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Abstract

Thinking self after bowel cancer: an embodied interpretation and
art-iculation - Kathleen Vandenberghe

This study contributes to an understanding of the experience of cancer

survivorship by focusiem@nadinn gou r-afisverd d

cancer, specifically by exploring embodied dimensions of their
comprehending. This approach sits within an interpretive phenomenological
paradigm. It draws, in particular, on theories that are aligned with embodied
existential phenomenology and enactive cognitive science.

The participants in this research project were adult survivors of bowel cancer
who had no active disease and were between a few months and 20 years
after finishing their cancer treatment. Twelve participants were recruited via a
hospital support group and a hospice social media platform. Data obtained
during a previous on-the-job case study has also been included.

A

Participantsodo metaphorical comprehending

experiences with medical consultants, and general understandings of self
were explored during explorative sessions. Those were semi-structured and
also involved the use of creative materials. The sessions were audio-
recorded and non-verbal data were photographed.

The data inquiry process consisted of highlighting and comparing the body
schematic structure of part i tlloped hytas
ordering of the latter according to a body developmental logic. This resulted
in the construction of ninecl usters of 0sel f and

presenting and positioning, handling and rising, moving in space, expressing
a viewpoint on the future, moving forward, surpassing and assessing, ending,
registering and holding. An exploration of the role of the wider self and of the
transactions with consultants in the comprehending of self vis-a-vis cancer
has contributed to a more holistic and dynamic understanding. This process
of 6analytical d inquiry was precede

In the literature, cancer survivorship seems to appear as a process of
recovery, change, growth, liminality or framing. The findings of this study
contribute to the further interpretation of previous research.

The practice part of this Doctorate in Professional Practice consists of what
has been <cagi teldatainonido of the findi
artist-painter the findings were carried forward in the shape of painted
expressions of the aforementioned 20 metaphors. The paintings will be used
in workshops with health care practitioners and cancer survivors with an eye
on engaging empathic and actionable understanding.
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Introduction

In this thesis | explore how survivors of bowel cancer who were between a
few months and about twenty years post-treatment presently comprehend
their self in relation to the way they experience or think of cancer. In other
words the focus is on their self vis-a-vis cancer rather than their self in

general.

The aim of the study is to explicate and understand a variety of experiences
of self during cancer survivorship. When healthcare practitioners, but also
survivors themselves, gain a more refined understanding of the variety of
experiences that make up the survivorship process, a more empathic and
realistic approach becomes available. It is from my own counselling
experience with survivors in the health care sector in the U.K. that | believe
this process-oriented research is relevant and able to complement a growing

trend of goal-oriented support.

In this study the vi ew ,0nd edxspeelrfibdedtch inrldd Inesgmd d
grounded in cognitive scientific as well as in philosophical perspectives that
consider the self to be both a body-self and a process. Within these
perspectives, experiencing, thinking and language are considered as
intertwined and in this study the t er m &demplihas geén used to

capture all three.

Theories of embodied cognition have taught me that the metaphorical
character of language is the clearest manifestation of the body at work in
talking, thinking and experiencing. Therefore | decided to shed light on
research participant wiéa-viscanger by foeusijiomg o f sel f

their metaphorical expressions.

Five bodily dimensions and their role in the emerging and comprehending of

self were delineated and subsequently used to shed light on the metaphorical
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comprehendings expressed by the research participants. These objectives
(see 3.3.) took the following form: While highlighting the body-schematic
structures that shaped the metaphors (objective 1) and pointing out those
structures that were not present (objective 3), the comprehendings of self
were ordered according to a developmental bodily logic (objective 5). The
impact of the wider self (objective 2) and of the transaction with consultants
(objective 4) on the structure of the metaphorical comprehendings has also

been explored.

The central role given to the body in talking, thinking and experiencing in
theories of embodied cognition resonates with a philosophical paradigm that
puts human embodiment forward as the ground for a non-dualistic
conceptualisation of mind and body, and body-mind and world. This means
t hat a s pagly and entbodied mind are seen as both enabling and
restricting the world they can take part in, and that features of this world are
seen as enabling and restricting what the body and embodied mind can
engage with. Consequently, how human beings 6 c o nhemd@ i s asa e n
constantly changing fusion of embodied mind and world. This fusion is always
happening from a certain position (it happens from a place and is embodied).

This makes all understanding an embodied interpretation.

In thisthesisluseth e wor d deasgncotniyoom 6f or Oembodi edd
originates from neuro-phenomenology but captures how thinking, talking and
experiencing are directly shaped by embodied being and acting in the world.
It also indicates that the neurological imprint of this embodied being and
acting further enacts our thinking, talking and experiencing. This paradigm
has informed the methodology, whi ch I call 6enacti
phenomenol ogyé6. T hi s rasearchtmethads, practice g ui d e

development and personal narrative.

As part of this thesis, based on the research findings, a series of painted
images have been created. These can be viewed on the attached portable

data-storage device. The experience of the particular process of creation of

17



these paintings could be useful for other researchers who are interested in
methods for art-based research dissemination. Therefore the penultimate
chapter includes an account of this process, in addition to a discussion of how
the paintings could be used in future health education and care.

Doing a DProf comes with a formal encouragement to attend to the personal
experience of the research process. In my case the topic and opportunity for
this DProf research occurred after 25 years of health care and counselling
practice. Initially the research project felt like a task at the fringes of my
ongoing professional practice and as an activity at the close of my
professional life. Yet, research has taken centre stage in my life. As it has
enabled me to take up a lecturing post at a university, and with the
dissemination of research results still ahead, finishing this study does not feel
like closure. | will explore in the final chapter of this thesis what it means to
be in a place with such a strong sense of beginning while not wanting to

dismiss the original aspiration to create closure.

Presentation of thesis

In the first chapter the origin of the topic and the origin of the approach of
this study are presented. First, | address how the aim to unravel the
psychological process of cancer survivorship is embedded in my professional
experience with cancer survivorship approaches in the health care sector.
Secondly, it is explained how it came to my attention that conceptual
metaphor theory and an understanding of comprehending as embodied, non-
conscious and metaphorical can form an effective framework for the study of

survivorso6 comprehending of self.

In other words this background chapter should reveal that with this thesis a
dual aim is pursued: 1/ to deepen the understanding of survivorsd
comprehending of self and cancer and 2/ to do this from an embodied

perspective on comprehending. The latter serves two purposes: | will argue
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that it is an appropriate method for the exploration of the process of
survivorship. Furthermore, as it is a relatively new theoretical perspective on
cognition there is still a lot of scope for its application, especially in the field of
health care research.

Where traditionally the first chapter may be followed by a review of the
existing research literature on the study topic, in this study priority was given
to the development of the theoretical framework. For a literature review to be
purposeful and congruent with the approach of the study, it seemed
necessary to explicate the theoretical framework first. In addition, the

research objectives themselves were a concretisation of the approach.

What it means for comprehending and self to be embodied will be explored
from a neurological and from a phenomenological perspective. In chapter 2
the embodiment of self and thinking is explored from a neurological
perspective.  This allowed for the delineation of five dimensions of

embodiment.

In chapter 3 the five dimensions of embodiment are taken forward in five
research objectives. It is also explained how the theory of embodied
cognition in this study is brought together with an interpretive

phenomenological approach.

In chapter 4 | explore the general phenomenological underpinnings of an
embodied viewpoint on understanding. They run parallel with the
neurological ones addressed in chapter 2. In addition | explicate a number of
secondary theories that are based in embodied phenomenological philosophy
and that have informed the five research objectives which were explicated in
chapter 3.

Having thus presented both the topic and the theoretical approach, in chapter
5 I turn to the cancer survivorship research literature. With this review | hope

to be able to demonstrate the earlier made claim of originality of my
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exploration of survivorship and of the approach mobilised therein. However
the review also serves to enhance an awareness of the context of
survivorship. It clarifies where the present study positions itself in this field of
research.

Chapter 6 builds on the conclusions of chapter 4 and reflects on a number of
methodological aspects. Those in turn will guide the methods of data

generation and data inquiry described in chapter 7.

In chapter 8 | present and discuss the findings of the inquiry. This chapter
also incl udes references to the painted formats

comprehendings.

In bringing this thesis to a close a format has been chosen that reflects the

hermeneutic principle that interpretation is an ongoing process.

First, in chapter 9, the research objectives are discussed in view of the
research findings. Strengths and weaknesses and suggestions for further

research are pointed out.

Secondly, in chapter 10, which forms the practice part of this thesis, it is
discussed how a collaborative artistic interpretation of the research findings
generated a series of painted images. How the paintings did have an impact
on the understanding of some of the research findings is discussed in chapter
8. In chapter 10 it is explained how the paintings will be used as a tool in
health care education and care, which is believed to generate further
interpretation of the research findings.  The very process of artistic co-
creation will be discussed here as a form of art-based research practice.

Insights from this co-operative work will be examined.

Thirdly, in chapter 11 | contemplate the impact of both the content and
process of this research project on myself. | reflect on what it means to bring

this thesis to a close.
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1. Background

As indicated in the introduction the topic of this thesis is the self vis-a-vis
cancer as experienced by bowel cancer survivors at different times post
treat mennact 6 e cognitiono f or ms t he t h
encapsulates the way this research topic has been explored. In this first
chapter the causes and reasons that have led to this topic will be explained.
First the focus on post-treatment cancer survivorship will be situated in my
professional context as a hospice counsellor. Next the meaning of the focus
on the self is clarified in relation to my counselling context and to other
survivorship support approaches. Reflections on an on-the-job case study
informed the decision to home in on bowel cancer survivors and to elicit
expressions of self at different times post-treatment, including expressions of
self from long-term survivors. In the final sections of this chapter three more
aspects of the case study that formed the initial building blocks of the
research approach are pointed out. These aspects are the experience of
exploring self-expressions through a lens of metaphor and sensori-motor
embodiment, the occurrence of self-expressions in interaction with cancer

clinicians, and the overall direction of change of the self-expressions.

1.1 Post-treatment cancer survivorship

It was in 2005 that post-treatment cancer survivorship began to emerge as a
theme within my professional life in a number of ways. This eventually led to
a decision in 2013 to research the topic as part of a doctorate. Before
exploring the diff er ent ways & c anc e mpresented,V wilkfisst s hi p ¢

define how the term is used in this thesis.
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1.1.1 Definition of cancer survivorship

The meaning of the words Ocancer survivor o6
evolved over time and varies between professional disciplines and countries.

Overall the term 6écancer survivord may be us
t he term Osurvivorshipo usual ly refers t o
treatment (Bell and Ristovski-Slijepcevic 2013; Jefford et al. 2013). | will

follow this practice.  Consequently, i n this st udygancer he wor ds
survivorsh i p 6 ,-t réepaotsmte nt cancer O argavmenvamcerhi p6 and
sur vi vmeferdoGhe saimé. Inthisthesisluse the term &édcancer sur
as this term is commonly used in research, but | would urge health care

practitioners to keep in mind that aconsider abl e numberdomf &6survivo
identify with or reject the term for a variety of reasons, e.g. the term

overstates the risk of death, or it understates the risk, it suggests that survival

depends on personality, or it suggests (unwanted) advocacy (Khan et al.

2012).

Cancer patients who have finished their treatment may beey onld cancer 6

while ot her s may be 60 | i(Natiomah Camveér tShrvivarship c e r 6

Initiative 2013). The experyeosndi ocnancer & means that thi
considered to be cured or at least there is no active disease known or visible,

while for others the cancer needs to be controlled with ongoing or intermittent

treatment and therefore the term o6living witt
this research | will focus on the experience of post-treatment cancer survivors

who have not needed further treatment after finishing the treatment offered in

response to the initial diagnosis (this could have been surgery, radiotherapy

and/or chemotherapy). In other words | focus on survivors who have medical

grounds to hope that they are orwillbel i vi ng Obeyondwhamancer 6 and
long-term survivorship becomes a realistic possibility. It is part of cancer

survivorship that there never is complete certainty about the cancer not

returning. This can be noticed in the way cancer survivors refer to the

physicality of their cancer post-treatment. In my practice some patients say

0t he cancer is not there anymored, others us:¢
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uncertainty about it being removed beyor
not there at the momenadeothétbanceratm
just Othere is no vitsdi.bl el n¢whahgpasicipsatsu dtyh e
refer to cancer in relation to themselves as something that psychologically

exists for them while they consider it unlikely to be physically present or

gr owi ng, I owi || use the terms O6inactive

In my professional life, post-treatment cancer survivorship presented first and
foremost as an experience that was in need of support and better
understanding in my own individual counselling practice. This opened up
reflections on the role of hospices in survivorship support and turned my
attention to research findings of national and international health care
organisations. In the next sections these aspects will be further discussed.
What follows is also an illustration of my early experience of research as a
journey which direction is at least partially determined by reflections that
unexpectedly spring from both spontaneous and deliberate accumulations of
experiences and thought processes.

