and hospitalised
GHDWK FDPH WR EH FRQVLGHUHG VLQFH WKHQ DV D 3GH
The dominant discourse of death was constitutethégocid processes of the entire

array of legal, religious and political practices, characteristic of all those processes

being the condemnation of the dying in loneliness and silence. Living in a body that

belongs to medical science astorn ofhis/hersociopolitical existence, the dying

individual was caught up in a disadvantaged discursive posittompared to the

living.

Prior (1989) DGR SWLQJ )R XFD X O)\arfjuedinatoint ttat death was

hidden for most of the 20century is to ignore that at least three disciplines focused

on death throughout the century, namely: demography, pathology, and sociology.
Demography considers death as rates of mortality and comes up with statistics around

and about the fate of the spesc (Prior, 1989, p7). Pathology deploys the body as a
PDFKLQH PHWDSKRU DQG WKLV LVRODWHG GHWDFKHG I
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WKLQJ WR EH WUHDWHG UHFRQVWUXFWHG UHSDLUHG
Sociology, lastly, studied deatAndin particular suicideunder the prism of social

causation attempting to come up with objective-l&ke regularities of human affairs

in its entirety.To be more accurate then, according to Prior (1989), tRecadtury

offered objective and scientifdata about mortality, disease, and death causation but

nothing was mentioned about the meaning of the world or of the objects within it

(Weber, 1948, cited in Prior, 1989, p11). What was historically witnefseadthe

1950s and onwards, in other werdvas a refocus of the object of death from being a

studly onREMHFWLYH PRUWDOLW\ WRZDUGY WKH VXEMHFWLY|
VHQVLELOLWLHV RI WKRVH LQYROYHG LQ WKH SURFHVVH)

This turn towards theyihg individual and the uniqueness of his/her experience which
has been noted in history sinttee 1950swill be looked at in théollowing section
Particular emphasis is giveo the most recent qualitative research on the subject
beause this will assist in framing my own qualitative research questions and also
because the latest research on the field is primarily qualitaéivealing a turn in the
focus from quantitative to qualitative, in trying to gain, in other words, an ingider

perspective on the phenomenon.
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Literature review of research into the experiential phenomenon

A review of research on the experience of living whilst knowing that dying is
imminent, reveals not only important but also ambivalent findings. sthdy of
Wrubel et.al. (2009), that utilised narrative analysis on the accounts of individuals
who were asked about how they lived their lives with terminal illness having received
a prognosis that ranged from about six months to one year of life, bralght an
interesting finding. Participants spltimost in half (=19/32 and =13/32) with
respect to whether they experienced their lifeworlds uninterrupted and interrupted in
dealing with the fact that their livesould soon come to a closure. THisding is
important since it reveals a binary in the very experience of living knowing that you
are dying: either the individualwill experiencetheir lifeworld uninterrupted and
maintained as exemplified in maintaining relational tieshtr closeones, holding
onto spiritual concernsetting specific goals arabntinuing towork towards them, or
they will experiencetheir life interrupted. And it is a finding that perplexes the
literature which was founded updhe premise that the end of life phase imposes
distinct challenges on all aspects of the human biopsychosocial functioning. If that is
the case then we should expect unanimous reactions of lifeworld disruption, much
like Bury (1982) has predicated for te&perience of serious illness as it becomes a
ODQGPDUN LQ DQ\ SHUVRQYV OLIH :KDW LV LQWULJXLQ
(2009) is that almost half of the participants did not experience imminent death as
upsetting, disrupting, or devastating. Tdieseems to bsomething of a different
guality in the topic of death that we investigate other than unanimous reactions. Rodin
DQG =LPPHUPDQQ VSHDN RSHQO\ DERXW WKH puXQLT
that might be triggered in a dramatic alteration of a liferse, and accordingly the
HQG RI OLYLQJ H[SHULHQFH PD\ IDFLOLWDWH 3D SURFH'
(ibid, p182); the phenomenon has been extensively studied by Tedeschi and Calhoun
DQG QDPHG uSRVWWUDXPDWLF JURZWKY

Recapitulating, betwee unanimous reactions and individual uniqueness lies a
continuum of experience that a lot can be worked out and negotiated both at the level
of the individual but also at the level of interaction with others, with society, with
culture. It is the aim of mgtudy to unravel the qualities of the dying experience when
looked at from the perspective of the individual who is about to die, but equally so
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when the phenomenon is seen from the perspective of prevalent discourses specific to

Western societies @018.

Considering each perspective separately, phenomenological studies reveal important
experiential dimensions for the individual who lives knowing that her/his end due to

terminal cancer is approaching. The mgyathetic piece of research of Willighé

Wirth (2018), studied the most recent (between the years-2014) researches

(n=23 studies with 31832 participants) on the phenomenon and came up with the

following experiential dimensions of living with terminal cancer. The four master

themes thathe study traced are the following. First is the master thertrawhaand

captures the catastrophic interruption that the terminal cancer diagnosis has on a
SHUVRQTV OLIH 7KH DIIHEFn&wsWsKnegative aridRHe SHdiQdulvV - W K
experience vulnerability anda lack of emotional and physical safety. Existential
DQ[LHW\ JRHV WRJHWKHU ZLWK WKH VXGGHQ HPHUJHQF
mortality. The second master theme is nanliednality (Latin for threshold),

capturing the quality oexperience whereby the person feels like s/he inhabits a

distinct space of living whilst awaiting dying. Liminality is a distinct experiential
GLPHQVLRQ LQ WKH VHQVH WKDW WKH LQGLYLGXDO RF]|
SEHFRPHY ERWK DO®HDRBIRUIWBYW DWGWKH VDPH WLPH
Liminality expresses the ambiguity between the two positions the individual is called

to inhabit at the same time: the position of full living and the position ofex@ting

in this world any longer, a state igh leads to experiencing feelings of disorientation.

The two positionsalso correspondto distinct sociocultural statuses adding to
experiencing strains that demand continuous negotiation. The concept of continuous
negotiation has been comprehensjveéscribed by Corr, Nabe, and Corr (2000) in

their research on coping with dying. Four areas for coping have been identified: the
physical, the psychological, the social and the spiritual. Physical coping comprises the

care for the minimisation of physicdistress; psychological coping revolves around

negotiating emotions of security, autonomy, and richness in living; social coping

requires the management of attachment relationships to others but also toward social
activities and social roles; and spidatucoping which centres on maintaining or

finding meaningfulness and connectedness in living, whilst dealing with issues around
transcendence and hope. This comprehensive description of tasks to be handled within

this liminal space of existence in betwdimmg and dying has been supported by the
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research of Coyle (2006) which wasfully titted The hard work of living in the face
of death

The third masteWKHPH WKDW :LO O isyntbecGtudy W2IR)fotmd Wab

the noted effort of the dying individuals lold on to life The experiential negotiation

of this dimension fluctuates between staying connected to life as they knevait so

D Q @estsing) being torn away from all that made life meaningful and worthwhile in

WKH SDVW"™ LELG S W LV D SXUSRVHIXO DFWLRQ \
energyonthe part of the individual and is exemplified in holding on to treatments and

the anxiety that accompanies these procedures, focusing on the little pleasures of daily

life, and investing in a sense of future no matter its extent. The fourthtineste the

research revealed was timepact of terminal canceRQ WKH SD-W-day@av Vv GD\
&DSWXUHG ZLWKLQ D ZHE Rl SURJUHVVLYH ORVVHV VXFK
loss of dignity, loss of energy, loss of independence and more, the individual cancer

patient is called to adapt to these losses that deteriorate day by day.

These phenomenological findings are important as they delineate the picture of the
experience of living whilst knowing that the individual is dyingth reference to
characterisicGLPHQVLRQV RU TXDOLWLHV RI WKH YHU\ H[SHULI
view. They do not claim the status of objective knowledge that positivist research has
acclaimed and has establishesits purpose, but instead phenomenological findings

invite knowledge from those who experience the phenomeittat is their thoughts

and feelings along with the involved relativism (Willig, 2008,. 70) that this
HSLVWHPRORJLFDO VWDQFH LPSOLHV :LOOLJ DQG :LUYV
relationship among thmaster themes is complex and seems to follow a dialectic of

ORVV DQG JDLQ RI WKH W\SH 37KHUH LV WKH ORVV RI FR
through Liminality on the one hand, and on the other there is the gain of a sense of
connection through eopanionship and solidarity with fellow patients that becomes

available through Life as a Cancer Patient as well the heightened sense of belonging

DQG DWWDFKPHQW IRXQG LQ +R4.hdphero@ewI&yicdl |IH™ LEL
picture of the experience vare considering is much richer than assumed by most of

the positivist research that had dominated the field which usually depict the
experience asharacterisetby inescapable suffering. If wakea closer lookat stage

theories, such as Kubles R V {1968) stage theory we see not only an fixation with
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suffering through the various emotional stages that the ghgngpnis going through,

but also a normative way a person should relate to his/her experience of dying.
Kuble-r5RVV {V WKHR U\ aKdDhad $roddiced lbijttGus discourse about

WKH HPRWLRQDO WUDMHFWRU\ RI G\LQJ 7KH VHTXHQWL
follows five stages that of denial, anger, bargaining, depression and acceptance. We

still meetexpressionn the literaturehat reflect the normative dimension of the stage
WKHRU\ RU HOVH WKH pULJKWY ZD\ SHRSOH VKRXOG
HOQORQDFFHSWLQJY puLQ GHQLDOY RU pKDYLQJ GLIILFXO
contrast, phenomeéRORJLFDO UHVHDUFK HPSKDVLVHV WKH LQVLG
MREMHFWLY H %f BuisMétd) OtsMder® Qsually being health professspnal

ORRN DW WKH G\LQJ LQGLY broXi20 Whawtkdy BxYadKtouseé) RM HF W L
On the ober hand, DQ LQVLGHUfV SHUVSHFWLYH SD\V DWWHQ\
himself/herself and the way s/he describes his/her experience. Accoydingly

theoretical perspectives that had been developed in the filestKubler5RVV {1V

(1969) emotional traje¢/ RU\ RU 3DWWLVRQTV SV\FKRVRFLDO
dying- reflect the epistemological viewpoint of a different epoch (Nissim et.al., 2012).

And the phenomenology of the dying experiebgeadvanced cancer reveals a much

richer constellation of entions and feelingstP XFK OLNH D pPRVDLFYT LQ IRUF
occur simultaneously and not in serial transition (Copp, 9@8)ch unfold in a

dialectic of loss and gain (Willig & Wirth, 2018) within the dimension of conscious

awareness to be talked abouenly when the individuals are directly asked. In this

line, the pervasive old thesis about being in denial out of fear of death should be
UHSODFHG E\ WKHVHV DERXW 10XFWXMDWHNM DBRRSG LR (
Zimmerman et.al, 2007, p185) whereby theaivareness can coexist with strong

emotions such as the will to live. The stualyRodin, Zimmerman eal (2007) with

over 300 patients with metastatic cancer showed that the hypotheses about the
inevitability of death anxiety and ubiquitous intoletdyp of death awareness is

refuted as almost all of the patients could manage death anxiety whilst still finding life
meaningful and purposeful. In this line the researchers argue that static concepts such

DV uGHQLDO RI GHDWKY X ¢yGltttudtivhvendr/ariable imégratioAR XOWL S O |
RI WKH LQGLYLGXDOYfV G\LQJ H[SHULHQFH 5RGLQ =LPPF

With . DV W H Q BluXi(¥996, in McTiernan &2 1& RQQHOO WKDW KX

are not inherently anxious about death but learn to be through socialisation, | will turn
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my focus now on the cultural assets of our epoch, or the prevalent discourses on dying

from terminal cancer. Social psychological thessuchas the social learning theory

that Kastenbaum implies, or social cognition theories of planned behaviour converge

on the model of the human subject they both share. According tottemdividuals

acquire socially available assumptions aboutnpigena which in turn shape their

behaviours. More recent social constructionist theories, however, have argued that
mainstream social psychological theories overemphasise the role of cognitions and

neglect the social context within which behaviours un{ddllig, 2000). Instead of

looking for fixed entities in the minds of individuals that operate as explanations of

their behaviours, instead of searching for the inner thoughts that are considered as

guiding behaviours, social constructionist critiby bulding upon research findings

whereby cognitions are not consistent, stable and predictive of behaviour (Willig,

2000, p548) WUXVW WKDW D PXFK EHWWHU SUHGLFWRU RI |
culturally available explanations of phenomena. Cognitiveoriaistencies or
GLVVRQDQFHVY FDQ EH EHWWHU H[SODLQHG E\ WKH IDFW
draw on different and often contradictory arguments in order to make sense of their
HISHULHQFHV LQ GLIIHUHQW VRFLDO th&k@MlabjavV"~ LELG
discourses that surround a phenomenon can not only accouhefoconsistencies

RI SHRSOHYV EHKDYLRXUV EXW DOVR UHYHDO WKH VRFL
the phenomenon. In this line, | now move onto the analysis of theudsss that

surround dying from terminal cancer.

Following the Foucauldian (1977) conception of discourse, a discourse is the
reconstruction of fundamental claims of knowledge as to what is allowed or restricted
from being considered as true knowledgeparticular historical periods. Analysing a
discourse is a process, which seeks to understand which statements are legitimated
and which are excluded (Whitney & Smith, 2010, p70) according to which regime of
true knowledge, and the relations of powerickhpermeate these regimes. The
biomedical discourse is the fundamental framework for understanding death and
dying (Kaufman, 1992) in our epoch. Both death and dying are defined as technical
problems assigned to the institutions of medicine for manageanentackling. The
natural event of death is defined as a condition which must be treated and controlled
by medicine; it is handed to the medical gaze to account for the clinical signs of the

disease that caused the death. When death eventually emergesointsidered a
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MIDLOXUHYTY RI ELRPHGLFLQH :KLWQH\ 6PLWK S
natural part of life but something that must be resisted and intervened upon (ibid).
From the point of death and onwards, bureaucratic mechanisms take ovee for
efficient management of the dead individual. Existence becomes encapsulated within

a file containing various medical and legal documents (ibid, p74), stripped of any

uniqueness or individuality, applauding bureaucratic efficiency instead.

There areat least five primary assumptions (Nettleton, 2006, in Whitney & Smith,

2010) that the biomedical model puts forward with respect to the life and death of

human beings. The first assumption is that there is a-bodg dualism with the

body leading a digtict life from that of the mind. The second assumption is that the

body operates as a machine to be repaired by expert doctors. The third assumption
stems from the previous ones and emphasise the technological imperative inherent in
medicine (Whitney & Smit, 2010, p71). The fourth assumption wants the
explanations of diseases to be exclusively biological. The fifth assumption
understands the causation of diseases from either the perspective of pathology or
epidemiology (ibid, p72). From all the above we @amclude that the individual

patient acquires the status of@bjectin the biomedical discourse (Rich, et.al. 2008).

It is fairly recently that the Western biomedical discourasturned its gaze to the

introduction of the patient as a subject in thedmal encounter. Catalysts in this

movement of awareness and sensitisation have been K&liey V ZRUN RQ
GHDWK DQG G\LQJ DQG 6DXQGHUVY GHYHORSPHQW RI
Whitney & Smith, 2010, p74) as opposed to the sole physical RdinWKH pPRGHUQLVV
(Rich et.al., 2008) biomedical discourse.

Having reviewed the prevalent discourses or the culturally available arguments that
surround death and dying at present, | would like to turntodirve last field of recent
discursive research on the subjechich follows a fine distinction that Willig (2000)
points out. This is the focus on how subjectivitshich is constituted by discourses

and practicesaccounts for that very process via his/hore private meaningaking
actions. We want to explore more the management of internalised discourses by
individuals, and in this way understand better the relationship between discourse,
practice, subjectivity and experience (Willig, 2000, p554). T&ithe point where

discourse analysis converges with phenomenological research: not only do discourses
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constitute subjects by allocating specific positions for them within their limits, but
also subjects have unquestionable possibilitesreflect upon their discursive
constitution, resist and even rebel agaihetGLVFR XUVHVY SUHGHWHUPLQHG

The scope of research along these parameters is the exploration of the social and
psychological consequences of being positioned within dominantountises

associated with cancer and in particular terminal cancer. What is investigated by
research of this kind is what can be said and done from within particular discourses

but also what can be felt, thought, and experienced from within the available, t

allocated, subject positions of these discourses (Willig, 201898). The discourses

surrounding cancer carry with them powerful imperatives, the most important of
ZKLFK LV WKH LPSHUDWLYH WR pWKLQN SRVLWLYHO\Y GF
LQ WKH EHOLHI WKDW 3HYHU\ SUREOHP FDQ EH VROYHG”’
remain as cheerful and optimistic as possible (Wortman & DuBketter, 1979, in

Willig, 2011, p 899). They are asked tteclarea war and fight against it (lpdon,

1994) and so cancer is constructed as an enemy (Sontag, 1991). Cancer patients must
accept their illness as a challenge, an opportunity even (Ehrenreich, 2009, in Willig,

2011, p 899), to rethink their lives in searaf the cause of their cance€ancer
OHJLWLPDWHYVY DWWULEXWLRQV RI UHVSRQVLELOLW\ WR

creation out of his/her inner weakness andde#ftructiveness (Stacey, 1997).

It can be seen that the confrontation with cancer is a highly individuadfésid that

demands more than merely the care for its possible cure. Cancer patients work hard to
explain, to find meaningand to relate meaningfully with this illness. They are
UHTXLUHG WR SURGXFH QDUUDWLYHV B3VHUYLFHDEOH
communicate to others and through them to comfort themselves. Frank (1995)
produced a typology of narratives the most famous and widely used ones being the

ones where good health is restituted, and the more refined being the ones that are
offered to the puWLF DQG GHVFULEH WKH SHUVR®@fH TXHVW I
situation however when good health restitution is not the case? What about the

terminal diagnosis? The individgalvho live while knowing thatthey are dying are

not serviced byhe existing narratives: restitution of their health is not an option and

despite having fought the war against cancer the winner is the illflbeg.have

rethought their life and hae made changes to the style dfeir life, having
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incorporated the imperative of personal responsibility into the thay relate to

themseles and totheir life so far. Still terminal cancer appeared and it has to be

managed in addition. Two papers by Willig (2009, 2015) are relevant within this

context and will conclude this section. Willig (2009,188) argues that confrontation

ZLWK RQHTV R 2@ cBriRantatiorovitv thellimits of life itself: and life is

uncertain, unpredictable and to a large extent uncontrollable. The bravery of facing up

WR RQHYY PRUWDOLW\ DQG QRW DYHUWLQJ DzZD\ WKH JD
time is both limitedand imminent, that there is no more future, can result in an
HQFRXQWHU ZLWK EHLQJYV DXWKHQWLFLW\ +HLGHJJHU
that embarking upon the exploration of liviagth-dying would bring forth highly

idiosyncratic ways (Willig, 208, p Rl PDNLQJ VHQVH RI WKLV SKDVH
life; that it is not so much a shared experience but rather an individual challenge to be

met in different ways by different people.

Concluding this literature review, | trust that | presented mbsteochallenges that a
research on the subject of dying faces. It remBinshe data of this research to find

their place in this picture of research that has been constructed so far.

My research questions

My research questionwith all the aboven mind are the following:

1. How do cancer patients who enter palliative cdtet is as they know that
they are approaching the end of their livesake sense of this major life
transition and how is this reflected in the way they speak about then¥selves

2. How do socially available ways of talking construct the phenomenon of dying

and howarethese deployed in the speech of the participants?
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On the nature of subjective experiencing

Unless | delineate the nature of the subjective experience within the limitations set by
the arguments of poshodernity, my research proposal would be incomplete and
arbitrary. | will claim that there is a space to theorise subjective experience tbat is n
deconstructed by the postmodern critique as essentialist and from there subjectivity
can be looked at. The phenomenological tradition can fulfil this role of providing a
space that is immune to the deconstructive efforts to do away with the essentialist
claims of modernity about an autonomous, fully rational and purposeful subjectivity.
The position will take serious consideration of the postmodern critique, however, by
recognising the importance of historical and cultural specificity as well as the powe

of language when speaking about human affairs.

The postmodernist discussion about the human subject revolves around the
deconstruction of the subject as the indubitable point of reference for thought and

action, and as the locus of freedom and truthw(le, 1992). The argument holds that

when we speak about personal thoughts, intentions or authentic choices, we
presuppose the principle of interior unity that holds our lives together as personal and

private lives. The principle of unity is presupposed that which binds my life
WRJIJHWKHU PDNLQJ LW P\ RZQ DQG QRW DQ\RQH HOVHTV
external and the internal reality carries with it the whole history of Western
philosophy, of Western epistemology. The deconstruction of the lBnaviss
'"HUULGDYV SKLORVRSKLFDO JRDO DUJXLQJ WKDW ZH V
oppositions that our thinking has inherited and which ensures the survival of
metaphysics in our thinking, of the sort matter/spirit, subject/object, body/soul etc.

(Sarup, 193, p38). The binaries are characterised by their tendency to reserve a

special place in the hierarchy for the one of the two terms while the second term is
considered a subordinate. For Derrida this tendency for the creation of hierarchical

binaries is m@physical because it reflects the construction of the whole of Western
philosophy for a secure and stable origin from which all other concepts emerge.
$FFRUGLQJO\ 'HUULGD XVHG WR FD-&8emyPMWHigMDSK\VLFD
depended upon a foundationgeound, or a first principle (Sarup, 1993, p37), or a
MORJRFHQWULFY V\VWHP RI WKRXJKW ZKLFK OHDGV XV W

that orders the universe including our psychological makeup (Lovlie, 1992, p123).
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According to this line othinking, the notion of subjectivity as formulated since the
epistemological project of the Enlightenment as the autonomous, reasonable and
purposeful entity that can live an authentic life towards the actualisation of inherent
potentials violates the linations set by the determinations of language, culture and
historical specificity, and is nothing more than a fiction. To unpack the argument, the
deconstructive reading of the historical definitions of subjectivity brings to the fore a
subject who masteisoth self and nature, who is identical with the inner sense of self,
who is capable of good enough sleffowledge. This discourse on subjectivity as
mastery, identity and seknowledge (Lumsden, 2007) forgets that we are formed by
the language and the wo that we come to inhabit, that we are primarily subjects of
ODQJXDJH 3D ODQJXDJH WKDW WKH VXtBEhWsit B tdV QRW W
XQGHUVWDQG.BWVHOI" LELG S

The powers of history, language, and culture and accordingly the undegrof the

subject of the Enlightenmenbr the free, intellectual agent whose thinking processes

were considered unaffected by historical and cultural circumstances (Sarup, 1993)

had been largely revealed in the historiography that Foucault prodiicedbsolute

substitution of the subject by impersonal systems of power, or discourses, marks
JRXFDXOWYV FRQWULEXWLRQ WR WKH KLVWRU\ RI WKR:
GLUHFWHG WR WKLQN DQG OLYH +LV DUJXPHQW IRU W
(Gutting, 2005, p33) is guided by the premise that individuals operate in existing
conceptual environments that determine and limit them in ways they cannot even be

aware of. The goals of history, accordingly, should be the discovery of these
conceptuakenvironments, the operative discourses that direct and limit what can be

thought of and allowed to be done at a given time period.

Postmodernism, therefore, puts forward a distinct epistemology. Polkinghorne (1992)
distinguishes four characteristicsf dhe postmodern epistemology, namely
foundationlessness, fragmentariness, constructivism and neopragmatism. Considering
each one in turnfpundationlessnessf all knowledge resolves the old philosophical
binary between empiricism (that knowledge arisesm our infallible sense

experiences) and idealism (that we get true knowledge through the imposition of our
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cognitive capacities upon reality) towards a new direction. Stressing the historically
contingent nature of all knowledge, postmodernism admés ttiere is no way we

FDQ VWHS RXW IURP RXU SELRORJLFDO PDNHXS FXOWXU
LQ ZKLFK ZH DUH LPPHD)Vaid accesE Ars ind&pendent reality.
Accordingly we have to accept that we have no sure epistemological foumdato

which knowledge can be built (ibid).

To the old assumption which considered the real as a single and integrated system,
postmodernism counters tfragmentarinessf reality, orthat the real should be seen

DV 3D GLVXQLWHG IDWIFRHQQWRHG LVSIAPDMOH HOHPHQWYV L
S W LV QRWKLQJ PRUH WKDQ D pWRWDOLVLQJY GLVI
reality, and that constructs the real as a single and integrated system whose general

laws knowledge should aim at discoveririnstead, we would have to restrict our

ambitions to discovering unique sets of multiple forces operative at particular places

and times and develop an understanding of the rdatiagin flux and in continuous

change, rather than static. Polkinghogueting Rorty (1989), points out that not only

is reality relative as it is constructed by location and time but the interpretative
VFKHPHY XVHG WR XQGHUVWDQG UHDOLW\ 3YDU\ DFF
(Polkinghorne, 1992,.449), interpretative schem@nderstood as all those linguistic

systems that stand between reality and experience. From all the above, the
postmodern epistemological argument sustains that there is no ground upon which to
evaluate the truth among diverse language and explanatotgmsysIn fact,
FRQVLGHULQJ WUXWK DV pWBE® afid iy SHoQd beRée &$ S
SPLVIXLGHGVO® IWRPHRRSEHUQLW\" LELG

What postmodernism puts forthdsnstructivismwhich represents human knowledge

at the level of indivdual functioning as a construction built out of the interplay among

D SHUVRQYYVY FRIJQLWLYH SURFHVVHVY ODQJXDJH XVH LQI
ZLWK WKH ZRUOG Rl PDWHULDO REMHFWV RWKHUV DQG \
not reproduce accbWH SLFWXUHV RI WKH UHDO EXW 3PHDQLQJI>
it, recognising the powers our biological makeup and the interpretative patterns
(discourses) characteristic of our historical, cultural and social environments, have

upon the process ofegting to know something. This complex amalgam of forces
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produces knowledge, which is relative to history and culture but also dependent upon

the biological makeup of our perceiving abilities.

SRVWPRGHUQ HSLVWHPRORJ\ LV D :2GH ihDhe/devidd that SLVW HP F
it does not give priority to any type of knowledge as more valid and reliable as
compared to othemore limited ones. All truth claims rest on the same ground of

evaluation and have equal standing with each other. Polkinghorne (1992) recognises

that the relativism inherent in the negative epistemology of postmodernism needs to

be resolved through therqvision of criteria in order to be able to evaluate truth

claims and judgements about human actions. The positiare@bragmatisncan

fulfil these conditions, according to Polkinghorne (19921%1). Neopragmatism

does not intend to come up with a theof truth that would correspond to reality;

instead, it limits itself with respect to the modernist ambitions accepting that we can

only come up with criteria of truth which would merely fulfil intended purposes.

Accepting that there is no way by which wa&n ascertain that the picture of the real

ZH FRQVWUXFW DFWXDOO\ FRUUHVSRQGV WR WKH UHDOL
SUDJPDWLF NQRZOHGJH WKDW DFFRPSOLVKHV HQGV HIIH
in guiding human action to fulfil intende8 XUSRVHV"~ LELG ,Q RWKHU ZRUC(
of truth claims rely upon the success with which our interpretative patterns, both
individual and collective, can capture the perceived regularities of reality to thé exten

that they allow us to accomplistur purposes. The more open we are with respect to

our interpretative schemes the better we are equipped and able to capture the
complexity that exists in the world. As for sciences and the production of knowledge,

sciences should collect, organise, amstribute the results of their efforts which are

by definition always limited in scope without aimirtg discover universal and

unchanging laws of the world. All knowledge statements in this way carry the

limitations bound by locale and time, makingh consistent with the arguments of
postmodernity for relativism and historical specificity for all of what we know as true.

We should be proceeding with our lives in this world at this specific time and place by
FRQVLGHULQJ ZKDW ZH NQRZHFRWDH G LNRWURRYM AU DO OL

foundations.

The critiques discussed so far provide the context for my purpose of describing

subjective experience. The postmodern understanding of the individual undermines
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first and foremost the modernist asqiions about a unitary entity which can relate

to himself/herself in an unmediated way and produce authentic and transparent
accounts of himself/herself. The historically relative subject that postmodernity argues
for renews our interest and zest to gekriow him/her. The subject of postmodernity
opens up new possibilities for knowledge. If we relate back to my literature review
which aimed at refuting the universality of the fear of death argument, the subject of
postmodernity is not determined by a wersally unchanged emotional system. In this
line of argument, we reclaim a subject of whom we know little about but also about
the way s/he relates to himself/herself. And we renew our interest in getting to know
more about how this subject relates to #rel of his/her life in this historically

specific epoche.

But how can we speak about subjectivity through the recourse to discursive reading?
The problem of the place of subjectivity in the postmodern theories is the following: if
we are produced as sebjs through language, are we still subjects of language or
objects of it? Even more, ethical dilemmas arise around questions such as: if we are
constructions of prevalent discourses as exemplified by various institutions like the
family, school, societyhistory, or simply language itself, how can we speak about

agency, seltirectedness, and personal choices?

Existential phenomenology, which derives from the refined writings of Heidegger in
doing away with the metaphysics of former phenomenology, seems able to resolve the
impasses that postmodernity stumbdes Although a philosophical movement born

in the mdst of late modernity, existential phenomenology was able to answer
guestions about subjectivity and its relation to the world in a way that can satisfy the
preconditions of the postmodern critiques. The fundamental premise of the existential
phenomenologal theorising that the subject is ineradicably connected to others and
the world around it (Frie, 2003) resolves the binary of self/world or
subjectivity/objectivity that required an answer from every philosophical thought
system since the very birth ophilosophy. Not only that butexistential
phenomenologyadditionally embraceshemes around subjectivity such as agency,
autonomy and authenticity (ibid,. @6), which are considered fundamental for
explaining individual change or for bestowing upon the subject the abilitiidose

one course of action over another. Frie (2003) reframes that we need to conceptualise
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a subject with a self developed out afid dependet upon interaction with history,

culture, and languagas postmodernism argues-ftut also a self who maintains a

sense of cohesion and identity from within. Existential phenomenology can fulfil this

aim of reestablishing a self with capaei$ by supporting that despite the limitations

we have with respect to our embodiment or our biological makeup, despite the
historically and culturally specific schemata through which we perceive phenomena

of the world, there is uniqueness and wealth injesttive experience as provided by

WKH GLVWLQFW FRQVWHOODWLRQ RI HISHULHQFHYV RI HD

To reconstruct the premises of the existentially phenomenological arguments about

the binary of subjectivity/objectivity we arrive at tl@ldwing outline:

1. Subjectivity is not the unitary and detached rationality which imposes its
capacities upon the world and in this way produces knowledge. Subjectivity is
already in the world, in an immersed way conadavith the world. S/he
adopts theognitive structures and language, characteristic of his/her era along
which s/he reads the phenomena of the world. We are able to give accounts of
the world because we are in the waalttipart and parcel of the world.

2. Subjectivity is not the unitary sjdrt of knowledge that builds knowledge
about the world through the gathered sense data s/he collects via his/her
senses. All that subjectivity has in its powers are his/her interpretative abilities
which according to the previous premise are shared netetpve abilities of
and for these sense data. We cannot reiacbur interpretative efforisthe
truth about the world but we create approximations of it according to our
historical and linguistic equipment

3. Subjectivity is equipped with the powerfiibrce of reflexivity in his/her
existential movement towards creating meaning. Spinelli elaborates on this
SRLQW 3:H FDQQRW WROHUDWH PHDQLAQUIOHVVQHVYV
species invariants and experientially derived mental frameworks, we attempt
WR VWDPS RXU H[SHULHQFH¥®Y).ZLWK PHDQLQJ" S

4. The uniqueness of subjectivity is-establishedhowever by virtue of the
unigue constellation of experiences each one of us is called to meaningfully

reflect upon, and in this way diversity amorsyisi ensured.
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5. Finally and with respect to the internal coherence of the self to which we have
immediate access, existential phenomenology argues that we come to get to
NQRZ DQG GHILQH RXUVHOYHV E\ YLUWXH,RM RXU FRP
we cometo relate to throughout our lives. Spinelli (2005,98) names this
SURFHYNRQWHMOU XFWLRQY D FRQWLQXRXV FRQVWUXF)
engage in throughout our lives. The relative constancy of ourselves that we
experience at the same time is thktHVXOW RI D SURFHVV Rl 3VHG
Spinelli (ibid) adds. The process of sedimentation incorporates past
experience, current mood and future expectations (Spinelli, 208%) pt any

given instance of the active deployment of reflection.

| have atempted to reconstruct the fundamental lines of theorising about subjective
experiencing as developed in the contemporary philosophical scene. | believe that |
have managed to answer satisfactorily that the phenomenological framework is not
only particulaly relevant to the study of subjective experiencing, but also that its
findings are innovative and original today since the distinctive understanding it
provides about the subject as unique but also immersed in the world at the same time.
Doing research eptoying the Interpretative Phenomenological method of Analysis,
more particularly, means focusing upon the interpretations of phenomena that
individuals provide when asked to give accounts about their experience. In
consistency with the postmodern critigaleout truth and the realand in opposition

to the premises of the research of the natural sciences which aims at arriving at
universal laws interpretative phenomenological research maintains that its findings
are approximations of the phenomenon urstedy thus renewing our interest for
understandindhuman affairs. The parameters to be studied in my research are how
individuals relate to the knowledge that they are approadchmegnd of their lives, in

2018, in Greece, whilst | vit be utilising and reflecting upon what is known so far
about this phenomenon.