1.1.2 Cancer survivorship is a psychological experience sui generis

During the last 25 years | have worked in hospices that care for adult patients
and their families. In my experience, about 15 years ago the number of
patients who were asking for counselling support while they were considered
to be moving into the realmof O6sur vi ving canc.eOnéofst ead
these patients was Edward (pseudonym). Listening to him brought it home to
me that a new psychological experience was described to me in my

professional practice.

In October 2006, Edward looked back to the time when he really felt and
thought he was dying from cancer and how this changed.

AMy conviction stemmed from the way
the state of my cancer but probably even more from feeling physically
that ill that dying seemed very plausible. People around me shared
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the same view. And God was there. But once | experienced dying as
a certainty and real | regained my ability to take complete control over
my way of being. | remember doing the things that | wanted to do.
But then the physical experience changed and after a while my body
knew | was not dying. Dying lost its realness. You cannot keep dying
and not do it. It leads to shame. | could not live like that. | needed to
let go of dying and | felt | had to renegotiate my life T | needed to
trulst. o

Edward knew he had to turn his gaze away from dying and | knew that in
order to understand him, | had to turn my gaze away from the models of loss
that were up to that time predominant in my hospice work as they captured
the experience of people who were terminally ill or bereaved and for whom
60 de at hpbesemt @asa certainty. No doubt many parallels can be drawn
between all experiences of loss but at that point in time it stood out for me
that cancer survivorsd experience of death as a threat rather than as a
certainty was a difference that had to be considered as potentially creating a
unique psychological experience. | agree with Little et al. (2002) who argue
the importance of understanding cancer survivorship as an experience sui
generis. In those early days, for me, thinking of cancer survivorship was
mai nly an experience of 0 wandkcertamly d gdt and déno
understand i n iy felt as if | was looking into a valley through unfocused
binoculars. As being abl e t o understand and er
experience is believed to be a key therapeutic factor in person-centred
counselling (Rogers 1957), I was motivated not only to enhance my
understanding by listening to clients, but also to research what cancer meant
for people after they finished treatment and when there were medical
indicators to believe that their life was no longer, or at least not imminently,

under threat.

! This quote is part of an extensive case study which is presented in its entirety in appendix AO. | will refer to this
case study throughout the thesis as it has informed my research question, methodology and method. The case
study will be included in the discussion of the research data. Permission to include this material was obtained from
the case study participant (appendix A1) and Bournemouth University (appendix A2).
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1.1.3 Cancer survivorship acknowledged as a health care issue

Cancer survivors did not only access counselling but also other support
services in the hospice | worked in and the same was happening in some
other hospices. This reflected cancer survivors increasingly reporting a need
for a wide range of support (Stanton 2006; Corner and Wagland 2012).
Based on a general ethos of openness there was an encouragement for
hospicest o respond t o andexpandvtizertraddional @i
terminal illness (Corner 2013; Payne et al. 2013). Present definitions of
Hospice care specify their focus on terminal and life-shortening conditions
(Hospice U.K. 2019). This means that supportive care for longer term

survivors is limited or at least not openly available.

At the time when cancer survivors came forward in hospices, ever more
national and international voices mentioned the need for more support for
cancer survivors and for research into the specificity of their experience.
Although the American National Coalition for Cancer Survivorship replaced

the word o6cancer victi meh (MICBHEIILE), @ avasc e r

not until 20 years later when Feuerstein (2007) specifically addressed health
care professionals in general with

in 2007, the National Cancer Survivorship Initiative (NCSI), a partnership
between the Department of Health (DoH), MacMillan Cancer Support and
NHS Improvement, was launched in the U.K. (DoH 2010). Supported by
patient surveys a wide range of survivorship research and health care
developments was initiated (NCSI 2013). A better understanding of the
survivorship experience is deemed important as already 2.5 m people in the
U.K. live with cancer (Macmillan Cancer Support Media Centre 2019).
Cancer Research U.K. statistics show that, in England and Wales, since
2010, 50 % of people who were diagnosed with cancer (2019b), and 57 % of
people diagnosed with bowel cancer (2019a), survive for 10 years or more
and this figure is expected to increase. Lickiss (2009) echoes the World
Health Organization in asking researchers to explore vulnerability at all stages

of survivorship.
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It was the realisation that more and more people will live beyond cancer, my
personal confrontation with and wider information about c anc er survivor so
request for support, and the realisation that there was plenty of scope for
improving the understanding of their experience, and therefore, of the
therapeutic effectiveness of support, that formed the basis for my motivation

to research the experience of cancer survivorship.

Cancer survivorship is a multi-facetted experience and is researched from a
wide range of angles (see the literature review in Chapter 5). In the next
section | describe the background of my choice to explore specifically how

survivors experience their self vis-a-vis cancer.

1.2 Self vis-a-vis cancer

As a counsellor | listen to how survivors express and explore what cancer

means to them. Initially this is also how the topic of this research was

presented to potential participants, i.e. by using the phrasingfihow does t he
meani ng of cancer progress idypartcipagt cancer S
recruitment material. However, as my own awareness of my implicit focus

refined, | realised that | was specifically interested in what cancer means for

their experience of self. Moreover | noticed that at times the meaning people

attribute to cancer shapes their view of self, while at other times their view of

self shapes the meaning they attribute to cancer. Consequently, it felt more

accurate to present the experience of self in interrelation with cancer as the

topic of this study.

The phrase 0 s evib-d-vis ¢ a n cles ldeen chosen as this arguably best

captures the self facing cancer whilst it also considers the relationship

between self and cancer but without personalising cancer, which | feel
happens, with phrasessuch éi n r el ation tod6 or o6in interre
ot her hand synonydnst dd ker Ode ¢ lhc erergiamrgd mi s s

mutual influence between the sense of self and the sense of cancer.
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During the research sessions, the focusonp a r t i cselpda ndt medn that

their narratives about the meaning cancer has or had for e.g. their family
relationships, their ability to obtain insurance, or their reintegration in work,

were discarded. Such narratives are all relevant as they co-constitute the
experience of self. It has meant though that rather than asking participants

Awhat ahoeemeancfor you?0 ppening questions were formulated in a

manner that was less cerebral and that brought their experience of self in

relation to cancer more to the fore,eg.fhow do you f eel I n re
at t he madnnface-tb-face conversation | believet he expressi ol
relation to cancerbwas appropriately neutral, whereast he expr e&a si on

vis cancer® seemed too for mal

Although there seems to be no uniform use of lower or upper case to indicate
the self in the literature, the self and the Self can refer to slightly different
experiences. | have been guided by a description by Francisco Varela, Evan
Thompson and Eleanor Rosch (1991, p.124) who refer to a distinction made
by Minsky

~

n. . . tdeleis avconvedient way of referring to a series of mental
and bodily events and formations, that have a degree of causal
coherence and integrity through time. And the capitalized Self does
exemplify our sense that hidden in these transitory formations is a
real, unchanging essence that is the source of our identity and that
we must protect. 0

The self as topic of this study will be written in lower case for two reasons.
First, par t i cexgpeasioh of the experience of self vis-a-vis cancer may or
may not coincide with the Self they identify with and which may also be called
their O6true Self o&Coompaocoanghemrntritd c5elahnd so
self may reveal such differentiations. But my research interest is wider than
exploring whether the way people experience their self in relation to cancer
coincides with what they consider their true Self. My interest is in the
exploration of their experience of self vis-a-vis cancer in general. Whether
this experience falls together with their true Self, or whether they accept or
rebel against this experience of self vis-a-vis cancer in that moment is all part

of this. In other words the focus of this study is on the experienced self; also
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when this does not coincide with the Self people consider their authentic Self.
Secondly, as will be addressed below, in this study the self is not explored as
an essence but as a process, more specifically an embodied process. This

correlates more with a lower case self.

In the remainder of this sectiont he choi ce t o r epegeacec h

of self vis-a-vis cancer will be situated in relation to the dominant survivorship

approaches in the health care sector.

Researchers report that cancer survivors have a fear of cancer recurrence
and are on alert for a long time after finishing treatment (see the literature
review in Chapter 5). This is an experience that most people empathise with
as it is not uncommon to think of cancer as a potential life-threatening illness
and that, notwithstanding innovations in cancer treatment, not enough
progress is being made (Ramers-Verhoeven et al. 2013). It is also an
experience that is backed up by neuro-biological explanations of the role of
fear for survival (see below). Macmillan Cancer Support (2019, p.1) reports
t hat fAeven 10 years after tr eatemremmat

least one psychological issue. 0

Support services employ different approaches which could be explained by
referring to differing views on e.g. therapeutic effectiveness, cost-
effectiveness, best practice, and so on. It falls outside the scope of this
thesis to explore the rationale behind the different approaches but | wish to
explore briefly the meaning of the focus on the self vis-a-vis cancer in this

study, in relation to support approaches.

With numbers of cancer survivors rising, the provision of support programmes
has increased. In the UK, the NHS and Macmillan are the main providers of
cancer survivorship support. These programmes focus on coaching cancer
survivors towards healthy life-style changes and towards the self-
management of medical and other needs. Clinicians consider the diagnosis

as fertile ground for learning and are trained in taking the role of specialist
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advisors and i n structuring their supp
contacts between patients and themselves (Fenlon and Foster 2009;
Department of Health et al. 2010; National Cancer Survivorship Initiative
2013). Based on an exploration of the psycho-social clinical literature, Bell
(2012) confirms this approach underpins most cancer survivorship support.
This goal oriented approach, aimed for by focusing on behavioural changes,
implies that patients are encouraged to put aside thoughts about cancer and
to disconnect from the trauma of the cancer diagnosis, or, as Bell puts it, in
most cancer survivorship support interventions it is deemed desirable and
possible to @ut offéfrom what has happened, and to accept a tabula rasa

thinking from wher selfd heea m rsetnearkti.ng of t he

In my own counselling practice many cancer survivors express this wish to
6cut of fé6 from cancer. Wh a t brings th
struggle to manage this. In counselling this struggle is likely to be seen to be
brought about by incongruence between the behaviour aimed for and the
thoughts and feelings in relation to cancer. The therapeutic approach will be
one of engaging with cancer, which entails a focus on what may be seen as
negative thinking and dwelling in vulnerability. Certainly from a person-
centred approach this is believed to be the route to integration and well-being.
What caught my interest though are the varying expressions of self in relation
to cancer. The person who has just completed treatment may relate in a
different way to cancer than the client who finished treatment a year ago, or
five years ago or the occasional client who finished 10 years ago. The way
people relate to cancer when they access counselling, is not only different
depending on where they are in this process. It may also differ depending on
how they felt before they experienced a need for support, or how they hope

they will feel in the future.

In this study the aim is to be open to the experience of cancer. | am aware
that exploring the meaning of the relationship between self and cancer can be
particularly relevant for therapists who find it useful to explore rather than put

aside survivorso rel at iloamsalsa gwarenvthat & lack afn c e r .

29



understanding of the variations in the relationship between self and cancer
could contribute to the widespread focus on the experience of 6 c ut t i
There is also an advocatory drive behind my choice of topic as | hope this
research will help to break down the view that the complex reality of self
needs to be managed rather than embraced. This outlook resonates with
voices that plead to leave behind an over-emphasis on positive thinking in

cancer care (Holland and Lewis 2000; McCreaddie et al. 2010), with those

that encourage doingt he O6i nvi si bl e \wfopraktdi emft sbe ehruimmag a

experience (Ellis-Hill 2011) and with those that urge to explore experiences

with openness to both vulnerability and agency (Dahlberg et al. 2009).

For reasons of clarity | would like to make two more points:

Byatt endi ng t o c aseltwssa-viscancer | do mot wigh to deny
that cancer survivors simultaneously experience their self in ways that are
unrelated to cancer. In other words the self vis-a-vis cancer is, what has

been called, a &elf-aspecté(McConnell 2011).