It is not only that which is attempted hovee. A discursive reading of my findings is
proposed employing Foucauldian Discourse Asial recognising the strengths and
wealth of postmodern critiques, these being the inescapable determinations of
language and history when approaching the study of a phenomenon. Dominant

discoursesor the communityavailable forms of linguistic structureshich have the
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power to shape and limit what we can think, say, and do, and also what can be done to
us (Colahan, et.al., 2014), will be considered in depth and their implications for
subjectivity will be accountedor. As | discuss in the methodology section which
follows, | propose a dual focus for looking at the phenomenon of dying: at the level of
the experiencing individual via a phenomenological reading, and at the level of
discourses and the allocated subjpositions of the phenomenon via a discursive
reading. The two analytical foci complement each other not only conceptually but
also in producing a consistent philosophical position whereby the existentially
phenomenological subject survives the critiquepastmodernity, as was shown in

this section.

6LWXDWLQJ WKH SUHVHQW VWXG\ LQ WKH 3$ZDUHQHVYV RI

7KH 3$ZDUHQHVV RI G\L QstartédRo6 WwitR thewodkk léDAlaEd{ and
Strauss in 196%vhich LQWURGXFHG Wé&ndssVeiloN IO dRvith (ithheD
FRQFHSW RI 3DZDUHQHYV Va.F2RWRIZY Glase6 thd BirbasH W
(1965) conducted intensive fieldwork combining observafian attendance of staff
meetings)yand interviewswith patients and members staff at six hospital$n the San
Francisco Bayrea U.S. The theory they developed from this extensive investigation
3SUHVHQ Wopenirg Qie bHhow patient care was affected by the awareness
level of the dying process by nurses, physicians, 8RWLHQWYV ™ $@QUHZV
,W LV D WKHR uth\thg Zollecke® GatalEnihg to explain the variability in
social interaction in a particular sodmstorical contextWells, 1995).Standing in

sharp contrast to the structuralist and functishdheories of sociology that are too
abstract and accordingly not able to be tested, the grounded theory methodology that
Glaser and Strauss (1965, 1967) developed is guided by the collection of dense
gualitative data through whichthey argue social irteraction can be explained.
Grounded theory is able to discover those elem#rdas arenecessary for every
sociological theoryas it is able taaccount for structural conditions, consequences,
deviances, norms, processes, patterns and sy¢weils, 1995 p. 34) characteristic

of the social interactiorunder studylt is this variability in social interactiothatis

argued hat grounded theory caapture.
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TheUH DUH IRXU FDWHJRULHYV tHRt Glage? &4 1ISt€abky Y1965) G\LQJY
found, which arereproduced interaately and sustained by both institutional and
organisational norms (Staceyadt 2019). The contexfirstly, of closed awareness

a context in which patients are not aware of their impending death. Even though staff
members underand that the patient is dying, they carefully cooperate with each other

to avoid arousinghe S D W L HQ W | VIhe Xavtisd_relle® @\for the concealment

include giving incorrect or partial diagnosis, manipulating the conversation so that the

patient @n make an optimistic interpretation of his/her situation, and spending little

time with him/her in order to minimise the possibility of revealing the tfGiaser &

Strauss, 1965)n the context of closed awarenggge patient holds the false belief of

recovery and accordingly is not allowed the benefit of choosing how to close his/her

life. Also, friends and relatives by guarding against reveaing the secretannot

openly express their grief in the presence of their loved one (Andrews, b5

comes a time, however, that patients become suspicious that they may bdrdying.
suspicion awarenesgatients become suspicious tlphiysicians and nurses believe

them to be dying and engage in various strategies in order to confirm their suspicions.

These strategies includannouncing their impending death for the purpose of

checking the reaction of staff members, or attaching significance to every word and
gesture of staff memberdNurses and physicianan return, interact with the

suspicious patiertty sending a clear message that they are too busy to answer his/her
guestions and usually direct him/héo another member oftaff (ibid). The

atmosphere of communication in the suspicious context of awareness among patients,
relatives and staff is ammosphere of tension, ancdn easily evolve into the context

of mutual pretencelhe mutual pretencecontext is formedvhen everyone involved

knows that the patient is dying but they pretend otherwiSs KHUH PD\ EH VRPH
comfort in mutual pretence and @kople involved must be careful to maintain this
IUDJLOH Acdexs/ PREY.3), and for this purpose the strategy mostly relied

on is that of conversing on safe topEKLOVW LI DQ\WKLQJ WKUHDWHQV W
everyone pretends thatdtd not happenMutual pretence has the potential to cause
considerable stress for both relatives and staff, yet its atmosphere is generally one of
serenity. The mutual pretence context is challenged, inevitably, by obvious physical
deterioration of the gtient and at this point the patient makes the transition to open
awarenesslin the open awarenesgontext staff and patients recognise that the
SDWLHQWTVY FRQGDWGRDFW RQHWKLYDDZDUHQHVY UHOD!
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patients become more awareawfd take more responsibility for the dying trajectory,

nurses and physicians expect them to behave with digndyrefrain from displaying

WKHLU HPRWLRQV " LELG S ,Q R S(HOB5)Bind that el VV *ODVH
staff had expectations abotlte appropriate way to die and even more they were

activein encouragg an pcceptabléway to die(Andrews, 201k Open awareness

gives to patients the opportunity to close their lives according to their own personal

thoughts and desisewhilst enalihg open communication wittheir relatives

The four contexts of awareness of dying that Glaser and StfE26S) formulated,
represent the reality of the Western wasfdhe 70s. In everyday practice todayen
though nurses and physicians continue to control information and so the awareness
context attitudes and practices towards disclosure have changed dramatically to the
SRLQW RI OHJLVODWLQJ LQ IDYRXU RI WKH S8&gppyLHQWY TV U
1999). Despite the ideological shift towards disclosure and openness in
communication with people who are dying, it is still a challenge to describe how such
disclosure is accomplished. Taylor (1988und that physicianseffectively
communicatea patient$ diagnosis ironly 10% of casesand that physiciandevelop
a sort ofpersonal routine for communicating their diagnasegead of adapting their
responses to each persdtven more, Copp (1999) saw that patiertsring the
course of their dyingengaged in different levels of awarenéséowing moreof a
private psychological logjcaccording to whathey considered tolerablat different
stagesWhat these two studies imply is that even if the context of epereness is
adhered to by both physicians and patieméither of the two can handle it with ease.
Copp (1999), in this line of argument, concludes that awareness should not be
considered as a stable attribute altogetAarong the reasons why awarensssuld
not be considered a stable attribateawareness contexthe reports of Timmermans
VWUHVV WKDW *QIB8BHbntdXi® 6f sbvArdéhesX dfvdyirmge
overly cognitive in natureignoring the importance of emotionality. Timmermans
(1994) proposed that open awarengissuldbe considered alongith the variable of
emotionality resulting irthree distinct manifestations of open awarenssspended
open awareness, uncertain open awarenasd active open awarenessn the
suspended the information is disregardetly patients and relativess overly
pessimistic or simply falsewhilst physicians and nurses st®se involvedn the

suspended manifestaticare in a state ofdenial. The context ofuncertain open
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awarenessitilises uncéainty about the outcome to maintain hope in the interactive
exchanges between medical professionals and patients and family members. For
HIDPSOH 3WKH QXUVHV DQG GRFWRUV GR QRW IHHO WK
with the patient, but they can diss deathU HODWHG PDWWHUV"™ )LHOG &F
465) and in this way they leave a margin for hojee activeopen awareness context

is created when all involved parties understand and accept thatisleai#voidable

and try to come to terms with thisield and Copp (1999) considering all of the above

arguments conclude that open awareness is both ambiguous and conditional as
SDWLHQWY DSSHDU *WR PRYH pLQY DQG pRXWY RI RSHQ
acknowledging and preparing for their deadind at a subsequent time apparently
GHQ\LQJ WKDW W K H\M&sUAtcGdihglyJwe mhista@mitShat it is not a

matter of doctors controlling the information given to the dying patient but patients

can still exercise control over how thegceve and manage emotionally the

awarenessf dying

Whereare we left then, withrespect tdthe ERG\ RI UHVHDUFK RQ uDZDUHQH
just presente?tiWe are left with detailed accounts about the formation of different
contexts of awareness in thrgeraction between patients and medical professionals
They can beenlightening of the social manifestations of interactions at the different
awareness contexts. Tladetailed accountsan explainthe variability in interaction
when informationabout dying is communicated or nan the social context of a
hospita] and in this way theynanage toportray the complexity of social life
Portraying the complexity of social life ia systematic andinderstandable way
renders it reanindul (Wells, 1995 p. 36). The detailed accounts of interactions that
*ODVHU D Q G196V LBb7Xriveththdology of grounded theory was able to
systematiseexplain how and why people behave in certain ways when interacting
with each otherln other words what grounded theoryaisle to capture is more of the
social processes involved @topic of interestatherthan thenature of the experience

of the involved individualgper se which is captured better by phenomenological
methods of inquiry (Willig, 2008,.p17).

| propose that for my own research the method of Interpretative Phenomenological
Analysis is more suitable compared to grounded theory, as it aims to explore
LQGLYLGXDOVY SHUFHSWLRQV DQG H[SHULHQMmR#V ZKHQ W

aim of my reearch is the examination of the idiographic, implying the investigation
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of the cognitive, the linguistic, the affective and the physical being (Pringi, et
2011) of the individuals. | would argue that gaining insight into the individual is
better sered by IPA as it is able to approach each individual case in its own terms
and to do justice to this individuality whilst at the same tpreviding insightsabout

the commonalities shared in th&perience Even though the experiencaust be
considered handed by social interactions and processes (Willig, 20080 )which
legitimate grounded theory to lbensidered as main method for analysistill IPA is

more attuned with the psychological aspects of the experience and accordingly more

suitable formy research goals.

With respect to the question of choice owdifferent methodologies between

Foucauldian Discourse Analysis and grounded theoow, FDA -as will be

presented in the subsequent sectiossibscribes to a social constructionist
episteméngy which aspires texaminenot just social problems btlie creation oéll

social life (Fine, 1993by addressing theinstitutional formulation FDA, moreover,

askshow social problemsare constructed and turns igazeon the dynamic and

historical processes of the social sysiarnotal Lastly, FDA assists the researcher in

DVNLQJ TXHVWLRQV RI WKH VRUW 3:K\ DUH VRPH SD
MSUREOHPDWLFY ZKLOH RWK H/B)Varid ddtheuu@ihdisedsL |HG"® LE
concerningthe historical principles according to which social life is built. Grounded

theory, on the other hand, studies the interaction of agents in different social contexts

which, although valuable in its own termis different from the discovery of the

abstract discourses that dominate and govern social life in distinct historical moments

that FDA aspires to reveal

On the particularities of Greek culture

The present research is designed and run for the Gogmiapionandaccordingly it

is important to account fahe Greelcultural particularities on the issues of death and

dying. The history of Greece unfolds from the glorious ancient tithasestablished

among othersphilosophy and democractg thesucFHVVLRQ RI WKH 5RPDQ (PS
reign, and the Byzantine (P S L Uikh§svthat embraced amomotedthe Christian

religion to the populatior(during the & century A.D.).In 1054 the Great Schism of
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the Christian Churcloccurred and Byzantium became the centre of the Eastern

Orthodox Church (Mystakidou, et.al. 20@805). From 1453821 Byzantium fell

under the Ottoman yoke. The Turkish reign had always been experienced by the
Greeks as an oppressive occupation and in 1821 amisedarevolt of the Greeks

beganwhich resulted in the birth of the Greek natistate.For these reasordreece

could not followthe historical movement of Enlightenmeéhat took place iWestern

Europeand advancedational individualism. Instead, Greece maintairtbe idea of
communitymuch longey suggesting a strong sense of place, proximity, moral order

and solidarity (Tziovas2003). The dominant ideology in Greece considered the basic

social unit not the aohomous individual but the extended family (ibatfjhering in

WKLV ZD\ PRUH WR D *FROOHFWZ2L tdthenthbD e thoRaA DO HWK
individualism.The importance of extended farag comes down to the present in the

family still being ®nsidered as the strongest support system (Mystakidalu E296;

Mystakidou etal. 2009)seen when all responsibilities for the care of a sick member of

the family are assumed by close relatives. Accordingtythe disclosure practices

about terminallinessin Greece we castill find instances o€oncealment out of the

needof relatves*WR SURWHFW"~ WKH SDWLHQW IURP WKH EDG Q
Mystakidou et.al., 2003Jespite the iternationaimedical protocd.

3,QGLYLGXDOLVP LQ *UHHF Huekdtie fa¢i Bt nQibhal idemity R SKLF
KDV EHHQ GHILQHG GHIHQVLYHO\ LQ UHODW27R®D WR D KR
SKRVWLOH pRWKHUYT" ZKLFK WKURXJKR XWighbddiigN KLVWR U\
Turks theWest,minorities,immigrantsand so on. Residues aflifficult past Greeks

invenied themselvesas inhabitants of a specific region, with a history that relate

them back totheir ancient ancestqgrbelieversin a religion -Christian Orthodox

religion- that differentiated and defined who they were in the critical pesfatieir

seltformation as contemporaryGreeks when undethe sovereignreign of the

Ottoman EmpireTheearly constructions of thereek identitywascharaterised by a

defensive conceptiofibid) that differentiated stronglyt Xfvofn ufW KH P

7KH ptkat fthe Christian Orthodox religion differentiaké LV DQ uXVY ZKLFK
communes on a highly ritualistic and symbolic religious practice. The Orthodox

religion is practiced today much as it was practiced hundreds of years\Viégo

witness no change in the practices, dhehaic Greekanguagebeingused the hymns

being sung, or even the attinwore by thepriests who arexclusively male With
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respect to death and dying, the Christian Orthodox dogma holds that the deceased will

be accepted by God armk blessed with eternal life. Othe demand of the dying

patient, a priest might be invited the deathbed of the dying individual poay for

him/her andadminister the last Holy Communion. The burial at¢tkeneteryclosest

to the place of residence of the decedseginsin the church of the cemetery where

relatives and friends gath to attend the funeral. The closing attthe day of the

burial is the gathering over coffee&a NQRZQ DV WKH pPFRQVYRODWLRQ
commemorate the deceased and pay respect and condolences to his/henedose

After the buria) memorial servicetake place on the ninth day, the fortieth day, after

six months, and finally every year after the de&@th these particular days the closest

relatives visit the grave with flowersght the candle of the grave, requespriest to

say aprayer for the consolation of the deceasexhd distribute among them the

specially preparedoiledwheat PL[HG ZLWK IUXLWYV D@G@atvVakd DU uNRC
commemorate the deceas#ds expected that the closer fematdshe deceased (i.e.

mother, wife, daughtés) will wear black clothes for at least six months rural

places we can still find women who mourn their deceased and wear black clothes
throughout theirlives. The purpose ofall theserituals is to help the soul of the

deceased in the transitory course from life to deaktfist DVVXULQJ *RGTV IRUJLYF
IRU DOO RI WKH GHFHDVHGYV the G&k OrfddoR EKldukch W KHVH U |
facilitates the living in a way of coping with death andprogressing towards
bereavementwhilst to thedead persorit attributes a representatiasf becoming
sacredMystakidou, etal., 20042005) and eternal.

The fundamental principles of the Greek Orthodox religious dogma that differentiate

it from all other brms of religion are the followin{Pallis, 1985, p4344):.

1. God is highly persongihot an abstract id¢af a tripartite essence composed
by God-Father Jesus Christ the Son, and the Holy Spirit
7TKH ZRUOG LV *&GgHt flot Bdlw huens

3. Human beings are created according to the image of God

4. Christian virtuearises not from knowledge and wisdom, bditom the heart
through love whilst

5. All humans are equals among themselves and childr&odfather
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The differences ofthe Greek Orthodox Church from other forms of Christianity
mainly have to do with thénsistence on the continuation of the preaching of the
ApostOHV & KU L ¥nd/ théfr BoXySucitinsand accordingly it is believed thiait
advocateghe right and true Christian faithiThe Greek Orthodox Church defended
this archaic form of Christianity againgte Catholicreformationswhich led to the
GreatSchism of theEastern from the Western (RamCatholic) Christian Churches.

In my own schobtextbook on the Christian Orthodox religion we read the following
VWDWHPHQW WKDW , WKLQN FDSWXUHV WKH GLIIHUHQFH
tries to elevate the earth to the sky, while Ror@atholicism tries to impress by
bringingthe Xy down WR WKH HDUWK"  )DW KZ18WU) Thii$ \Wd3pnieOts Q R V
conceit tries to convey the humility with whic@hristian Orthodo)believers should
approactthe deity but also supportehat was mentioned earlier about thehotomy
EHWZHHQ uXV fwhidhglaaractsriesGiretk society

NeverthelessGreek societyhas increasingly becomethnically, religiously, and

culturally diversedue b its being a member state of the European Union and

partaking in the acio-political processethat result from a globalised economy. The

*UHHN VRFLHW\ LV ORVLQJ LWV VWURQJ FROOHFWLYH FX
KLVWRULFDOO\ LQKHULWHG HWKRY D VKDUHG WUDGLWLF
28) andmuch like most of the countries of the Western world nowatkes on an

ideology more open towards the othélot only thaf butthe Greek society of the 21

century by following the broaeminded cosmopolitanisrof its political decsions to

belong to the European Uniosibscribed to the dislocation of cultures from the old

way of living that was bountb specifc geographic regiond'he natural connections

between peoples and places have certdielyomeeroded in the contemporary era

which is characterised by global cultural homogenisation (Clifford, 1988, cited in

Gupta & Ferguson, 1992)The world of our times is culturally, socially, and
economically interconnected and interdependent (Gupta & Fergl@8).To relate

back to the topic of the present research, we can see the worldwide spread of the
hospice and palliative care movement which focuses on decreasing pain and suffering

both emotional and physical, whilst improving quality of life for bpttients and

their families (Meier, et.al., 2016)here are inherent values that are transferred

across borders with the palliative care movement coming to be considered as true and
morally right worldwide.7KH ROG GLFKRWRP\ EHWZHtHepefrd HY] DQG W
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is becoming more and more blurred, erasing the cultural distinctiveness of
geographical places Ferguson1990cited in Gupta & Ferguson, 199proposes to

the shaking project of cultural anthropology of our times the investigatidiffefent

HF X O W XU Brihropilogiadd ke§earch op & X O W X U idéansgaarciddgifvr

logic of surface practicess ZLWKRXW QHFHVVDULO\ PDSSLQJ VXFK Sl
ZD\ Rl OLIHT HQFRPSDVVLQJ YDO X idYheBkdartdépt of D W W LW X (
FXOWXUH" *XSWD JHUJXVRQ S

How are we, therefore, to approach the rich phenomenological data of cultural studies
in the present? How are we to reladghe information that | have just presented about
Greek cultureto the present research project? First of wi can relate to cultural
informationas the history o& culturewhich makesvailable social practices to which

the individual subject relates with varying degrees of resgpetdevotionWe should

be lookingfor unique and individualised reptions of these old traditiorend not
general cultural values. This perspective is consistent with the phenomenological
viewpoint of this research which directs towards timacketing offfof preconceived
theoretical mdels which tensl to leaveout and forget thaan individual creates

unigue constellations of meaningtof his/her unique life history

KDW ZRXOG )RXFDXOWTTV DUJXPHQWYV the Qisttkdi RWKHU |
cultural traditions bearing in mindhat late Foucault was interested in broad societal
constructionsvhich guide towards particular ways of livilgf RXFDXOWY{V DQDO\VH)
madness and the birth of the clinic, criminal punishment and the invention of the
institution of prison, and the cont@arary stance towards human sexuality, refer to
KLVWRULFDO 3ZRUNLQJV RI D >DQ RYHUDOO@ FXOWXUH
FXOWXUH" 3DW3V)Rapdaccordindgby his arguments extenbeyond the

limits of particular cultures) RXFDXOW V Kis\pkviarilyLgdliticaD @&y,

2005) focusg on historically developed structures ofanaging and conthing

human experience. Wkilhe shares with cultural studies the importance of societal

processes constituting the subjdebucault divertdhis study of history interrogating

those categories within which an experience is articulated (ibi@0§) and in this

way he questios the history of thinking in particular ways itseNVe see that
JRXFDXOWTV SURM H Fab\thds&ipoviaiétHhBoddl theQnbedtigation of

the history of cultural traditiongjuestioning the very categories we use to understand

and speak about experience which we consider as natutatf @ese processes the
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individual is constitutedy and mt the cultural processes which iftilised can only
describegeneral baracteristics ofthe individual Even thoughthe cultural processes
perspectivecan providepy WKGEHMFULSW LR QV %f chddadterititshat can
composethe distinct reality ofan individual, ) R XF D X O W § VonQésdarnchidgL R Q V
topics of interest stress that the determining forces of our civilisation runuch

deeper levelaand have to do with what we come to considetrue in particular

historical periods.
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Methodology and procedures

Research design

The present research on the subjective experiences of individuals who are
approaching the end of their livegith advanced cancer and accordingly esdter
palliative care was designed for the Greek population by recruiting patietite of
Palliative Care Wit of the University Hospital Areteion of Athens, Greece, an
outpatient unit of medical dagare handling conditions of pain managemehere
patients selfefer. The literature review of Greek psychological research on the
subject showed that no phenorokgical qualitative studies have baamdertakeron

the subjectbut mainly quantitative researdbcusing onpsychological difficulties as
measured by standardised scales. Mystakidou etal. 2014, 2009, 2010). It was
designed to be a single methaolyy study, an IPA research, with an unstructured
interview schedule (Smith, atl. 2009, p 69). During the data collection phase |
turned toward a dual focus methodology, paying special attention to the
PDQLIHVWDWLRQV RI WKH )'$cddRitX TheRi@seSEnUMSIgR LS D QW V
respected the sensitivity of the condition of the participants and was framed in a single
core interview question to be asked at the beginning of each interview investigating
what the particular experience of living wittadvanced cancer and coming for
palliative care mean to the individuals. Appropriate linguistic adaptations for better

communication in the Greek language formed my introduction as follows:

i:HOFRPH 0\ QDPH LV (XJHQLD DQG ,TP DIRRXQVHO
inviting you to talk about how you feel about coming for palliative care.
+DYLQJ UHDG WKH 3DUWLFLSDQW ,QIRUPDWLRQ 6KHH
researching the subjective experiences of individuals who come for palliative

care, that is, whahis experienceneans to you. You can answer this question

LQ ZKLFKHYHU ZD\ \RX 1 G afbefinishe@ B W IDAW ISRY QMZ \IR X 1 ¢
OLNH DQG ,Y¥G OLNH WR UHPLQG \RX WKDW LI \RX H[S
IRU WKH &RXQVHOOLQJ 6HUYLFHV RI 8Q@hwWwo 1RZ ZHYO
FRSLHV DQGhZUuHi6RrRUGMHMUW
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There is a noticeable semantieedapping in the Greek language in the expressions
RZKDW GRHV LW PHD-XRZRG\WRXRX I DY@ DERXW " ZKLFK
including both in my introduction so that a clearer understanding between ntigeand

participants could be established.

Because the material soudgbt was emotionally sesitive, special care was given to
not producing additional distredsr the participants. In this line and during the
designing of the study it was agreed with the Palliative Care Unit in Greeagtlat

six sessions of therapy could be offered gestarch to participants in cases that
experiences of distress arose. During the interview and the data collection phases,
participants were emotionally supported by the attitude towards them that éédopt
which relied on the principles of clienentred therapy which are emotionally
facilitative and cultivate an atmosphere of holding of the individual. Additionally, the
standard procedures of researstich as written and verbal consent and debriefing,
the right to withdraw consent at any time without this affecting the availability of
support postesearch, plus the offered possibility to read the transcript and caosent
what would be included for analysis, were carefully designed in order to safegua

against causing unintended harm.

Ethical considerations

As explained in the previous section, special éarethical considerations was given

in all phases of the research. Due to the fact that the participhotaere recruited

are vulnerable ingliduals, the application that | submitted to the Senate Research
Ethics Committee of the University, was very detailed and particular care was given
to WKH FRQVWUXFWLRQ RI WKH 3DUWLFLSDQWYV ,QIRUPD
documents that wereivgn to participants (information sheet, consent form, and
acknowledgement) were composed in both the EnglisnGardk languages and had
been approved by the respective Ethical Committees. The completed proposal for the
study, including all the documents that address the participants had been approved by
the Senate Research Ethics Committee of the City, University of London, and the
Research Commitéeof the National & Kapodistrian University of Athens, Medical
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School, AreteiorHospital (see Appendixes 1, 2, 3, 4, 5, & 6). Both boards permission
was required as the study falls under the category of being aauribssal research.

For the construction of my proposals amderyhing related to my research
documents | utilisedhe directions of th&Code of human research ethid®ritish
Psychological Society, 1990), tii&ode of ethics and condu@ritish Psychological
Society,2009),the HCPC Standards of Conduct, Performance & Eti@812), and

the City University Guidelies on Human Research Eth{@914).

The ethical issues that pertained to my project were that | would be inviting
vulnerable people to discuss their experience, which could elicit painful emotions. |
have thought extensively on this topic and came up @itlesign that would provide
postresearch support and | have agreed with the Director of the Palliative Unit in
Greece to offer a more structured framework of six sesdmmparticipants who
might bein need of psychological support. In order taiavthe ethical conflict of

dual relationships, participants would be referred to the other psychologists of the
Unit for their postresearch therapeutic sessions. | also trusted that myself conducting
the interview along the prifes of clientcentred herapy, lwould be able tqrovide

the participants with a holding environmewhere emotional turmoil could be
processed as it arose. All of the interviews had difficult moments with emotional
intensity but | was able to follow the emotional pacifghe individual by managing

a position informed by the principles of cliec#ntred therapy. In all interviews an
atmosphere of trust and warmth was created and they ended with participants
reporting feeling understood and more empowered. No one requestt@search

psychological support sessions.

Another issue of ethics was consideration of the benefit the participants would gain

from participating in this study. It is an issue of ethics since these individuals are
vulnerable and with fragile emotiahity, and they should be gaining something out of

WKH UHVHDUFK FRQGLWLRQ WKDW KDV VRPH PHDQLQJ W
who did the sampling and in the Participant Information Sheet that participation in

this research was an opportunity fbe individuals to reflect upon their experiences

with an experienced Counselling Psychologist practitioner who would listen to them

carefully and with therapeutic responsiveness. It was further communicated that
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reflection assists meanifmgaking of difficult life situations, fosters a better sense of

control over the situation, and is emotionally empowering.

With respect to the ethical considerations of the greater field of Palliative Care the
study, it was argued, could contribute insights by gettmgkriow more of the
particular needs, themes, and concerns of advanced cancer patients. Not only
psychologists but medical staff could benefit from the extracted knowledge in getting
to know their target patientbetter and design how to betteapproach them and
respond to their needs. Furthermore, supportive group work for palliative care staff
would enablethemto handle effectively the impact of working with the emotional
needs of dying patients which may elicit strong emotionghem as wll. Also, the
insights of the research could inform relatives and carers of the dying individuals and

more effective practicesoald be designed towards their support.

Recruitment

A sample size of four participants was agreed as sufficient with mycipain
Supervisor of CityUniversity of London, Professor Carla Willig, since two distinct
analyses would be imposed upon the interviews with them. Even though the sample
sizewas small, whatwas soughtfor in qualitative researctvas depthof knowledge

and notbreadth (Smith & Osborn, 2008). The sample had to be fairly homogeneous in
terms of experiencing theonditionto be studiedand for that purposive sampling
(Smith & Osborn, 2008) was followed. Accordingly, all participants wedividuals

who suffered from advanced cancer and entered palliative care for pain management,

that is they were approaching the end of their lives.

Inclusion criteria for the study were that the participants should have intact mental
capacities, knowthat they are approaching the end of their lives due to advanced
cancer, and express willingness to participate. Accordjaglyexclusion criterion was

that individuals who suffered from delirium (Breitbart & Alki, 2009resent in
advanced cancer patisnto adegreeof 85% (Caraceni et al, 2000Wwhich seriously
hindered their mental abilities of conscientiousness, attention, cognition and
perception were not informed about the research. Another exclusion criterion was that

the individual did not know that s/he had limited time left, a situatnyffrequent
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LQ *UHHFH ZKHUH RQO\ WKH IDPLO\ PHPEHUV NQRZ WI
condition. An additional exclusion criterion for participation included severe
incapacitation from psychiatric disorders (depression, anxiety, phobia, or post
traumatt F VWUHVY GLVRUGHU DQG GHPHQWLD VLQFH LQ ER
consent is significantly impaired. All of the exclusion criteria of the study were

designed under the ethical guidance of not causing emotional harm and not becoming
discrimnatoryto DQ\ DVSHFW RI SDUWLFLSDQWVY FKDUDFWHULV'

Candidates who were informed about the research and were asked to participate had
to be able to endure participation both physically and mentally. The inclusion criteria,
in other words, were hawy intact mental abilities and not experiencocanditions
related to cancer cognitive disorders such as delirium (Breitbart & Alki, 2009) or
cognitive failures due to chemotherapy (Hurriaakt 2007). The screening was
undertaken by the Palliative Caream-a multidisciplinary team consistingf a GP,

a nurse and a psychologistnd upon their agreement information was given to the
patients for the research run at the premises of the Unit by an experienced Counselling
Psychologist. Candidates, nextiere handed the Participation Information Sheet
while they were informed that they would be asked a single questiomansweed

in whichever way thewished

Four participants were recruited who were interviewed for at most an hour of

duration The characteristics of the participants are the following:

Name Sex Age Marital status Educational level Ca
Chris M 64 Divorced Primary education Lung cancer with
metastases
Barbara F 74 Widow and Secondary education Bowel cancer
now living

with male partner

Adam M 54 Single Further education/ Tonsil cancer
University degrees with bone
metastasis
Dora F 53 Divorced Primary education Hepatocellular
cancer
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Two males and two females were interviewed, with ages ranging desinto late
adulthood, from various educational levels and distinct marital statuses. All of them at
the time of the interview were able to walk with minimum assistance, and had been

screened for not having cognitive impairments.

Interview procedure

Candidates were informed about the study that was run in the Unit, were given brief
descriptions about its nature and how it could be of benefit to them, were given copies
of the Participant Information Sheets, and were advised that if interested tearang
appointment with the researchdame- on their next visit to the Unit and the doctors,
which usually took placesvery fortnight. On meeting them for the interview, |
welcomed them and | explained the ratienghe aim and the nature of the study in
plain language. They were told that it is a study which aomdentify the needs and
concerns of individuals who enter Palliative Care. | reminded them that it is required
that we tape our interview session, that the interviews will be transcrédyedtim
safeguarding their anonymity and only extracts of their accounts will be utilised in the
actual study. Then, participants were given the consent form (Appendix 2) to sign and

a copy to take with them.

The interviews were initiated by me askimg tsingle question and recommended that
the questiorbe answered in whichever way they want€te interviews evolved at

the pace of the participant and the topics covered were decided by the participants
themselves. No interview looked like the heiach interview had its own distinct
dynamic which at times felt like nothing commuaould come up in my analyses. |

was sensitive not to assume excessive vulnerability of the participants and so |
maintained an open attitude towards them and theirecoadeaving it to thento
explore their personal issueshoughts, fears, worries, memorea®lated to their
existential position. Adapting an informed clier@ntred therapy attitude by myself
towards all of the participants facilitated the unfoldingpefsonal material in an

atmosphere marked by empathy and unconditional positive regard.
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The interviews were concluded when the topics of concern were exhausted and |
sensed that the participants had covered what they wanted to say. | thanked them and
handed to them the Acknowledgement Sheet which recapitulated the purpose of the
study and how the produced material will be handled (taped and transcribed), how
anonymity will be safeguarded, and that if in need of psychological suppoft post

researchcounsding was available.

Reflexivity on the research proceduresind analytic strategy

)LQOD\ ZURWH 3DV TXDOLWDWLYH UHVHDUFKHUYV
central figure who influences the collection, selection, and interpretatiodVd ~ S
531), and I will utilise this section to reflect upon my own contributiatrell stages

of the research proced3oing qualitative research means that it is the researcher with
her/his knowledge, experiences, and personal meaningsethithe stage and invites
participants to unfold their own knowledge, experiences, and personal meanings on a
topic. Meaningsof both the researcher and the researched are negotiated within the
context of qualitative research and the unique understatiditgs developed ian

interview is an end result that briddesth partieginputs. This section, therefore, will

be a refletion on me as the researcher and my own contributions to the study.

The idea for this research came out of a need of riiadsince | was a Trainee
Counselling Psychologist andas doing my clinical hours in the Palliative Care Unit,

in Athens, Greece. My need was to learn more and accordingly be more effective as a
therapist to the service of individuals who are apprioacithe end of their lives.
Whilst in training | relied a lot on my clinical supervision on how gerform
therapeutic work with these clients. As | was building up more trust on my therapeutic
abilitiesin working with this client group, | realised that | wanted to investigate their
special needs and find a way to give them a vdibés research idea was born out of

my own difficultiesin trying to find a way to connect with the dying individuadthe

available resources websthlimited and case specific

The realisation oy ideainto a research projebiad to resolve important challenges.

The first challengewas that itwas a sensitive research designed to be run on a
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vulnerable populationWith vulnerability should be understood that the targeted
individuals experienceiminished autonomyue to physiological and psychological
factors but also because of changes in their social status (Silva, 1995 in Liamputtong,
2007). Coyle and Wright (1996)uestion tle ethical approvaliven toresearchers

who are not sufficiently equipped to address sensitive isghies can cause resultant
distress.OHUJLQJ WRZDUGYV uARHEditer theOrfsedrdhérGvhoSloes
not know how to facilitate entional states, who does not know how to be supportive,
understanding, accepting, and remgumentative, can do harnit is important
therefore that not only the researcher but also the researched benefit from the
interview processin order to safeguard ¢hbest interest of the participantsy
research design as mentioned earlierspecified that only one question would be
asked which could be answered in whichever way the participant wantesdt tivil
unfold of the information wouldely upon thautilisation of basic counselling skills of

the humanistic psychotherapy ethos.

During the recruitment phasé# the research spent timeexplairing and guidng the

nurse and the doctor of the Palliative Care Team of the Wha wouldbe doingthe
recruitment on the purposeof the researclas that it would be of importance to
further the knowledge we have on the needs ofheg individual andalso ofthe
possibilities of being a rewarding experierfoe the individual. The communication
betweerme, the nurse, and the docteas very good as we knew each other for some
time and have worked as a team together since my training with them. As | was told,
the individuals who were approached volunteered their participation and none rejected
it.

The <heduled appointments | arranged with the four individuals who were
approached for participation were held at the premises of the Palliative Care Unit at
convenient times to thenhproceeded with the steps that | described in the previous
sections including the reassurance that they had read the Participant Information
Sheet, the signing of the consémtm, and the agreed operation of the tape recorder.
My stance towards them was marked by an open and warm attitude as Wwell as
demonstrations of my unnditional acceptance of them through being attentive and
responsive to whatever they felt like bringing up with ke first intervieweavas

complaining of suffering from tremendous pains and was reserved at the begihning
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the interview only talking about his condition and the difficulties in managing his
pain When | asked him what is of importance to him to include in this resdagch
opened up. The second interviewee was emotional at the beginning and with her we
made contact over her fedl® of disempowermenWith the third participant from

the startwe spoke about himself and his personal histdihe interview with the
fourth participantdeveloped smoothly and at the end she expressed a feeling of

completion, of having said everythingrtee.

Evaluatingthe quality of the interviewd, made a serious decision with respért
whether| should recruit more participants. | decided that | would value all four
interviews as they developedach oneseen underts own light andin its unique
dynamics.Not all participants however,spoke abouthe same things, to the same
extent or depth. That was another big challenge | faced when analysing theftexts
how | was tofind common groundn this material that loadd so different to each
other. This is where | felt that the unstructured interview schedule | followisith

was so carefully plannedespecting the sensitivity of the researched material as well
as the vulnerability of these individuals, waergingtowards aseriousdifficulty of
extractng common themesWNhat kept me from considering my project a failure was
my curiosity and my feeling that something of importance had taken place in these
interviews. My curiosity led me to proceed with the IPA analysis anyway falpwi

the guideline®f Smith, Flowers, and Larkin (20Q9)worked on each interview with

the same enthusiasm, extractitgjthemes line by line, meticulously and thoroughly.
When | started abstracting away from the particular data and handling the themes |
started developing arguments about what was going on that was cotonadin
interviews | found that he superordinate themesgere not only interesting but also
revealing ofcentral aspects of the experience | was studyitigwas also very

rewading personally that | was able to conduct a worthwhile piece of research.

Having developedny IPA superordinate themes, | returned back to the data to come

up with ther exact phrasing?Working on a model forthe translation of the data from

the Greeklanguageto English | followed Fryer etD O {V VXJIJHVWLRQV ZK
the analysis of the data should be done in the language that was spoken. Greek is my
mother tongueand | have beerraised and livewithin Greek culture, whilst my

knowledge ofthe English language anB@ritish culture is really good as | have
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graduated from Britisluniversities andnstitutions. | felt securen undertaling the

translation myselaind consulhg with a native speaker of English when difficulties in

the translation aroséf the first decisions to make when translatiagvhether to

folow D pOLWHUDOY RU D pIUHHY WUB(t&&® DavdaRod % LUELO
performs a woreby-word trranslation and could be seen as doing more justice to what
participants have said whiaan,however hinder the readability of the text (ibid). On

the other hand, the free translation model which shows greater care for thiailityad

of the data runs the risk of losing information from the original text (ibie)nsistent

with the social constructivist view on language which a Foucaulgiiawpoint

supports, languagsehould not be considerexsa transparent medium of meaning or

WKDW 3WKHDQDOB LQ WKH VRXUFH ODQJXDJH FDQ EH IRX
(Larkin et.al. 2007, p468). Instead, each language has abilities to create unique
formations of meaning anéccordingly not only the visible meaning but also the

hidden meaning stanming from the particularities of the distinct culturghould be

cared for in the translation of a text from one language to anatfidr.these two

differentiations in mind between literabndfree translation and the visiblkersusthe

hidden meaningf a languaget| approached and proceedefth the translation of

my data.The translation | developedded to do justice to both what the participants

said exactly and the cultural particularities of their sayitfgsequivalens of which |

tried to find so that the English readesuld understand and relate tilem For

instance,l tried to keep thepoetic style of expressiothat one of my participaist

employed, trying to translateit in the style of poetic expressionn the English

langgage SURGXFLQJ VRPHWKLQJ RI WKH VRUW 3 fYH OLYHC
HDJOQGVWHDG RI 3, ZDV DQ HDJOH ,Y00 GLH OLNH DQ HD.

from Greek.

Immersed in my data, coding and translating, | started making refined observations

about and around them. My enthusiakm qualitative research had familiarised me

with the possibilities different methods offefhe data analysis | was performing

revealed a pattern that could not be caught by IPA. A very important ard non
dismissible discursive construction was deployed by onmyparticipants which

affected the whole structure of his narrative. Through disaussabout his serious

health problem with knowledgeable experts, the participant was familiarised with the
GLVFXUVLYH FRQVWUXFWLRQ RI FDQFHU DV EHLQJ 3SV\F
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capture and enlightetnow the cancer discourse isonstructed, isFoucauldian
Discourse Analysis. FDA can reveal the discursive resources within a particular
culture and give insights into the ways in which these set up subject positions
(Johnson et. al. 2004, p363), in my case the subject position of the padteersto be
blamedfor his cancerl consulted my Supervisor atigtstage and we decided that |

would also undertakan FDA analysison thedata

Doing a Foucauldian Discourse Analysis meéiret and foremost opening up the
picture of thetopic of interestandto start looking at the socialnd the historicalThe
exercise for the mind idoing anFDA is to capture how we have come to think about
phenomena the way that we do. The Foucauldian analyst invites scepticism into
his/her system of thouglgpeculaing about the very conditions of what is accepted as
true. Influenced by my readings which were rich and diveasel following the
guidelines of doing FDA according to Willig (2008, 202D15 [presented in greater
detail in the sections that followlbelieve | was able to shaké the well-established
categoriesve usein understanding and speaking aboanhcer,death and dying and

trace the distinct discourses wmwst ofterdeploy

The last stage of the present research had to domatimaging tis methodological
issues both epistemological and ontologieavhen utilising analyses from distinct
paradigms as phenomenology and discourse analysis It is fairly recentthat the
joining together of qualitative methodologies from different tepilogical
paradigms has been introducadl attempted would like to notethat the turn to the
blending of various analysing methowsnot an ambition of the research&eing
informed by thekind of knowledge each qualitative method can provithe
researcher can listen more carefully to his/her data and appropriate his/her
methodological decisiondoy applying more suitable methods of analysi |
approached the researched material carefullyotzsiderwhat was expressdad my
SDUWLFL S xQanoM flisbovdrdrl Xnaterial that was suitable for a different kind
of analysis namely FDA | would say thaimy data guidd my decisions, my data

guided me
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Reflexivity on myselfand WKH pHPRWLR Q D @ken 8urig Xhé fes¥apet H U W

gEmotioral O D E Bh&doyfwas developedby Hochschild (1983and refes to the
management of emotions during work done for a wagesideredan indispenable
part of the requirements for the particuacupation The requirements of the job
usually involvefaceto-face interaction with clienfgowards who an emotional state
is intended Steinberg & Figart, 1996itedin DicksonSwift etal. 2009, p63). Flight
attendantsfor example, are required toanage their emotions in favour of a pkaas
and welcoming attitude towards clienfscknowledging the importance of emotions
in research and the emotion work the researcher underthkewestern philosophy
of science ischallengel as it S MXGJHV HPRWLRQV WR EH WKH DQDW
UHVHDU F K -Swift. BEtNdl\V RED9, p63). This section focuses on the emotion
work | undertook during this researdcrguing that th distinct type of information
that | provide herereveals its emabinal impactand adds to the transparegycand

trustworthiness values for anyalitative research.

The main attituderequiredof a researcheby a research on sensitive topics should
reflect considerable control over the processes the panticis invited tdake parin.

The researchprocesses communicate to the participant that the framework can be
trusted as it meets the requirements of being scientific and not ordinary interaction.
The Universitiesthe Ethics Committeesthe Hospital, add to the authsstionof the
researcheto conduct and profess the procedstelt comfortable in representing all
these authorising units as they approved of my professionalism. However, this
professional facehad to be dropped when in contagtith participants. While
interviewing, | felt thatl had to give to the participants the confidence that they were
the experts wtheir own experienceof which | was interestedh learring about.This

is a challengingwitchin the interaction with amdividual - which | also experience

in my clinical practice of communicatingeffectively that it is the individugland
his/her thoughts and emotions, which are of interest and not my expergsang
adviceon howanothermerson shoultbe During the interviews quite often | felt that |

had to reassure my participants that theyld express themselvesn whichever way

they wanted on whaeverthey would like to include as an answer to my research
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guestion. This freedom handed to therpeipants was received with scepticisithey

often interruptd their speech to ask me about my interest in what they were saying
and every timd reassued them that | was interested in what they wanted to talk
about

As the interviews focused on deeper issues that had to do with the way each one
related to his/her impending end it was very challenging to maintain a facade of
emotional control and nallow my sadness and tears to be shavaiose to remain

by their sde, to be with them, without revealing that it was painful to me also to
realise that soon tke individuals would leave this life,their loved ones wuld
experienceheir absencehow empy their place in the world wuld be Thoudnts full

of feelings went through the whole of m&hich I tried to control and suppress,
focusingon the here and now of mgteractionwith the individual These thoughts

and feelings became all alive again when | was doing the transcriptioheof t
interviews. Tears, questions about the futility of things, thoughts about the generosity
of my participants in giving me their wisdom, physical exhaustoming to terms

with the contradictionthat | was doing this researatith a direction towards fi¢

while my participantswere moving towards death, and most of all handling their
material with appropriate care as to cherish the trust they had shown to me, were some
of the emotional reactions | went througind which | found myself in needf

managng effectively.

Standing with empathy next to another person who is suffering and trying to carefully
work with him/her on something that will be of value and from which the person can
benefit (Rowling, 1999) is not easy accomplishThe researchemhsuld have clear

in his/her mind the difference between empathy and sympatigreby empathy is

the DELOLW\ WR ITHHAK p@ VWKW\ P QRWK\HILYV IHHOLWM)J plRUY DQ
Empathy presupposes a degree of distance from the material of utffierisg
individual that allows for the provision of support to the individual. Sympathythe
contrary,does notllow this distance; the person whgrperience sympathy towards

the suffering of another gets involved massively with the emotional mabérihe

other personloses the boundary and feels overwhelmdd. training in systemic
psychotherapy and my personal analyaisght me this crucial differena@nd | can
stillrecal P\ WUDLQLQJ WXWRUFSWERWGYV Qiftivig hEtd BiaeH
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getting tooinvolved with the material of my clienNeverthelessW K H -ji BvaUld

say- of empathyis a process thatas LWV RZQ GDQJHUV 3V\FKRWKHUDSL
fatigue (Figley, 2002)has been spotted ake type of burnout pertinent to the

professions of psychological therapi@nd is associated wita sense of helplessneks

(ibid, p. 1436) exemplified asfeelings of frustration, impatience, anger towards

clients, increased boredom or lack of focuspihg for certain clients to cancel their
appointments, increased fatigue, decreased motivadiothexperiencing decreased

fulfilment and enjoymentvith R Q H 1 V (BaRneitlt al. 2006 cited in Barnett, 2007

Compassion fatigue comes abatten the therapist overlooks or ignores his/her own

emotional needs considering them tmtbeas important as those of his/her clients.

Therapists much like all peope KDYH WKHLU RZQ PEOLQG VSRWVY WK
triggered. Selcareefforts are inportantand should beseriouslyattended toThese

efforts can includeamong others along with personal therapy and supervision

(Barnett, 2007) rest, timeouts, and even the use of humour (Shuler, 2001 cited in

Mann, 2004).

Conducting this researaven though | did not experience compassion fatigue | could

feel that | needed to rest after each interview to recuperate my emotional strength
reminding myself that each interview was successful as the participant was able to

take something of value forirhself/herself. The participants weremotionally

touchedup gently as | wanted to touch them, they were not isolatgaverelistened

to, and they were not objectified by my efforts to research a topic. All these aspects |

found very rewarding for my performance and strengthened hese thoughts that |

hadare very similar to what Shuler (20@ted in Mann, 2004advise as a seHcare

strategy which reframes or cognitively restructue difficult experiencesinto

demanding competencies ttaae sufficiently developedThis coping strategy was of

particular help to me as | am very much motivated towards the care of others. T

unique constellation of events of my personal life familiarised me since my early

youth with loss, with losing beloved others. Dimoula (1971), a Greek poet, wrote:

3, fYH OHDUQW WR ILQG KDQGY DQG OHW JR RI KDQGV’
experiene of loss, of what it means to me to love, to love deeply and being called to

live onwards without myoved oneswho meant the world to me. It is true that living

after a loss is painful; it is true that you doubt your emotional strendiving a life

HPSW\ IURP WKH EHORYHGVY SUHVHQFH ORVW RI DOO
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changes as it becomes strange, rough, a poorer world. These #ngr&s/n wounds,

RU pE OLQe both mWhofraphical identity and my long struggle in letting go

oftKkH EHORYHG pKDQGVY WKDW GHSDUWHG IURP WKLV O
again. This is the story of my own life, stated briefly but | believe in dense meaning.

It is also important to includm this reflexivity part the facthat during thephase of

analysis of my datawas diagnosed and treated for breast cancer. All of a sudden |

ZDV UHODWLQJ WR P\ PDWHULDO IWRPVDRQHUQVHGHDY WV KY |
EHHQ GHILQHG DV WKH VWXG\ RI RQHTV200ZQted RFLDO JUR
Greene, 2014¥%een from the point of view adnthropologicalethnograpi. It has

been argued that there are both advantages and disadvantages in insider résearch.

most important advantage of insider research is the better understaidihg

cognitive, emotional and psychological precepts of participants (Greene, 2d¥4).
participants-in my case became more familiar as now | could not only know what

they had gone through but also experience treatment effects, the anxiety owardcure

the frequent medical testing in which you come fetace with your desire to live a

longer life. An important disadvantage, on the other hand, is researcher bias whereby

WKH UHVHDUFKHUYY SHUVRQDO EHOLHIV H[8BgLULHQFHYV I
design, or the results of the study (ibi@wareness of the potential of personal biases

creepng into the researclhrough conscious and effortful reflexion, can avert the

biases effects and even reverse them into assets hu&aid the open andiscussed

thoroughly.In my case, | treated my personal experiences as additional inforrt@tion

the investigated experienaspecially with respect to the threats to identity the illness

poses and the needs for identity reassurance by significans.ollier support |

received from my Supervisor, Professor Carla Willig, was crucial for my continuing

and completing this research projedt.was turning to her for support and
encouragement whichréceived plenifull y. | will never forget whenphaving finished

the protocol treatmentfor breast cancerl was able to travel again and have a
supervision session. Seeing her through her glass door | found it very difficult to

control my not becoming emotional and a salameout of me revealingboth my

emotional pain and feeling ofrelief. | could recognise myself again!

| would like to turn now to the investigation of tiigeoretical andnethodological
assumptions of the present researgbhich employed both Interpretative

Phenomenological Analis and Foucauldian Discourse Analysis the analysis of
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four interviewsgiven byindividuals whohad incurable cancer anenteed palliative

care experiencingtherefore the imminence of their end.

Methodology

Theoretical and methodological assumiions of Interpretative Phenomenological
Analysis (IPA)

Interpretative Phenomenological Analysis (IPA) is a research method devised
particularly for psychology and psychological phenomena (Smith, 1996), and sets as

its objects for investigation all thosxperiences that are of some significance to an
individual. Major life transitions are usually considered as these significant
experiences since they necessitate from the part of the indveaddd@ RQVLGHUDEOH
amount of reflecting, thinking, and feeling &8 KH\ ZRUN WKURXJK ZKDW L\
(Smith, Larkin & Flowers 2009, p3). There are at least three assumptions about

human nature but also about the nature of human communication that are implied.

First of all is the premise of the human capafotysensemaking of their experiences

to beunravelledin privateand communicated to the others at a second stage. Second,

the other, the researcher, in trying to make sense of the individual with whem s
communicates in order to get to know what the partitifgaexperiencing, is involved

in a double hermeneutic, a double interpretative act, in relation to his/her own more
refined sensenaking of the less refined seasmking that the participant engages in.
Selftconsciousness and systematicity are the twocppies that distinguish the less

from the more refined senseaking. Third, thoughour shared humanity we are able

not only to communicate our experiences but also to relate to the other by proximity

and are able to explore similarities and differencesth the experiences of other

people.

IPA is phenomenological, hermeneutiadidiographic. Presenting brief histories for
each of these terms that would assist their better understanding, Husserl was the first

philosopher to have talked about the pheanatogical attitude of knowing ourselves
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and the world through the intentional structure we can experience when we think. We

are able to reflect upon our own process of thinking, turning our gaze inwards, that is,

away from the objects of the worlahd towards our perception of those objects

(Smith, Larkin & Flowers 2009,.d.2). In order to reach the terrain of experience, the

individual should be cautious of the need to bracket off preconceptions and
assumptions about the nature of a phenomenon. Thefghenomenological inquiry

LV WR UHDFK WKH H[SHULHQFH SHU VH WKLV 3VHW RI
VXEMHFWLYH SHUFHSWLRQ RI LQGLYLGXDO PDQLIHVWDW

Flowers 2009, p14), of any phenomenon.

While Husserlestablished a method of investigation of the contents of consciousness,
Heidegger reflected about the content of human consciousness per se. This content is

no other than Being (Dasein) itself, the existential givens of our Weag. Which

are: our worldlOLQHVY RU RXU RSHQQHVV WR WKH ZRUOG 3ZLV
UHODWLRQVKLSYV ZKLFK ZH DUH FDXJKW X47),Qr 6PLWK /
capacity for reflexive awareness distinct and exclusively referring to human beings

and always dirged towards meaningnaking, with a clear sense of our selfhood and

our separateness from others, but always in relation to something and someone (which

is our fundamental intsubjectivity). What Heidegger contributes to
phenomenological inquiry is that © a hermeneutic methodn other words

interpretative. Interpretation is not a secondary act but an indapgenand
LQHVFDSDEOH FRQGLWLRQ RI WKH KXPDQ %HLQJ 3ZKLFK
(Thanassas, 2004,. (50). Accordingly, thevery Phenomenology of Being is

hermeneutics wherein interpreting and understanding acquires an existential meaning.

The hermeneutic understanding of any text or whichever object of our experience, is

cyclical (Smith, Larkin & Flowers, 2009,. 28) movingfrom the part to the whole

and then for understanding the whole we move back to the part and the particular.
Hermeneutics in that way repudiates the project of grounding knowledge in some
SLQGXELWNMERUYWLMHQI DFTXDLQWDQFH pZ283Y,krWsLQJIV™~ 6P
having unmediated access to reality. Instead, in our attempts to know something we

interpret.

IPA is also idiographic, that is, it is concerned with the particular (Smith, Larkin &

Flowers, 2009, p29), the particular of human expemice in its meaning making
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dimension, and this SUHVHQWHG LQ LWV UHVSHFWLYH GHSWK ,Q
approach prevailingn psychology for most of the years of its development and
establishment, the phenomenological tradition offers ddtalederstanding of
individual cases. IPA does not make claims at the level of a whole population aiming
to establish general laws of humaehaviour(Smith, Larkin & Flowers, 2009,.129),

but it attempts in its practice to establish a distinct understgnoli experiential
phenomena: an understanding that will do justice to the depth of the experience of an
individual through detailed accounts. IPA is not thedmyen with preconceived
hypotheses to be tested, but its analysis allows for an experiebeeikpressed in its

own terms rather than according to predefined understandings (Smith, Larkin &
Flowers, 2009, p32). What IPA produces and poses as new knowledge are patterns
of meaning (Smith, Larkin & Flowers, 2009, 8) generated by individuals wh

reflect upon their experience.

The capable IPA researchen analysing this kind of material can come up with
accounts of meaningaking experiences that can add, challenge, even refute what we
already know about a phenomenon. The reached pattemesasfing as selected via
small and purposivelgelected samples of individuals who experience a phenomenon,
have the ability to present an experience not only in greater depth but also in greater
variation. In IPA we look both for shared themes but alsedo@ations of themes that

not only challenge the interpretative abilities of the individual researcher but the way
that the very phenomenon has been understood sotHfaugh from within

overshadowing generalisations.

Theoretical and methodologicalassumptions of Foucauldian Discourse Analysis
(FDA)

As its name suggests, Foucauldian Discourse Analysis (FDA) is devised along the
understanding of the social and the individual that Foucault introduced in his works of
archaeologicahnd genealogical hisriography. Therchaeologicahistoriography of
JRXFDXOW DOORZHG KLP WR GLVFRYHU SHULRGV RIl 3HSI
VFLHQFHY DQG GLVFLSOL2Z21.Vlhes& ReQAI® Shared sigi@ficant

agreement on the general conditions anteria of truth, knowledge and certainty
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(Conway, 2005), forming distinct discursive practices of science. His genealogical
investigations,on which he focused in his later works, studied the intricate power
relations that inform discursive practiceshelpairing of power and knowledge that
Foucault saw in discursive practices was historically looked at in the definitions of
madness, criminality and sexual deviancy, and accordingly he accounted for the

origin of their institutionalisation.

Foucault, hwvever, admitted that the goal his writings had not been the analysis of

phenomena of power but to create a history of the different modes by which human

beings are made subjects (Foucault, 1982). He provided three modes of objectification

of the subjectn history. The first objectification of the individual subject came from
VRFLHWDO 3GLYLGLQJ SUDFWLFHV" VXFK DV WKH LVRODW
the confinement of the poor and the insanthe eighteenth century, but also the rise

of modern psychiatry ithe hospitals, prisons, clinics of the nineteenth and twentieth
FHQWXULHY 7KH 3GLYLGLQJ SUDFWLFHV™ DUH WHFKQLTXI
with the practice of exclusion, offering to the subject both a social but alsocngers

identity (Rabinow, 1991, .8). The constituted subject, of these works of Foucault is

that of a victim caught up in the processes of objectification and constraint as is the

case of prisoners and of mental patients.

The second mode of REMHFWLILFDWLRQ RI WKH VXEMHFW L)\

FODVVLILFDWLRQ" +HUH WKH UHODWLRQ WR GRPLQDWLR
DQG WKH FRQQHFWLRQV GUDZQ DUH QRW DV GLUHFW I

This second mode of objectifig subjectivity follows the historical way in which

discourses are transformed into disciplines. Linguistics, economics or biojlogyK H

KXPDQ VF htt@ding YofFoucault (1966) had been considered as progressing

and refining themselves through higtoFoucault (1966), on the contrary, found

DEUXSW FKDQJHV LQ WKH FRXUVH RI WKHLU KLVWRULHYV

(Rabinow, 1991, p9) from the respective disciplines that preceded them. What we

draw from this second mode of thenstituted subject is that there dasno single

theory about a universal subjectivity to be discovered, or as a matter of fact the

ambition for a trandistorical subject is fallacious. How people think, talk and

WKHRULVH DERXW W Kéi s¢ers, (photlictivé Daboute i bdterial
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HQWLWLHYV KHOSV VKDSH WKH FDSDFLWLHV DQG OLPLW
2005, p 224), and are both culturally and historically relative.

The third mode of objectification that Foucault worked on Wa8SXEMHFWLILFDWLRQ”
studied all those processes of gelimation in which the personin contrast to the

two modes already discussed active (Rabinow, 1991,.d1). This selformation

has a long genealogy and Foucault was principally concerrédisuailating those

techniques through which the person engages in activdoselation (Rabinow,

1991, p 11). Included inthe modern, podEnlightenment society, example of these
techniquesis the very process of selinderstanding, as mediate¢ lan external

authority figure, be s/he confessor or psychoanalyst (Rabinow, 1991).@verall,

WKH\ FDQ EH FRQVLGHUHG DV 3SHWKLFZ20 stheeDHFEWLFHY™ 0

aim at establishing oneself in an ethos of aaethre life.

Foucault in his investigations about the ways subjectiiys beerconstructed in

history and for which he found the three modes of objectificatiparationalised the

concept of discourse. Foucauldian Discourse Analysis deploys this fundamental

concept of hitorically dominating discourse. Discourse and discourses are historical
constructs whose power influerscell levels of our social and private lives. At the

level of the individual or from a mic¥sociological perspective, discourses enable and

constrain what can be said, by whom, where and when (Parker, 1992). At the level of

the wider social or from a macsmciological perspective, discourses privilege

versions of social reality which legitimate existing power relations and social

structures (Willig, 2015) and are exemplified in institutions. FDA, therefore, is a

historical inquiry that aim#o pinpointmechanisms of power by offering a description

of their functioning and the ways they define specific subject positions for the
individuals addressed by the discourses (Arkhgkon & Walkerdine, 2008). It is

WKLV UHFRJQLWLRQ RI WROHQ 6JH GMA RDNAKRGINE D FN J U
2008, p 100) of the object of studyhat is, WKH 3ZLGHU SROLWLFV" WKDW W
belong to, (ArribasAyllon & Walkerdine, 2008, p101) that is of interest in a

Foucauldian Discourse Analysiavitingus 3S\WR WKLQN GLITHUHQWO\ DERXW
WDNLQJ D SRVLWLRQ RXWVLGH R XiAykoX & WelkgMinéd) HILPHV R
2008, p101).
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,Q SUDFWLFH WKH )'$ UHVHDUFKHU LV LQWHUHVWHG W
(Willig, 2015, p 154) of the phemmenon under study, that is the different sets of

statements that construct an objeahd by consequence the array of positions
SUHVFULEHG IRU WKH LQGLYLGXDOV WR RFFXS\ 3 LVFRX
when taken up, have implications for subjg LYLW\ DQG H[SHULHQFH" L
(2015, p 154), reminding us that discourses weigbhavy with predetermined

positions for subjectivity which have implications for what, how, and the way they

speak about experience. The way to proceed with FDA rsugh the study of

language and language use. For FDA, the power of discourse is so extensive that it

can construct the very position of the speaker in what can be said or not, felt or not,

done or not. Accordingly, the discursive constructions reachean afDA have

implicationsfor the ways we experience ourselves, our own selfhood, and what we

feel as our subjective experience. When we deploy a discourse we are entangled in
repertoires of meaning that affect the nature of our experience but also & fetlw

DERXW RXUVHOYHV DQG ZH FDQ DFWXDOO\ IHHO WKDW Z
DEQRUPDOY uPGL¥YBEBEQHGT RULQADEOH:LOCLIYV PRGHO

2015) of FDA has been followed in the present study.

The framework for combining the two methodologies

| argue that the two methodologies | employed not only enlighten different aspects of
the phenomenon of death and dying that | istthdut that they canalso work
complementaly to each other, each one camating to our understandingf what is
missing from the other.

Foucauldian Discourse Analysis utilises a social constructionist perspective where the

social, the cultural and the historical situatedness of a phenomenon are underlined.

FDA opens up ourdrizons of understanding with respect to the historically relative
QDWXUH RI WKLQJV WKH KLVWRULFLW\ RI WKH SKHQRPHC(
(Foucault, 1975) involved. The effects of dominant discourses on subjectivity are
tremendous; not dy do discourses prescribe positions for the subjedthin their

spectrum of influence, buheyalso dictate the kind of subject that is appropriate to

deploy them. The individual subject is restricted with respect to hisdmbility of
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independent agency to such an extent that unless consciously reflected upon and
resisted there is nothing other than the subjectification that the discourse allows. Seen
through the lensf the concept of discoursthe individual subject is a historical end
product with specific abilittes and limits. The deconstructive critique of
postmodernisntastsdoubtsupon the individual of modernityy shakingthe grounds

of truth about his/her rationality, autonomy, and fundamental unity, making him/her a
product of the modern scientiftechnological paradigm (Lewis, 2003).
Conceptualizing the individual from a social constructionist perspective we use the
worG pLQGLYLGXDOYT XQGHU HUDVXUH VLQFH DOO WKDW Zt
are discursive prescriptions. Nevertheless, the individual is capable of reflection and it
is at this level of personal experience that the individual can resist thaimesf

subject positions of a discourse, or choose between conflicting discourses.

It is in this opened ge of experience that Interpretative Phenomenological Analysis

is able to contribute. IPA enables us to explore the quality of an experiencetard i

ZD\ DFKLHYH D EHWWHU XQGHUVWDQGLQJ DV WR pzZKDW

particular phenomenon. IPA is able to enlighten the process ebsalation and to

answer questions that FDA cannot account for as to how we can resist dominant

disoourses or allow alternative subject positions to emerge. Late Fguedngh

facing this impassespoke about the need for sstylisation to a work of art
JRXFDXOW WKURXJK WKH 3SODERULRXV FXOWLYDWL

(McWhorter, D05, p 225) in order to be able to think differently from the way

society, culture, and personal history have led one to think.

The argument for the complementarity of these two methodologies rests exactly on
the limitations each one has: the disregafdthe experiential in FDA, and the
disregard of the social in IPA. The epistemological questions with respect to which
we can support the complementarity of IPA and FDA are discussed next.