The topic of this study originated in my experience with survivors in
counselling. Their relationship with cancer was often experienced as
distressing. This research however is deliberately not restricted to the
experience of survivors whose self vis-a-vis cancer was experienced as
distressing and this will be reflected in the participant recruitment and
sampling process. The topic is the experience of self vis-a-vis cancer, in
gener al . I am as much interested i
cancer as a non-issue as when they consider it as deeply disturbing for their
self. The choice to widen my research to include the experience of cancer
survivors whose experience did not create a need for counselling only
gradually emerged as an option. It was with hindsight that | realised how I
had been emotionally attached to the topic as | knew it from my professional
experience. As described by Etherington (2004) | have experienced this
move beyond my own experience as an important step in becoming a

doctoral researcher. | believe that exploring a wider range of cancer
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survivorship experiences has led to a deeper understanding of the

experience.

So far only the general background of my research topic has been described.
To explain further details | need to refer to an on-the-job case study.
Reflections on the case study experience have determined how the research
topic has been further honed, while the theoretical framework generated in
the case study has significantly influenced the development of the research
approach.

1.3 On-the-job case study at the inception of research topic

and approach

In 2005 my professional interest in cancer survivorship led to the start of a
five year case study with the aforementioned Edward as the case study
participant. This case study focused on the gathering and exploration of eight
metaphorical reflections that were formulated by the participant to express
how he experienced and conceptualised his self at different times after

finishing the cancer treatment.

In appendix AO | explain how this focus on metaphors came about and how
data were gathered. The findings of this case study motivated the present
research in general but more specifically, as is described in the next two
sections, they influenced the decision to focus on bowel cancer and to include
the experiences of long-term survivors. In the following three sections it will

be clarified how this case study has also shaped the research approach.

1.3.1 Bowel cancer

In the research at hand a deliberate choice was made to work with one

tumour group. | wished to exclude variations in peopl e 6 s Sur vi vec
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experience that were directly informed by differences in life-expectancy based
on the type of tumour. Bowel cancer was selected because it is a diagnosis
that affects both men and women and has a high percentage of survivorship
(Cancer Research UK 2019a). It was also the diagnosis of the case study
participant. This supported the choice for bowel cancer as | wanted to
explore and present the research findings in conjunction with the case study
findings (see 1.4.2 and Chapter 8).

1.3.2 The self at different times post-treatment, including long-term

survivorship

During the first year post-treatment the case study participant had expressed
two distinct experiences of self in interrelation with cancer. However, during
the transition from the first to the second year four more emerged and two
more metaphors were taken down around the third and fourth year post-
treatment. In 2009 the case study had to be put on hold but not only was the
ongoing change in the experience of self in relation to cancer confirmed by
my experience with other counselling clients (see above), there was also a

feeling that more variations would occur.

Neuro-biological insights expressed by Cozolino (2006) strengthened my

belief that it was not irrational to expect survivors to be on the alert in relation

to cancer for much longer than people who have not been diagnosed with

cancer might expect. Cozolino argues that when something happens that

might undermine survival, a fear response is automatically triggered. Fear

resides in the amygdala whose role it is fto remember a threat, generalise it to

other possible threats and carry it into the futureo (I bi d.We ae. 319)
biased towards fear; it i's the bodydés way of
threats.

"Based on our neurobiology fear outranks and outwits love in a
number of ways. Fear is faster, automatic, unconscious,
spontaneously generalised to other stimuli, multisensory, resistant
to extinction” (Cozolino 2006, p.318-319).
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Cancer survivors may have felt threatened in their survival to different
degrees but it is reasonable to expect that for the majority of survivors their
journey of recovery will have started with a strong fear response. Expecting it
to fade swiftly is somehow contrary to neurobiological understandings of the
function of fear. The overall impact of fear on the brain is that its capacity for
integrating information decreases. This means that bodily, emotional and
thought processes do not unite appropriately (Ibid., p.32). This helps to
understand why survivors struggletogoback t o o6nor mal 6 as

Yet this does not completely paralyse people. On the contrary, in situations
of stress, stress hormones are released which instigate biological changes
that augment neural plasticity and enable adaptive coping and learning
(Huether 1998 cited by Cozolino 2006, p.214). Cozolino also explains that
the human brain is a social brain; it has an innate capacity to connect with
people. It is this tendency to engage and connect, to love, that has the power
to counteract fear (lbid., p.316). That survivors seek to maintain connection
with people who understand the source of their fear and engage in
programmes that are geared to find new ways to cope, seems supported by

these neuro-biological findings.

A not unimportant note for health care practitioners is that when people have
been confronted with extreme stress, at a young age or for a long time, their
behaviour and brain functioning becomes rigidly organized around fear.
Avoiding exploration and stimulation becomes the norm and this further
jeopardizes their skill to counteract fear (Ibid., p.214).

This idea that the re-conceptualisation of self in relation to cancer might
continue for a long time and perhaps even as long as people live post cancer
treatment, spurred me on to recruit participants who were up to 20 years post-
treatment. This expands the five year remit of the case study and it takes into
account that nowadays more than 50 % of bowel cancer patients survive for

10 years and longer (see above). The literature search also revealed that
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only a limited number of qualitative studies have researched the experience

of longer term bowel cancer survivors (Appleton et al. 2013).

1.3.3 Sensori-motor embodiment of metaphorical conceptualising of

self

At the start of the case study, t he metapho
expressions caught my attention. | wanted to explore the metaphors but

initially I was - if | can use creative language -i n need of findanObmused t o
original approach. This came coincidently when | was introduced to

embodied cognitive science via George Lakoff and Mark Johnsonoés

Conceptual Metaphor Theory. Lat er in this thesis the term
used as a more specific, but nevertheless synonymous termfor6 e mbodi ed 6 as

far as Lakoff and Johnsohsbohsorytaiddheteyn i s concer
6 e n a cwillibg explained in more detail in Chapter 4. At this stage | will

summarize three points: First, Lakoff and Johnson (1991) argue that the

6what 6 an dconaceptualisivg, imcluding the conceptualising of the

experience of self, is a neurological achievement that is not only happening

within a body and within a brain, but is influenced 7 they use the term

0 s h a (ibadddpdl6) - by the features of the human brain and body, and the

implications of these bodily features for the way people engage in the world.

Secondly, they focus specifically on the impact of sensori-motor-spatial

embodiment on conceptualising (an example follows). Thirdly, they consider

metaphor as the non-conscious neurological mechanism that links sensori-

motor-spatial embodiment with conceptualising. In other words conscious

conceptualising is considered as sitting on a vast amount of non-conscious,

pre-conceptual thinking. Thisnon-consci ous part, the fAhidden h
conscious thought, is seen as taking up 95% of thinking (Lakoff and Johnson

1999, pp.11-12) and thinking is considered as embodied and as metaphorical.

In relation to the case study, Lakoffand Johnsonés Conceptual Me t
Theory spurred me on to pursue an exploration ofthecasest udy partici pant

experience of self by zooming in specifically on the metaphorical expressions
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and on highlighting the sensori-motor and spatial features of the subjects
conjured up in the metaphors (see the example below). This method of
exploration will be revisited and adapted for the research data inquiry (see at
7.4.3.1). Experiencing the results of this exercise led to the decision to use

this perspective for the research for three reasons.

First, highlighting the embodied features in the metaphors proved to be a
criterion that enabled a systematic and detailed differentiation of a variety of
expressions of self. This meant that comparisons were possible and this
enabled me to shed further light on the specificity of each of the experiences.
The following examples may clarify what | mean by claiming how the spatial
and kinaesthetic features embedded in metaphors can be used as criteria to
differentiate metaphorically expressed experiences. Earlier | referred to the
expressions o6cutti ng fromh €abcera Rad example &
survivor may express their sense of 6 ¢ ut t ias figancerfisflike a terrorist
who has left the countryg while somebody else may specify it as fhaving
kicked cancer in the long grasso.

different space than the self (cut off), but the kinaesthetically passive versus
active self makes that the first metaphor speaks of an anxious tension while

such tension is absent in the second metaphor. The expression 6 n o t

cut of f frcoml dabees@peci fied as itftaudncer

cutt
I n
bei ng

al so rean nf@ a grip on ¢ anboth casescancdest ap ho

in the same space as the self, but in the former cancer controls the self

kinaesthetically, while in the latter the self is controlling the cancer.

Secondly, the choice to take this cognitive embodied approach forward into
this research was further consolidated when | experienced that an
engagement with the highlighted embodied features of the metaphors
triggered a quasi-automatic embodied empathic response in me. I
anticipated that research findings that took such an embodied form would
impact in a similar way on survivors and health care practitioners with whom |
intend to share the findings. This will be explored in the practice part of this
thesis (Chapter 10).
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Thirdly, exploring self-expressions through a lens of embodiment is both an
acknowledgment of the body as O0enablingd thinhksi ng

6shaping and therefore | imitingd what

The use of spatial and kinaesthetic bodily experiences to express
experiences occurs un- or non-consciously, and automatically. Although
some authors (e.g. Lakoff and Johnson) us e t he -d cemranc ildelduns 6
use the term don-consciousdin relation to cognition and other sub-personal
processes addressed in this thesis (except when used differently in quotes).

This is to avoid confusion with the meaning of un-conscious in psycho-
dynamic theories, where it suggest s 0 8 u paptir@lereedi forn

psychological treatment, rather than the merely and neutrally non-conscious.

Based on the three reasons mentioned above, the decision was made to
adopt this strategy (i.e. eliciting metaphorical expressions and shedding light
on their spatial kinaesthetic features) for my research. Two more
considerations need to be made here. First, | did not wish to dismiss that
Lakof f a n ¢ ouflookh stasds wroa premise that is contrary to the
disembodied view on conceptualising and language that had influenced my
and many peopl Eenbodieddrogniteon wasto be the theoretical
basis of this research it seemed apt to explore the roots and implications of
this view in more depth. In Chapter 2 | will attend to neurological insights
that underpin this view, while in Chapter 4 | will cover phenomenological
philosophy that supports this outlook. Secondly, Lakoff and J o hns on
Conceptual Metaphor Theory focuses on the impact of the neurological
embodiment of sensori-motor experiences on conceptualising. This meant
that during the case study the exploration of the meaning of the experience of
cancer in interrelation with the self was focused on the meaning as expressed
with reference to the sensori-motor @®ogicd embedded in the conceptual
metaphors. These opened up questions about other forms of embodiment
and how their neurological imprint might impact on conceptualising, and about

whether | needed to widen the embodied lens of the research (see below).
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1.3.4 Self in response to medical interactions and other life events

It was a given from the start that the conversation between the case study
participant and myself would evolve around his experience of self in relation
to cancer post-treatment. What became apparent later on was that the trigger
for new conceptualisations of self was, more often than not, the case study
par t i cexgerdence 6f sontact with his medical consultant, or his view of
their role in his present health status. Communication with other clinicians
also impacted on his iliness experience but did not seem to change the way
he thought about his cancer. This is not really surprising as it is mainly
through the clinical and technical assessments of consultants that survivors
gather information about the presence, absence or state of cancer in their
body.

As the experience of cancer, in the case study, seemed to be related to the
participant 6s consuttaats, & seemed relevanivto intiude this
angle in the research project at hand as well. | did not presume that the
research participants would equally focus on their consultant. | therefore
decided to explore how participants perceived their relationship with
whomever they considered to be the main clinician. However, most
participants referred to their consultant and consequently it is this interaction
which has been explored in the data inquiry.

During the case study the actions of cancer clinicians and consultants were
implictly accepted as the i nst i gexgereences famdr t he
conceptualisations. The relationship between conceptualising of self and
interacting in the world is a core elementint heori es oftogembibdné

and led to a revisiting of my initial unilateral perspective (see below).
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1.3.5 Interpreting direction of change of self conceptualisations

A comparison of the different metaphorical conceptualisations of self in the
case study led to a tentative conclusion that the conceptualisations were
increasingly intricate. This showed itself in an increase of the sensori-motor
complexity that shaped the metaphors. Content-wise it referred to a self that
seemed to feel increasingly in control over cancer and overall more engaged
in the world. From a person-centred counselling perspective this picture
resonates with the concept of a basic self-actualising tendency (Rogers
1951). In the research literature on cancer survivorship this idea seems
expressed in J 0 s e 201 stheory which defines survivorship as a process
of posttraumatic growth. At the start of the design of this research the
guestion to answer was how this phenomenon is understood within the

theoretical framework of this thesis (see below).