Epistemological reflexivity

In order to clarify the epistemolagl basis of the present research, | am making use
of the three epistemological questions that the researcher should be able to answer in
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UHODWLRQ WR WKH TXDOLW\ RI NQRZOHGJH V KH DLPV |
invitation to researchers to frantieeir epistemological position, we should be clear

first of all aboutthe kind of knowledge that the methodology is able to produce. My

answer to this first epistemological question is that my intentions were and are to give
YRLFH WR SHR St ldrg YloseRd-tReXeQdilir Wes, having beergiven a

definite time limit as the passage to palliative care signifies. These subjective
experiences are invested with the validitypbEnomenological knowledggat is, no

claim is being made aloit their accuracy or as reflecting something real that holds

true for all people in related situations, as for example the thedng sfages of grief

does. tisSNQRZOHGJH DERXW 3WKH TXDOLW\ DQG WH[WXUH R
(Willig, 2012, p. 11) that allows individuality of the experience, hints towards broader

and new concepts, while it adméadlifferent level of awareness to the individual who

speaks a language of immediacy without theories ogmen deductive concepts.

For instance,individuals in their speech communicatéheir experience as it is

immediately felt. Thegualitative research exercise for the researcher is to decipher, to

make sense of, these experiential accounts without subsuming their novelty under
verifiable hypothesis drawn from existing theories; in other words, the qualitative
researcher should engag a deductive type of reasoning. Again utilising an idea of

Willig 1§2012), the phenomenological researcher assumes that there is more than one

world to be studied and a phenomenon can be experienced in many different ways

producing something of unigness for each individual.

Yet, as we people are able to communicate with each other with words and through
language, we are not solipsistic beings living in clespd/acuums. Language carries
significations and social representations that we all sinao@r understanding. There

are more or less stable linguistic structures that not only guide our expression but also
what we express through themsAcial constructionist knowledge a knowledge of

the way things are spoken about, of the socially aVeilalays of talking about a
phenomenon that shape the way we construct and talk about our experience. Even
more, the use of language carries certain ways of constructing the world, which not
only are our common ground for understanding each other butalstract our very
experience through the means it offers to us. While socially constructed knowledge
usually subscribes to relativism, where there is nothing outside of language, nothing

that stands independently from language and its social construstimms as an
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independent reality described more or less truthfully, still we can talk about qualified
positions of relativism. To answer, therefore, the question of what kind of knowledge
| assume my research to produce, | would say that it willtaiomcoverthose al

powerful constructions, or discourses, these individuals who know that they are dying

deploy in their accounts.

The second question has to do with the assumptions that methodologies make about
the world (Willig, pH:KDW LV WKHUH WR NQRZ"Y ZH DVN K
know about the nature of the world that we study, or my methog@agsumptions

about the ontological status of things in our world. What | do not assume is that there
are universal psychagical processes common to all people that my research will
discover. What | talk about are the experiences of my participants as they come up in
their, loaded by discourses, accounts. Experiences and not facts about their personal
worlds or their psycholgical condition, | explain, and nothing more than that. And
these experiences atbken considered for possible commonalitiss as to form a
coherent narrative that would speak about them. Accordingly, the ontological position
IRU P\ UHVHD U ¥eKedligt dpdR BubBcriQimpvo the respective assumptions of
both phenomenology and social constructionism, the world of my study does not have
thefixedness of a hard reality to be discovered. Instead, | am aware that my findings
are historically relatig to the world | livein, to the year and era that | live, relative

and relevant to the available discourses to the times we live. With respect to the
phenomenological assumptions made in this project, the experiential worlds to be
presented carry a mark mdividuality that by definition undermine the generation of

any lawlike conclusions.

The third questiorconcerningthe epistemological stance for any research project

(Willig, 2008, 2012) asks about the level of involvement the methodology assigns to

the researcher. Interpretative Phenomenological Analysis by its definition promotes

WKH UROH RI WKH UHVHDUFKHUTV L éeROeéseartiie’’ WR WKI
is notonly involved in the acquisition and direction of the researched material, but

also actively interprets what s/he finds by referring to his/her own understanding.
Reflectively recognizing how the researcher is actively entangled in the knowledge
productionof a given piece of research is a necessary process in qualitative research

which enlightens the whole project. With respect s$ocial constructionist
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methodology, the researcher-constructs with the participants an understanding of
where the partipants stand in relation to prevalent discourses. More specifically, the
researcher has to be reflective about the 8hg is positioning the participant and
how this might have shaped the interview (Willig, 2012).

Ontological resolution: the case of @tical Realism

The two methodologies employed in the present study propose two distinct
epistemological points of view with respect to the kind of knowledge they produce. In
addition, they are driven by two distinct ontological positions with respetteo
nature of the world and external reality they assume. Interpretative Phenomenological
Analysis in assuming the privacy of experience subscribes to an ontological position
with respect to an independent reality of private thoughts and feeldgsingto an
ontology that leans towards realism (Finlay, 2009). With respect to language, IPA
treats language as a more or less transparent medium that can give access to
subjective feelings and experiences. Finlay (2008yhtfully asks how
phenomenology can survive in the postmodern world of plurality and historicity
which supports a relativist ontology. Acknowledging the merits of phenomenological
research and having in mind that postmodern research with its emphasis on discourse
has bst access to the personal and the experiential, phenomenological research can
contribute answers to the questions that discursive research cannot; in particular why
individuals adopt certain discourses and not others, how change at the level of the
individual comes about, or how issues related to embodiment can be communicated
DQG DFFRXQWHG IRU 7KHUHIRUH D TXDOLILHG UHDOLVW
a standpoint for phenomenological research that would take into consideration that
there are acio-political and historical aspects of reality whiakenot able to analyse

and affect the way people talk and experience themselves.

Foucauldian Discourse QDO\VLVYT RQWRORJLFDO SRVLWLRQ RQ WK
there is no single reality tbe grasped, approached, or reached independent from
discursive constructions relative in history, communicated through language, limiting

what can be said and done within the framework they form. There is no single world
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out there as realists argue, bKPHUR XV ZRUOGV 32QXPHURXV YHUVLR
(Willig, 2008, p.126) that do not stay constant for ever but are subjected to change

and transformation. The impasses FDA faces by following a relativist ontology are

with respect to the material aspectaf living which cannot be subsumed under the

discursive. ThisnorGLVFXUVLYH PDWHULDO DVSHFW RI RXU OLYH
enduring structures that may be biochemical, economic or social (Willig, 1999 cited

in SimsSchouten, Riley & Willig, 207, p 103). Aspects of our living such as these

KDYH 3BIWBRUVLYH R Q3thauleR,JRiley &LWilig, 2007, .p103),

leading us to adopt a critical realist stance on ontological matters. Critical realism is

this qualified position that allowsof independent structures such as institutions,

material conditions and factors related to embodiment to exist outside discursive
constructions. The questions that relativist ontology cannot answer are: why an
individual deploys particular discourses arat others, or how embodiment with its

particular manifestations for each individual affect the individual, or how institutions

affect certain living conditions with what they support or provide, or how material
conditions (such as poverty or war) affectiwextra discursive factors the lives of

individuals.

Critical realism forms a space in which both methodologies can meet, and this is the
ontological stance of the present research. Critical realism provides the ground for the
blending of distinct methdplogies by emphasizing that the point is not which
methods should be combined with which, biat the decision should depend on
explicit theorising about the research and the nature of the object of its investigations,
providing the appropriatecontextualisation of the forces and properties involved,
paying attention to temporal sequencing and interaction of powwaddastly, offering
FULWLFDO FRQWH[WXDOLVDWLRQ RI DFWRUWll DFFRXQW\
legitimate the pluralism of methods in a research project is on the one hand this
knowledgeable attitude from the part of the researcher that there arelisgtresive

realms that cannot be subordinated to discourses, and on the other hand, that the
meanings humans attribute to their actions while being essential features of social
research are not sufficient as there are social structures with real powers and effects
(Elger, 2012) that constrain or enable the agential possibilities for action. These ex
discursive factors, these relatively enduring structures, that have been identified as

operatingin additionare the effects of embodiment (Cromby & Nightingale, 1999),
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the power of institutions, and materiality (Willig, 1999) whethaochemical,

economic or social.
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Analysis

IPA analysis

Superordinate theme 1 Presentation of the self
Subtheme 1: The medicalised body as identity
Subtheme 2: Review of identity and philosophy of life
Subtheme 3: Revival of early traumas

Superordinate theme 2 The experience of suffering
Subtheme 1: The somatic sufferingtthe excruciating pain
Subtheme 2: The limitations of cancer: getting familiar with the body
that suffers

Subtheme: Negotiating terminal cancer

Superordinate theme 3 Issues around relatedness
Subtheme 1: Need for receiving and giving kindness

Subtheme 2: Dependency versus independence

Superordinate theme 4  Confronting death
Subtheme 1: Attitudes towardsleath
Subtheme 2: Thinking about life after their deaths
Subtheme 3: Speaking about death and the beyond

Superordinate theme 1:  Presentation of the self

The most prominent characteristic in the speech extracts of my participants was their
wish to relate to themselves by presenting who they are. The accounts about
themselves and their course of life were detailed and comprehensive. The subthemes

of this topc were that they introduced themselves through their illness, they
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proceeded with presenting their identity, andaifew of them there was a marked

tendency to review early life traumas.

Subtheme 1: The medical diagnosis as identity

Participants inbduced who they are by reference to their medical condition. Their
self schema carniewith it the trauma of the terminal cancer diagnosis, which is
expressed in the deployment of medical terminology. The presentegksetfptions

utilise medical terms, repeated in the sequence by which they had been introduced to

them or had been experienced by them, revealing limited processing.

%o, it [the cancer] started at th& @ertebra and the lung, after

the robotics it wa cleaned but after the sixmon[-th], three

months that the CAT [scan]asdone, that is | started having

SDLQV « LQ WKH KL So th& knde, Bdithe CAOTW LO XS

were done and it had left, it had moved dawrthe 13" and

12" vertebra,ZH GLG D WUHDWPHQW « DW WKLV PRPHQW W
talking it has moved oto the cervicalvertebraelk QRZ , DP

undertaking treatmen™ day today, | did it and | just came

RXW« |, 10 [re@rments] just for a holdiriy E D F QlHris

1.61.12 &1.231.25).

The picture we get in this quote is of an individual bombarded by somatic
experiences and medical vocabularies which he is trying to process cognitively and
incorporate into his felt sense of and about himself. The individual reproduces what

he has been told about his condition in a way that reveals vulnerability, futility and
impotence (Frank, 1995, p7). The tense used is that of incessant present in a form

RI 3DQG WKHQ ™ UHLGID®LQJ WKDW 3FRQVFLRX&QHVV KDV
IRU VRYHUHLJQW\ RYHU >KLV @108 29 cohfisSgHupLwt) FH~ LELC
PHDQLQJIXO DEVWUD MW Isiigivn Rals Worsed daspied having
XQGHUWDNHQ D VHU Lo, tRel pidduded dhadtit Qanfatife att@mps

to communicaH WKH 3K R U U LBDddr sedifiidulGto f8llow without geting

lost in the details that aprovided with it
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With the same narrative characteristics, another participant presented her identity.
Two extracts are presentddom the same participant. The first is theitial

introduction of herself to me in which we can see both the identity presentation at
work along medicalised terminology, but also the chaotic characteristics of the

produced narrative.

8, KDYH GHSUHVVLRQ« , KDG GHSUHVVLRQ EHIRUH« ,
, GLGQIW zZzDQW WR HP , GRQYW KDYH IULHQGV > 9P
IDPLO\ WKDW LV P\ VLVWHU DQG KHU GDXJKWHUV« ,
, GLGQITW JR RXWAMEBIORSU R KDWITVYLVHYHQ ZRUVH
HFDODX VI P VD Gnmughso, with what has comepon

PH pFDXVH , IHHO YHU\FWQYWGYD&E8N RRQYITW

1.1-1.8).

This second extract has to do with the narration of the terminal cancer diagnosis.
Here we can follow some hesitantestiptsat emotional processing of the terminal
diagnosis.

3..and so | was forced tgetissual with my health booklet

[for the poor] so that¢ando medical tests

Gina: mmm

Dora: | said to myself it will be useful to méam just a

human being, until did the test@nd | saw that | have [multi]

FHOOXODU FDUFLQRPD WKDW ZDV LW « >VKH LV FU\LC
GnaaMPP FRPSDVVLRQDWH DQG LQ ORZ YRLFH « LW
though you are saying this came up as well?

Dora: (crying even more intensely)

Gina:Yes

Dora:This

Gina:Mmm, does it scare you?

Dora:lW V FDUHVDBr&al3. A4 Y).

"'RUDTV LQW eRdHohEIEMI R&Ying.Mn her tears we read something more:

emotional pain and fear. We get the sense that when the medicalised language is
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deployed thenvolved emotionality is emotional pain and fear. Both emotions are
implied in the experience of a trauma, and this subthesmmates with research that
has stresseow deeply traumatic the terminal cancer diagnosis is (Willig & Wirth,
2018).

Subtheme 2: Review of identity and philosophy of life

There is a tendency in all of them to present and get a hold of their known identities.
They speak about who they were, what they did, what they accomplished. They
HUHYLVLWYT WKHLU NQR Zé€> j\Wstod® ¥ hhWatlttigy Did ZrDtheMikdd W G R
and why they did it. They expose the philosophy of their lives. The narratives are
detailed, aiming at unity and coherence with meaningful connotations that disclose the
philosophy of their lives.

% D U E D UtDyfgwes Supr€macy to her role as a mother and her life project which
was the establishment of a semiependent house for young adults with learning
difficulties like her younger daughter.

3, UDfoMrdi@dren and alfour « KDG D JRRGCcWLPH .QR

on wood, none goteft behind that is, they developed, gah

education, jobs, and my Fay [who has learning difficulties] even

better than all [of them], she is my yousgeso | have this

VDWLVIDFWLRQ« W /0O dhildreh pedset! thboBghh W KD W

my hands and alflour RI WKHP GLG YHU\ YHU\ ZHOO LVQIW V
VDWLVI\LQJ" «DQG WKH PRVW GLIILFXOW P\ )D\ ZKR N
VRFLHW)\@ Bath&53-23 D5).

Ve got togethereight of us, | brought them together, one of

them was an engineer, myself fioivolved] in the finances but

in the overall coordination, for the finances we had assigned

DOQRWKHU SHUVRQ IURP WKH JURXS DQG ZH G« ZH EX
[of semiindependent living for children with learning

difficulties] that we are running for 20 years now solely

KDQGOLQJ WKH BRYAM2.RIVJVHOYHV’
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Because we arethe N0. 1 selMQGHSHQGHQW OLYLQJ >KRXVH@
(Barbara 8.488.49).

3..and they smile and they look happy when they say this is our

home that.em.. DQG PD\ , VD\ WKDW LI ZH KDGQYW HVWDEC
and if my [other] daughter was here and married with her two

children, Fay [her daughter who has learning difficulties] would

have been dependent that is | say even if she took her to her

house to take carof her, she would have been likee& VRQWD "’

[a Greek wordwhich literally meansuDQ DWWDFKPHQWY DQG LQ WKH
FRQWH[W RI P\ SDUWLFltHO:-QWwdhe ISHHFK PHDQV

upon the grace of anotheNVR KHU VLVWHUfV KRXVH QRZ VKH KI
personal lfe ZKLOH DW KHU VLVWHUYV KRXVH VKH ZRXOG

for them to take her out, she would have waited for the one or

WKH RWKHU « DQG \Barber@1DIFGL.ABR IRUWK’

The presentation of herself concluded with the admittance that the projestidéh

had beercreatinga comfortable and independent living for her younger daughter
who has learning difficulties. In between her lines she explained that her life project
was a dedication to a highgoal and she does not feel that she saedfiber life.

We get a sense of her philosophy of life in the quotes that follow:

3, GR QRW KDYH DQRWKHU OLIH DOO P\ OLIH ZDV VHW
(Barbara 10.7).

3* L QYur life project?
BarbaraaYHV P\ OLIH SURMHFW %XW , GLGQTW GLGQ(YV

« , KDYH QHYHU IHOW GHSULYHG RI DQ\WKLQJ
whatever | was giving from myself | gave it somewhere |
ZDQWHG WR , OLNHG JLYLQJ LW DZzZD\ VR , ZRXOGQ

VDFULILFHG P\VHOI IRU DQ\RQH , GRQW IHHO OLNH
that | sacrificed, that dlid ths RU W K HNB!\IY Wa4 thy
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FKRLFH DQG LW zZzDV DQ DWWULEXWH RI P\ GLVSRVLYV
(Barbara 10.7-10.17).

$OQRWKHU SRLQW LQ %DUEDUDYY QDUUDWLYH WKDW UH
relationship with her daughter, and the principlest ttharacterise this relationship.

With noteworthy clarity in her expressidimat we usually see in the speech of people

who have had lonterm psychotherapy, Barbara says:

8, Bh IRU KHU WR EH SOHDVHG

because | am wR

, GRQTW FDUH DERXW
, DP DQG , GRQYW H[SHFW IURP )D\ >K
daughter whdas learning difficulties] nor from anyone else to

PDNH PH VRPHRQH , DP ZKR , DP« DQG ZK\ VKRXOGQ
WKLV zZD\" , GRQTW XQGHUVWDQG LW KDYHQYW , VW
life, have | not worked for, likeg 9 \HDUV" « KDrHQW , UDLVH
children?Took care of myelderly" * Barbara 14.2-14.11).
The culminating point of her philosophy of life is this final quote by her. She speaks
about her openness towards others and the enjoyment in having made relationships
which are rewarding anathereone standsip for the other.
3.s0it is wellFknown sinceforever that my door is open to
everyone, the refrigeratis open for anyone who feels hungry,
and so | was never left alone and | was always able to resolve
my issues through all these people, because this is life: give
DQG WDNH DQGGWRBWIRDX K\ DBakb&&® PSODLQW’
10.3110.36).
Adam also presents himself through his accomplishments and professional
achievements. He offered me detailed accounts of his accomplishments which
portrayed both pride and contentment. He communicasesse of fulfilment as seen
in his opening statement:
¥ RX NQRZ , DP YHU\ KDSS\ ZLWK P\ OLIH « , KDYH ZR|

KDUG , KDYH WUDYHOO KA@ML O-RYE). , KDYH VWXGLHG”
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3, VWDUWHG RIl ZRUNLQJ DW D \RXQJ DJH ZKHQ , |
acting schoqgl | was also working at a factory so that (...) |

graduated from Veaki [acting school], then | enrolled at the

National [theatre] (...) and afterwards | completed two

programmes on [film] direction, that was before | got involved

ZLWK WKH RW K&t the UniveQity,R &idibld3Political

Sciences here, [in Greece], and then all alone again and

working -who could support my studies anyway anaffdike

this- | went abroad, | got a scholarship after the first year from

Onassio [a ScholarshipRXQGDWLRQ@ DQG LQ WKLV ZD\« ,fYl
made it, three years, | went to Heidelberg in Germany, | studied

anthropologythere that is after my studies in Political Sciences

, VWXGLHG $QWKUR SRIMRIAE2,1ID.LNHG WKDW’

His philosophy of life is marked by the presentation of his abilities that lyavagh

reputation and professional prominence.

Because | had lived abroad and | was an anthropologist | was
able to understand the specific culture of each courtr HW {V
say the ways in whicthe Greeks of Argentina are different, the

3 generation Greeks of the Soviet Union are different, and the
waysthe Greeks of Canada or of Australia are different, it is a
puzzle anyZ D\ \R X VAHUEMI3WE4.4).

3, KDwoarked very many years imadio, establishing a
communication network, that is, everybody knows this radio
cast: intellectuals, professors, businessmen, that is | am, from
all over the worldof Hellenism, even in Egypt, this is my job,

G DL &ddm 4.84.12).

'RUDYYV SUHVHQWDWLRQ RI KHUVHOI PRYHV LQ D FRPSOH
She has not done much to be proud of but the desire to present herself is there,

genuine and no doubt frank.
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3, KDYH GHSUHVVLRQ >LQGLV\WHeRREEW@ DQG , KDG >G
>SLQGLVWLQFW@ , GLGQTW JR RXW , GLGQTW ZDQW W
friends, that is, only my family that is my sister, | get along

ZLWK KHU GDXJKWHDoa1l1l-GRQITW JR RXW’

35, GRQTW , GRQYW WDON , DP QRW D SHUVRQ ZKR« :
sD\ HYHQ LQ P\ RZQ IDPLO\ , GRQYW VD\ PXFK« , ZDQ)\
DQG , FDQIW JHW P\ ZRUGV RXW , DP QRW DQ RSHQ S
WDONV DQG VKH JHWV WKHP RXW RI KHU FKHVW | F
(Dora 1.81.20).

The third participant, Chris, similarly embarked on geHsentation. He was also
informative, open and sincere. From the beginning he introduced his most prominent
identity characteristic that he is a strong person who has faced up to difficult
situatiors.

8, bP D UHDOO\ VWURQJ SHUVRQ
(Chris 2.242.25).

, KDYH IDFHG XS \

3..and tough jobs | have held, years before | was working in

construction, later, for the remaining part of my life | worked as

a waiter, lived at night, | am a verpugh person with
UHVSRQVLELOLWLHY DQG ZLWK« WKDWYV ZK\ , NQRZ -
LI \RX GRQTW WU\ KDCh@s PRK2.88R QRWKLQJ’

He describes himself as a simple man who had been able to find his way in life,
adapt to little and to plenty, tbappy and to difficult circumstances. And this
adaptability is of value which he recognises as such, more like an answer to the

question of living.

s, bP D VLPSOH PDQ« , ZDV QRW WKDW LV , GLGQIW
GLGQTW , FRXOG VXUYindcHok Lhavk ied WWOH DQG ZLWK
P\ OLIH , FDQTW VD\ , KDYHQfW OLYHG P\ OLIH ER
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GLIILFXOW PRPHQWYV DQG , KDYH OLYHG P\ OLIH D O
DQG ZLWK P\ MR\V DQG ZLWK WKDW LV , ZDV D VW

(Chris 3.343.40).

&KULVYV UHYLHZ GOWWVY IREXWER RRVKHY FKDUDFWHU WKDW
LQ *UHHN LW LV FDOOHG 3PHUDNOLV" WKH SHUVRQ ZKI

commitment

3n everything that do | am a great meraklis [=devotee] you

NQRZ ZKDW WKH ZRUG pf#Hd? EXqthMy > GHYRWHH @
that | do IOO GR LW pPHUDNOLGLNDY >OLNH D GHYRWH
2WKHUZLVH , GRQTIW EChE KF241Z28)V K GRLQJ LW~

He expresses a genuine gripe in the following two quotes in which he appears to be
asking life itself for a replyThe tension is about accepting that he had always been a
good person with a philosophy of life that valued relatedness and openness to the
needs of others. It is for this reason he suggests that he deserves a good end to his
life. Still he has to put up ith the pain of cancer that has depleted his stamina and

that feels much like a punishment.

3A pleasant person | was always, always a person of
amusementalways a persoof mirth, with my house always
open, you know, em to be going through such pain this last
\HDU" HYHU\WKL Cbri$ ¥4483v4AU QR Z"

3, QHYHU JDYH DV WR JHW ZLWK WKH JRDO RI JHWWL
LI VRPHRQH ZDQWV KHYJOO JLYH \RX VR \HV , IHHO
GRQH PH DQ LQMXVW E Keélas it dovhesEtKisM\sZH W D N

OLIH LW LV QRW IDLU WKLV L®riRZ ZH VKRXOG EH

6.326.38).
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Subtheme 3: Revival of early traumas

This subtheme has been noted in two out of the four participants. It could signify that

there is a tendency of the internal emotional life to reprocess old traumasastiong

the present trauma of the terminal diagnosis. Old, mainly childhood, traumas are
UHYLVLWHG LQ WKH SDUWLFLSDQWVYT QDUUDWLYHV VXJJ
revived. Here the produced narratives are more chaotiequesting from the
psychologistinterviewer her contributions with knowledge or with emotional

comfort.

AdaP 3>DIWHU WKH GLDuURIRMhtMo RgioWKH W XPR
Savva [Oncological Hospital] to a psychiatrist [name], | have

another very good psychiatrist [name] anyway who is a hild
SV\FKLDWULVW EXW HaYfeiQfrieh&sUthbk | DQ\Z D\
respect these are myfriends that is | never followed
systematicpsychotherapy and all @ but now while ill they

helped me. em.. because all of thepthe oncologist without

knowing anything and another oncologist and my other one

told me and the psychiatrists that my illness is ... you dgixin

years, it incubates gradually within years and a great part of it

is psychosomatic, that is, it is defiltO\ SV\FKRVRPDWLF’
(Adam 4.284.46).

The psychosomatic hypothesis about the genesis of cancer leads Adam into a
completely different frame of mind &s depicted in his narration. It takes him from

the responsible, independent and achieving indivithetl he is, to a person who is

willing to review his emotional pains throughout his life, without really
XQGHUVWDQGLQJ ZK\ KH GRHV LW , FDQ VHQVH WKH pcC
hypothesis brings to him. We can note that he is losing his sengerafyaover his

life while he is trying to tracéackover the mistakes of his life that have caused his

FDQFHU 7KLV UHVXOWHG LQ $GDPYV LQDELOLW\ WR WKL
relate to himself in a more personalised way. This hypothesisitdesédim, leaving

him victimised and in emotional pain; he does not know how to handle it and he
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offers itup for explanations and contributionsven to his psychologistterviewer.

He stand®n completely different ground than the other participamhq having not
UHFHLYHG WKLYV pPLQWHOOHFWXD®&d MErESO®OQ DrgdtieRQ IRU W
PHDQLQJ DQG PDNH VHQVH E\ UHIHUHQFH WR PRUH pKRO
comfort and consolation) philosophies which are psychologically rinoitful and

which they are proud to share with otheegg( & KULVIV DQG %DUEDUDTV SKL¢
life from superordinate 1 subtheme 2).

With the above comment in mind, we read the following quote of Adam in which we
can note how dedication and care &ranslated to stuehess, inertia, personal pain,
an invitation for cancer, as though good health is a result of a {taplogky way of
living.

3.but | got stuck there [trying to help his parents come to

terms with having lost their means of sugpdn order to

reassure thenthat is | got stuck even though | had my personal

life 1 got stuck, that is in order to keep them alive and the

SUREOHPV VWDUWHG WKDWYV DERXW LW KXJH SU|
pressure, oh oh unimaginapédterwards they calmedown, as

for myself nothing held me there anihat is | refused that

SODFH ZKHUH , JUHZ XS , UAlBlxi\bME% DOO WKHVH WKLC
5.50).

In the quote that follows there is an explicit associatiorthef breakup ofis
relationshipas anothesmall death, which further ggeststhat Adam is struggling

emotionally to understand what he himself did that caused his psychosomatic cancer.

JAnother difficult area | want ttalk aboutis a great love, that

lasted, it started when we were realbung, we believed in the

same things it was a deep emotional process that lasted for a

ORQJ WLPH DOPRVW \HDUV ZH90OLYHG WRJHWKHU
\HDUV EXW LW PHEOHZ RXW DURXQG WKH FRUQHUY WK
was crucial to me and when it endéevas also another painful

G H D Ad&gm 6.3-6.11).
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And he continues:
3..and you know this is where a breach happened which was
VWURQJHU ,fP WHOOLQJ \RX.. ewlKHQ DIWHU WLPH
XQGHUVWRRG WKDW , FRXOGQTW GR DQRWKHU UHODYV
EXW « LW ZzDV D PLVWDNH , FDQYW OLH WR P\VHOI«
OHYHO , ZDQWHG P\ LQGHSHQGHQFH \RX NQRZ , ¢
(Adam 6.17-6.25).

The breach refers to the gap between consciousness and unconsciousness as suggested
by the psychosomatic hypothesis tbe genesis of cancer. He is hesitant to admit that

after the breakup ofis relationshiphe preferred a lonely life after a conscious
decision, or as a preference. He measures hinagglinstthe standards of good

emotional health and presuntbat he must be lacking something important here.

In the following Adam tries to make sense of the conscionsonscious binary. His
phrasing is confusingreflecting his struggle with words to make meaning, to
understand what has been projeaath him E\ KLV ULQWHOOHFWXDOY LQWH

8The body while the mind processes and all these and the soul
LW ORRNV OLNH WKH ERG\ DQG WKH VRXO GLGQTW
(Adam 6.136.15).

In what follows he admits that he has not done systematic psychotheithpg
feeling of guilt as | sensed it. Hesitantly he states that he is consciously @ware

beingin need of psychotherapy now, during his illness.

BXW , KDYHQTW GRQH VA\VWHPDWLF SV\FKRWKHUD S\
QHHGHG LW QRZ GXULQJ &llly @tdd@dVV D ORW « HVS
metastasis in the bone\dam 7.127.17).

The last trauma he presents in support of the psychosomatic hypothesis is his present
everyday life. His referenseto exact dates when various unfortunate events

happened that affectedetthealth of his parents, seem to be an attempt to understand
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the six years incubation of his own iliness. In particular we read in the last quote that

| include, a repetition of the same number of years (six years) that he was told was

the incubation perm of his cancer.

Dora,

39 F R VeldkeYly [parents] had started falling ill and someone
had to take care of them, myself an only child, they started, the
story with my parents grew heavyem.. and had started
having illnesses, you know,ithat the beginning of the deda
ofthe V Adam 3.21-3.25).

3..and suddenly [higher tone of voice] my mother got a stroke,
she is 69 years old, and she gets paralysed [undecipherable],
my father from advanced Parkinsdh\started gradually to

collapse so all il | had to handle them on a regular daily basis

(Adam 4.134.18).

3, KDYH JDWKHUH Gin VirksRed fiRdhcaliy\ that is

from the illnessesthe hospitalsthat is 1fin telling you forsix

anda half years now our lives are around hospitals every time

W WKH RQH RU WKH RWKHAdamWvA&24 RQH RU WKH RWK
4.28).

in a similar spirit, opens up painful memories from her childhood years:

My mother as well [like herself] takes medicati because

VLQFH VKH zZDV \RXQJ VKH KDG SUREOHPV ZLWK KHU
VKH KDG EHHQ KRVSLWDOLVHG LQ YDULRXV« KRVSLYV
\RXQJ , UHPHPEHU LW« VKH KDG VXLFLGDO WHQGHQ
JHQHUDO , UHPHPEHU VKH ZDV JRLQJ LQ DQG RXW
(Dora 2.52.13).

8, UHPHPEHU D QXPEHU RI WKLQJV VKH ZDQWHG WR

with a belt, from the neck, to hang it from the banister and
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tighten it and things like #t, not very many but even these

have letamarkbQ PH « HP , ZDV « >\HDUV ROG@ , ZDV
was in school, primary school, and | was going through il th

(Dora 2.182.24).

3..DQG P\ IDWKHU zZzDV DOVR LOO« KH KDG DUWHULRVF
called?And it affected his nerves also, a bit later, because they
ZHUH KRVSLWD @brd G- 24HR.IHWKHU’

Ve were working, she worked, my sister, worked and | was at
home taking care of the house and our younger brother because
KH ZDV \RXQJ DQG WKLV DyMaBRIZF.2BKLQJIV SDVVHG’

Dora admits sheeceived insufficient parenting dog her formative years. She
UHODWHY D VHQVH Rl ORQHOLQHVV LQ VD\LQJ 3ZH JUHZ X

Ve were visiting them and they were together [both mother
and father] in the hospitalem.. in essence | can say that we
[thethree FKLOGUHQ @ JU HWra3%DMO DORQH’

The same emotional tone is retained as her narration continues to describe her grown

up years:

8, WKHQ JUHZ XS , JRW PDUULHG LW GLGQTW ZRU
ZRUNHG DV D \V.wénvthE Kudibess thBwbrked for

closed down, | worked in various other small businesses until |

FRXOGQTW ILQG DDiveRBB6B.E8). ORQJIJHU”

In the following quote, Dora draws an association, a painful association, between her
PRWKHUfY GHSUHVVLRQ DQG KHU RZQ 6KH VHHV D UH
GHVSLWH KDYLQJ VXIIHUHG VR PXFK IURP KHU PRWKHU¢YV

SThe windRZ FRYHU VDLG P\ PRP uVKRXOG ZH RSHQ LW
D YLHZ"Y , \bBddsedaHWIlohgar for me to sleep, |
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GRQYW GR LW IRU DQ\ UHDVRQ , GRQTW ZDQW LW R
myself look how it turned nowmy mother used to do these

things [stay in theoom with closed window covers] and now it

LV PH G RRoGAXA.42H.46).

| picked that up during our interview and | intervened therapeutically trying to
differentiate what she is going through right now, owing to her cancer, from the
psychiatric coGLWLRQ RI KHU PRWKHUYV , IHOW WKDW P\ LQW

it changed the tone of the interview. The extract is the following:

3* L QYours is depression or you need time to relax and take it

[her cancer|n?