1.4 A quest for comprehensiveness

In summary, in this study | will explore the experience of self vis-a-vis cancer
as it is metaphorically experienced and conceptualised by bowel cancer
survivors who have not had active disease since finishing their treatment, and

who are spread out over time between 6 months and 20 years post-treatment.

| have a longstanding interest in a holistic understandi n g of peopl eds
experiencing and this has motivated a comprehensive study approach. It

has been a strenuous exercise and the urge to do so | see best expressed in

the following words:

AComprehensiveness requlettesewardedi sposi ti on
of significance and also a sense for the whole, held without any

assurance that a def {(Weinstein@985, gpfl4-i t i s adec
15).

Below | describe three ways in which | have actively searchedf or O6new or der s o

and a mor e c o rRipst, & the inceptioon of tid research the focus
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is on the delineation of an unrestricted number of different expressions of self
vis-a-vis cancer. Secondly, the findings of the on-the-job case study that
instigated the research will be considered and presented together with the
research findings. Thirdly, a theoretical and methodological framework that
takes account of the multiplicity of human embodiment will be developed and

used to interpret the totality of findings.

1.4.1 Pursuit of data variations

| claim that a focus on the self with the aim to shed light on as many
variations as possible during survivorship is complementary to the
perspective that underpins the majority of cancer survivorship support
programmes. It is an approach that values an exploration of experiences that
are often hidden and speak of vulnerability. Such experiences are more likely
to remain under the surface when the usual focus, seems to be, both in policy
and in practice, on the strong autonomous and goal-oriented conscious self.

Exploring the experience of self by concentrating on the embodied non-
conscious dimension of the metaphorical expressions and conceptualisations
of the experience is, | believe, an original and effective way of exploring
subtle but meaningful differences in the experiences of self during cancer
survivorship, and of deepening the understanding of these experiences. In

the literature review | will revisit this claim of originality.

1.4.2 Complementary exploration of research and case study data

So far it has been explained how the on-the-job case study instigated this
research, how the preliminary findings guided initial choices regarding the
research topic and approach, and how the study had triggered an aspiration
for a wider theoretical consideration of the meaning of embodiment for the

experience and conceptualisation of self.
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From the start it was also the intention to include the case study findings in
this thesis. First, as indicated in the introduction, | consider a Doctorate in
Professional practice to be a platform where understandings that have
emerged in a professional context can be acknowledged. Secondly, cancer
survivorship incorporates the experience of widely varying degrees of illness
severity but the number of participants one can recruit for a qualitative study
is limited. The case study participant had been diagnosed with a rather
severe degree of cancer. In order to widen the scope of experiences
explored, a number of research participants have deliberately been recruited

for their lesser illness severity (see 7.1.2).

It is with confidence and integrity that the case study findings have been
included in this thesis as the data have been gathered with rigour and ethical
awareness (see appx.A0). Although the aim of this study is to build an
integrated picture of the experience of self during cancer survivorship, the
data will be explored and the findings presented in a manner that at all times
makes it easy to distinguish the data from the research participants from the

case study data.

1.4.3 Development of a multiple embodied research lens

The questions in 1.3.3, 1.3.4 and 1.3.5 were triggered by reflecting on the
approach and findings of the case study and by revisiting the literature on
embodiment. It led to an overall feeling that the focus on the sensori-motor
embodiment of conceptualising of self at least needed to be contextualised in
relation to other forms of embodiment and that a research approach that
combined several lenses of embodiment deserved consideration. The three
guestions are:

1/ How to understand the interrelation between conceptualising and
interacting in the world from a perspective of embodiment? (1.3.4)

2/ How to understand self conceptualisations and the direction of change from

a perspective of embodiment? (1.3.5)
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3/ Are there other forms of embodiment that play a role in conceptualising of
self? (1.3.3)

As LakoffandJohnsond6s theory had uwthe recralogical
dimension of embodiment, | chose to explore the questions first from a
neurological perspective (see Chapter 2). This enabled not only the
formulation of the research aim and main question but also resulted in five

sub-questions and objectives (see Chapter 3).

Chapter 4 provides a more detailed exploration of the philosophical

underpinnings of the research questions.
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2. Neurological embodiment of self and thinking

Neurological science is not my field of training but the writings by authors who
have made an effort to make the field accessible for other disciplines have
helped me take forward the three questions above and have consequently
inspired the way sur vivi-avisscancee kapeebeenences of ¢

explored in this study.

This chapter starts with a neurological explication of the relationship between
self, brain, body and environment. This leads to distinguishing different stages
of self, their link with different dimensions of embodiment and how these
dimensions are at work when human beings conceptualise and express their

experience of self.

Antonio Damasio, a neuro-s ci ent i st whose book o0Self C 0ome
informed this chapter, discussest he cruci al r-oplog eotie nlse Obody
linchpin between the brain and the world.

Ai... the representation of the world exte
the brain only via the body itself, namely via its surface. The body

and the surrounding environment interact with each other, and the

changes caused in the body by that interaction are mapped in the

brain. It is certainly true that the mind learns of the outside world via

the brain, but it is equally true that the brain can be informed only via

t he b(@amago 2012, p.91).

The interaction with the environment processed via the body-proper, is
neurologically enabled and imprinted. In response to the first question about
the interrelation between conceptualising and interacting in the world, it is the
impact of the bodily changes in the brain caused by the interacting process

that Damasio brings to the fore.

In the next section the relationship between the self and the brain is
addressed. This is relevant as the topic of this study is the experience of self,
the 6016 that comes tovohsedfexperninenmed adfi oaatm

specific moments in time.
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Damasio (2012, pp.20-24) explains howt he sel f t hat can sa
calls the autobiographical self, from an evolutionary perspective has come
into experience, by likening it to a conductor of an orchestra. The orchestra is
used as a metaphor for the brain. In contrast to a real orchestra though, the
self as conductor was not present at the start but came into existence as the
performance of the orchestra, the brain, gradually unfolded over time. This
means that the brain is seen as creating the self and not the other way

around.

As the brain, from an evolutionary perspective, gradually evolved, two stages
of self preceded the autobiographical self. The first stage of self, which
Damasio (2012, p.202)c al | s t h e, referg o a selbthas ielimited to an
elementary feeling of existence and having a living body. It is the stage
where the self operatesasan &éor gani s moéo btchemicallyd nivet act
t he O6envi r on meseltebaluates WhHateongpimgtoaesses within
the body, e.g. metabolism, basic reflexes, immune system, pain and pleasure

behaviour, basic drives and motivations mean for its welfare and survival

(Johnson 2007, pp.55-58). | mbal ances in the bodily
Il n soci al and psychol ogi cal sciences th
synonym f or O6f eel i ngtéwordd B mo trefersdotachemitale x t
response.

Emotional responses to a distortion or threat trigger neuro-chemical changes
which in turn affect the whole body and its musculature. These events
change the proto-self. The overall feeling of existence changes into a feeling
that differentiates and draws attention to particular objects. These events are
non-verbal but they are happening to a protagonist, a self that is a proper self
rather than a proto-self. It is an action-based self and Damasio calls it the
stage of the core-self (p.203). By acting and behaving towards the world, be
it just in the moment, structures of sensori-motor experience develop. These
are often referred to as (@U0% d.412) paintse ma s 6
out, not to be confused with 6ébody i mage

43



Al n the body i ma g eriencet las owred dyythei s exnp
experiencing subject, and the image is typically a partial
representation insofar as conscious awareness usually attends to

only one part or area of the body at a time. The body schema, on the

other hand, is neither an intentional object of consciousness nor a

partial representation of the body, but rather an integrated set of

dynamic sensorimotor principles that organize perception and action

in a subpersonal and nonconscious manner.o

Body schemas ar e | ai d down inmage sdhemasd(doansam as 06
2007). Thi s ©Oc o0 ecasieddn simemd tb Gesonate with what
Shaun Gal | agher calls the &émi nasmadlfthatéesl f 6 whi ch

basic, immediate and devoid of temporal extension. It is limited to the
momentary sense that it is my body that is moving (self-ownership) and that |
am the initiator or source of the action (self-agency). It is a self-
consciousness that is pre-conceptual and pre-language. Research shows
that a human infant is already equipped with a minimal self that is embodied,

enactive and ecologically tuned (Gallagher 2000).

The primitive, minimal, core self does no't s aBRurthér Inéurolggiedl .
developments are needed before that becomes possible. The self that can
say, Al & referred t o as t Daeasi® a0l2) b i ogr aphi c
6nar r at (Gallaghes 2000). 6 The crucial difference with the previous
stages of self lies in the fact that this self comes with a sense of personal
identity and a sense of continuity across time. The conscious self could not
hold all that constitutes its identity in its conscious mind. However the brain
developed the capacity to hold a vast amount of memory records non-
consciously. These are records of physical skills but especially of
experiences of personal events and facts (Damasio 2012, p.289). The
advanced brain also enables an integrated way of thinking and feeling which
makes encompassing past and anticipating future experiences possible (lbid.,
p.23). From an evolutionary perspective, the autobiographic self emerged to
improve the effectiveness of the proto- and core action-based self (Ibid., p
270); the autobiographical self enabled a better life regulation, or what
Damasio also calls homeostasis, in increasingly complex environments (lbid.,

p 57).

44



These three stages of self do not only describe the evolutionary process of
the brain. Cozolinobs descr inpdhidmod of t
onwards echoes the same process:

Al ot is safe to assume that the self
processing that develop from the bottom up as we grow. The first

systems of internal bodily sensations are joined by sensory-motor
systems, added to be emotional and cognitive processing, and later

topped off with abstract ideas and beliefs. This entire multilayered
experience is then described in a co-constructed life story and

| abel |l ed wi (Cdreolinol2@6,p.838)m 61 6

What is especially relevant for this study is that according to Damasio (2012)
not only the evolutionary self but also the self of the present day adult human
being is not independent from but rather constituted by brain activity. In that
sense it seems more <correct to conside
contrasts with how lay peopl e ref er to the sel evermas i f i

brain independent entity.

The view of the self as a OoOprocessd see
realness of self. Damasio (lbid., p.24) does not hesitate to say that once the

self gained the status of conductor of the orchestra, even if that still means

that i1t i s Acobbled together by feelings
does not make the conductor any | ess r
undeniably exists in our minds, and nothing is gained by dismissing it as an

i I 1 usi on. 0-scieistsh eg. Varela etralo (1991) conclude from the
neurological fi ndi ngs t hat 60t her e Buddhist phiosophgy| f 6 a
where the self is rather seen as a metaphor and one that is better left alone:

nSel f, it turns out, I's a metaphor f
a metaphor for that which knows. The insight practices reveal that

such a metaphor is unnecessary, even disruptive. It is enough,

these practices reveal, to open to the ongoing process of knowing

without imputing someone b e h i n d(Epstein 1896 pp.154-155).

The focus of this study is on the understanding of self from a perspective that
any understanding of self is by definition metaphorical. | find it important to

hold in awareness these different views on whether there is an ontological
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self behind the metaphor but it is not necessary for this study to take a

position in this debate.

The higher cortex conceptualising from where the self in the contemporary
adult human being springs, is also ongoingly embedded in the pre-
conceptual, non-conscious and lower cortex neurological processes that are
linked with the body-proper processes (Damasio 2012, p.275). This means
that cognition is underpinned by emotion (Damasio 1994). Johnson (2007)
explains that the brain developed through evolution by adding to rather than
replacing existing brain structures. The result is that the brain uses both core
limbic and higher cortical shell structures and that the processes that through
evolution led to less developed stages of self are now integrated in the
workings of the higher cortex.

According to Johnson (2007, p.100) ist r u c t ther aore regiams are
massively interconnected, whereas structures in the shell are more sparsely
inter connected. O J thdt nognition mpwves frorh sore dowshell.
Consequently experience always starts with a pervasive unifying quality of a
whole situation as it stems from the dense core limbic system that is mainly
responsible for body monitoring, motivation, emotions and feelings (lbid.; see
proto-self described above). But after the situation is given as a whole,

objects, properties and relations are discriminated (lbid., p.75). They are not

6givens6 but 6t akingso. They emerge

cortical structure that enables perception, body movement (see core self) and
the features of the autobiographic self such as action planning, reasoning,
values and history (lbid., p.100). These objects are still saturated with the
meaning already presesnit @qdidndesidde p16).
This process sheds light on the second question about the direction of

conceptual changes.