Dora:Mine is depress RQ EXW DOVR D pWDNLQJ LW LQY EHFD
FDQYW EHOLHYH ZKDWDk@A¥4&I8 SHQHG WR PH’

:KDW FDQ EH VHHQ LQ WKH H[SHULHQWLDOis®atPHQVLRQ F
there is a revival of old traumas now during this difficult, critical, and terminal phase

of their illness. This emotional tone reveals that the current traumatisation by the

terminal cancer diagnosis brings about an intense sense of vulnerédilitiye

individual, that can awaken old traumas from the entire life course of the individual

that press for meaningful4sppreciation. As a finding it resonates with the aspect of

the experience of living with the awareness of dying that stressemeathigable

traumaof the terminal diagnosis (Willig & Wirth, 2018). The emotional power of the

terminal diagnosis is such, we would continue, that old traumas are reawakened

adding more to the already demanding strains the individual is called to cbpe wit

Superordinate theme 2:  The experience of suffering

The experience of suffering from advanced stage cancer comprises three main
aspects. These are: the somatic suffering or managing excruciating pain, the
limitations of cancer or getting familiar withe body that gets delimited, and coming

to terms with the terminal cancer. These findings resonate with the experiential
GLPHQVLRQ RI OLYLQJ 3OLIH DV D FD@QyntiélicamamMsisHQW ™~ D k
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of phenomenological studies on the expeareenf living with dying by Willig &
Wirth (2018). They capture the quality of experienceanfindividual § day-to-day
life marked by a range of losses.

Subtheme 1: The somatic suffering- the excruciating pain

The ceaseless pain of advanced stage cancer is a powerful common theme. It is a new
experience to which they are called to relate. Their bodies are out of any control, in
pain, and all efforts of sefoothing have failed. They turn to palliative medicisean
ultimate solution. The unknown features of their body in excruciating pain lead the
individual to despair and on the verge of wishing their immediate death: an existential
position that stems from the realisation that the body does not functiaknatvn

way, as it used to. They havelt farewellto their strong selves.

3..0QG , JHW WKH SDLQV HYLO SDLQV , GRQIW NQR:
SDLQV , KDYH QHYHU | HDOrSA.¥XF.K SDLQV EHIRUH"

SThe problem is the Pains! How | will endure as lasgt lasts
ZLWK IHZHU SDLQV RHisQRRH WKLV LV LW’

But the pain remains em.. we have reached year now

using 120 [mg] adhesives and 1200 [mg] lollipops, nothing. At

WLPHYV LW LV OLWWOH DW WLPHV JUHDWHU LW LV
(Chris 1.191.23).

3, FDQ EHDU WKH SDLQV D JUHDW GHDO EXW , FDQTW
when the whole of this side here getsmin things are

unbearable, that is to get asleep for half an hour to wake up

IURP WKH SDLQV DQG WKLV Ghii 1l RYHU DQG RYHU D
2.16).

7KH SDLQ RI DGYDQFHG FDQFHU RYHUS&dbvibs WKH LQGL
FRQWUDGLFWLRQ LQ WKH ZRUGV RI &KULV p, FDQ HQGX
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2.33), the individual tries to convey the uniqueness of the experience that defeats
him/her. Here we see a chaotic element in the narration of the individualitlis s

and tries to find the words to communicate his/her experience. S/he has to move
beyond the given means of linguistic expression and create new schemes of

expression.

3. FDQ HQGXUH >WKH SDLQ@ EXW WKLV WKLQJ FDQ
cannot be enduredV KDW LV KRQHVWO\ LI LW ZDVQITW WKDW
GDXJKWHUfVY PDUULDJH VKRUWO\« , ZRXOG KDYH NLO
IDU VR WKDW WK ICWris\eREZX41)LY RYHU

For Adam, the experience of cancer pain leads him to feel as though he is losing it,
cleaty referring to losing his mind within a physical condition that transcends what

he can endure.

3 ZKDW , DP DIUDLG RI LV ZKHQ P\ HYHU\GD\ OLIH FK
the quality of my everyday life, only this, when | am in extreme

pain-, FD @QNead othersa, | cannot even support myself,

there WKHUH , DP ORVLQJ LW WKHUH WKH SUREOHP R\
(Adam 7.287.34).

And | conclude this section with two more quotes on the experience of pain of

advanced stage cancer:

SThe problem of mine at this momentchese of the pain, and

, HPSKDVLVH LW LI , GLG QRW KDYH WKH SDLQV , ZR
problem, neither with my eZLIH , ZRXOG SXW XS ZLWK LW~
(Chris 7.427.45).

Ok | could try to hope for, ok to hope for that all these
processesem, treatments in o@ way or another to hope for

O HW fiwo xears ok to be given by liféwo more years ok,

QRZ Lithieebfibheand a half itGRHV QW , PG R/QWAW

think it says much, ok to hold myself for as long as it is
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possible, yes | want thY EXW QRW WR @isIHU OLNH WKLV’
11.2811.34).

What we clearly see as the pinnacle idea of this subtheme is the necessity for the
advancement of palliative care. The development of this medical speciality needs to
be given its deserved respect amdagnised status among the different areas of
medicine. In Greece, in particular, it is only in the last couple of years that Palliative
Care has been established as an independent Department in the National University

of Athens, School of Medicine, whidihows a change towards this direction.

Subtheme 2: The limitations of cancer: getting familiar with the body
that suffers

Although the excruciating pain is a major component of the experience of advanced
stage cancer there is more to its felt sense. There are operations, treatments and the
harsh reality that things do not get better but deteriorate that are added to the
experence of cancer pain. In this subtheme | have collated interview extracts that
describe primarily the physical deterioration of the previously known healthy body
and everyday life with terminal cancer. Chris described this experience in the

following:

3.and everyGD\ WKDW LW SDVVHEWEL1QJIJV JHW KHDYLHU’
9.18).

The daily management of the symptoms of terminal cancer are the new limitations
that are placedn their activities which have to be handled both physically and
emotionally:

Now, you see, | cannot go for a walk anymore | tyetd
easily | want to go for a walk to the shops and look at the
windows

Gina:Yes, this can be tiring, yes
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Dora:But it is tiring, afterwards | have to be in bed | cannot be

in bed, this annoy® H , GRQIW ZDQW WR EH LQ EHG DOO WK}
want to be standing up

Gina:Yes

Dora:lW WLUHV PH LW WLUHV PbbraFBQ\ WKLQJV WLUH P|
7.20).

3, GRQIW JR RXW LQ WKH VXQVKLQH , JHW IHYHUV ZK
VXQ « VR RXW RI QHRHRXWNE Z2F- GRQIW
7.30).

Fortwo PRQWKY , ZDV LQ EHG DOQthatksH WLPH , FRXOGC
, ZDV KDYLQJ D IHYHU DQG , FRQOOEQITW GR« , ZDQWH
on and lie down because | was not feeling wdklt | was dying

RU , ZDV |D G Dal8.R6BI31).

AWVhen | left the hospital and | was suffering too much, in

between being asleep and awake, that is, | was suffering they

would take me out of bed, a friend of mine was living with me,

they would setmeQ WKH FRXFK DQG ,YG IDOO VKH ZDQWHG
me some chamomile tea withteaspoon and | would get sick

DQG KDG JUHDW SDLQV DRBRahaMHR5RIE) DQG VR IRUWK’
15.26).

Bearing with the bodily deterioration is one side of the experiential constellat

living with the limitations of terminal cancer. There are additionally cognitions,

emotions, and fantasies that are affected by the reality of limitations due to terminal

cancer. In the extracts that follow, we witness the emotional processintjitf &nd

disillusionment.

But | know firsthand that it is a finished story, that is it
GRHVQfW WDNH DQ\WWKLQJ PRUH HYHQ LI ZH GR JR V
URERWLFV SURFHGXUH hislIQALBO)PLIKW EH IXWLOH"
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3, 1P GLVLOOXVLRQHGe whdaH khelv BrRIFIHY D W

VXUH ~\RBE\DUH QRW GRLQJ DQ\WKLQJY WKH GRFW
doctors, all doctors are trying to calm you down with calmness,

DODV LI HYHU\ GRFWRU ZRXOG VD\ WR \RX p\RX DUH
bloody cancer instead of leawiqg]..., it is very difficult for

someone to recover and we all know it, and this is the case

whether you have money, or you are poor you are in the same

position, so you are, since the moment that | know that, we

know that salvation with the meaning of Salvatiorréhis not,

so what if you live fotwo months, what fosix, what even for

two \HDUV WKLV LV P\ RSLQLRQ ,fP VSHDNLQJ JHQH
making an argument, it is the same thing, you may live a little

OHVV D KHDUW DWWDFN DQG WHEHQRYHU VR DV QF
(Chris 2.433.8).

Processing terminal cancer at all levels of human functioning is demanding and
difficult. It requires emotional strength to bear the tremendous truth of not recovering.
&KULV XVHV WKH ZRUG p6DOYDWLRQY D VWURQJ UHOLJLR
the despair he experiences in handling, in managing, the imposed limitations of
WHUPLQDO FDQFHU 7KH ZRUG p6DOYDWLRQY DQG LWV P
the evil and harm of terminal cancer reveals how deeply painful, how emotionally
painful, the &perience is. Barbara adds another component to how the experience is
felt by referring to the workings of fantasy. Having undertaken a serious operation,
she describes what she felt which included feelings of fear and disorientation,

sensations of coldngsnd pain, but also fantasies of absolute terror:

8, UHPHPEHUHG WKLY WHUULEOH IHHOLQJ , KDG WKF
operated on (...) | was tightened up, | was feeling cold, and |

was in pain and | said now | am at EABA [the interrogation

and imprisonmet headquarters during thenta in Greece,

196+ @ W K DWW finishédwl had the memories of the

coup GIpWIXW QW WKURXJK DOO WKHVH pJRRGY >LURQL
my life- , FRXOG KHDU VRPHRQH VKRXWLQJ DQG ZDV VD\
WDGR®QPTW GR HWF , VDL®$ WXDW§BEH LW L(W7
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over, until the doctor came and told me this and that, so after |

was operated on faxt KHUQLD >VKH VDL&E WR KHU GDXJKW &
look my child, the recuperation room is there and as soon as

you see ma talk to me, tell me that you are here and ok it will

not matter if Ifn in pain, it will not matter if | am tightened up

| MXVW WR KHDU \RXU B&haraH6. RIBRY8KLQJ PRUH’

Subtheme 3: Negotiating terminal cancer

When a person gets tonéw that there is nothing more to be done towards the
FDQFHUYTV FXUH V KH -khowingl batkrdowidgHvihe: fo ekpe, by
knowing what to hope for, overall the insecurity of mkoiowing where they are
standing. This difficult and demanding reality, by virtue of the facts, is described in
the quotes that follow. We note in these extracts how the individual responds to the
terminal cancer diagnosis with numbed internal sadness a@be@mpanies the
instructed resignation from hope for cure; we note how terminal cancer is negotiated
in fantasy and cognitively; we note, lastly, the achieved reconciliation with the
matters of fact that resolves the experiential impasse which brings rtoamfd
soothing.

STKHUH LV QRWKLQJ WKDW FDQ EH GRQH puFRV , KDYH
doctor told me [undecipherable] in Athens, that in any place on
HDUWK , JR QR RSHUDWAR®16)DQ EH GRQH"

SThey told me to undertake chemotherap!l did

[undecipherable] yes but | was in great pain and the

gastroenterologist | visited afterwards, that is, he told me that

WKHVH >WUHDWPHQWV@ DUH OLNH ERPEV IRU WKF
GHVWUR\ LWY +H VDLG WKDW LV ZK\ , ZDV LQ VR P
stopped them andtéke only Fenicine vitamins and that is only

with these what | can do and with the [fd@dipplements that
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Mrs [name of Palliative Care Doctor] gave me and the vitamin
that she sailK H O Bara 4.184.27).

s, 9P DIUDLG WKDW LI , WReRbtheW¥dipyDW DJIJDLQ >WKH
treatment], | wvuld EH LQ JUHDW SDLQ , FRXOGQTW «WKH\ K
(Dora 5.385.39).

3WVhen they told me to go back to theem.. the surgery |
GHFLGHG Bambrg 1PM316.1).

The processing of facts described above brings about the following emotional
reactions: internal incommunicable sadness, a stance of resignation, and a turn to the

outside for recognition of their efforts and strength.

3 H P and now is even worsthatis | fin sad, Ifn very very sad
with what KDV KDSSHQHG WR PH EHFDXVH , IHHO YHU\ WL

, FDQ 1 ViDovdl DBINS).

SfFRV WKHUH LV QR OLIH IRU ZKLFK , FRXOG VD\ RN !
we move on as we were 20 years .agem.. there is no

[future]! | have given up thai O JHW EHWWHU« WR EHDU LW DV P.
DV , RKIhG7.247.30).

3..and | have gone through all these processes [diagnosis and
treatments for the bone metastasis] but | faced them as you can
VHH ZLWK XNiAhWHQ DMK ”

The witnessed negotiation expands to all levels of human functioning. There is
QHIJRWLDWLRQ DW WKH OHYHO RI IDQWDV\ DV LQ %DUE
FRIQLWLYH QHJRWLDWLRQ DV LQ &KULVTV FDVH DQG WK

Anyway, being in betweebheingDZDNH DQG DVOHHS « , VDLG
SPRP OHWYV JHW RYHU WKLV fiMéa@QrigJ KW~ PHDQLQJ WDN

In the morning Idid not remembeanything and | got out of
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EHG ZLWKRXW XQGHUVWDQGLQJ KRZ , JRW XS ZKLOH
wentto the kitchen and | preparedhamomile tea and | ate a

FUDFNHU P\ IULHQG VDLG 3LV WKDW \RX"" 6R , ZD
DERXW WKLV DQG VKH WROG PH EHFDXVH VKH LV DC
like believing inthis LWV RN~ , WROG KHU P\ PRP GLGQYW zZDQ
take meZLWK KHU DQG VKH OHWBBHardR WR WKH NLWFKH
15.2115.36).

Now, and when a person is, has lived his life, 35 years, in the

QLJKW OHWTV VD\ RU KH KDV VHHQ VR PXFK KH FD
GRHVQIMWMRHHIGH GRFWRU WFRGRAGWXDGH KLP p

LWV BONO\RXFRYHU GRQYfW ERWKHUY KH FDQ VHH Wi
that they [the difficulties] come, that they approachm.. ok

pDFFHSW WKHP DV WKERriE RBUIIOWKDWIIV OLIH

3« WK.IeM.. and at times | feel down, at times | feettbe as

is normal for every persov RPHWLPHY , VD\ LWV RN WKDWTV
sometimes | say oh oh why? Em how coiilde different?

7KDW TV DBamRaftaM.&M10).

The negotiation culminates in the consolation, comfort, and recognition of the
existental position. Our common existential given that wil all leave this life at

last, this inescapable truth, brings consolation; it is a thought which brings breathing
space to the immobilising nahowing position they are called to occupy.

Em... QRZ , KDYH WR UHDOLVH WKDW ,fP G\LQJ DQG
GLIJQLILHG DV SRVVLEOH WKDWY{V DERXW LW DQG Z
GRQTW ZDQW DQ\WWKLQJ PRUH WKDQ WKDW ZKDW HOV
R1 XV ZLOBarkataDX1810.21).
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Superordinate theme 3:  Issues around relatedness

7ZR PDLQ VXEWKHPHYV KDYH EHHQ IRXQG ZLWK UHVSHFW
RI FDQFHU SDWLHQWVY H[SHULHQFHY 7KH VXEWKHPHYV DI

and managing the binary of dependency versus independence.

Subthemel: Need for receiving and giving kindness

The relationships with others are seen under a distinct light. Their support is a shelter
against loneliness, fear, and not being able to support their physical deterioration
themselves. The others beo®mecipients of gratitude and deep love. There is an
emotional tension, however, between being with loved ones and friends and enjoying
their company, and on the other hand wanting to be alogaahcontemplating the

terminal diagnosis.

3, Kear great circle of friends not only acquaintances but
essential ones who did not leave me at all, that is without

being, because they know me and thfit Very independent,

1RQH RI WKHP LV YHU\ LOQWHUYHQLQJ GLGQTYW OHD

PLOQXWH WR «HGLW KR GAMMERS 7.3).

My friends coped [with her illness] well, they stood by me
very well and this habeen really good for me, they still stand
E\ PH« , GRQTW KDY HBd@ra EFBRIDP.DLQW’

3t is true we will leave thisvorld, yet 1fn lucky because |

have friends, fP YHU\ OXFN\ |, FDQTW VD\ WKH RSSRVLWH
WKLV LV OXFN +RZHYHU , ZRUNHG DOO P\ OLIH RQ W
but no one betrayed me, that is when | gave | took back, and

| fin lucky because thereisnoPMQFH RI EHLQJ DORQH DW KRPH’
(Barbara 10.2110.27).
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SRPH IULHQGV WKDW , YDOXH WKHVH DUH P\ IULHQG
is, | havenever done psychotherapy systematically aoff st

OLNH WKDW EXW QRZ LQ PAdE@OZHVYV WKH\ KHOSHG F
4.40).

3,1 Yived, | fin 69 years old and these years were both good

DQG EDG , EHOLHYH , KDYH QRW KXUW DQ\RQH LQ
whole world loves methat is my close ones, my relatives,

even the strangers and friends, because | have many many

acquaintances and hugeHiQ GV $00O ORYH PH RN TP FRQWHQ
, DP , FDQ ILUP Chrig WWi5-3H). WKLV~

Past impasses in relationships are reappraised and receive different solutions. Chris is
no longer the bitter husband who got a divorce from his wife because theynobuld

find thecommon ground to be together. He treats the memory of their marriage with
noticeable care and concern, openly admitting that he has an equal share of the

responsibility for the brealap of their marriage.

All of us make [mistakes], allfais do, so what, who am |, a

Saint? And you were the one to blame? We go by searching.

3$ URFN GCcBriEVARLTW one, it needs twoa> Greek

HISUHVVLRQ WKDW LQ (QJOLVK ZRXOG EH OLNH pL
tangof @was to blame as well, | was a man working at night,

| have done bullshit in my life, ok, what should | be doing

now? Tryng to blame the other, yowso as to avoid my own

responsibilities? No, the responsibilities are shared and it

might be that | haveH Y H Q PGhitisH 1-8.8).

Friendships and relationships are valued with notable kindness and deep
appreciation. Yet, there is a tension in their need for closeness and their need for
being alone, for providing a space to themselves to contemplate smpaing on in

their lives. In plain language, Dora tries to convey:
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Em..., DP QRW LQ D JRRG PRRG« IULHQGV RI P\ EURW
JLUOIULHQGY FRPH E\ DQB @ GEQW, GRIINWR VSHD>
want to ... and bring my brother to a difficult situation by not

EHLQJ LQ WKH FRPSDQ\ « DQG VR RXW RI QHFHVVL\
WKHP RI FRXUVH WKLV LV |RWIpRf&GE LW GRHVQITW KX
QR RQH WR FRPH EFRFQXWHDGWRFRPSDQ\ , GRQTW
wantit © Dora 5.10-5.23).

Subtheme 2: Dependency versusndependence

A significant change in all of them that has to be handled both physically and
emotionally is reconciliation with dependency. From feeling independent and with
full control of their bodies they have to accept the dependency on others for thei

daily support This new existential reality is not easily accepted.

3* L Qvibould you feel safer to have a person living with you

Chris: Certainly, look, em. we could name it out of necessity

QRZ , 900« PRVW SUREDEO\ IRU WKH UHPDLQLQJ WLPI
say it, | will live in the same house with my [gxvife ok it is

something a persoi R H ¥eQify\WcceptDQ G GLGQTW , WHOO \RX

that our relations had abys been good, if she laece ill |

ZRXOG >DOVR @CM¥IN3G)E\ KHU”

NHFHVVDULO\ LI , ZDV ZHOO LW ZRXOGQfW KDSSHC(
QHFHVVDULO\ EHFEPXVE QWHG REBhASHKWD WR N~
5.37-5.38 & 5.415.42).

3 ZKHQ ,fPSIDQ Q UHIGM,PFDQ QWM HG RI RWKHUV
FDQIW HYHQ V XA8I&WRABN.B2)VHO |’

2WKHUVY DYDLODELOLW\ WR DVVLVW WKHP lit\s YDOXHG JI
not easy for them to accept their new existential condition of being in hextdens

for their daily functioning:

120



3. YH WROG KHU >KHU PRWKHU@ WKDW , FDQQRW JH
YDULRXV WKLQJYV EHFDXVH VKH VHHV PH ZKHQ ,fF
vD\ ZKHQ , KDYH IHYHU VKHwWK® GHUVWDQGV 6KH V
JRLQJ RQ P\ FKLOBHVE@XW NB&RZGH[DFWO\ ZKDW LV
JRLQJ RQ , KDYHQIYW , KDYHQTW WROG KHU DQ\WKI
she is sad now while before she was more indifferent, she was,

, GRQTW NQRZ PD\EH L W-sdDl§ | fetdluyduO O QHV V 3

an orange juice, should | fetch youR P H W KDo€ 1736

17.40 & 17.4217.48).

¥HV , FDQIW VD\ WKH\J0O0 WDNH PH VKRSSLQJ DQG \
HPD\ , WDNH \RX RXW >KHU QDPH@ %DUEDUD WR JR |
ZH ZRQIW JR RXW WDNH PH WR WKH VXSHU PDUNHW
WKLQJVH\ NQREZKWKDW , FDQYW GR PXFK EXW WKH\ DC
WKDW LI VRPHWK L Qdlf tieD/8@iap Yopyl@ich FD O O

for help,that , FDQIW GR PXFK LV ZHOG NQRZQ' %DUEDUI
13.11 & 13.1613.19).

Despite the willingness of others to be of supportditerioration of functioning as

time goes by is recognised with sorrow:

Em... JUDGXDOO\ , VHH WKDW HYHU\ GD\ WKDW SDVVI
RQO\ E\ P\VHOI« WR EH GRLQJ DOO WKHVH WKDW QR
could anyway, to keep going anyway, that is to takaxaand
come here, to to... like | used two months ago, beforthree
beforefour > P R Q WCKN6@.495.5).

Superordinate theme 4:  Confronting death

This superordinate theme was constructed by three subthemes as these emerged in the

analysis of the speeches of my research participants. This superordinate theme
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includes: attitudes towards death with a note on gender, thinking about life after their
deah and what preparations are made, and finally speaking about death and the

beyond.

Subtheme 1: Attitudes towards death

All four participants touched upon their own attitude towards death with small and

furtive references. This cannot pass unnoticeel;faélct that they are trying to convey

something of an emotional quality in terms of how they relate to their deaths with

furtive references suggests that not carlgwe not used to discusg matters related

to personal death with others and openly, bisb &hat the available means of

expression are poor. Nevertheless, the participants did touch upon this topic and even
beautiful phrases came pash & KULVIV HDJOH 3, ZDV ERUQ DQ HDJOH
HDJOH ~ &KULYV

The two men said the fowing:

8, DP QRW DIUDLG AdDR7QAW DIUDLG’

3« LWV RN OHWTV VDyuWKLYMHWRL PH EZRXWKRADQ
do, 1P WU\LQJ WR IDFH XS WRhtisM1R¥ PXFK DV , FDQ’
11.22).

SYFDXVH , ZDV QHYHU DIUDLG HLWKHU RI OLIH RU RI
QRWKLQJ WKDW LV , EHOLHYH WKDW , ZDV ERUQ DQ
OLNH D QCHi®INAH0.47).

While the two women said:

Now, | am afraid of death,fh afraid of him [death is a ate
gendeed word in Greek], what should | do? Eml want to
DFFHSW LW EHFDXVH OHWTYV WDON DERXW LW DW WL
KDYH SURORQJHG LW DQG , VD\ VLQFH LW LV QRW \
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WRGD\ , ZHQW WR WKH ZHGGLQJ DOVR DQG
(Barbara 13.2213.26).

3* L QNDmm does it scare you?
Dora:l W V F D U H VDerél4.6.H%.”

What could be roughly noted from these extracts is that men tend to be more
combative when facing death while women are more emotional. It is an interesting
finding dnce it appears to be placing the fear of death argument in a sociological
perspective. There is an issue ggnder involvedwith its respective socialisation,
which should be notedlespite the fact that my sample size was small.

Subtheme 2: Thinking about life after their deaths

| noted a difference in readiness to deal with thougidand their deaths and what

will follow their deaths. Two of my participants were better prepared to deal with
these issues while the remaining two did not seem readyen up. The hesitant ones
were the intellectual man who had receivetersiveeducation, and the woman who
had the gloomiest childhood and adult life. Both of them were discussed under

subtheme 1.3 as instances of going throagtvival of trauma.

Dora, themelancholidady, said:

Gl

EP , WDNH « /DGRVH DQG 6WULQR[ DQG , VOHHS WK
VOHHS DQG , IRUJHW P\WHOI« EHFDXVH , GRQTW ZI

thinkingaboutP\ SUREOHP L VDoKaS\34M88). PH"’

Revealing her wish not to think more deeplyout her condition and related aspects
of her death.

Adam utilising another psychological strategy, said:
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If nowthatIfP LOO DQG FOFDIWMWR WR >QDPH RI 1DWLRQDC
THOHYLVLRQ &KDQQHO@ WR GR P\ MRE ,100 GLH WKTEL
thing thatkeeps me going and supports me psychologically

and so on, and another thing is that while others, let us say,

would have left would have preferred to, look to me is, it

NHHSV PH JRLQJ HYHQ LI , ZRXxd&dch KDYH WR JR FUDZ«
6.41-6.47).

$GDPTV Eve&NHé difficulty he is having in accepting that fact that sooner or
ODWHU KH ZLOO QRW EH DEOH WR JR WR ZRUN :LWK WKE
MRE ,Y00 GLHY KH GLVFORVHYV DQ LQWHUQDO SURFHVV
control over his condition. It is not the illness that delimits him, but his active
involvement in his illness. In other words, what he is going through is due to his
accountability and not due to the iliness itself. What this suggests is that he feels that

the caise of his death will not be his iliness but the fact he will not be able to go to

work any longerAdam tries hard to regain control of his life. His work is an area that

KH FRQWUROV ZKHUHDV KLV LOOQHVV LV RXW RI DQ\RQ
supports him psychologically, nothing else has this effect. He suggests that he would

even crawlto work if he had to, because ... and here the words of Dora could
FRPSOHWH KLV VHQWHQFH p, GRQTW ZDQW WR NHHS WKL

The picture is different for the other two individuals. For Barbara the announcement
of her death is not easy handle andheadmits being anxious of how her death will

affect her loved ones.

BXW P DQ[LRXV« pFRV *HORZEHUH WE&EBUH upnFRV
leave Fay [her daughter who has learning difficulties], it is not

easy to know the announcement of your deathwfavV D OO~

(Barbara 10.37%10.41).

Chris wants to attend the wedding of his daughter because he knows that if he dies

before the wedding, his daughter will be expected to be in mourning for at least three
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years. During this period it would not be culturalgceptable for her to marry. Chris

shows an ability to project his thought and imagination to what is to follow his death:

STKH ZHGGLQJ WKDW LV WR WDNH SODFH VKRUWO\ L\
fear that P G\LQJ pFRV DIWHUZDUGV P\ GDXJKWHU DW Ot
3 years there will be no chance for my daughter to consider

P DU U\CKrig 9.479.50).

Furthermore, Chris has settled issues related to his belongings by passing tieem on
his daughter. He is able to envisage a good future for his daughter aftessirggpa
DQG DV KH H[SODLQV KH ZRXOGQTW SXW KLV RZQ ZHOID

STKH RQO\ WKLQJ WKDW , FRXOG VD\ « , KDG D KRXVH
which | could sell so as to have [a more comfortable present

OLIH@ EXW , GLGQTW tGer t/th® Whild,EXW , SDVVHG
HYHU\WWKLQJ OHWYV VD\ WKDWfV XQWLO , VHOO WK
FKLOG D FHUW D& isStheRaoali thig\that | had

which | dd Q W K D 0hder@& Aamedwo months now it is

under her name so, to deny all these fromsloas to have my

personal wellbeing by em.. by not going to the house and

OLYH IRU DV ORQJ DV ,Y00 OLYH ZLWK KHU PRWKHU
LQ FDVH WKDW VCKris8.4B7TIHFWYV PH"’

The only issue he will leave incomplete is his house, tle e livesn currently,

which his heirs will have to empty:

3,700 OHDYH LW OLNH WKLV ILOOHG >KLV KRXVH@ «
remain an abeyance with respect to this matter, that is, of the
>KLV@ ERIXMR2314.26).

In full awareness that hishlth is deteriorating day by day, Chris wishes a dignified
postureon WKH GD\ RI KLV GDXJKWHUYfV ZHGGLQJ %HLQJ DE
happiness of his daughter is the only thing he wishes for, admitting that seeing her

happy will fill him with stength and a sense of personal completion.
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3..and even to be able to be standing with my walking stick

like I am | am at this moment here in front of yoem.. , P

not asking for more but to be like this until the day [his

GDXJKWHUfV ZHGBWKQV@KDBB\ WRIPHQW OHWYV VD\
because | will also leave afterwards with greater strength and

PRUH FRPGhGsHOV2310.30).

Subtheme 3: Speaking about death and the beyond

This last theme has great significance as it relates to thoughts and fablngsleath
from an existential position. Additionally, it reflects what one can secretly wish for
the realm of the beyond. The extracts that follow come from the two participants who

showed greater emotional readiness to deal with the matters arourakttbi

Chris shows his familiarisation with his imminent death by sharing with me a
philosophical stance of accepting life and what it brings along. | cannot but associate

his stance with the existential position of beinghe-world.

3, DP XMWékiag WeRas it comes, not only now that | have
WKH SUREOHP EXW HYHQ EHIRUil WKH SUREOHP H]
10.4%310.43).

And under the same light, he wishesbargainwith death-as one bargains with a
friend- in order to be given less time todibut not to suffer any longer:

3, GRQTW F D U H fibretraad obde&nMiKspeaking

to you honestly, P QRW DIUDLG Rl KLP« DOO RI XV ZLOO G
WROG \RX DJD Lt@o nZoKtBs\W10Ldfivie oI you

EULQJ KLP FORVtd thake @ @edl2Mristecadr o

years to bewo months but not to be in such great pain | have

QR SUREOHP WKLV LOWQFEAN.1IB)\ SUREOHP’
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The female perspective on this subtheme of speaking about death and the beyond
opens up new possibilitider expression. Barbara, distinctively poetic and moving

language, says:

Peath is death, that we all have to face and nobody likes it

\HV DQG LW LV WKDW 1P QRW UHOLJLRXV WR EHOL
ZD\ RU WKDW zZzD\ , DP QRW , ZDV QRW WDXJKW WR
may all those who belieye, /P QRW ORRMl@™®M GRZQ

nevef EHFDXVH WKH\ KDYH VRPHWKLQJ EXW , GRQIW
could I krow what is to come, nobody knows what is to

F R P HBarbara 14.4114.47).

Reflecting on her emotions, however, she develops a beautiful picture for the beyond
as the meeting place with the beloved. She will conclude with a tension between
believing in tle beyondcompletelywhich she resolves immediately afterwards with

a Kierkegaardian leap:

3Vhat my heart says because | want to, is that all those that |

ORYHG , ZLOO PHHW WKHP LWV LPSRVVLEOH ,fP
whathas existed here iife is love.. em.. it is impossible not

to see my brother whom | loved, my mother, my father, my

friends.. em.. my husband RN , GLGQYW KDYH DQ LQWLPDWH
FRQQHFWLRQ , GRQTYW FDUH EXW DOO WKRVH ZKRF
possible not to see them again? It is asgible, | say, because

ORYH VWD\V WKDWYV DERXW LW 0\ FKLOGUHQ QRW
I QRW VR WKHQ ZK\" 7KDWYV DBRXW LW VLQFH WK
love, 1 1] find it again. Em.. on a deeper level though it does

QRW FRPIRUW PH EHFDXVH ,fP QRW FHUWDLQ DERX)
O D X JBa@ara 15.1-15.12).

SR OHW PH IHHO WKLV ZD\ DQG WKDWTTV ZK\ P VI

those who go to church and they do what they do it is good that

they @ since it pleases them, because no | never spfal it
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WKHP VLQFH LW SOHDVHV WKHP \HW , FDQYW WDNH
EXW , WDNH RXW Bakk@aMba3H3148). FDQ”

| choose to conclude the IPA analysetion with the following quote whidhthink

is very beautiful. Barbara ends her interview with the following rhetorical question.
It is not a question that can receive a definite answer; its value lies in the emotional
comfort it can provide and in its logical consistency. Barbara saysmhaiannot
foreclose our hope for the existence of the beyond since we cannot logically refute

life after death.

STKDWTTV ZK\ ,fP WHOOLQJ \RX LW LV LPSRVVLEOH QF
[the dead members of her family] again since we love each
other...isitposc EOH QRW W RB&bhFaWW7.D1V2). Q"

128



Foucauldian Discourse Analysis

Foucauldian Discourse Analysis is a form of inquiry about the particular ways
through which we see our world. Historical specificity is an important way with
which FDA looks athe world, arguing that the present is not a continuation from the
past that evolves through a pattern of greater and greater refinement. Foucault
affrmed the difference between the past and the present in his genealogical
historiographies which demomated the foreignness of the past (Sarup, 1993) and
accordingly undermined the grand narrative of historical continuity. Another way
FDA looks at the world centres upon the relationgkepveenlanguage, world, and
individuals. Language does not picturelaepresent the world via its deployment by

an individual mind. Language, instead, makes things happen in the world and within
the individual mind. Language is constructive in building up objects, worlds, minds
and social relations (Wetherell, 2001) andadingly is constitutive of social life.
Accounts about the worlgr discourseswhen widely shared become social realities.
$Q DFFRXQW DERXW D ZRUOGO\ HYHQW 3SHQWHUV WKH G
exchanged, stifled, marginalised or, perhamsne to dominate over other possible
DFFRXQWYV DQG LV WKXV PDUN HWetHeréll, @H pl&HILQLWLY}
Combining the two ways of looking at things according to FDA, what we know as
true is a culturally and historically relative product of pleevasive discourses we live

by and are communicated in and through language. Not only with respect to what we
consider true, but also the very understanding we have about the individual is also a
product of prevalent historicalselative discourses. Aird way of looking at things

that comes about from the previous two is the unique understanding that FDA
suggestdor the individual subject. Discourses construct subjects as well as objects
(Willig, 2015). Discourses, that is, allocate positions for the subjects with certain
duties and rights that interweave the definitions of individuals with issues of power,
politics and morality. Subject positions have implications for subjectivity since they
carry with them moral orders of rights and duties that the individual takes on as well
when s/he deploys a certain discourse. Accordingly, the very psychological realities
of individuals are constructed by discourses exerting discursive effects upon their

cognitions and emotions, upon their experiencing in general.
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The first stage in doing a Foucauldian Discourse Analysis comprises the identification
of discursive objects (Willj, 2001, 2008, 2015) in the texts and how they are
constructed through language. Discursive objects are linguistic formations of terms
which, if interrogatedbetray the structures, the broader discourses, we use to perceive
reality (Mills, 2003). Thediscursive constructions of objects, accordingly, can be
located within wider discourses, or distinct systems of thought. This stage of
abstraction from discursive constructions to wider systems of discourses, is the second
stage in an FDA analysis (Wijj 2001, 2008, 2015). The third stage, according to
Willig (2001, 2008, 2015), for doing an FDA analysis is drawing a closer examination
of the contextof the different constructions of objects itadk place. In this stage,
therefore, we interrogate whatttge function of the discursive construction within the
wider context of the social interaction: does it fulfil a purpose in the interaclioa?
fourth stage when doing FDA comprises the identification of the various subject
positions the deployed disames allocate to the individual users. Or else, we ask
about the duties and rights allowed for those who use the discourse. The fifth stage is
concerned with deciphering the relationship between discourse and action. Here we
want to know the possibilitiefor action-what can be said or donapproved by the
discursive constructions and the subject positions of the discourse. The final, sixth,
stage of FDA analysis explores the relationship between discourse and subjectivities.
We are asking here about tkieds of psychological realities the discourses give rise

to, and we mean the ways of experiencing, the emotional and cognitive aspects of

experiencing, looked at from within the limits imposed by the discourses.

The FDA analysis that follows is dividemhto two parts. The first part is an
introductory FDA analysis with important findings about the social interaction my
research itself posed to the participants. | noticed a tension, even a struggle, in all
participants to shake off the effects of the mabdiscourse. My invitation to adopt

and elaborate along the discourse of psychology showed the difficulties individuals
with advanced cancer face when requested to relate to the type of subjectivity the
discourse of psychology allocates. Being refusedividuality by the medical
discourse, participants tried hard to open up a linguistic space that would accept as
being of equal importance their subjective contributions through their own

understanding of their situation.
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Introductory FDA analysis

With respect to the discursive context my research question opened up, the inviting

T X HV WaavwRdJQ yéu feel about coming for palliative c&fe FRPPXQLFDWHG WR W
participants at least three ideas. Firstly, that there is a difference between ordinary
medica practice and palliative care. Ordinary medical practice centres on the cure of

a disease, while palliative care centres on the soothing of symptoms of a disease no
longer considered curable. Secondly, that this is a significant transition which must

have affected the way they experience their lives. Thirdly, they are the experts in
knowing and speaking about their thoughts and feelings and not anyone else, and
accordingly what they will say is important and worth listening to. These important
discursive onstructions that | communicated with my research question to the
participants were drawn from the socially available and morally appropriate ways of

talking about terminal cancer of both the medical and the psychological discourses.

The setting that | ceged reversed the supremacy, however, that we usually find with

respect to these two discourses whereby the medical discourse overpuiveits

significance, importance, and austerity all other discourses. | did not ask for instance
3ZKDW LV \RXU RSLQLRQ DERXW SDOOLDWLYH FDUH"" RU
FDUH"" ZKHUH ERWK TXHVWLRQV RSHUDWdfimedieaP ZLWKLQ
discourse. Even though, | introduced a medically technical term, as palliative €are is

with its effects of obscurity, impersonality, unfamiliarity, mystification even, as well

as remoteness from everyday languatgeauthority, its supremacyg undermined by

giving primacy to the individualand thar emotional experiences. | asked about

emotions, thoughts, and feelings: the contents of the psychological discourse.

The psychology discourse and the definitions it provides on what it mearesdo b

human as having an internal reality of thoughts and emotions that can be reflected

upon and communicated to others, ors a humanist discourse of the self, delineate

the shared space of meanings from which we began our social interaction. Following

Rose (1996, p. WKLY FRQFHSWLRQ RI WKH LQGLYLGXDO DV
LQZDUGQHVV" VKRXOG EH VHHQ DV D KLVWRULFDO FRQV\
It is a construction of the discourse of psychology which has produced an historically
VSHFLILF XQGHUVWDQGLQJ}HFRPSIWWHYR BKRAG 7KHRISWRKRLH
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related to the psychological wellbeing has played a constitutive role in the
subjectification of individuals, ootherwise,in what is considered an individual
subject. h its most historically recent manifestations, the individual subject of tfhe 20
century is portrayed in the ethic of an autonomous selfhood (Rose, 1999, who
through pedagogies of sdlilfilment strives autonomously to realise his/her
individualised subjectivity. In accord, | positioned my research participants along
these understandings about human subjectivity that the psychology discourse puts
forth, namely:
1. That they are the owners of a profound inwardness that can be communicated
to outdders
2. That this profound inwardness can be accessed if reflected upon
3. The content of this inwardness are thoughts and emotions which organise
unique experiences
4. That they and only they are the experts of their experiences, and
5. That their experiencesaunique, as much as they have unique individualities

themselves.

The subject positionings that the discourse of psychology allocates for deployment
run counter to the ones allocated by the medical discourse. The positions of the
medical discourse sileacany expression of the subjective self and his/her meaning
making possibilities. Instead it treats the individual as an object who carries a disease,
the management and cure of which are its aims. The study of disease in terms of
biological, chemical, c&llar or genetic factors that cause physical changes in the
body (Crossley, 2000), imposes the position to the individual as that of the carrier of
DQ LPSHUVRQDO GLVHDVH UHQGHULQJ KLP KHU LQYLVLE®
practice. Itself capie by a strictly positivist scientific methodology, the medical
discourseaffordsto its users the practice of management of bodily symptoms via a
solutionfocused approach. It deploys obscure linguistic and interactive patterns
aiming at affirming its distance from all other forms of social interaction and
accordingly its privileged tatus. In sort, the medical discourse epitomises the
following discursive constructions:

1. The split between the body and the mind, treating the former as an object to

which its technologies are directed,
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2. The individual is considered a patient and no rege is shownin the
subjective experiencing of his/her disease,

3. With reference to its higher social status, the medical discourse deploys unique
linguistic and interactive patterns to which the individual patient has to

familiarise himself/herself withmake use of, and comply with.

FDA analysis refines the sets of assumptions that even-atat@nent questioras

was the one | usedcommunicate. The aboweentioned assumptions marked the
space ofthe social interaction and communication betweenseify and the
participants. The participants understood my question as no one requested any
clarification or additional guidance. What is noticeable, however, is the way each
participant made the transition | was inviting thenmtakefrom the medical to the

psychological discourse. These findings | present in this section.

&RQVLGHULQJ HDFK SDUWLFLSDQWYV LQWURGXFWLRQ L
presentation of his medical conditioGhris 1.4-1.30): the location of his caar and

its spread after a few months, the operations he undertook, and the state of his
SDOOLDWLYH WUHDWPHQW DV LQ 3D \HDU QRZ ZH KDYH
seFDGKHVLYHV DQG OROOLSRSV RI V. QRWHKLQJ VRPH!
VRPHWLPHY LV PRUH VWCHHIE®120MPY). WiKdpeatDiB HIlVFKLQJ”
medical technical terms in an attempt to accord his experience with the medical
discourse, and in this way communicate how serious his condition is. By describing

his condition with the austerity of the medical terminology, Chris made use of the

KLIJK QXPEHUV RI KLV SDLQ NLOOHUVY DSSOLDQFHV LQ R
DQ PREMHFWLYHY zD\ WKH WUXWK RI ZKLFK FDQQRW EH
E\ WKH XVH RI WKH PHGLFDO DEENSYaOMO)RREY he XFK DV L
GHVFULEHG WKH GLIILFXOW RSHhW ER.QOYsdahs, AITGHUWRRI
the numbering of vertebean which his cancer is locate@ljris 1.7 & 1.11). Medich

facts were coming together in his speech in order to substantiate with credibility,
authority, and reliability his personal experience of excruciating f@indeploying

the medical terminology Chris was able to describe his experience of pain and the
condition of his bodily needs due to the advancement of the illness. The medical
discourse positions the individual as an object of observation and description, and so

Chris, by utilising medical terminologysimply describes his situation. | commented

133



that he is describing an experience of pain and that while he is experiencing so much

pain he is still functioningwith relative composure. His reply marked the transition

IURP WKH PHGLFDO GLVFRXUVH WR WKH SV\FKRORJ\ GL
trying, beFDXVH ,fP D SHUVRQ ZKR Fanhfys, 8.%28). X 8feithgW K SDLQ”
reflective elaboration upon his experience of pain, Chris moved towards the positions

of the psychology discourse that allow fameaningful relationship to individual
subjectivL W\ WKURXJK UHIHUHQFH WR KLV KHU-DX@eTXH ELRJL
done difficult vocations, for many years | was in constructtben for all my life a

ZDLWHU DW QLJKW , DP D VWURQJ SHUVRQ KDYLQJ KDQC
know ZKDW SDLQ LV DQG XQOHVV \RX KXUW \RGrMiSR QRWKLQ
2.27-2.29 & 2.322.33). The possibilities for actioafforded -or how it can be

achieved to the transition from the medical to the psychological discoarsexactly

the possibilities of reflectively elaborating an experience from within the whole range

RI WKH LQGLYLGXDOYV ELRJUDSK\ D#soitDirvedt@hntWR LW QF

with meaning.

For Adam the transition to the psychologicaatiurse was done much earlier. Adam

right awaybegn his interview with a general introduction about himself and his
ELRJUDSK\ RU KLV VHQVH RI SHUVRQKRRWKBdyIW\DLG 3\R:
KDSS\ ZLWK P\ OLIH « , KimavetraxdtedNHbG | KavdJhad a good

HG X F D WdarmQ1.101.14). Adam, unlike Chris, gave priority to his own

experience from within the limits of the psychological discourse, positioning himself

as the sole expert of his unique experience. Thatmagrthat Adam produced in reply

to my question about how he feels about entering palliative care shows a good grasp

of the different positioning that the two discoursethe medical and the

psychological allocate, and utilised my invitation for seHflection from the very

beginning. The individual, who had beerasedfrom higher subjectivity in his/her

confrontation with the biomedical model of human functioning, found new
opportunities for his/her subjectivity when the psychology discourse was embraced.
$GDPTV QDUUDWLYH DERXW KLPVHOI DQ@Il pdtthaOLIH XQIR
was chronologically linear, goariented, and sefulfilling. And these qualities

should be understood in juxtaposition to the qualities of expression allowed by the

medical discourse where only scientific facts of tests and treatmentssessed,
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devoid from any reference to the individuality of the patient, his/her histdry, al

together qualities of expression that are disempowering.

Barbara adapted to the psychological discourse positioning by giving a personalised
QDUUDWLYH RI WKH VLWXDWLRQ VKH ILQGV KHUVHOI EHL
that | have this illness, | was hoping at the beginning that it might get betten
XQGHUVWRRG WKDW LW FRXOGQTW (P ,fP WU\LQJ WR PL
possiblefor lesser pain andeing PR UH X \Barbxr® 1.2-1.6). Barbara produced

an account that gave credit to her personal understanding of her teifmesd and

her approaching end. Unique when compared with the way the other three participants

made the transition towards the psychology discourse, Barbara portrayed a balanced
positioning between the two discourses combining both the objectivity tsfdathe

medical discourse with the emphasis on subjective individuality of the psychological
discourseThe implications for hesubjectivity of this midway positioning between

the two discourses are that she regains a sense of mastery of the situatieas s

found herself in. 1 would name her positioning an empowered position of mastery,

and it is more clearly traced much later in her interview when she described the
FRXUVH RI KHU LOOQHVY DQG WKH GHFLVLRQV VKH KDG
they told me to go again for, to the surgery, when | decided thaZ R,QI W
UHPHPEHUHG WKH KRUULEOH IHHOLQJ , KDG WKH ILUV\
(Barbara, 15.4916.2). We can see how Barbara resisted being the passive recipient

of the medical dAVFR XUV H{V | XQ FWheRdll b GphceROe@aRiIdte P& pros

DQG FRQV RI WKH VXJJHVWHG WUHDWPHQWY DQG PDNH
implementation would have uncertain results in terms of its success, Barbara defied

the authority of themedical discourse and stayed with a position of personal
UHVSRQVLELOLW\ %DUEDUDYV VWDQFH WRZDUGV WKH P}
way the presentation of herself is such that much greater responsibility for her

condition is allowed to hetit is exactly this point whicHollowing Crossley (2000, p.

29), differentiates modernist medical discourse from postmodernist medical discourse.

The biomedical dominance is challenged in our postmodern era by patients who are
experienced subjects and mmssive recipients, who can contribute knowledge and

take an active role in decisions.
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On exactly the opposite end, Dora utilised to its extremity the psychiatric discourse.

She introduced herself in the followingay 3, KDYH GHSUHVVLBO« , KDG G
EHIRUH« , GLGQTW JR RXW , GLGQITW ZDQW WR HP , GRC
P\ IDPLO\ WKDW LV P\ VLVWE 10-Q.6). Bdid LnGdsk0dKtié H U V «~
psychological invitation of mine from within the framework of psychiatric dis@urs

known to her well enough since her early adulthood. Stacked with the psychiatric
diagnosis that she was given for which she was prescribed regular medication, Dora
deciphered the invitation for interaction under the psychological discourse as another

instance of being positioned by psychiatRrom this discursive position everything

Dora said was framed in such a way as to support her psychiatric diagnosis. She
positions herself as a sufferer of clinical depression and according to her
understanding of the diagnosis her secluded way of ligimd) her loneliness verify

that she measures ledsah the normal others who go out and have friends.- Self

effaced under the weight of the psychiatric diagnosis, Dora is totally disempowered of

relating to her subjectivityor her profound inwardnessffered by the psychology
GLVFRXUVH 'RUD FRQWLQXHG 3«DQG QRZ LW LV HYHQ
much with what has come to me [her terminal cancer] because | feel very tired, |
FDQMTW FDQTW WDON ,fP QRW D SHUVRQ ,ZERQ4 W 2ADQW W
PXFK« , FDQfW JHW WKHP RXW >WKH ZRUGV@ra, GRQW W
1.51.19). We can see in this extract the difficulty Dora has in reclaiming a
relationship to her subjectivity that is not reified either by her psychiatrie\osig or

her medical condition. She states openly that she is not able to talk about what is

going on in and with her, and she is implying that she cannot find the words to

express herself since her relationship to herself is objectified under the wemht o

psychiatric diagnosis. Neither can she talk about her medical condition and the way

she feels about it since medical discourse does not equépwo deploy it with

linguistic means for personal expressite managed this interviewia description

RI IDFWV DW WKH EHJLQQLQJ UHOLDQFH RQ HPSDWKLF X
what can be expressed under the psychodbgliscourse, but also exemplifying the

position that relates self, personal history, thoughts, and feelings in meaningful

appreciations

In this section, | analysed the transition from the medical discourse to the

psychological discourse which | invited my research participants to make. As shown,
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it was not an easy transition but revealed a seriension in shaking off the
objectifying powers that the medical discourse imposes upon individual subjectivity.
More like a struggle, all participants tried to challenge the effects of the medical
discourse and attempted to reclaim a position to retatéheir subjectivity. The
struggle between the two discourses, in other words, was a struggle between the
dehumanising positioning of the medical discourse where the individual is simply a
carrier of a disease to be managed, and the positioning of theopmyical discourse
which emphasises the emotional and cognitive processing of unique life worlds. All
four participants, nevertheless, reviewed with me the course of their lives. Dora
recalled her difficult childhood years with both her parents lost enldbyrinths of
psychiatric illness. Adam recollected the course of his professional career, his
respectable education, his familial and private life. Chris, too, was able to shake off
the reifying powers of medical discourse and recollected his lifyrfirtunate but

with potentialmarriage, and his valuable relationship to his daughter. Barbara, lastly,
produced anarrativerich in detailsof the greatest challenge she had faced in her life,
namely the upbringing of her daughter wiglaining difficulties.

Main FDA analysis

Having delineated the context that my research question formed for the interaction
with my research participants, | move on now to the main body of findings of FDA
analysis. According to my research question tlseuwdsive objects of cancer, dying,

and death were selected as the objects of inquiry. For these three discursive objects all
implicit and explicit references to them were pointed out in the texts of the interviews
with the four participants; similaritiend differences were found that allowed for a
combined reading of each discursive object. The three discursive objects were further
LQWHUURJDWHG DFFR-stage QnddeWfer FDA @raly§isy/ fof Lthe
identification of wider discourseshe intendd acton within the actual context that

the texts were produced, the subject positions allocated, the possibilities for action

allowed, and finally the implications carried for subjectivity.

The FDA analysis produced the following findings:
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The discourse of terminal cancer

1.a. Silencing the evil : the failed medical discourse

Cancer as a word was mentioned openly and stated only once in the four texts of the

IRXU SDUWLFLSDQWYV W LV UHIHUUHG WR DQ®®/ LV QRW .
MHWKLVITVY RU pWKLQJTVY UHY HD QaibitichNdrDeancedy KHUH DU |
definitionswith respect to its open naming. Sontag (1978) had seen in her analysis of

illnesses that linguistic practices of omission carry with themilaQ G RI pP\WKRORJLFI
reasoning: cancer is considered an evil so refraining from its naming can prevent a
catastrophe. The omission of the word cancer from everyday communication is not

only a practice with long history, but also a cros#fural practiiH 37KH XQVSRNHQ
ZRUG" 3WKH & ZRUG" 3WKH VRPHWKLQJ QDVW\" 3WKH EI
1997, p 66), are all expressions to be met in the English language that replace the

actual wording of cancer, while in Greek we usually get the exprBs® 3SHSDUDWL
QRVRV" SKUDVHG LQ WKH ROG DQG IRUPDO *UHHN ODC
LQFXUDEOHY GLVHDVH

In support of the aboweentioned points, | cite the omissions in the speech of each
participant. For Chris, cancer is an unknown entity, GnGHILQLWH pLWY ZKLFK
WHUULEOH S D kt@rted-in the Dasis ofthé'3Y HUWHEUD DQG WKH OXQ.
DIWHU VL[ PRQWKV« LW KDV OHIW"DEhGLZK ¥ B UMRPEU B'R Z Q
(Chris, 1.6 DQG DIWHU D |H-At ik @dineéntK Has\gbrieGo the

QHFN’ &KULV 7KLV WKLQJ WKLV upLWY ZKLFK JLYHV
unbearable pains which cannot bermrs evil, the absolute evil so that Chris is

willing at times to take his own life in order to put an endbKLV WRUWXUH +H VD
this thing cannot be boH ,TP WHOOLQJ \RX KRQHVWO\ LI LW ZDV(
PDUULDJH« , ZRXOG KDYH NLOOHG P\VHOI WR WKLV H[V
(Chris, 2.332.41).

$GDPfV QDUUDWLYH LP SPOUGY PDQERNXUZLYEDWKH Z DQG Z
GLVHDVH " $GDP WKDW JUHZ LQ KLP JUDGXDOO\ RY]
H[SDQGLQJ IXUWKHU EXW IOHHWLQJO\ KH PHQWLRQHG 3

convey the terminal nature of his condition. He désethimself in the present with
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WKH YDJXH H[SUHVVLRQ *:QRZ WKDW ,YfP VLFN" $GDP
words about his condition, about suffering from terminal cancer, remind us of the

chaotic type of narratives that Frank (1995) isolated. Adamaam of strong

determination to make things happen in his life, with a long dedication to intellectual
FXOWLYDWLRQ FDQ ILQG pQR GLVFEFHHYUfQrvb& He SDXVDOLW!
going through now. He is living the chaos (Frank 199598) of advaced state

cancer and the words to express himself fail him.

For BarbaraFDQFHU LV 3WKH GLVHDVH ™ %D U EBuldhave ZKLFK
EHHQ FXUHG 3EXW DIWHU D SRLQW , XQGH4YVMERRG WKDYV

incurable canceiffom which Barbara suffers, is the caudea series of references in

KHU VSHHFK RI WKH IRUP pu, FDQQRW GR DQ\PRUHY ORUF
3...because [name of her younger daughter who has learning difficulties] has to go

RXW DQG VHFRPWWWHEHH@ - % D UEWD WiiheWkeHfriends] know

WKDW , FDQTW >EH RI DFWLYXQRHCOS @ RAWDUEeDUD , ZDV RE
%DUEDUD RU SPRVW RI WKHP >IULWQdGVMeRl KHUV@ |

are ke me, andwo KDYH GLHG " -% DUERW DD VROQA GQREW JR

GD\ RI WKH RSHQLQJ IRU WKH NO.RY Qll thekb Staefh¥iits % DUED U

are phrased in a language of loss; Barbara regrets that she is no longer active and

healthy but instead is ill from terminal cancer which restricts and confines what she is

able to do.

Dora, now, much like all other participants, refrained from naming cancer. It is the
MWKLVY LQ KHU IROORZLQJ ZRUGV 3 hathat/happered VDG QR
WR PH” 'RUD &DQFHU LV WKH PSUREOHPY LQ KHU VD\L
6WLOQR[] DQG , VOHHS WKDQN *RG , VOHHS DQG , IRL
UHPHPEHU P\ SUREOHP LW P DABA)VInRbhtrddD & thetld@rU D
participants, Dora does not want to think about how serious her condition is. She

prefers to retreat to the world of dreams for comfort and consolation. She knows that

her cancer is termindtlom ZKDW KHU GRFWRUV WRQOrGh&kwbdd WKDW 3L«
\RX TG, JRR RSHUDWLRQ FRXO G4.EG) sBakQows thaRhdrzancer

LV WHUPLQDO E\ WKH 3HYLO SDLQV"™ 'RUD VKH JHW)
before; she knows her cancer is terminal by the fever she gwtdanonts that kept

her in bed for all that period. She knows and in speaking to me about it she chose to
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say more with her tears than with her words. And they were inviting tears that brought

us closer in a genuine emotional connection that moved us both!

Scatered words describing scattered experiences are the discursive construction of
terminal cancer. They draw from the discourse of medicine which has now failed.
There are so many words, victorious narratives that praise the capacities of medical
science. Allthese having failed leave behind silence, mythology, or magical thinking
as shown irthe silencingof the evil cancer word. Sontag (1978) argued that since
GHDWK KDV ORVW LWV PHDQLQJ LQ DGYDQFHG LQGXVW
meaningless eveV ©~ L E&),&Gan&er as a synonym for death has to be hidden. The
action orientation, or the function, of the terminal cancer discpbsenot being
allocated a satisfactory linguistic repertoire, operates as to glorify the existing medical
discourse Wich offers extensive linguistic expression of its triumph. There is no
space for linguistic expression offered to those individuals that the triumphant
medical discourse has failed. In this way, the discursive repertoires remain unaffected
by the challengs posed by the incurable, the fatal cancer. The subject position
allocated in this dialogue with the victorious medical discourse is a secretive one.
Individuals who suffer from advanced cancer and are about to die have no rights to
speak about their coitobn, and they cannot find adequate linguistic resources for
doing so. We could say that a regime of silence is imposed on ¢hesimg down not

only opportunities for any meaningful action about their condition, baisdcloses

down the very possibil for self-expression. The implications for subjectivity as seen

in the words of my participants are demoralising. Chris is flirting with the idea of
VXLFLGH 'RUD ILQGY UHWUHDW LQ SV\FKLDWULF PHGLFD
chaotic narratig develops around scattered words that hide away the way that he
relates to his upcoming end of his life journey, while Barbara constructs herself in the

memory of when she was fit and healthy.

1.b. Terminal cancer in a context of war: The great defeat

The discourse of cancer is primarily a discourse of war. Military metaphors are
mainly deployed when speaking about cancer and considering the appropriate attitude
towards it. The cancer patient opens a war against his/her physical disease. Keeping in
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mnG WKDW FDQFHUTY PDMRU VRFLDO UHSUHVHQWDWLRQ
1978, p.69), the battle that the individual has to fight is relentl@ssancer patient is

not a patient who suffers from a disease is a warrior, who has to havéghting

spirit, who has to have hope that s/he will win (Lupton, 2012), who is not allowed to

give up (Willig, 2011, p.899). In spite of the treatment ordeals, in spite of the

suffering from the symptoms of the disease itself, the cancer patient isecetpube

optimistic, emotionally strong, with a coping attitude, and even cheerful (Lupton,

2012).

SRVLWLRQHG E\ WKH GLVFRXUVH RI zDU DV ZDUULRUV DJ
cancer patients have to display a fighting spirit and optimism in winning the war

against their cancer. The participants of the present research have lost the war; their

cancer is advancing and instead of hoping that their old good health wdstoeed

they are required to face up to their upcoming deaths. All four participants of my
researctpositioned themselves as the defeated and communicated feelidgteaf.

Moreover, they attributed to themselves the cause for losing the war and terminal

cancer became a retribution for omissions, negligence, or in other words things they
WKHPVHOYHV GLG ZURQJ 3:K\ PH"" BEXW ZK\"?" 3ZKDW KL
are phrases or even sentences they directed to themselves and they answered from this
mobilised sesFKEODPLQJ SRVLWLRQ 6RQWDJ ZULWHYVY 3% X
3, WTV QRW IDLU” LV WKH TXHVWLRQ RI PD®), ahdR OHDUQ
very nicely relates how quests for answers lead to feel thag’he must have done

something wrong for which cancer is a retribution. We should not forget that cancer

has been associategince the beginning of the ®@entury with certain personaijt

characteristics, these being: insufficient passion, repressed sexuality, inhibitien, non
spontaneity, incapability of expressing anger (Sontag, 197&1p and these

constructions are still operative in the context of our social communication. Not only

that, Sontag (1978,.p3) argues, but also cancer expresses character, a will to

sickness spoken through the body. These are powerful social representations of cancer

and | witnessed themunningthroughthe narratives of my participants.

For Chrisy, GHIHDW ZDV FRPPXQLFBWiH&h hoQe L.V thatihés® J 3
therapies will ... give mavo PRUH \HDUV OHW{T{V WDhmo/&kyears. OLIH JLYH
, GRQTW WKLQN LW VD\\M1BX FKen the sighifican period wio
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years of life has no impact on the feelings of defeat of Chris. For him, his present life

KDV QR VRXUFH RI DQ\ SOHDVXKNG@ KMXM&PDWOALHH 3 &KUL
ODWHU RQ-WHKHWBLGY 3 QRWKLQJ , FDQ GUHBBE).RI QRWKL
'"HIHDWHG DQG EODPLQJ RI KLPVHO!I LVl dintb¥&d@areHG LQ Wi
FKDUDFWHU , FDQ JLYH P\ VRXO IRU WKH RWKHU ZLWHK
anything back... syes life had not been fair to me & KU L V¥6.34). Chrisis

apologetic to his internal satlaming the enforced implication for subjectivity of

the military discoursethat he had always been good to others, had lived a righteous

life, but still he is suffering. His suffering, this defeat, cannot be expldgedhris.

He tried attributing the defeat of his war against his cancer to himself, but since he

cannot find what he has done wrong, the cause for his defeat is experienced as an
injustice that life itself has done to him. His complaint cannot be diréctadything

LQ SDUWLFXODU EXW WR OLIH -akgiNcd (@id bipQuBt meRMRKR UGLQJI O
ZKDW FDQ , GR ,fP WU\LQJ WR11DHH XS WR LW~ &KULYV

When she recounted her terminal cancer diagnosis Dora, next, communicated her

defeat bydrawing an irony that her fate played to her. For Dora the dimension of
FDQFHU DV DQ LQMXVWLFH ZDIVivotkedYitd absGFacdokiesQ VKH VI
XQWLO , FRXOGQTW ILQ GvasissiBdmittDtiid heaRhohdeklet [forV R |

those who daot have a job and cannot be insured] so that | do a medical-check

up....I said to myself it will be useful... until | took those tests amnshiwed up
>XQGHFLSKHUDEOH@ FDUFLQRPD WKDW BB0. DoraVKH EXUV
decidedto take care of herself and being unatdeafford proper medical insurance

she requested the issuing of the health booklet for the financially poor. Moving

towards making her life better by taking bettareof her physical health, she took

her medicalasts and found out ironically that she was suffering from a kind of cancer

that was inoperable but also that the prescribed chemotherapies did not work for her

and she had to discontintteem These experiences positioned Dora as the defeated in

her war aginst her advanced cancer. Her tears, her embodied expressivity,
communicated how powerless she felt in dealing with all these adversities that defied

the discourse of war against cancer.