Feldman describes the involvement of lower cortex processes in higher cortex

functions such as language:
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n. .. any approach t o an embodi ed t
mechanisms of neural computation used for other purposes and

adapted to thought and language i detailed structures in the visual
system, the motor system, a(Reddmdnasi c
2008, p.8).

He confirms that metaphor is, as is also the core statement in Lakoff and
Johnsono6s alQetapha gheory, the neurological mechanism that
brings embodied knowing into conceptual and linguistic knowing:

frhere is now very strong evidence that essentially all of our cultural,

abstract, and theoretical concepts derive their meanings by mapping,

through metaphor, to the embodied experiential concept s. . . ¢
(Feldman 2008, p.199).

Based on what has been discussed so far, and as an answer to the third
guestion, | distinguished five levels of embodiment that underpin
conceptualising and the emergence of self. These will be summarized below

and are presented in relation to the different types of self in Figure 1:

1/ Equipped with a brain and body-pr oper , aengpgemesnts with the
environment take the form of actions and interactions. In this thesis this will

be indicated with the term transactions (details in Chapter 4).  They in turn
trigger reactions in the body-proper which are also laid down in the brain.

This process lwi | | refer toembso dit (Berrths ey box io n a |
Figure 1).

2/ The body-proper reactions exist on the level of organs, chemical and
biological processes which | will refer to as 6 b-chemical embodimentd
These body responses are laid down in the brain as neuro-chemical
responses. In isolation this does not generate a proper self but rather a

proto-self (see the blue box and above in Figure 1).
3/ The body-proper also reacts as a sensori-motor entity with its specific

shape, |l i mbs and postumetwhi @mbloThasénleint & a

patterns of action are laid down in the brain as image-schemas. The self that
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lives on the level of action in the moment is indicated with the terms action-

based self and minimal self (see the pink box and above in Figure 1).

4/ The interactive engagement with the world also generates an internally felt
experience in the body-proper whi ch wi | | be refer
embodimentd . This resonates with a capacity in the brain to store vast
amounts of memories of experience which forms a building block for a sense
of identity and continuation from past to future. This was necessary for the
emergence of the autobiographical self. Also, the lower dimensions of body-
proper and neurological embodiment and self are used to conceptualise
where the fully narrative autobiographic self emerges from (see the green box

and above in Figure 1).

5/ The automatic drive towards survival, both in evolutionary terms and in any
actual human being, seems to have led to an advanced brain structure that
results in a process of creating increasingly sophisticated discriminations
within an initially undefined experience. These neuro-biological drives which
lead conceptualisings of experiencing to change in a standard direction, | will

cal |l O6devel op me rnseathe pephethax dhiFigueerl) 6

Higher-level neurological processes like conceptualising and language occur
from the brain and as the brain is considered to be a form of body, are in
themselves embodied forces. The attention in this thesis is really towards
lower-level neurological embodied processes and their body-proper
counterparts and how these impact on conceptualising, language and the

self.
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Developmental embodiment

Evolving autobiographic self

Autobiographic self

l’i’l "

“narrative self’ -

Action-based self
“minimal self"
Proto self
Conscious reasoning,
language
Neuro-chemical Image schemata Automatic memory,
responses sense of time, identity
Bio-chemical responses | Sensori-motor actionin | Felt sense
environment
Bio-chemical Sensori-motor Experiential
embodiment embodiment embodiment

Environment

r-

I

Jadoad Apog

- " & & & & & & &
2403 - J1=2yd3iy -

- ..

ulelg

- R

Figure 1: Five levels of embodiment and their impact on self
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In conclusion, the neurological reflections have brought to the fore five
di mensions (some aut hor of emsodmentimelved er m Oaspec
with conceptualising and the emergence of self. | call them transactional, bio-
chemical, sensori-motor, experiential and developmental embodiment. In
Chapter 4 these dimensions will be further explored separately and as

el ements that consthiatctti et toegooncemtd. of obe

Considering self as emerging from an interplay of such a range of dimensions

of being and the specific consideration that self is co-constituted but cannot

be reduced to brain activity, has been labelled by Gallagher (2013) as a

Apatter n t heloerrole ooweight & thdse aspects is likely to vary

given individual circumstances (Gallagher and Daly 2018). In other words

the coming together of the different aspects or dimensions is a dynamic

Oprocessé®6 and hér ensouldt @onurad tpk annirdage of

6patchwor k6, I raklaéei dbsnokpiocngifhdttltasr n o, cap
the embodied dimensions simultaneously but in varying assemblages enable

and mould self and thinking.

In the next chapter these five dimensions of embodiment will be taken forward

in the design of the research aim, questions and objectives.
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3. Research aim, questions, approach and objectives

In chapter 1 the topic of this study was described as the experienced,
(metaphorically) conceptualised and expressed self that emerges vis-a-vis
cancer for bowel cancer survivors who are at different times post treatment.
In chapter 2 this self was described as a process rooted in and shaped by
several dimensions of embodiment of which five were delineated. In the next
section | will lay out how this has been taken forward into the research
guestions, aim, approach and objectives.

3.1 Research question and aim

The basic research question] endeavour Howarasorgivwwrseof i s i

bowel cancer experiencing their self vis-a-vis cancer post-treatment?0

| need to add that the way | intend to explore surviv o résedbx per i enci ngo
exploring their expressions and conceptualisations of their experiencing of
self. This is symbolised below in Figure 2 by putti ng ag®paermi ean
thought or talk bubble. The thought and spoken &elf experiencingdexpressed
in dark green, the non-conceptual and non-linguistic &elf experiencingd

coloured lightly.

Experiencing of self

<3

Figure 2: The expressing and conceptualising of the experiencing of self
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In Chapter 2 (and 4) | indicate how embodiment causes experiencing,

conceptualising and language to be closely intertwined.  Therefore it felt
appropriate to capture these three concepts v
The word 6écomprehendingd has been chosen del
ounder st andi mtgedcognitive aneg éxpgeriestial tdimension of an

i ndi vikdowingl od their self. I n this thesis the terms O0c
6cognitiondé wil/| be used i n asifelestaal sense, i
activities such as thinking and talking and non-conscious mental operations

and structures, e.g. visual and auditory processing, memory and attention,

mental imagery, emotions, etc.  This is the meaning used in cognitive

science whereas in philosophy the terms may only refer to conscious

conceptual systems (Lakoff and Johnson 1999, pp. 11-12). The word

6compr e h evasdprefegedl over the wor d understandingé f o
reasons. First @ c o mpr e h e nd 6 inithe Oxfoed fEnglisa @ictionary

(2019) astoi ncl ude, compr i sch resomae mwifhaas s 0

consideration of understanding as a conflation of experiencing,

conceptualising and language. Secondly, it expresses better the meaning of

understandi ng as &égr aspi ng thmaeinaeshetic yrabodied Since
dimension of thinking, talking and experiencing is at the core of this study, |
appreciate how t he alsorbdngsdhisaimensiantoetieed i n g 6

fore.

Theaimistobuild an wunder st an dcompgehending of their seif,v or s 6

but more specifically to do this by exploring the embodied non-conscious

processes at work within their conscious experiencing, conceptualising and

expressing. The five dimensions of embodiment that were delineated in

Chapter 2 have been used as | enses t o shed I i
comprehending of self. They will be refined into specific research sub-

guestions later but in Figure 3 below they are just briefly indicated.
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Developmental

Experiencing of Self

Sensori-motor

Experiential

Transactional

Bio-chemical

Figure 3: Five embodied lenses used to shed light on comprehending of self

When both the non-conscious embodied and conscious linguistic-conceptual
angles of this research are taken into account, the expanded research
guestion reads as follows: i Wh datpost-t r eat men't bowel

@omprehendings of self vis-a-vis cancerblook like when explored through the
non-conscious bodily processes that shape their expressing and

conceptualising? 0

In this thesis | want to stay engaged with the process character of mental and
bodily experiences and therefore from this point onwards | will only use the
continuous form to refer to these processes. This means | will use the terms

X is @xperiencing / conceptualising / expressing / comprehending and X

canc

shares Odexperiencings [/ sdorcoanmtrwealeindii mgss

Whereas the original exploration of the on-the-job case study evolved around
the sensori-motor embodiment of the conceptual metaphors, for this research

the decision was made to use all five dimensions.
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Before exploring what this meant for the development of further research
guestions and objectives, in the following section an explication is given of the

research approach implied in the above.

3.2 Research approach

With an interest in exploring s u r v i sulpectigeGexperiencing at the core of
the research, this study sits within the broad family of phenomenological
studies. In consolidating this choice | consciously put aside the option to test
hypotheses that | could have formulated based on the case study.
Furthermore | stepped back from considering or presenting what emerged
frommy expl orati ons oabuldiage MNopgks afnaa drauradeds 6
theory. | aligned my researcher stance with my stance in person-centred
counselling where | also endeavour to gai n &aubjéceve | for cli
experiencing of the issues they bring. This choice not only generated a sense

of congruence but it also gave me confidence that as a novice researcher |
would be able to draw on skills that | had developed as a practitioner (Lees
2010; Finlay 2011).

However, the extended research question implies that the inability to attend

dr ectly to peopl e @ns to eongrieusly feaus anrthg wdye d

participants were conceptualising and expressing their self-experiencing. This

makes this study akin to the type of phenomenological studies that explore

howpeopl eds experience ar i(Bndag20iln But,lazei r consci
indicated in Chapters 1 and 2, | have also drawn on embodied and enactive

cognitive sciencet o expl ore participants6é thinking an
their experiencing of self. In other words | made an attempt to integrate a

form of exploration, based in cognitive and biological science, into an overall

phenomenological approach. | believe this has been fruitful for the

development of understanding the psychological experience of cancer

survivorship. Traditionally a phenomenological study would not address the

sub-personal mechanisms that enable us to experience in the way we do, but
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that does not exclude that neighbouring disciplines can provide descriptions
that have phenomenological relevance (Zahavi 2009) and vice versa
(Gallagher 2004). In this study | aim to acknowledge and use insights from
cognitive and biological science but considered in dialogue with
phenomenological thinking. This approach may reside under what Zahavi

(2009) describes as a modest form of Naturalised Phenomenology.

3.3 Research objectives and sub-questions

The aim to | ook at survivorso6 comprehen
embodiment, first resulted in the need to develop a better understanding of
the dimensions of embodiment. This was realised through the study of five
intertwined theoretical perspectives which then respectively informed the

formulation of five research sub-questions.

Although the exploration of the theoretical perspectives is the topic of Chapter
4, they are summarized in the next section and the corresponding Figure 4 to
enable the reader to make sense of the connected research sub-questions.

Objective 1:

The first research objective is to shed light on the conceptualised self by

looking through the lens of sensori-motor embodiment of conceptualising.

This is a repeat of the case study approach and was informed by revisiting

Lakoff and Johnsonods Co n c ehedryu @999). MEhts ahmdryo r T
presents dnetaphors @s the neurological mechanism that embeds sensori-

motor logic in conceptualising. Consequently the research question that

guided this exploration can be formulated as: ANhat is the body schematic
structure embedded in the metaphorical comprehending of the self vis-a-vis

cancer?00r in short: what is the body-schematic structure of self?
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Objective 2:
The second research objective is to shed light on the conceptualised self by

looking through the lens of experiential embodiment of conceptualising. This

lens has been informed by Eugene Gend |l i nds p r(20&8¢ which, mo d e |

rather than seeking meaning within the metaphors, states that it is in the very
process of finding a metaphor that the meaning of a present situation in
relation to the wider life context emerges. The uttering of the metaphor

consequently carries the wider meanings forward. This has led me to appeal

to partéaxutp@amdatsibc memoryd to generate |

be meaningful in relation to their present metaphorical expressing of self. The
guiding research queston has been p WMha aspedts o the wider
self are noticeably involved in the process of comprehending the present self
vis-a-vis canc e r @r n short: which self does the self vis-a-vis cancer carry

forward?

Objective 3:

The third research objective is to shed light on the conceptualised self by
looking at the body schematic structures of self through the lens of the bio-
chemical embodiment of conceptualising, and specifically on the impact of an
organismic drive for survival and well-being. This has been inspired by

Varel a, Thompssotnh eamrdy Rmfs c @e®a)twhich dotused r i f t 6

on what i's Oviabl ed, f e awhathslideal. oThish@o s si bl e, r

been translated i n the foll owing r esearbody
schematic structures that appear as impossible for the comprehending of self

vis-a-vis cancer? 0 Or in short: wh at i s the

Objective 4:

The fourth research objective is to shed light on the conceptualised self by
looking through the lens of the transactional embodiment of conceptualising.
This objective is based in Maurice Merleau-P o nt y1668) embodied

existential phenomenology, Var el a &(1991) aTlheo§y sof Enactive
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Cognition and James Gib s o r{18&6)c oncept of .OFsomfaoandanc e s

dualistic perspective event s ar e not conceptual i sert

impacting on the self but as rather brought forward as actions and
transactions of self in and with the environment. In this study | will focus on
the transactions between survivors and their consultant. The research
guestion posed is: A Ho do transactions during medical consultations
function as affordances for the comprehending of 6 s @is-&-vis cancer®0 Or

in short: which self does the transaction with consultants afford?

Objective 5:

The fifth research objective is to deepen the comprehending of the individual
experiencings and the overall cancer survivorship journey by comparing the
comprehendings based on their body-schematic structure and ordering them
according to a developmental sensori-motor logic. The research question
posed is: AWVhat does comparing the body schematic differences and
similarities reveal a b outin ghdrtedo saeying

structures speak of changing selves?

The exploration of the findings will be guided by the above research sub-
guestions. The exploration of the first and fifth objective has taken up most
space and in that sense can be considered to be the most important
objectives. Nevertheless, attending to the second, third and fourth objectives
has been <cruci al i n gaining an uvs&es

cancer from a holistic and dynamic perspective.

The next chapter starts with a theoretical exploration of non-dualism and
enactivism. These two philosophical concepts ground the theories that
underpin the five research questions. These theories will be discussed in the

second part of the chapter.
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Figure 4. Five embodied processes impacting on the comprehending of self
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4. Phenomenological embodiment of self and thinking

In this Ch apteemmbodi ment & wi fifol a phdosoghica angle ie d

two steps:

First the focus is on the role of the bodyi n t h e ¢ pon-dualipmd Thef
brief exploration of the neuro-biological perspective on self in Chapter 2 did
not only put forward the view that the brain constitutes the self and the

conceptualising of self, but also the intertwinedness of the relationship

0

between self/mind, brain, body and environment. Thi s O6i nt e rhaswi ned |

in philosophical terms been referred to as a non-dualistic perspective on mind
and brain and implies a non-dualistic perspective on brain and body, and
body and world. Consequently mind and world are seen as intertwined. As
neurological findings increasingly supported this non-dualistic perspective, it
has been applied in cognitive science wheret he t er m owacaired
by Varela et al. (1991) to denote this non-dualism. These perspectives may
be easily accepted in a neurological context but in lay thinking about cognition
a dualistic perspective that considers mind, body and world as separate
entities is probably more prominent. A dualistic perspective is also still upheld
and defended by many theorists and researchers in both philosophy and

science.

In the second section of this Chapter theories that further detail the five
dimensions of embodiment encapsul at ed i n 0 e,naact
which have informed the research questions of this study, will be further

discussed.

4.1 Non-dualism and Enactivism

Both in philosophy and cognitive science the non-dualistic viewpoint has
gradually evolved over time. To clarify the implications of this perspective, |
will start with a description of the dualistic mind-body perspective or what has
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been called representational realism. | will then move onto phenomenological

philosophy as this, within modern philosophy, seems to be the cradle of the

consideration of the body from a non-dualistic perspective. | will describe

how the role of embodiment has been understood respectively by Husserl,

Heidegger and Merleau-Ponty. This will include the implications of the non-

dualistic embodied perspective for the relationship between experiencing,

thinking and | anguage. I n the | ast part the
defined by Varela et al. (1991).

In summarizing the different philosophical perspectives on the embodiment of

subjective experience and cognition | have been guided by the following

ontological and epistemological questions:

- What i s t he natur e of and relationship b
Osubject6?

- What i's the r ol expaiéncing hnel unddrstaniding thei n
world?

- Where and how does meaning and the consequent sense of self occur?

- Do objects and experiences have an essence?

- What is the relationship between meaning and language?

- What is the relationship between Subject and self?

4.1.1 Representational Realism.

According to Lakoff and Johnson (1999, pp.94-95), from a representational
realist perspective, the meaning and essence of things in the world is
considered to be in the things themselves rather than being defined internally
in the mind. There is a gap between mind and world/body. Consequently the
mind has no direct knowledge of the world. Instead the mind internally
Orepresent so, 0copiesd6b the outside worl d.
considered as absolute and as objective knowledge of the world. This
O6represent at i ontraduced by ®dsc¢ages 6Lakafhand Johnson

(1999, pp.553-55 4 ) outline their view on Descarteso
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Descartesc hal |l enged the earlier Ometaphysi ce
the essence of things to belong to the things but who perceived the mind
capabl e of absolute knowledge of the wo
essence of things in the world; they did not conceive of a gap between mind

and world. Within the Cartesian perspective the mind uses human reason to

represent the world internally. Human reason is believed to use some portion

of Universal Reason, which is considered
characterises the rational structure of the world. In the first generation of

cognitive science, informed by

Descartes, the argument was that
Representational Realism:

the world is structured . .

_ An independent Subject
mathematically by God. Yet learns the meaning of the
mathematical symbols are different world through the use of

the objective reasoning

from the objects themselves but o ) _
facility of their brain.

represent the world and objects

most truly and precisely (in:

Nagataki and Hirose 2007, p.221). Human reason is performed by the brain

but is not shaped by the features of the brain (or body); it is disembodied
reason, it i s a IiakoH and Johngod (1999, p.12hpeintbut a i n .
that within a representational realist perspective meaning is perceived as only

having a conceptual and propositional (true/false) structure. Meaning is

rati onal and conscious. Meaning is onl
only relates to a conscious conceptual system. Non-conscious cognition

does not exist. Meaning and cognition are considered as separate from

emotions and feelings. Varela et al. (1991) summarises that in
representational realism it is assumed that we inhabit a world with particular
properties, and that we pick up these properties by internally representing

them in our mind, but he also brings to our attention that it entails an
assumption that t her slfiha doasthssinbapitngdfa ve 06w
world and the taking things up into our mind all the while being separate from

the world and from the ideas. Merleau-Ponty (1968, p. 138) described this

view as seeing the World as a box, with the body in it as another box and the

0see 6 in the body as a third box. I n t
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0see 6 could be replaced wittselfdhe Woe dboagiubj| e

is seen as Ohousedb6 in the body.
World
Body
Brain
Mind
Self

Figure 5: Traditional perspective on world, body, brain, mind and self

4.1.2 Transcendental Idealism

In this second perspective, a phenomenological perspective, ideas and
meanings come to us directly through our subjective experiencing of the
world. Bullington (2013a,p.19-22) writes that Husserl, as the founder of
phenomenology, drew attention to the fact that in addition to studying the
world of objects from the objective view of the natural sciences, the world can
also be investigated through our subjective experience of it. Through this
subjective experience the world appears or shows itself to consciousness.
The gap between mind and world is bridged through consciousness as this
always flows to something outside of itself. This is referred to with the term
6intentionality6éo. Consequ eomheksyappgedrat whi ch a
because our consciousness has 0Ointendedd It
intentional relationship with the world that constitutes the meaning of that
which appears. To investigate the meaning of the human subjective world,
one needs to turn to what people are conscious of. By describing both the
manner of being aware (noesis) and the objects of awareness (noema)

Husserl, i n Bul | i n g tao nnéss troe ardei vnega, | the Oessenced o
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generalmeaningst ruct ur es 6 o f Finkay (pOhle claoifiesetmsoby .
pointing out that focusing on description and avoiding interpretation does not
amount to denying subjectivity. On the contrary, it is subjectivity that
achieves objectivity. In the methods chapter this will be explored when
addressing concepts like empathy and reflexivity (6.2.7). According to
Dahlberg (2006, p.16) Husserl talks about universal essences, but in relation
to understanding the lifeworld talks of essences as infinite, leaving open

possibilities for further exploration; in other words open essences.

In a phenomenological perspective, Lakoff and Johnson (1999, pp.95-96)
argue, knowledge of the world is not about gaining an absolute objective
knowing, but about a knowing that is conducive to surviving, flourishing and
achieving our ends. The world that is noticed is constituted by the subjective
mind. What the mind notices is shaped by what part of the world we are
engaged with. In other words the extreme Cartesian dualism between Mind

and World is challenged.

For Husser| t he body i s 6insertedo bet
Gubjectived sphere. The body is not O i
beings are not in the world Iike in a c
through bodily tasks and en@naBuingeomt s ; t

2013a, p.31). Carman (1999, pp.206-212) explores furt h e r how Husse
view on consciousness relates to his view on the body. He describes how the

body for Husser| is a O6lived bodybod, a o6
like objects in the material world. It is a quasi-objective thing. The body can

feel itself feeling and this creates an immediate sense of embodied agency.
Husser |l call s this o6ébodi | ydacynttisedifféranto n a |l i t
from knowing external 0 b jpady indts externac | udi r
objective aspect. People identify with their quasi-objective body thanks to the
localisation of their subjective sensations in the body. People have a sense

of body as a bearer of sensations. But
in the o6l ived bodgolsciaisnessin its oonnectianarbody h a t

loses anything of its own essence or that it takes up anything foreign to its

63



essence. In other words subjectivity may challenge the dualism between
mind and world but nevertheless with Husserl the dualism continues as
consciousness is conceived as prior to and therefore separate from

embodiment and consequently from

the world. Carman (1999, pp.214- Transcendental Idealism: An

224) argues that locating our independent Subject experiences
as meaningful those aspects of
the world that it turns to
means that we already understand subjectively with its disembodied

the body in which we locate them consciousness.

sensations in parts of our own body

as our own. In other words there is

a sense of body but there is a prior

sense of self. Hus s er | &df, Carmansargues) dwareness of our self
is the édpured or oO6transcendent al | 6
acts and is independent of anything outside our consciousness, including our
body. The body is not itself constitutive of intentionality. The body as quasi-
object, as a lived body, is an achievement of transcendental subjectivity of an
essentially disembodied transcendental ego. This ego has or owns the body
as the locus of its subjective sensations. As meaning resides in

consciousness and consciousness is achieved by a transcendental ego, this

t hat

st al

perspective is referred to as O6transcendent al

4.1.3 Existentialism

From | n (1898)ddading of Husserl and Heidegger | understand that
Heidegger agreed with Husserl

that how things are is not Existentialism: The essence of the
Subject is in its ongoing changing
0 B einsthg-world-with-ot her s
and consequently meaning changes as
to them but he does not share it emerges from such being.

independent of us but strongly
depends on what we contribute

Husserl 6s view 1
consciousness. In contrast, as founder of Existentialism, he emphasises that

we are concrete, existing human beings rather than pure consciousness. lItis
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our being-in-the-wor | d, our &6 Da s e (innldwvoad 1999, p.d3%). es s e
Dasein is essentially O6wi seliisalwahselssad f r o1
0t hself§ . We do not first exi st as isol at

acquire knowledge and relate to others (lbid., p.238).

The essenece nof do@ass not | i e in there bei
fits always having its being to be, and having it as its ownf{lbid., p.236). Itis
part of Dasein to systematically misinterpret itself and its world (Ibid., p.237).
Heidegger wrote that the meaning of names and words always changes
according to the predominance of a specific line of vision toward the thing

somehow named by the name (Ibid., p.239).