With respect to advanced cancer being a defeat in a war, Adaenugamith a much

more sophisticated and even more disempowering position than admitting an injustice
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doneto him. The psychoanalytic discourse has contributed an explanation of cancer

as being psychosomatic. Adam accepted being positioned accordingisto th

explanation and in this way he constructed his advanced cancer as a personal yet

consciously unintentional failure. He produced a very interesting narrative from

within the subject position of the psychoanalytic discourse which | present in greater

lengW K $ G D P-b¥dausé alléven my oncologist who did not know, the one

oncologist and the other told rend the psychiatristshat my illness, you die igix

years, it develops gradualbyertime and a big part of it is psychosomatic, that is

certainly psychosomatic $ G D P -4.46). Being introduced to the psychosomatic

explanation by respectable medical practitioners, Adam was positioned as a powerless

object for specialised inspection. Unconscious motives, now, caused his defeat against

KLV FDQFHU )URP WKLV SRLQW RQZDUGV WKH ZKROH VW

systematising his life experiences as a series of traumas that must have caused his

cancer, standing in sharp contrast to his earlier language of conscious ratioitgl activ

and accomplishments; now his language became passive and afflicted, a language of

defeat. He reviewed the history of his parents and their difficulties in making a living

in Greece after the civil war. The emotionally painful break up of relationstitps

KLV IDWKHUYVY UHODWLYHYV ZKR PDGH FODLPV RQ WKHLU

SDLQIXO HYHQWYV 3SEHFDPH D WUHPHQGRXV GELVFUHSDQF
WKDW FDXVHG Khuvl gotHanokK thérd [With/ {sddrents] in erd

to comfort them although | had my own life, | got stuck because | wanted to help

WKHP VWD\ DOLYH™ $WRR SUHVVXUH RQ KLP ZDV 3WUHPF

SUHVVXUH X QL P D JLSMB)E Andther $a@Biidd?of emotional pain was

his longterm relationship with a woman whicended; he compared this end to

SDQRWKHU SDLQIXO GHDWK”" $GDP 7TKHQ KH GUHZ |

exact nature of what he was trying to understand and come to terms with, after being

giventhe SV\FKRVRPDWLF FD-@QHiélthe Gibdprerésyds \and3all these

and so does the soul, it seems that the body and the soul did not want it [the

UHODWLRQVKLS EUHDN >35). Adavh iDedtiied tir&Ddvels of

operation inside of m: the physical, the emotional as is the functioning of the soul,

and the rational thinking of the mind. The physical is mysterious, unknown, hiding

from any conscious effort the knowledge of what its needs are, which are its wants

and wills. The emotionalr the soul is also opaque and obscure with hidden needs and

wishes not accessible to conscious reflection. While the rational is the part which we
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have conscious knowledge of and we can be certain of knowing our needs, the
physical and the emotional hatedden and unconscious ways of expressing their

needs. Adam is trying to comprehend the discourse of the unconscious which was

offered to him as an explanatory frame for the aetiology of his cancer. He wants to
understand what went wrong anthy he is codemned to a premature death. And in

his attempts to understand he produces an interesting anthropology about the human
functioning. The subject position of the discourse of the unconscious he is pressed

occupyby the authority of so many specialiggconfusing, puzzling and bewildering.

He is forced under its weight to lose himself, the knowledge and certainty about

himself that he had portrayed at the beginning of our interview. The implications of

the unconscious as an explanatory concephis subjectivity are overwhelming and

shattering. He is called to doubt all that he held certain about himself and the way he

has led his life. Hesitantly, he tried oaitdifferent constructionvith me a distinct

space for his subjectivity whdre spoke about his need to be independent. If | was to

stick with the discourse of the unconscious that is causing cancer, | would not have

allowed the following interactive exchange. He continued saying that after the break

up of his tenyear relationsit S 3SD GHHS IUDFWXUH" $GDP KDSSHC
ZKLFK DV \HDUV ZHQW E\ KH 3XQaadiywakerRroGer-WKDW , F
UHODWLRQVKLS-6.20% GdBeply he wanted and he has chosen his
independence. He admitted that he wanted andheHIHUUHG KLV LQGHSHQGH
much deeper level | wanted my independenceOLNHG W K D W6.25% @rid P

with this statement Adam was able to shake off the blockage upon his subjectivity that

the discourse of the unconscious imposed. From witkenlimits of building up an
understanding between us and myself operating with the assumptions of the
psychology discourse as | presented them in the introductory section of my FDA
analysis, Adam was enabled to vofoe himself a subject position more consistent

with his self. He was no longer the docile recipient of the powerful discourse but an

agent with a preference.

Barbara communicates a sense of defeat as well, but is unighe way that she
overcomes it6 KH vbRDLW WLPHV , VP\GNKOQOWHVEKXKW BEW GRHVQITW
RWKHU WLPHV , VD\ >WR P\VHOI@ -RX).PThe*Ra@ oudttok”"~ % DUE|
the seltblaming construction Barbara finds draws from the discourse of natural
development. She yRGXFHG WKH IROORZLQJ SHubWHR&WVLYH ZKH
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way or another, now that the children have left, and my own [parents] have died, |

KDYH JRQH WKURXJK DOO WKHVH ORQJ EHIRU®H, WKDW >K
admitting that her life &s run its course starting with the care of her children, then the

care of her dying parents, and now she can expect her own end. Much later in her
DFFRXQW WKH VDPH SHUVSHFWLYH FRPHV XS DJDLQ ZKH
am and | am not expectirigpm [name of her daughter who has learning difficulties]

not from anyone else to make me someone; | am whatever IFRBR.YHQTIW , VWU XJJO'}
my whole life?HDYHQIW , ZRUNHG HPLY HiafseichitizaPM DY HQ T W

| taken care oimfy HOGHUV"" % BUHED LhDhis series of questionse

witness how Barbara is struggling to shake tb# selfblaming positioning of the

discourse on cancer as war. Seeing her life in the context of developmental
accomplishments adds Barbara a unique dimension in the way she relates to her

terminal cancer, as compared to that of the other three participants. Under this
positioning of the full course of life discourse, she is enabled to see her life and so her

death as natural progges, as parts in the process of successions, as parts of the same
process with a beginning and so with an end, wgigbsto the individual a rational

distance from the emotional selblaming characteristic of the terminal cancer
discourse.The individual feels empowered by counting a series of developmental

goals and so s/he can resist-g#Hfming.

These discursive constructions of terminal cancer as a defeat revealed the self
blaming element of the discourse of cancer. The valggiment would hold that

since medical discourse has tried out all possible treatments, the cause of terminal

cancer must be located in another variable, and that variable is the individual
himself/herself. Sontag (1978, 5) supports that the turn toetlpsychology of the

individual sufferer is led by the powerful fantasy that spirit can cure matter, that a

state of mind can alter the course of physical iliness, that a determined will can win

WKH EDWWOH DJDLQVW DQ\ LO O QHedfiFs thad didedsesvarx OO\ VK
caused by mental states and can be cured by will power are always an index of how

much isnot XxQGHUVWRRG DERXW WKH SK\WVLFDO WHUUDLQ RI |
Not only can the fantasy about the will causing illnessdieated in the selflaming

cancer discourse, but also the triumphant medical discourse isolefs status
unquestionedilt is impossible for the medical discoutsebeunable to aHpowerfully

cure, not to have all the answers. linghe individual character that the answer to the
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guestion of the cause of terminal cancer should be looked for. The action orientation
of the seliblaming discourse for terminal cancer is the quest for responsibility, the
XOWLPDWH UHVSRQNLEQLOQWLOBRMWMKGIRRU JHWIWWLQJ ZHOO
This powerful construction of terminal cancer is to be found under the militaristic
rhetoric that almost inevitably accompanies cancer. The individual is responsible for
having invited cancer inthis/her life (Willig, 2009) and it is his/her responsibility to

fight back against it. S/he has to be focused on winning (Stribbe, 1997) this war
against death, that is, maintaining an optimistic stance throughout the course of
treatment. My participantsalve lost this war; their cancer has not succumbed and they
know that their death is near. Since there is no one and nothing to blame and the
medical discourse leaves out of its radiant status of omnipotent cure all casualties, the
terminally ill blame therselves,andthe course otheir lives. The allocated subject
position in the terminal cancer as defeat discourse has only duties and responsibilities.
The individual has the duty of suffering not only the severe physical symptoms of
advanced cancer but tlemotional selblaming suffering. The legitimate form of
behaving from within the limits of this particular discourse is that of constant
mourning over the lost war. No reflexivity is allowed, supported, or enhanced that
could ease this emotional blamifihe individual subjectivity is caught up in the lost

war discursive construction and from this point of view only the great defeat can be

seen.

Dying as a strictly private affair

The discursive constructions of dying in the four texts were laconievibatdense

significations. It is a difficult realisation, the individual is checking out his/her

strengths and readiness daily in an effort to be prepared for death. They live in a

distinct realm, as that of an extension of their lives. Willig and Wir@182 named

WKLYV WUDQVLWLRQDO VSDFH WKLY GLVWLQFW UHDOP 3
the individual experiences being between two worlds: the world of the living and the

world of the dead. Doctors usually do not say much; more or less ¢heg the

individual guessing as to what is to come. The individual has to sort out for
KLPVHOI KHUVHOI WKDW V KH LV G\LQJ 7KHUH LV D ORW
P\ ILQDO GD\"" B3KRZ ZLOO , NQRZ"" 7KH GLWkERXUVH FUHI
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private affair that the individual has to go through alone and in wonder. The discourse
of dying as a strictly private affair positions the dying individual as an object in
bewilderment equipped witthe minimum of information and knowledge &show to
handle the situation s/he is facing. The linguistic repertoires are veryapavill also

be seernn the analysis that follows. In our pdasdustrialised societiest is only a

few professionals who have the right to know, who are preparddequipped to do
something with and for the dying individual. We know nothing about the course of
dying itself, because death is not a topic to be touched upon in Western societies by
the unassigned. What my FDA analysis revealed is that dying is Hyspitvate

affair that the individual has to handle by himself/herself. Much werkeeded,
however, from the individual. The dying process is demanding: emotionally first of all
in that they admit being in need of support, second physically as s#eriworries

about having a dignified death with minimal pain, ahdd practically with the

preparations that have to be taken care of.

,Q $GDPYV DFFRXQW WKHUH DUH WZR UBkfitddda@tBHYV WKDW
do with the realisationth&/ KLV HQG ZDV DSSURDFKLQJ ZKHQ KH VDL
>GLDJQRVLVY RI@ ERQH PHWDVWDVLV" $GDP LPSO\LC
to occupy from then on, a move from hoping for his cure to facing up to his death. He

was left in this realmfoknowing that he is dying, without knowing on the other hand

ZKDW KH ZLOO KDYH WR FRPH WR -Whil Udrvafaidwiks $GDP FR
ZKHQ WKH TXDOLW\ RI P\ HYHU\GD\ OLIH FKDQJHYV WKL
cannot | am in need of otheldscannot evesupportmyself, there WKHUH ,fP ORVLQJ L
WKH SUREOHP RYHUSRZHI33). Pdih and sufexiDd? dependence on

others, feelings of despair all these are left for the individual to discover by
himself/herself. The secdary diagnosis of bone metastasis that signifies the final

countdown was offered to Adam with minimal support for what he will have to meet

headRQ ,Q EHWZHHQ KLV OLQHV KH ORRNHG-andU WKH UHL
have gone through all these pra¢c¥ HV EXW DV \RX FDQ VHH ,fYH JRQH
with strength” $ G D P -7.19). Adam is making a statement here that the realm of

the dying is not the realm of the strange. The social representations of the dying depict

them as unfamiliar, whom weodnot know how to approach, whom we face with
bewilderment towards their needs. They are treated as others, unknown, unfamiliar, as

strange. The realm of the dying is demanding and needs emotional strength, Adam
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guides us to see. And at times this emotibs&rength is very difficult to find, to
JHQHUDWH $GDP DGPLWV WKDW 3, KDYH QHYHU GRQH SV
7.97.10) although he had close frientsat werewell-known psychiatrists and
psychologists with whom he had held important discussstill he has not done

systematic psychotherapyfg XW , IHOW WKDW , QHHGHG LW YHU\ PXI
(Adam, 7.137.15). Dying exhausts the emotional strengths of the individual. It is
well-establishedhat psychotherapy soothes emotional pain and it is this precisely that

Adam realises that he needs.

Barbara, was much more aware of her dying and from the very beginning of her
DFFRXQW VKH LQWU RIGHK Frifirg th W thBlkektension. @Gynlife as

much as it can be paihUHH DQG XVHIXaJ®). Babbr& @ueds that she is

experiencing this phase of her life as an extension; an extension, not actual life; an
extension that can only be useful, that if it has to have a purpdse tifausefulness

to others. No space is allowed for reflecting upon mortality, for processing
emotionally this last period of our lives which is of utmost importance to our
VHOIKRRG % D UtBsnhotn 28y 0Qing tc® beformedof yo XU RZQ GHDWK’
(Barbara, 10.4110.41) and as she is not elaborating further it is revealed how deeply

private the affair of dying is. The individual retreats to a descriptive language and

Barbara offers us a nice picture of what it means to live while kigpwiat you are

G\LQEXW , KDYH SRVWSRQHG LW >KHU GHDWK@ DQG ,YP
WRGD\ OHWfV OLYH WRGD\ , ZHQW WR WKH ZHGGLQJ DO
13.26). Barbara discloses the negotiation, the conscious regutimherent in the

dying process; the individual questions each day of his/her life whether it is his/her

last, weighting up his/her physical strengths and emotional readiness. It is a difficult
realisation, Barbara explained, coming to terms with #oe éf your own dying and

visualising her endZLVKHG IRU D JRRG GH DamkKow6lknaveGHVFULEHG
UHDOLVH WKDW P G\LQJ DQG WKDW >,1G OLNH WR@ G|
WKDWITV DERXW LW , GRQTW ZDQW2O.Q\WKLQJ PRUH"™ %DL

Dora was locked up in her silence. Her references to her experience of dying were
LPSOLFLW DQG HPRWLRQDO )U Rave\defressoi.Jam@ QHa®dJ VKH V
>GHSUHVVLRQ@ EHIRUH >WKH GLDJQRM2)MniRHeKHU DGYD

depression, as she will hesitantly explain, is understood as a fact in that she is not an
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HIWURYHUW SHUVRQ VKH LV XQDEOH WR VSHDN RXW DQC
does. Dora accepted the positioning of the psychiatric discoutseepeated the

diagnosis of depression that she had received, as the sole explanatory framework for
whatever she was experiencing. In my interaction with her and realising how
disempowered her subjectivity was from embracing the discourse of psychiatry, |
offeredalternative positioningp her mainly drawn from the discourse of psychology.

First, |1 drew the distinction between emotional depression and natural sadness about

her condition. Second, her need for loneliness was analysed as her way to come to

grips with what was going on in her lifend the fact that she had received very
unfortunate news about her health and her very existence. | would say that | offered

her different positionings that were more empowering of her subjectivity as they
captured better the different aspects of her egpee. My contribution to our
LQWHUDFWLRQ LV VKRZQ -tk nNarkeHt dépesiBrzvih@niwhat isQ D

going on here is that weayfarewellto our good healtlit is too much. We will name

LW JULHI ZH ZLOO QDPH -5XM).D&r&\@asl ¥ Ydod liBtéhBr and
incorporated these distinctions, these different positions, into her fragile and
ZHDNHQHG VXEMHFWLYLW\ 6RRQ VKH StRR®XFHG WKH
depressiorbut , P DOVR WU\LQJ WR FRPH W R cdrndt ®&lievel W K EF
ZKDW KDV FRPH WR-5BH My '¢htribution legitimated different
experiences for Dora. She was enabled to relate through different positions to her
experience and she found a way to mention how deeply affected she is by thatfac

she has received a terminal cancer diagnosis. The discourse for thetuyiclg like

the psychiatric discoursallows few linguistic resources for sekpression. The

heavy label of dyinginuch like the label of insaniyprecludes the languagé the
fully-functioning individual. The consequences of both discourses for subjectivity are

not only disempowering but even incapacitating. The individual is silenced and
condemned to segregating loneliness and the isolation of experiencing something

strictly private.

&KULVYIV FRQVWUXFWLRQV RI KLY DZDUHQHVYV WKDW KH
GLDORJXH ZL W-Hings &fe GRi6U4] R I8 not necessary for the doctor to tell

\RX LWV RN \RXTOO EH ILQH GRQYW ZraeWeting\& X FDQ VF
JUDGXDOO\ VR MXVW DFFHSW -JABR)HHe iswégDtiatifiyth®@ LIH™ &K

process of his dying around the limits of the communication with his doctors, who
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ZLOO QRW VD\ RSHQO\ pRK \RX DUH G\bhi&Bef endisH SDWLHC
DSSURDFKLQJ &KWKWHHIBEOGREPEM®@® WLPH RI ZKLFK , NQRZ
that nothing really can be done [there is no cure for his condition] the doctors are

doctors, they are trying to calm you down in a good and peaceful waginenif a

GRFWRU ZDV WR WHORX\RX H @ \ LLQUMVR.48) KM Whrig can

VHH WKDW GD\ E\ GD\ KLV -#dwh,Glowk evary dal/\that/ha€sésZ RUV H 3
see that | cannot dthings alonethat | could do..two months agothree or four

>PRQWKYV DJR @5.5).8Mtb thig realisation in mind, Chris made necessary
preparations for this last period of his life. He was about to move to hizlekH V

house, a decision made by the whole family so that he would not be alone to face up

to the needs of his gradual physical deterioration. He took care of matters of
inheritance. Chris was looking forward to being alive for the wedding of his daughter,

D ZHGGLQJ WKDW LV VWDJHG VRPHKRZ LQ D UXVK RXW R
so t would mean that for at leasto orthree \HDUV P\ GDXJKWHU ZRXOGQIW
PDUULDJH  <&IKQ)..1H¢ acknowledged that this marriage will make him feel
IXOILOOHG S3YfFDXVH , ZLOO EH DEOH WR OHOIH VWURQJF
All these preparations, this plan of exiting the stage of life, are worked out in strict

privacy.

What | traced in my analysis of dying as a discursive construction is the fact that it is
considered an affair that is strictly private to the individual. Accordingly each one of

my participants contributed something unique to the whole picture. Adanmbecdet

the emotional needs of the dying individual, Barbara contributed the everyday
negotiation with dying; Dora demonstrated the linguistic poverty met in the discourse

of dying; Chris contributed the readiness in accommodating the changes that have to
bemadeLQ WKH G\LQJ LQGLYLGXDOYV OLIH :KDW FDQ EH V
analytic perspective is that the discourse on dying is a strictly private affair.
According to this discourse the individual is expected to figure out for himself/herself

under a veil of secrecy all that there is to know, do, feel, and experience during this

closing phase of his/her life. This solitude that | am trying to describe here reminds

me of a few verses of a poem by K. Dimoula which describe how the human touch is

missing in old age and that the elders are left without a caress when they cry. She
ZULWHYV 3 DV IRU WKH HO GH UnhaeVKi® két spingMKH ROG D

already old nowadayghe old theories should hold. Do not embrace them! Let them
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burVW RXW IURP ZHHSLQJ XQWLO WKH\ FDQQRW EUHDWKF
J L 1\W994). Similarly those who are dying should not be touched but be left in

despair to figure out for themselves how they should approach their closing act. They

are calledto bear in absolute privacy and silence the most important period in a
SHUVRQYV OLIH ZKLFK LV KLV KHU IDUHZHOO

151



Discursive constructions about death: the discourse of bravery and the discourse
of the heart

Discursive constructions around death hadnbéxe most difficult of the three to be
expressed. It seems that ideas about death are not usually discussed with others, and
pertain to a realm that is very personal to the individual. Not all participants spoke of
thoughts and ideas about death. The avies did, however, regained their emotional

strength and reassured themselves that they had answers to innermost questions.

Dora did not express any thoughts about death. Locked up in her psychiatric diagnosis
of depression, she did not reveal any desglifigs or wishes about her upcoming
death. The only consolation she drevas from her psychiatric medication that
offered her the possibility of a good sleep so that she would not have to think about

anything.

Adam did not produce thoughts or ideas about death either. He admitted, though, that
KH zDV QRW DIUDLG WR GLH 7KH FRQWH[W RI $GDPTV
U H Y H D-Gib&)-yous3havemadea long and precious journey.... Adames, yes,

em..| DP QRW DIUDLG , DP QR W.Z3).HBMInG conimubiCaz® to
Adam a subject position drawn from the discourse of psychology which portrayed
care and admiration towards him, Adam was enabled to relate to his subjectivity
empowered and comte From this perspective he could recount his impending death
without fear but with strength. Providing a context that valued the narrative of his
whole life restoreda position of subjectivity in him which facilitated hinm
experienmg his upcoming deatfifferently. He could open up to other possible
experiences that resulted in communicating feelings of contentment and existential

fulfilment.

Chris produced many thoughts about death that he had thought of before and simply
reYLHZHG WKHP ZLW-K GBRQ%YW ¥DUBE BERXW GHDWK , DP QI
KRQHVWO\ P QRW DIUDLG RI KLP ZH ZLOt@oDOO GLH
months, 10, orfive months, could you get him closer ... and come up with an
arrangment instead divo years to bawo PRQW KV EXW ZLWK QR SDLQV ,
SUREOHP , KDYH OLYHG P \HDUV ROG , KDYH OLY}H
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IRU JRRG , KDYHQTW FDXVHG DQ\ KDUP-AWR @GB\RQH LQ F
peronifies death and wants to make an arrangement, an agreement, with him to live

less but with no pain. Chris adopts the social representations of a Hikendeath

and stages imaginary conversations with fphaying in his fantasy both parts. This

discursive construction of death as a hu#ilea entity attributes to Chris better

control of his situation. He is addressing death as a person, as an equal, and asks from

him absolution upon the basis of having klife that is virtuous and just towards the
others. & KULVIV QDUUDWLYH DV LW HYROYHG LQ WLPH DQG
constructs of death. It brought about the discourse of bravery that reassured him about

his personal strengths. He &i 3, ZDV QHYHU DIUDLG QHLWKHU RI O
QRWKLQJ QRWKLQJ , EHOLHYH WKDW , ZDV ERUQ DQ HD
10.4510.47). It is a very powerful poetic metaphor that Chris finds and he relates to

his experience in this ost existentially important moment of his life. He is an eagle,

a symbol of freedom and independence, a symbol of fearless living and of fearless

dying. The discourse of bravery which alludes to the metaphors of a warrior of life,

positions Chris in masty of the circumstances. Not only a warrior in life but also a

warrior when facing his great exit from life, the discourse of bravery through its

poetic constructions can empower the individual in gaining a sense of control of a

fateful and accordingly imobilising event as death is.

JRU %DUEDUD GHDWK LV FRQVWUXFWHG WKD&HIK PXFK P
is death and we all have to face ugttd QG QR RQH OLNHV LW DQG LW L
UHOLJLRXV SHUVRQ WhBre®HOHHUYH WKDWRWOOUBR®LILRXVA@
WHDFK PH RI WKDW , GRQTW NQRZ WKRVH d®R EHOLHYH
SWKHP@ WKH\ KDYH VRPHWKLQJ WR KRM@GeRMOWR EXW |,
FRXOG , NQRZ QR R Q HAMNIZR7].\Barb&taDdthmdrhsaistinctions

with respect to her constructions of death. The first distinction is between agnosticism

and religiosity with herself leaning towards the religiously agnostic side although
appreciating the comfort that religioffers to the ones who believe. The discourse of

religion gives definite answers about death that as Barbara notices soothes anxieties

and reaffirms a sense of control to the individual. Barbara resists the positions of
religiosity, however, since its thegical grounding relies on belief. She is not

persuaded by these religious beliefs. Yet, there are different constructions of death

Barbara drew from. They are drawn from the discourse of the heart, as |
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conceptualised it, after having proposed to heraistudistinction between the mind

DQG WKH KHDUW 2XU LQWH tBDtRWEL Rd@s ¥dvhddR @@y, RZ 3*L Q|
though? Okyou are not religious but how do you feel about... Barbaktnat my

heart tells me because | want to, is that all those @édolv will meet them, it is
LPSRVVLEOH ,fP VD\LQJ VLQFH DO.Qtigilkm¥gibkoHt H LV LQ (
see my brother whom | loved, my mother, my father, my friends... It is impossible not

to [see them again in the beyond] because love\sta W KDWYV LW 1RW WR VHH
again? Then for what [what was the whole life for]? Since this love exists | must be
able to find it again.em.. EXW WKLV LV QRW FRQVROLQJ PH WRWDOC
LW >VKH ODXJKV P HD Q4.4313.X2p Ohe@ 6nwes @ @riel ditdiDhe very

end of our conversation Barbara described the quality of the relationship with her first
daughter, their intimate communication which is able to shake off fear, moments of

ultimate happiness and sharing. Helvdée ODVW WKRXJKW LWHKDM YW ZWLYH
,IP WHOOLQJ \RX LW LV LPSRVVLEOH QRW WR ILQG WKF
(Barbara, 17.417.2). Myself experiencing in the interview with Barbara the impasse

she found herself jiwith respect to dyject positions of religiosity versus agnosticism

which operate at the level of rational thinking, | suggested a dualist construction

between emotions and thoughts. The old dichotomous discourse obodgdvas

introduced in my attempt to assist Barbaraseeing death from different positions.

And the ideas that she related to this distinction were constructive in regaining hope

and a point of view that were proportionate to her understanding of her experience.

The discursive constructions about dea#ispite being really difficult to be uttered
revealed two important discourses. Chris deploys the discourse of bravery in relating
to his death, while Barbara deploys the discourse of the heart. With the discourse of
bravery, Chris is able to regain his cheter determination which was violently
MHUREEHGY IURP KLP ZKHQ WKH PHGLFDO RPQLSRWHQFH
left for him to hope for. He draws from a poetic metaphor and gives himself a strong
and free identity. The subject position allocatgdtlie poetry discourse offers to the
individual a space from which to see himself/herself and his/her life as the author of
the course of events. Authors and owners of their lives are the subject positions that
the discourse of bravery constructs. The tsghllowed by this positioning are the
freedom from censorship as well as the deployment of the capacities of imagination

and fantasy. The possibilities for action the subject position of the bravery discourse
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permit is that of a dignified relating to theelf by honouring the self and the
LQGLYLGXDOYV LGHQWLW\ 'LJQLW\ HPRWLRQDO VWUHAQ.
that the individual who deploys the discourse returns to himself/herself. We could

reliably speculate that these qualities of a p$pY LGHQWLW\ DUH VKDNHQ

discourse of the almighty medicine of cure breaks down.

7KH GLVFRXUVH RI WKH KHDUW WKDW %DUEDUDYV GLVEF>
attempts to describe the beyond, the beyond her death, is a discourse thaheefies
limitations of rationality. Seeing Barbara struggling between the constructions of
religiosity and agnosticism | offered to her the option of the heart which she
incorporated into her system of thought and produced a construct of unique beauty.
Love, the ultimate value in life for Barbara, is constructed as unassailable, as
untouchable, as indestructible by the natural course of death and decay. Love cannot
fade away, cannot die, but continues living even after the physical ipgrishthe
beloved. The discourse of the heart is a powerful discoufseowtinuity and
purposefulness of life. The action orientation accompanying the deployment of the
discourse of the heart is the-astablishment of meaningfulness and trust in the
processes of life. Accordingly, the subject position the discourse of the heart allocates
is that of gazinagtthe end of life empowered by meaningfulness and purposefulness.
The deployment of the discourse of the heart, we could speculate, positions the
individual as capable of retaining meaningfulness and purposefulness in life even

when leadingo these last phases of his/her life.

I will conclude my FDA analysis with the recognition that dying is a difficult and
GHPDQGLQJ SHULRG LQ DQusSissueg R Hivblentsl tHatZeguirg theQ L
SHUVRQYTYY DWWHQWLRQ DQG HPRWLRQDO HQfidtdJ\ WR WDF
the perspective of prevalent cultural discourgaportant struggles the individual has

to undertake and resolve which add opthe experiential realm the IPA analysis

uncovered.
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Discussion

It has been argued that the research which focuses on the lived experience -of living
with-dying reveals idiosyncratic findings of such great variability that it is impossible

to impose a homogenising methodological move in order to identify shared themes
across interview transcripts (Willig, 2015)Accordingly, the deployment of
phenomenological methodologies which aspire to come up with shared themes in the
meaningPDNLQJ RI WKH H[SHULHQFH RI HQFRXQWHULQJ
endeavour which does nalpo justice to the subtle meanings that the experience
encompassed. could not agree morwith these propositions and suggestions for a
researching process appropriate for this experience which cannot be exhausted or
appreciated by cognitive referenoggh their emotional overtones that are aimed at
unrefined research practicdscould not agree morZ LWK WKH ILQGLQJV RI

(2015) piece of research that the experience of living adrminal cancer diagnosis

R

entails both universalspectsVXFK DV WKDW GHDWK DZDUHQHVYV FKDO

ways of coping with his/her life, but it is mainly idiosyncraiticthe way that this
universal challenge is managed. My position is informed by the nature of my findings
and recent literane, and both support that it is precisely this characteristic of the

experience of moving towasddeath, that of being profoundly individual, being

LQWLPDWHO\ SHUVRQDO EHLQJ XWWHUO\ RQHTV RZQPRV

be taken under setis consideration and theorisation.

The research design that | formulated and submitted for approval to the City,
University of London, was carefully studied and the decision for unstructured
interviews initiated with a single question was led by analegdeas that would
respect both the universality of the experience and its idiosyncratic characteristic. The
texts that were gathered were rich and rewarding as the participants opened up issues
of personal concern at their own pace, depth, and exterd. Iiiterpretative
Phenomenological Analysis that was practiced on the interview data firstly, revealed
interesting findings that can enlighten further the experience of living while knowing
that you are dying. | trust that the universal as well as theyiaiostic emerged with

equal importance. The Foucauldian Discourse Analysis that was imposed on the data
secondly, elaborates on the cultural and historically specific factors of what is

expected from the dying individual in the current formations of Weestecieties. We
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could argue that with the FDA analysis the universal aspect of the phenomenon is
enlightened from within the linguistic limitatiorthat participants tried to articulate

what they go through. The two analyses complement each other moemgttie

individual experiential to the discursive sodoltural. For a better understanding of

WKH zZzD\ WKDW WKH WZR DQDO\VHVY FRPSOHPHQW HDFK R
and social fabric of any given community as a framework for potentially
indvLGXDOLVHG SURGXFWLRQ RI aPHDRQLOBY TheRODKDQ
LQGLYLGXDOLVHG SURGXFWLRQV FDQ WKHQ EHFRPH 3KD
1990 cited in Colahan ai., 2012, p4) that loop back to the dominant discourses via

recycled daily mteraction (ibid), and through this reciprocal process the

phenomenological is bound with the social constructionist.

Synthesising my findings, the IPA analysis revealed above all a general tendency
drawn from the emotional world of the individuals whaerience thdinal phase of

their lives, to present who they are. The presentation of selfhood, the presentation of
WKH LQGLYLGXDOYfV LGHQWLW\ ZDV IRXQG WR EH D FRPP
rich and detailed narratives were produced. Not am@ye narratives producedabout
cancer diagnosis, treatments, and the disillusioned persistence of termina] loancer
more so coherent accounts of who they are and who they have become in the course
of their lives. The identity narratives reprodudbe autobiographical past in plots

that were characterised by the striving for unity, purpose and meaning. Barbara
presented her identity in a narrative about a conscientious individual who committed
herself to the care of others. Adam led a life of hpgbfessional goals which he
reached and derived great pleasumnfthat. Chris, a man who developed himself
through the hard work of survival, even though he had received alieiducation

still produced a narrative that referredtbe values of an dnourable and respectful
VWDQFH LQ nlahtholichifed s Veviewed from the distance of recognition
that her life had always been difficult. The need to present their identity through
extensive references to the course of their lives was mogaleih though the degree of
meaningmaking varied. It is important here to utilise the distinction that McAdams
and McLean (2013) draw of the degree of meamraking processing in narrating
identities, this ranging from mmeaning (as is the case of Dpréo learning from
concrete lessons (as is the case with the/iéx of Chriswho ayreedto care for him

during the last phase of his life and is valued highly by him), to gaining deep insight
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about life (as is for instance the case of Barléna reached thoughts about love as
the ultimate value in life). In these meanimgking processes we can see clearly the

striving of narrative identities for unity, meaning, and purpose.