4.1.4 Embodied Existentialism

Building on Husserl and Heidegger, Merleau-Ponty focuses explicitly on the

role of the body in our engagement in and knowing of the world. | have
formed an understanding of what this me
and the |1 nvi siflom éenterprdtatichs & his veork oy Carman

(1999), Marratto (2012) and Bullington (2013a). Merleau-Pont y 6 s
6phenomenol ogy of the bodyd expands on
only as materi al but as an experiential
subject) (Bullington 2013a, p.26). This results in questioning that
consciousness is a distinct phenomenal region that mediates our bodily

intentional orientation in the world as was proposed by Husserl (Carman

1999, p.206). Merleau-Ponty demands that we recognize that in embodied
existentialism, consciousness and reality occupy the same conceptual space

in the body. Mind and world are one in the body (lbid., p.209). Merleau-

Ponty (1968) describes what it means for the body to be simultaneously

object and subject as follows:

AWe say therefore that our body i s
side a thing among things and otherwise what sees them and touches

them; we say, because it is evident, that it unites these two properties

within itself, and its double belongingness
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and to the order of the O6subjectod

relations between the two orde r @Vierleau-Ponty 1968, p.137).

But then he corrects himself and moves further towards a non-dualistic view

on the object and subject aspect of the lived body:

ATo s p deavks oodf layers is still to flatten and to juxtapose,
under the reflective gaze, what coexists in the living and upright body.
If one wants metaphors, it would be better to say that the body
sensed and the body sentient are as the obverse and the reverse, or
again, as two segments of one sole circular course which goes above
from left to right and below from right to left, but which is but one sole
movement in its two phaseso(Merleau-Ponty 1968, p.138).

revea

In the last paragraph Merleau-Ponty moves from O6embodied con

to Oi nt er co(Fiplayr®EHh p.56p énstead & thinking of the World
as a box, with the body in it as another box and the see-er in the body as a
third box (Merleau-Ponty 1968, p.138), any separations are broken down
when he conceptualises body as flesh. The relationship between the world
and the body is like flesh applied to a flesh. The world neither surrounds the
body nor is surrounded by it (Ibid., p.138), and there is no separation between

body (body-object) and see-er (body-subject / mind) either.

body as body as

subject object

*mind eworld
consitutes constitutes
world mind

Figure 6: Body as subject and object

Carman (1999, p.224) concludes that for Merleau-Ponty the body in its
perceptual capacity just is the | in its most fundamental aspect. Rather than
having a body, we are a body. The body is a natural self and it is with our
body that we perceive the world. This, Bullington (2013a, p.23) argues,
implies that Merleau-Ponty suggested that we need to find another way to
investigate the human world than through consciousness.
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Marratto (2012) nuances this further. According to him Merleau-Ponty avoids
the reification of a subject either as mind or as body. Subijectivity itself
emerges in the living movement. It emerges together with meaning.
Subjectivity emerges from a dynamic that happens before subjective
consciousness. The subject only #fi
that are generated in living movement, meanings of which it is not itself the
ultimate source or ground, and which are thus never absolutely transparent to

i t(Marratto 2012, p.2). And flLike subjectivity meaning also emerges in the
i ving (dne2).t o

For Merleau-Ponty (1968) meaning is neither in the mind, in the world nor in
the body. -Het wesenén, tthhee 6i n
0 e n-deuxé . Or as

(2013a) explains, meaning is that

Embodied Existentialism: self

and meaning are there in the

fabric of the lived relationship

tasks, interests and attentions that between world, body and mind

before appearing in the form of
thoughts and language.

which emerges from the concrete

encounter between the world and the

the subject brings to the scene. For
Merleau-Ponty, meaning is not real,

like a thing, nor ideal, like a thought.

nher.i

It emerges as the world and the sunbject

t he mi(ldd, b.82) Whether Heidegger saw this differently is open to
debate. Where my initial understanding was that for Heidegger meaning
emerged within the subjective-being-in-the-world, it has been argued that in
his later thinking mediation and relationality (Mitchell 2015) took centre stage
and meaning was also considered to emerge in between mind, world and
body.

In contrast to Husserl, for Merleau-Ponty it is not with a disembodied
consciousness but with our bodies that we mediate the world. Bodies are
constantly tacitly adjusting themselves in order to integrate experience and
maintain an effect i ve grip on things. He

describe how one phenomenon releases another by the meaning it offers,
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e.g. the movements of our body are naturally invested with a certain

perceptual significance. In other words how we turn our body to the world is

significant for what we notice. In doing so, ongoingly and non-consciously, a

balance or gestalt in our bodily orientation in the world is preserved. This
non-cognitive,pre-c oncept uailnt @ mo tiMerneautPiothny &/, cat bs odéhab
(Bullington 2013, p.30-32).

Merleau-Pont y6s i nsight wcanseptualopergeptian atttihhei s pr e
centre of the mystery of human existence. This perception is not an act, a
deliberate taking up of a position; it is the background from which all acts
stand out, and is presupposed by them (in: Bullington 2013a, p.29). This
integrated set of skills, a body schema, poised and ready to anticipate and
incorporate a world, is there prior to the application of concepts and the
formation of thoughts and judgements (in: Carman 1999, pp.217-219). By
putting forward the embodied condition of cognition Merleau-Ponty does not
doubt or deny the existence of mental phenomena, but rather insists that
thought and sensation as such occur only against a background of perceptual
activity that we 7 by engaging in it - always already understand in bodily
terms (lbid., p.206).

Merleau-Ponty also philosophises about the relationship between pre-

conceptual knowing and conceptual thinking and language. In6 The Vi si bl e
and t he Marleau-Bonty 1(1668) describes the relationship between

| anguage, thinking and body (fl| esshe) as foll
condition of 0t houghto (p.152). The Flesh
temporal individual and the idea (p.139). Our ideas are only accessible and

knowable through our body (p.2150) .7 Thought
not given birth to 7 because it is already implicated directly in the

infrastructure of vision (p.145). The explication of an idea does not give us

the idea itself, it is but a second version of it (p.150). With the first version,

there is initiation as an opening of a dimension. The idea is this dimension

(p.151) . The 6idead is a sublimation of the

(p.145). Merleau-Ponty refers to Proust to say that idea is not the contrary of
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the sensible, butits | i ni ng and dept h depahding . | so P
It abandons the flesh of the body for that of language (p.153). Language is
the voice of the things (p.155).

Merleau Ponty (1968) preceded his conclusion, i.e. t h at ALanguage

voice of the thingsd , pdinging out that

nAl ready as seeers (...) and especi
beings for others and for ourselves contain everything required for

there to be speech from one to the other, speech about the world.

And, in a sense, to understand a phrase is nothing else than to fully

welcome it in its sonorous being, or, as we put it so well, to hear what

it says (1 6ent endrtenthe phrabedlike thebudtari ng |
on the bread, |l i ke a second | ayer of
sound; it is the totality of what is said, the integral of all the
differentiations of the verbal chain; it is given with the words for those
whohaveear s t o hearo (p. 155)

n. .. i f my words have meaning, it i
systematic organization the linguist will disclose, it is because that
organization, like the look, refers back to itselfo . . . Aithe signi

what comes to seal, to close, to gather up the multiplicity of the
physical, physiological, linguistic means of elocution, to contract them
in one sole act, as the vision comes to complete the aesthesiological
bodyo (p. 155) .

At this point | want to refer back to the figure introduced in Chapter 3,
emphasising this time how the relationship between experiencing, thinking

and talking is one of integration, of one movement, which only strengthens my

argument in Chapter 3 for usi ng the term O6c¢c
oundedisn an.

Experiencing of self

<3

Figure 7: Concepts and language as second version of experience
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Merleau-Pont y 6 s p hview s thipking ana language could not be
more in contrast to the disembodied philosophy that underpins traditional
cognitive science.  When cognitive scientists did engage with Merleau-
Pontyos itbhoughtlabhout @ completely different outlook on cognition.
It is this embodied understanding of cognition that is accepted in this thesis,

and will be discussed in the next section.

4.1.5 Enactive Cognition

Traditional cognitive science and psychology was and to a large extent still is
based on a representational view of thinking (see 4.1.1). This view has been
critiqued for its neglect of the impact of emotions, consciousness,
embodiment, the role of the physical environment and the dynamic and social
character of thinking. One response to these challenges, called the
Connectionist perspective, considers how networks of especially neural units
explain cognition in a more dynamic way but without challenging the
ontological and epistemological assumptions of the Cartesian dualistic
perspective (Thagard 2014). In other words cognition remains restricted to
brain activity and only refers to conscious and conceptual systems.
Representations are still seen as pivotal in human cognition (Nagataki and
Hirose 2007, p.220).

However, many cognitive scientists are now beginning to follow a very
different path and new views that consider cognition as Embodied,
Embedded, Extended and Enactive, and that have become known as the
4Es, have developed. Since the 1970s experimental neuro-scientific
research has established that the sensori-motor system is involved in the
conceptualising system. This means that concepts cannot be a direct
reflection of an external mind-free reality as is presumed by representational
realism (Lakoff and Johnson 1999, p.44). Instead, these findings strongly
suggest that cognition significantly depends on aspects of our body other than

the brain, in other words it makes
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wi || expand on t his bel ow. Anot her a
Co g n i, texploreséhow cognitive activity is distributed across agents and

their physical, social and cultural environment. If the environment is
considered as not only distribut i ng but al so c oogmtivei t ut i |
system the term OExtended Cognitiond [
embodi ment come wunder t he tuimdWwilGh &nd o f (
Foglia 2016).

It was Varela, Thompson and Rosh (1991) who added an experiential

di mension to O6situated cognitiondé and in
perspective, one especially inspired by Merleau-Ponty, into cognitive science.

Varela et al. consider and understand bodies as physical structures and in

that sense milieu or context of cognitive mechanisms. But they follow
Merleau-Ponty in his concept of double embodiment and emphasise the need

to consider bodies simultaneously as lived, experiential structures. Bodies

are both biological and phenomenological. Merleau-Ponty called it the two

0l eaves of embodi mentodo between which we
forth, and certainly in his later work emphasised that the circulation was to be
understood as one movement (see above). Understanding this circulation

comes down to understanding the embodiment of knowledge, cognition and
experience (Varela et al. 1991, p. xvi). When Varela et al. define cognition as
6embodied actiondéd they mean that our C
activity in the world (Wilson and Foglia 2016) or in more detail it means:

AFirst, that <cognition depends wupon
from having a body with various sensori-motor capacities, and
second, that these individual sensori-motor capacities are themselves
embedded in a more encompassing biological, psychological, and
cultural contexto(Varela et al. 1991, p.173).

They introduced the term 6denactiond and
cognitive agents Obring foritrh @s iwtoud tdedd
b odi exsndre detailt

AWe propose as a name the term enact
conviction that cognition is not the representation of a pregiven world
by a pregiven mind but is rather the enactment of a world and a mind
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on the basis of a history of the variety of actions that a being in the
world performso(Varela et al. 1991, p.9).

and:

~

Aln a nutshell, the enactive approach ¢
perception consists in perceptually guided action and (2) cognitive

structures emerge from the recurrent sensori-motor patterns that

enable action to be perceptually guidedo (Ibid., p.173).

Examples of these sensori-motor patterns are our experience of up-down,

front-back, near-far, in-out, on-under. Varela et al. (1991) call them

Afenacti ons o ndhlohhsen (1999 @def4.2.H refer to them as
Aii mage schemaso.
Thereisa ri sk that 6enactiond is reduced to boc

independent world. For example, Piaget understood cognition as emerging
from sensori-motor activity, but within a framework of a given world and a
given mind. In other words cognition was not understood as bringing forth the
world, it was accommodating and assimilating a given world with sensori-
motor activity (Varela et al. 1991, p.176). Nevertheless, the fact that Piaget
considered pre-verbal, sensori-motor actions a s t he sour ce of a <ch
cognitive development rather than language (Schwebel and Raph 1974,
p.23), makes his theory not entirely alien to enactive cognitive theories. That,
in a nutshell, a child attends to manipulations, then to itself and later searches
for explanations and seeks to share these with others, portrays a
developmental process that perhaps is not restricted to childhood cognitive
development. Fisher (1980) applies a similar developmental process (i.e.
from sensori-motor to representations to abstraction) to his theory of cognitive
skills development in adulthood. Piaget himself already suggested that there
may be general parallels between the way scientists develop their theories
and childhood cognitive development (Schwebel and Raph 1974; Fisher
1980).