In the literature we trace long discussions about the naturartdtive identity being

RU QRW FRQVWLWXWLYH RheDhQrative Gpproach Xd3t® §ivthe GHQ W LV

assumption that narratives are not reflections of identities but are constitutive of

identities, lives and problems (Bruner, 1986, 1987, 199&dan Carr, 1998). The

theory of narrativity supports that the unity of the self resides in the unity of a

narrative which links birth to life to death asarrative beginning to middle to end
ODF,QW\UH (YHQ PRUH ODF, Qai& litkH béfdse) théyy WKDW

DUH WROG " ODF,2%)\ahd extensiveSesearch have been done on the

adaptational role of stories to experiences of suffering, and their developmental

maturation within the course of life (McAdams and McLean, 2013), lmen

extensively deployed and supported. On the other hand the counterargument holds

thatprimarily it takesD VHO|l WR H[SHULHQFH RQHYV OLIH DV D VW

Capek, 2017), that jsa self W K MeTty differentiate self fromam-self who has

experienced already his/her agency in courses of action. Tengelyi (2004), further,

points out that the course of life is much richer than what is fixed in a narrative, a

fixation received by the mode of operation of narratitieis beingtK H SUHWURVSHFW L)

DWWLWXGH RI VWRU\WHOOLQJ" LELG FLWHG LQ &DSHN

distinguishes between retrospective storytelling and fudtisnted acting,

emphasising that uWKR ULHQWHG DFWLQJ LV PRUebuRterwih pDGYHQW

alterity, with otherness. This debate led me to think that retrospective storytelling or

the narration of identity is a distinct experiential dimension to be met in moments of

FULVHV LQ D SHUVRQYV OLIH 7KHVH BfRéhHQtdiogh DUH FH U\

with death as is the case with my research participants.

Medical sociology has for many years argued that confrontations with serious illness,
such as cancer, operate as a biographical disruption (Bury, 1982) which necessitates
biographcal reworking towards a new identity, a renegotiated identity (Mathieson &
Stam, 1995). What is implied here is the active reflexivity that gathers all these new
aspects of the experience of self with and in illnessging from bodily changes,

physicaland emotional suffering, adaptations to new medical realities, experiencing
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the self as a patientoming up with a new revised narrative about the self. In the

FDA analysis we saw, nevertheless, that not ary narrativesnot constructed

exclusivelyby the experiential dimensions of a phenomenon, but more dimensions are

added such as the ways that the phenomenon per se is constructed socially and
historically, exemplified in the available means for linguistic expression. Accordingly,

the renegotiateddentity of medical sociology disregards the discursive context that

leads and requests from the individual to renegotiate his/her identity. A more
comprehensive argumentation on the nature of the produced narrative about illness

and identity, we find in:LOOLJ ZLWK KHU FRQFHSW RI 3VHUYLF
MVHUYLFHDEOH QDUUDWLYHYT LV D QDUUDWLYH XQGHU F
unfixed narrative, which reveals that meanmgking, is a work in progress. It is

sensitive to context or el$s unity, meaning, and coherence are affected by pervasive
alternative narratives as reproduced in the interaction with others. Willig (2009) noted
DPRQJ WKH DOWHUQDWLYH QDUUDWLYHV WKS8b,3LPSHUDW
Lupton, 1994) that wudricts thoughts and constructions about mortality as
XQDFFHSWDEOH WKH 3PRUDO GLVFRXUVH"™ LELG ZKHUH
invited the illness to his/her life via his/her wrong doings or negligence, and the

binary between self and bodthe ldter experienced as alien with the power to

destroy the self along with it.

Where does this long detointo the problematique of narrative identity lead us with

respect to my research findings? The notable tendency for the presentation df the sel

and life history produces narratives that strive for meaning, unity, and coherence

within the context of interactigmot only with others but also with the prevalent
GLVFRXUVHV L H WKH UHZRUNLQJ RI $GDPYV ZKROH OLI
psychosomatic hypothesis about the genesis of cancer). They are not fixed but they

are tried out in interactional social spaces. They are fragile with respect to their unity

and vulnerable to the effect of alternative interpretations. This hard work ofaemin

existential importance for the psychological weihg of the individual was witnessed

LQ WKH SUHVHQW UHVHDUFK DOVR 7KH LPSRUWDQW FK
was that they had to incorporate closure within them, or the fact that tlasreav

more available time as in a future to be considered and looked ahead to. There was a
changed relationship with time (Willig, 2015) that disconnected the present from the

future which also affected the reminiscence of the past as no more of thessame i
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expected (ibid). Because of all these characterjghesnarratives of individuals who
are facing the end of their lives are able to reach up to high values of living, such as

kindness, love, care fathers, or a considerate position towaadie of doing good.

The extent that was given to identity narratives is analogous to the nature of the
information gathered by the interviews. Most of the gathered material was
idiosyncratic as it focused on detailed accounts of life histories and indivaidundity

work. To a significant but much lesser extent the rest of the IPA findings were
brought forward as common themes and we should be reminded that the interviews
were unstructured with minimum direction as to the kind of information to be
collected The experience of suffering, primarily somatic suffering, was fdanoe
common in the experience of all participants wha heceived a terminal cancer
diagnosis. The body and its symptomatic experiencessially of extreme and
unbearable painis analien body, a foreign body, an unknown body that needs to be
learnt anew. Willig (2009) described the experience of the foreign body as the
H[SHULHQFH RI 3D GDP DJHB6FtRaD ihrEate@sHtty destiuietLaBd S
destroy the familiar sense of sef each individualNegotiating terminal cancer was
another common subthentieat collated characteristic dimensions of the experience
ranging from experiences of disorientation and insecurity to fantasies of complete and
paralysing terror, which are sb@d with reference to the common human fate. What

is revealed here is a trajectory of thoughts and emotions that surrounds this existential
conscientiousness of the end which is approaching. | would be cautious to consider a
linear stageevolving processwgh as the model of Kubleb RV V |V ORUH VR WK
trajectory is an active attempt to soothe the emotional turmoil through meaningful and
factual rationalisations restoring a sense of purpo$iee uncontrollable which is the
personal death. In this line, | tend to ascribe to a reading of my findings that is more
existentially informed whereby the confrontation with death as an inescapable
predicament of human nature necessitates conscierdgimmliseflective action. This

kind of action is the producin of an identity narrative as it has emerged as a primary
superordinate theme in this research. Instead of the fluctuation of emotions in a
variety of forms evolving in a linear fashion or theperation of a series of
psychological defence mechanisms (Nissim et.al, 2012379), the existential
RYHUYLHZ RI WKH SKHQRPHQRQ VWUHVVHYVY WKDW WKH FR
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to the inescapable cognitive and emotional management of thisitfaethich is

primarily idiosyncratic and unique for each individual.

Another dimension of the experience of living while knowing that you are dying that

was brought on by the IPA analysis was that of relatedness towards others. Two
subthemes explaindtle collated extracts: the need for receiving and giving kindness,

and the tension between independence and needs for depemisnead because of

the symptoms of the illness. Friendships and relationships are talked about with
notable kindness and deappreciation. As a finding it is internally consistent with

the thoughts about the beyond that came forward when contemplation about what
IROORZV D SHUVRQYV GHDWK ZDV WRXFKHG XSRQ 'HHS |
loving relationships are valuekKLJKO\ GXULQJ WKHVH ODVW SKDVHV
considered as the true wealth that accompanies the dying person toward his/her end.

This is an important finding not probed sufficiently in the current research literature.

In contrast many allusions othis dimension toward kindness are made in literature

and in memos from psychotherapy with individuals who are dying like de

+HQ Q H]H O I¥mate Death The other dimension of relatedness in the lives of
individuals who suffer from advanced candsrthe tension experienced between

holding onto independent functioning while their strengths are deteriorating due to the

illness. The tension is experienced as a serious threat to the loss of a dignified daily
subsistence. As a finding it resonates witie constellation of losses that the

individual experiencesvhilst being a cancer patient of advanced stage (Willig &

Wirth, 2018).

The last finding of my IPA analysis considers death and theparticipantselate to

their own deaths. Attitudes towards death, actions instigated because of their
approaching death, and thoughts aldmeygond their death comprise the subthemes of
this finding. Less ready to come up with thoughts and emotions about deatthevere
two participants who were experiencipgst traumasas unfinished businesPe
Hennezel (1999) offers an understanding about the revival of old traumas when new
ones are recounted which is psychoanalytically minded and whereby insafficien
processing of original traumasr repression of traumatic experiencessult in
cumulative revival. Most of the information on this superordinate theme came from

the other two participants. Both were thinking about their legacy after their death and
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were taking actions towards settlirgveryday mattersfor their loved ones. The

importance of leaving a lasting positive legacy had been emphasised in research
(Nissim etal., 2012) and it was found as a concern in my research atsmsider,

nevertheless, that the productioh ideas about the beyond of what can follow a
SHUVRQYY GHDWK WKH DIWHUOLIH WKDsW higHY H HOLFLW
insightful and elaboraseeloquently on what other researchers say abaodirfg and

holding onto hope and purpose when living with death awareness. The participant
devised the afterlife as a space to meetltneed ones, as a space of and for love.

Moestrup etal (2015) argued that these ideas are comforting, priegetiéah in a

less fearful way, and are primarily idiosyncratic, that is they are created out of the
LQGLYLGXDOTfV IDQWDVN\ DQG FDUU\ D YHU\ VXEMHFWLYH

Subjective experience does not evolve in a vacuum of internality. It is situated, as |
have argued etady, within sociecultural contexts mediated by language. My FDA
analysis investigated the linguistic constructions of terminal cancer, dying, and death.
These objects were judged as the most pertinent to the present analysis. The linguistic
constructonRI WHUPLQDO FDQFHU ILUVWO\ DV IROORZHG L
revealed how the failed gtlowerful medical discourse and the defeat in the war
against cancer build up positions for subjectivity that press towards secrecy, silence,
disillusionment personal culpability, defeatism, and resignation. The individual who
suffers from terminal cancer has to be silenced because his/her very existence shakes
the omnipotent mythology of medicine. This discursive process is revealed in the
limited linguistic repertoires offered for personal expression to the individuals who
undergo terminal phases of cancer and accordingly approach the end of their lives.
Cancer is almost always sited in a language of positive thinking and a militaty, or

war, attitude. When cancer persists and restitution is not an option, the linguistic
repertoires become impoverished and social interactions are caught up in
bewilderment. As we savonly one of my participants mentioned cancer as a word
andthe illness wasnostlyimplied, inviting the interlocutor ito a secretive exchange.

| speculated, furthemore, that feelings of defeat and dellhiming arise as a result of
being positioned along the discursive constructions of cancer. Sinceréhef cancer

is constructed as relyindpesids medical treatmenison the fighting spirit of the
individual, the terminal cancer patient relates to himself/herself with feelings of defeat

and blame for not having fought hard enough. The issue of nipfftaim within this
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discursive framework that wants medicicegableof all cures, for defying mortality,

is obstructed from expression and experience and the individual is allowed only the
positions of feeling defeated and disempowered. From withihntits of the medical
discourse, the individual cannot find a way to relate to himself/herself and his/her
mortality. As we saw in the analysis sectitime invitation of communicating along

the lines of the discourse of psychology which permits and adsareflexivity, the
individual can be enabled to resist these discursive positions and come up with more

personal solutions as the IPA analysis revealed.

Another construction of my FDA investigation was that of dying. It is argued that in
the present acio-historical period of our Western world dying is constructed as a
strictly private affair. The dying individual in social solitude is dictated that his/her
dying is an affair to handle all by himself/hersééing offered a minimal space with
highly impoverished linguistic repertoires to communicate with others of his/her
dying. Under a veil of secrecy and privacy the dying individuals get alienated from
social life, left alone in ignorance arige least guidnce to guess about his/her end.
The constructed discursive space around dying leaves the dying individuals in
erforced loneliness not only disempowered but also alienated from humane ways of
relating to them. The dying are met with pity, sympathy, andalme of these,
avoidance. It has been argued that Western cultures do not share a common cultural
understanding about death and believe that it is very subjective and left to the
individual to develop a way to deal with death (Moestrual,e2015). Patiicularly this
construction of death and dying as being solely subjective Foucault would argue to be
a social discourse allowing a certain way to think about, talk about, and act towards
death and dying. This argument is consistent with what we said rearlithe
discussion of IPA findings and the idiosyncratic character of the experience of living
with dying. It is consistent as it accords with the discursive construction of privacy
and isolation towards the dying individual that our Western societess forthrough
prevalent discourseS he dualfocus methodology | have employed enlightens both
realms: not only the experiential realm at the level of the individual, but also the
VRFLDO UHDOPV KLJKOLJKWLQJ WKH WVYKXIEWXBEMHE ®LDVFEF R
(Colahan, eal, 2012, p 2) to be found in any linguistic community.
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The last object of my FDA investigation was death itself and the discourses that
surround its construction and from which individuals draw in order to splakt

death. Two discourses were pinpointed in my analysis: the discourse of bravery and
the discourse of the heart. The discourse of bravery shares similarities with a
vehement attitude against misfortune and positions the individual as a warrior. No
wonckr, it had been deployed by the male participants of my research. The bravery
discourse emphasises fearless living and fearless dying and in its linguistic
constructionthat is usually poetidhe individual user regains a sense of mastery and
control oer the circumstances. The discourse of the heart, on the other hand, which |
also traced, is a discourse which values continuity and purposefulness of life by
reference to the imperishable of love. It is a construction which empowers and
strengthens the dividual as it allows him/her a space from which to see death not as
mere nothingness and devoid of any meaning. We should not forget that the
individual dying from terminal cancer feels defeated and blames himself/herself for
having lostthe war according to the discursive constructions of cancer and in this line
death is envisioned as a punishment for his/her wrong doings which leads to
emotional numbness and fear. The discourse of the heart enables a vantage point on
death that is not ymishing but reassuring of some purpose which is also

psychologically comforting.
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Conclusion

The findings of my research can be interpreted as hidden powers and psychological
needs. The Foucauldian Discourse Analysisught to the fore the existencef
dominant discourses that exert powerful effects on subjective experience that are most
often hidden.How cancer and terminal cancer in particular are talked alnmyt,

dying and death are constructed, compose the hidden forces of dominant discourses
which decisively affect how individuals relate to their experience. Raising awareness
of how linguistic practices shape both social consent and individual experience can
empower for alternative positions by resisting the hidden powers of discourses. On
the dher hand, the Interpretative Phenomenological Analysis complements with the
actual accounts of the experience from within the viewpoint of the individual
himself/herself. The commonalities of the phenomenological experience can be
translated at the levelf psychology as needs to be considered effective action
towards meeting therne designedAmong the needs that were pinpointed we could
include the need for presenting the self, the need for showing and receiving kindness,
or for being with otlers while at the same time wishing to be lonely to contemplate

what they are going through.

With respect to the limitations of the present research, | am aware that the number of
my participants is small. Even though the cases discussed have beenicliesas

of diversity on levels such as sex, educational level, marital state, aneesoai@mic

status, still | believe thatlargernumber of participantsalsorecruited from different
palliative centreswould increase the credibility ohy findings. Morever, the fact

that | investigated the phenomenon of livwgh-dying in a different culturethe

Greek culture and significant similarities were shown to operate under the common
Westernised poshdustrialised background, still moreovk could be done on cultural
GLIIHUHQFHV WKDW ZRXOG HQOLJKWHQ ZLWK DOWHURQL
Shotter, 1990 cited in Colahanadt 2012, p4) that can have lessening effects on the
hidden powers of dominant discourses. Contrasts and comparisons among different
cultures could further enlighten how the phenomenon is received in broader historical

contexts.

165



Evaluating my research, | trust tHalemonstrated sufficiently how deeply involved

LQ 3WKH F\FOLFDO SURFHVV Rl FULW24F D @asUdy I OHFWLRC
guestioning my topic and my interpretations from the beginning until the end. Since

the beginning | embarked upon a main argoitbat opened up a distinct space for
LQYHVWLIJDWLRQ DZzZD\ IURP pWKH IHDU RI GHDWKY DUJXI
hypotheses, | proceeded afterwards with the actual design of my research, and during

the first analysis of my data | decided to hat analyse my data with an additional
methodology that was more sensitive to the context, the social context with its
available linguistic repertoires that enable but also restrict what can talked about, the

way it can be talked about, and how these afffsabjectivity. Special commitment

was given to conceptualising how both methodologies can be combined and their
generated insights were utdidboth independently but also complementarily to each

other. To the best of my understanding of the criterigamfd qualitative research

(Yardley, 2015) | was able to show sensitivity to the context both in the review of

existing knowledge but also in the context of my hypotheses per se. When | was
gathering my data | decided to take additional action to medtex bederstanding of

the SDUWLFLSDQWVY FRQWH[W IURP ZKLFK WKH\ XQGHUVW
the analysis that | producedvhich added FDA analysis to the IPA analysimas

more insightful, more consistent with the very experience of mycpahts, more

coherent towards the objects of my study.

And may | add as a final note a quote that | value greatlgt | believe sufficiently
covers my own attitudes towards my topic and contributes to the conceptual
transparency of what, las the resacher think about the phenomenon which |
studied. It is a quote fronthe French psychologigbsychoanalystde Hennezel
(1998) who had worked for many years with individuals who lived knowing that they
were dying and in just a paragraph detects theogeg privacy towards the dying
individual which | found in my FDA analysis, the need for kindness and love which |
found in my IPA analysis, and also alternative positionings for both the dying
individuals and the ones who interact with them;harsg itis a valuable quote and it

reads as follow:

3(YHQ ZKHQ RQH HQWHUV ILQDO KHOSOHVVQHVV ROQ}

loved... The ending of the life of someone you love can allow you to
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accompany that person to the very last step. How many of us grasp

this opportunity? Instead of looking oncoming death squarely in the

face, we behave as if it will never come. We lie to one another, we

lie to ourselves, and instead of giving voice to the essential, instead

of exchanging words of love, or gratitude, or forgigss, instead of

OHDQLQJ RQ RQH DQRWKHU IRU VXSSRUW LQ WKH H
that is the death of someone we love, pooling all the wisdom, the

KXPRXU DQG WKH ORYH RI ZKLFK ZHYUH FDSDEOH |
actual encounter, we allow this final, eds&#n uniqgue moment of

OLIH WR EH PLUHG LQ VLOHQFH DQ®v-VROLWXGH"~ GH

XV).
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Appendix 1

7LWOH RI 6WXG\ 37KH VXEMHFWLYH H[SHULHQFHV RI SHRSOH I

ZKHQ HQWHULQJ SDOOLDWLYH FDUH’

PARTICIPANT INFORMATION SHEET

We would like to invite you to take part in a research study. Before you decide whether you
would like to take part it is important that you understand why the research is being done and
what it would involve for you. Please take time to read the following information carefully and
discuss it with others if you wish. Ask us if there is anything that is not clear or if you would
like more information.

What is the purpose of the study?

The study is about how people feel when they enter palliative care. It is very likely that you
experience very difficult feelings at this stage of your life which you feel that you cannot share
with anyone or no one understands. The purpose of this study is to better understand how
people who enter palliative care make sense of this event, having in mind that you must have
experienced a tremendous change in the way you perceived yourself after the diagnosis of
having cancer. Entering palliative care with the physical pain central in your worries, thoughts
and feelings, you must be experiencing additional difficulties in the way you experience
yourself. The purpose of the study is to note and understand these difficulties.

It is done as part of my Doctorate degree in Counselling Psychology with the City University,
London, UK. It intends to discover the needs, issues and concerns of people like you who are
entering palliative care. In a comfortable and warm atmosphere with an experienced
Counselling Psychologist you will be interviewed for about an hour. The interview will be
taped for further processing. The processing could show that people like you who enter
Palliative Care have common worries and difficulties and so get to know better the ways other
people respond to your needs and difficult emotions.

Why have | been invited?

This information about the research is given to all patients of the Palliative Care Unit who are
capable of managing the interview process. Participation in the study is open to everyone
interested independently of age or gender. As long as you feel mentally and physically able to
discuss issues about yourself you are more than welcome to declare your interest to
participate. The study will involve 8 +10 participants.

Do | have to take part?
Participation in the project is voluntary, and you can choose not to participate in part or the
entire project. You can withdraw at any stage of the project without consequences.

It is up to you to decide whether or not to take part. If you decide to take part you will be
asked to sign a form that you have understood what the interview is all about (consent form).
If you decide to take part you are still free to opt out at any time and without giving any reason
why.

During the interview you can stop as frequent as you want or even terminate the process at
any time you feel pressed.
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What will happen if | take part?

If you decide to participate it would mean that we hold an hour session together in which we

will discuss the issues of your concern during this phase of your life. You will be free to talk

about whatever you want and in whatever way you want to. | would appreciate getting to

know more of you and your concerns. We will commence by you answering the simple
TXHVWLRQ RIRKREHORDERXW HQWHULQJ SDOOLDWLYH FDUH"’
between us of trust and care. It is very likely that we will focus on issues of mortality, pain,

illness, cancer, diagnosis, approaching the end of life, or saying goodbye to loved ones and

life in general.

, ZLOO

The interview will be taped in order to be processed by a qualitative research method which
looks for common topics in the concerns of people.

The session will be held here at the premises of the Palliative Care Unit.

What do | have to do?

2XU ZRUN ZLOO VWDUW E\V \RX DQVZHULQJ WKH TXHVWLRQ RI 3KRZ GR
FDUH" LQ DQ\ zD\ \RX OLNH RU VD\ ZKDWHYHU FRPHV WR PLQG , DP
anything else.

What are the possible disadvanta ges and risks of taking part?

You may well become emotionally distressed as a result of reflecting on your experience and
for this reason you are provided the following list of services and organisations that provide
psychological support.

X You can turn for support to the psychotherapeutic services of the Unit for six
sessions.

X The National Help Line for People with Cancer. Ethnikh Grammh Bohtheias gia
Atoma me Karkino: 1069

x Centre of psychosocial support for cancer patients: Hellenic Cancer Association.
Kentro psychokoinwnikhs yposthrixhs gia karkinopatheis: Ellhnikh Antikarkinikh
Etaireia: 210 6464598

x &HQWUH 3(OOLH /DPSHWL" +HOOHQLF ODVWRORJ\ $VVRFLDWI
Ellhnikh Etaireia Mastologias: 210 7773112

Xx 3DOOLDWLYH &DUH cangelDaie@s. ARakioufistikh symponetikh
SDUKJRUKWLNK DJZJK 6ZPDWHLR 3$JDSDQ” JLD NDUNLQRSDW

What are the possible benefits of taking part?
By participating in this research you will find a place and time to open up topics of your
concern that we do not usually talk about with others out of fear and concern not to hurt them.

I am an experienced Counselling Psychologist and we can work out whatever arises in a
warm and caring atmosphere.

In addition to personal gains, your contribution to the study will help to enlighten the scientific
community about how people who are going through this phase of their lives feel, think, and
make sense of their difficulties.

What will happen when the research study stops?

The interview will be typed word by word, translated to English, and processed. The material
will be safely and securely kept until the final assessment of my Doctorate Thesis, and then

223



will be kept for ten years as publications might follow. After ten years, they will be destroyed,
safeguarding your anonymity and confidentiality.

Will my taking part in the study be kept confidential?

| am bound by The Code of Human Research Ethics (British Psychological Society, 2012)
and the HCPC Standards of Conduct, Performance & Ethics (2012) and the City University
Framework for Good Practice in Research (2010) on how to handle sensitive material. | will
take good care in protecting the confidentiality of your material.

More specifically, access to your interview material will have only myself and my two
Supervisors. Your name or any other identifying details will not be shown to anyone. Then
extracts of the interviews will be included in my doctoral thesis and will be given for
assessment to the authorised assessors of the City University, London, UK. When my thesis
is completed the audio and written material will be kept for ten years and then will be
destroyed so that no other person has any access to them.

If during the interview you reveal experiences that indicate that you have not been treated

well or that harm may have come to you as a result of your treatment at the hospital | would
advise you to contact the special independent complains office at the Areteion Hospital called
WKH 21ILFH RI &LWL]JHQTV 6 XS She theh Zr&nhisek of thle BARpit&l. WhikGIniR Q
is entirely independent from the staff of the hospital.

What will happen to results of the research study?

My study will be submitted for assessment to City University, London, UK, and when
successful, a possible number of publications in scientific journals will be produced. In all
IXWXUH XVHV RI \RXU PDWHULDO UHVW DVVXUHG WKDW \RXU LGHQWL

If you are interested in the results of the study you can access me in my personal email
at any time!

:KDW ZLOO KDSSHQ LI , GRQTW ZDQW WR FDUU\ RQ ZLWK WKH VWXG\"

You can stop as many times as you like the interview or even terminate the process if you feel
pressed. You can also withdraw your consent from the study and not have your material
included for further processing. No explanation is needed and there will be no consequence in
any respect. Unfortunately during the phase of the write up of the dissertation | will not be
able to exclude your interview with me.

What if there is a problem?

If you have any problems with this study you can contact the Secretary of the Palliative Care
Unit, Areteion General Hospital, Korinthias 27, Ambelokipoi 11526, Athens, Greece,
telephone: , and the Head of the Unit , MD, will be
notified.

Additionally, if you would like to complain about any aspect of the study, City University
IRQGRQ KDV HVWDEOLVKHG D FRPSODLQWY SURFHGXUH YLD WKH 6HF
Research Ethics Committee. To complain about the study, you need to phone

You can then ask to speak to the Secretary to Senate Research Ethics
&RPPLWWHH DQG LQIRUP WKHP WKDW WKH QDPH RI WKH SURMHFW LV
SHRSOH DSSURDFKLQJ GHDWK ZKHQ HQWHULQJ SDOOLDWLYH FDUH"~

You could also write to the Secretary at:
Secretary to Senate Research Ethics Committee

Research Office, E214
City University London
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Northampton Square

London

EC1V OHB

Who has reviewed the study?

This study has been approved by City University London, Senate Research Ethics Committee
and the Research Committee of the National & Kapodistrian University of Athens, Medical
School, Areteion Hospital.

Further information and contact details

If you have any inquiries about the research you can access me directly:

- Eugenia Giannikaki, Chartered Counselling Psychologist:

For your information my Supervisor is the following and her email to be contacted is also
included:

- Professor , City University London, UK,

Thank y ou for taking the time to read this information sheet.
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USSHQGL]

7TLWOH RI 6WXG\ 37KH VXEMHFWLYH H[SHULHQFHYV RI SHRSOH I
ZKHQ HOQWHULQJ SDOOLDWLYH FDUH’

PARTICIPANT CONSENT FORM

| (please print your first and last names) agree to take part in

a research project concted by Ms Eugenia Giannikaki for her Doctorate in Counselling Psychology

at City University, UK. | understand that participation will consist of my taking part in atdefzee

interview with Ms Giannikaki. | understand that this interview will be tegmmrded and transcribed at

a later stage and that the information | provide in my interview will be used for the completion of Ms
*LDQQLNDNLYY GRFWRUDWH DQG LQ DQ\ SXEOLFDWLRQV WKDW HPHU.

I understand that the general purposethte present research project is to explore the subjective

experiences of individuals who go through palliative care.

| understand that participation in this research is voluntary and unpaid.

| understand that any information | provide will ensure that my identity is not revealed and only for
UHVHDUFK SXUSRVHV LQ OV *LDQQLNDNLYY GRFWRUDO WKHVLV DQG
identified by a number or pseudonym. My name aimiotdentifying information will only be known

to Ms Giannikaki and her supervisors.

| understand that all information | provide will be stored securely for the duration of the present study

and will be destroyed after ten years.

| reserve the right tavithdraw my participation at any point without giving reasons for this and without

incurring any consequences.

| confirm that | have had the opportunity to ask as many questions as | have needed about this project

and my patrticipation in it.
| understad that the researcher and her supervisor will continue to be available in the event that | have

further queries about this project and about my participation in it.

SDUWLFLSDQWYYV 6LJIQDWXUH BBBBBBBBBBBBB
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Date:

5HVHDUFKHUfY VLIQDWXUH BBBBBBBBBBBBBBBBI

Date:

Please provide a postal address or email address below if you wish to receive a summary of the main

findings when these become available.

For any queries relating to this research project and your participation in it, please contact:

Researcher

DPsych Researcher and Chartered Counselling Psychologist

Academic Supervisor:
Name:

Business Address:
Tel.:

Email:
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Appendix 3

7TLWOH RI 6WXG\ 37KH VXEMHFWLYH H[SHULHQFHYV RI SHRSOH I
ZKHQ HQWHULQJ SDOOLDWLYH FDUH’

Acknowledgement Letter

Date:

Dear <Name of participant>,
Ref: Your participation to my research project.

Thank you for taking part in my research project on the subjective experiences of individuals who go

through palliative care. | would like to reassure you that your participation is being kept confidential

and that both the tape-recording and the transcription of your interview with me are kept under lock

and key and that these materials are only accessible by me and by my supervisors. Furthermore, |

would like to take this opportunity to remind you that if you wish to talk to someone about your

thoughts and feelings after your interview with me then you are more than welcome to contact the Unit

to arrange for an appointment with the psychologist who will be more than willing to offer you her help

at no charge. In the event that you feel the need to talk to a healthcare professional before you start

\RXU WKHUDSHXWLF ZRUN ZLWK WKH 8QLWfV SVI\FKRORJLVW \RX FDC(

with Cancer and their Carers on 1069 (charged at national rates for calls to landlines).

Please be advised that | am available for any queries or further information about my research project

and | would be very happy to hear from you.

Kindest regards,

Researcher and Chartered Counselling Psychologist

*If you would like to complain about any aspect of the study, please contact the Secretary to the
8QLYHUVLW\TY 6HQDWH b5d¢¥iHDUFK (WoKvidFemaflRPPLWW
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Appendix 4

7TLWOH RI 6WXG\ 37KH VXEMHFWLYH H[SHULHQFHV RI SHRSOH I
ZKHQ HQWHULQJ SDOOLDWLYH FDUH’

Referral Protocol

In cases of physical, emotional or sexual harm the following public boards and private agencies can be

contacted in Greece:

JRU &KLOGUHQY HPRWLRQDO DQG SK\WVLFDO KHDOWK
X To Hamogelo tou Paidiouhttp://www.hamogelo.gtelephone1056
x EPSYP :http://www.epsype.qtelephone: 8018011177

For abused women:
X Kentro kakopoihmenhs gunaikas: 210 5235318, 210 4112091, 210 3220900
Xx *UDPPK NDWD WKV RLNRJHQHLDNKY ELDV 3'LSOD VRX’
x Stegh kakopoihmérs gynaikas kai anhlikou kouritsiou (Thessalonikh): 2310 528483,
2310 519594

JRU 8QLYHUVLW\ VWXGHQWVYYT SV\FKRORJLFDO VHUYLFHYV
x Sumbouleutiko kentro foithtwn Panepisthmiou Athhnwn: 210 7277553, 210 7277554
X Kentro sthrixhs foithtwn Panepisthmiou Makedoniz310 891406
X Yphresia symboyloy psychikhs ugeias Oikonomikou Panepisthmiou Athhnwn: 210
8203239
X Symbouleutiko kentro Panepisthmiou Peiraia: 210 4142042, 210 4142043

X Symbouleutiko kentro Panepisthmiou lwanninwn: 26510 96600

Social services lines:
x  Koinwnikh yphresia TEI Athhnwn: 210 5385128, internal 5128
x Grammh psychologikhs yposthrixhs strateushmwn, Geniko Epiteleioy Ethnikhs Amunas:
military 800114551, air force 8001145552, navy 8001145553
X Monada epeigousas thlephwnikhs anagkhs: 210 7222333 (AiginiteibiBsic Hosital)
x  Ethniko kentro ameshs koinwnikhs bohtheias (EKAKB): 197
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Services for cancer patients:
X Kentro psychokoinwnikhs yposthrixhs gia karkinopatheis: Ellhnikh Antikarkinikh
Etaireia: 210 6464598
X .HQWUR 3(0O0K /DPSHW KVastoDges:QIONK/IM2D LUH LD
X $QDNRXILVWLNK VIPSRQHWLNK SDUKJRUKWLNK DJZJK 6ZPDWH
210 7291079.

For AIDS patients:
X  Thlephwnikh grammbh gia to AIDS Nosokomeio L. Suggros: 210 7222222
X Institouto psychikhs kai sexualikhs ygeias: ZI®7979

For drug and alcohol abuse:
x OKANA: 1031
X ITHAKH: 1145

X Monada apexarthshs toxikomanwn & alcoolikwn: 210 3617089.
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