Both Enactive and Extended cognition consider cognition to be distributed

across brain, body and environment but Gallagher (2017) points out that
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Enactive Cognition, unlike Extended Cognition, sees no role for
representation and functionalism. Gallagher clarifies that in the enactivist

view, it is the relationship between brain, body and environment, not a
representation of it in the brain, that 6 const i t ut.eKiddescriptpmi t i o n
also emphasises the holistic character of the brain i body 1T environment
connection:

ABrain, body, and environment insar e s ali
way that forms a system, and the coupling is not equivalent to identity
of material parts; rather it involves physical relational processes.
Significant changes in one part of the system will cause changes or
adjustments in the other parts. For the enactivist just these
dynamical causal rel at (loddpg8).constitut

Whereas these definitions on the one hand make sense rationally, it is on the

other hand difficult to grasp the meaning fully. Many, myself included, are

used to only think of cognition as what Varela et al. (1991, p. 27) call a

Arefl ecti on @ther than @lsoras a n exgedence of reflectiona

Attempts have been made to make the concept more tangible with evocative

words and pictures. Thompson (2007a, p.13) recalls how Varela drew on the

words of the poet Antonio Machado to describe enactionasafil ayi ng down
a ©path in the walkingo or as the poet
footsteps, not hing el se; you | ay down a
been visualised by Richard Long 6 s p hloitmoe imMade by wWal ki ng
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Figure 8: A line made by walking by Richard Long
(Long 1967)
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The advantage of using walking metaphors for our engagement in the world is
that it brings home the dynamic
character of our being-in-the-

Enactive cognition means that
cognition is rooted in our practical
body in motion and secondly by activity in the world. The sensori-motor
suggesting an experience of a and spatial patterns that emerge from

the embodied interactions with the

_ - world we live in constitute our cognitive
does not stand still. In addition structures.

world, first by referring to our

landscape or environment that

to this embodied and temporal , N .
In enactive cognition subjective,

aspect of perceiving, it also phenomenological processes and
brings home that self and place objective, cognitive processes come
are in a reciprocal process of together.

becoming (Harvey 2014). No

wonder that in visual art the link is made with Merleau-P o n t (2004scited by
Harvey 2014) descri ption of a subject as

truth of things because its body is, as it were, embedded in those things.o

In parallel with Merleau-Ponty, Varela et al. do not consider the self to be an
existing separate entity that creates meaning. The self rather emerges
together with meaning from the enacting of a world. As mentioned in Chapter
2, Varela et al. (1991) point out the contradiction between our everyday sense
that we have an identity, a coherent centre from where we live, an ego-self
that is constantly dealing with the flux and ups and downs of our experience,
and the fact that no reflective tradition has ever discovered an independent,
fixed or unitary self within the world of experience. This latter fact, they say,
is then either ignored or 0s odelftbada@an
never be known by experience. According to Varela et al. (1991) it is only in
mindfulness/awareness meditation as practiced in Buddhism that the
groundlessness of self and our attachment to the idea of self is openly

addressed.
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In Chapter 3 this study was situated within the broader family of
phenomenological studies but with a specific focus on howp eopl eds thinking
emerges from their experiencing. It was stipulated that |I would seek
understanding of this process by studying developments in phenomenological
philosophy and in embodied cognitive science, which has been the content of
Chapter 4 so far. In the next section the core principles addressed in the
above explorations will be brought together as they form the foundation for
the research methodology (Chapter 6). The section will be concluded with

some related reflections on the research questions and title.

4.1.6 Research approach, questions and title revisited

In order to detail the initial brief description of the research approach, | want
to draw attention to the embodied, existential and interpretive aspect of the
intertwined movement of experience, understanding and language in

Merleau-Pont y6s phil osophy of the body.

First, Merleau-Ponty, like Heidegger, turned away from a transcendental view
ofconsciousness by seeing consciousness as e
worl do, but i mportant to add is his emphasi ¢
toward the world through the bodyo . His focus is on Athe em
being in the (anMarer20E). Wdhinlthds #henomenology
of Embodiment, it is first of all the embodied aspect of understanding that

comes to the fore.

Secondly, this means that, in contrast to Husserl, Heidegger and Merleau-
Ponty saw understanding in ontological rather than epistemological terms.
Understanding is a way of being. They also see understanding and language
as i nseparabl e and subsequently | anguage, |
second ver s i-Romydl968,M450) o experience. Meaning does
not reside in the structures of language but in understanding that in itself is

already present pre-linguistically and pre-conceptually in experiencing. This
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points to the existential aspect of understanding and language. In other
words, human beings and the world are, in contrast to previous views, no

longer seen as fixed (Crowell 2017).

Thirdly, Heidegger and Merleau-Ponty argue that experience and
understanding is always in relation to the world. There is always a relational
aspect to understanding. This viewpoint also means that understanding is
0 p os i t Pasitioeed-dess implies that there is an interpretive aspect to
experiencing, understanding and language. It has given rise to the term
60i nt er phenerhenologyd This is put in contrast to descriptive
phenomenology6 ackated with Husserl, who also acknowledges the
general positioned character of experience but nevertheless believes in an
ability to grasp the essence of experience rather than an interpretation of it.

Often used as a synonym for dnterpretive phenomenologyd is the term
dermeneutic phenomenology6(for example, Finlay 2011, p.110). Yet for a
correct understanding of this term it is helpful to refer to its origin.
dHermeneuticsois older than ghenomenologyéand before the 20" century it
was concerned with the prescription of questions that would enable a proper

interpretation of literary, sacred and legal texts (Gallagher 2004). When

Heidegger in1927, i n hi s wor k O6Beedgtherdt@r medher
of Daseindé to isndindatng 6t haantd colsiitoietream @s et at

being,t h e thermemeutic became, in one movement, connected with an
understanding of interpretation as & p o snietsisobn eadnd wi t h
character of understanding (Palmer 1969, p.42).

OHer meneuticsé6 was further deiviatb the e d

philosophical realm and away from its original focus on methods of
interpretation. He emphasised the historical and linguistic character of
understanding (Palmer 1969, p.42). In this study | have not focused on
Ga d a meherheneutic philosophy. Engaging with enactive cognition
instead, my focus on embodiment rather than a focus on language,

strengthened.
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The O6embodi edd as pe brougho forwardrbg bernmerneatio d i n g
phenomenology, is in 6enacti ve ¢ o g napturedvby qualifyinge nc e 6
ounderstandi ngodWiash &emmaatddiivleedde Oenactive co
scienced6 dr aws at t e mitiondsrseent as shbpeckby intarc t t hat co
subjective and situated lived experience. In other words from a cognitive

science perspective, Oenactived refers t o a
cognitive science. Cognitive 6 enacti vi smob attends t o t he
embodiment and its role in cognition. This also entails a specific attention for

the sensori-motor aspect of engagement in the world and its neurological

imprint which brings a metaphorical aspect to thinking and understanding.

This neurological angle differentiates 6 enact i ve cognrrom i ve scien

6hermeneutic phenomenol ogy6é.

In this study | bring both viewpoints together. However, ultimately this is a

hermeneutic phenomenological study. The methodology has been titled as

6enactive hermeneut (Chaptertbe d Emeob | dragvg 6 her e

attention to the fact that subjective comprehending is shaped by sub-personal

dimensions of embodiment that are neurologically laid down. In other words it

points to the bridge made with the neurological dimension of experiencing

and thinking. If,f r om a phenomenol ogi cal perspective,
to a cognitive turn, thegntveaumacti ved refers t

In Chapter 3 the general research question was defined as AiHow ar e

survivors of bowel cancer experiencing / comprehending their self vis-a-

cancer post-t r e at mémrdflé&ting on the implications of enactivism for

what is traditionally considered a phenomenological question, Gallagher

suggests that the description or exploration of experience is not a search for

fivhat it is liked6 ( or how peopl éut ewlpieamilikenasd X)
experience X1 where Al 0 means the embodied agent en
rather than anything | i @1, p.d3).ehiscneanstbat ousness o
the general research question in this study could be rephrasedas A What ar e

bowel cancer survivors like as they experience their Self vis-a-vis cancer

postt r eat ment ?0
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The five dimensions of embodiment that have informed the research sub-
guestions resonate with the components of Var el a  ddfinitiom | of
enactive cognition. The inter-subjective and sensori-motor interaction
(objective 4) and how this is neurologically laid down in body schemas
(objective 1) forms the core of the definition of enactive cognition. They also
spell out that sensori-motor capacities are embedded in biological (objective
3), cultural and psychological contexts (objective 2). The role of body self-
regulation in their approach to enactive cognition (Thompson 2005) is also

specified (objective 5).

From their definition it is clear that Varela et al.6 sapproach considers
affectivity and inter-subjectivity as part of enactive cognition (Gallagher 2017,
p.150). However,t he t er m itSelf mairdytsuggestd a concern with
6act i orcdn.be misleading if one is not familiar with the full meaning of
0 e n a c tin tlisnstudy | deliberately go beyond the sensori-motor approach
and attend to the felt and affective layer of embodied cognition (see section
4.2.2). Therefore, to avoid too narrow an understanding, | have, in the title,

A

0Ss

described my approach as an 6 embodratdber t hanveban

interpretation.

Theories that have made the import of the five dimensions of embodiment for

self and conceptualising more tangible will be discussed in the next section.

4.2 Five dimensions of embodiment

42.1 Sensori-mot or embodi ment andh@cdnceptual

Il n this chapter Lakoff and Johnwhich 6 s

was briefly introduced in the first chapter, and which informed the definition
and exploration of the first research objective and question (AVhat is the
body-schematic structure embedded in the metaphorical comprehending of

the self vis-a-vis ¢ a n ¢ g is fudher explored. The following topics will be
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covered: (1) assessment of Lakoénbodieddbd cdghnsonas i a
rel ation t o eNaative®| & o0 @ (2) ow thadegnbodied nature of

thinking by definition means that thinking is metaphorical and how this is

rooted in early childhood experiences; (3) the meaning and function of

Oprimary mewahpahorigd;,me(af)s t o, iochudinggithey &8 under st
meaning o f the ter ms 6conceptual 6; (5% thd dexperi e
function of metaphorical conceptualising; (6) an outlook on the discrepancy

between the ontological view of self as an embodied process and the way

(the) self is conceptualised; (7) some critig u e s on Lakof f and John:

theory.

AssaidaboveLakof f and J o h al$letapldos Thedry is oetqd inu

what they refer to as Embodied Cognition Theory. Varela et al. conclude that

Lakoff andunoddmstoammmdi ng of dseimiamtathee d cogni t i
ownconceptof6enactive cognitiono

ié the central theme of Lakoff and Johnso
(is) that meaningful conceptual structures arise from two sources. (1)

from the structured nature of bodily and social experiences and (2)

from our innate capacity to imaginatively project from certain well-

structured aspects of bodily and interactional experience to abstract

conceptual structures. Rational thought is the application of very

general cognitive processes i focusing, scanning, superimposition,

figure-ground reversal, etc. i to such structures. This statement

would seem consonant with the view of cognition as enaction which

we are arguingo(Varela et al. 1991, p.178).

Il n this research | us e tirhtlee wayatrisdusedleymbodi ed co

Lakoff and Johnson,i.e.asasynonym for Oenactive cogniti onf¢

When Lakoff and Johnson explain the origins of the embodied and
metaphorical nature of human understanding they refer to four sub-theories
that come together in their Conceptual Metaphor Theory (Lakoff and Johnson
1999, pp. 46-47).

The first sub-theory, a Theory of conflation, explains how for a young child

subjective experience (e.g. experience of affection) is not differentiated from
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the co-occuring sensori-motor experience (e.g. the warmth of being held).
These experiences of conflation are laid down in the brain as an automatic
association between two separate domains. Later on children are able to
differentiate the subjective and sensori-motor component of their experience
and at that point the sensori-motor information is used metaphorically. They
argue that without the earlier conflation this would not happen. For example,
the met agehbe iimportance of your statemer
Aknowt he i mportance of ausethere hastirmdhielhoednt 0 b e
been a stage of conflation where seeing and knowing happened together; the

child knew what was in the box by looking into the box.

The second sub-theory is referred to as a Neural theory of metaphor and
specifies that the cross domain associations that are first established in early
childhood (first theory) persist and form the anatomical basis of metaphors.
This means that the anatomical connection between domains in the brain that
regulate sensori-motor functioning and domains that process subjective
experiences, forms the structure of metaphors, i.e. fl experience learning a
new theory (subjective experience) like walking uphill (sensori-motor).0 It is
by creating this connection that | create and consequently share an

understanding of my experience.

A third sub-theory, Theory of primary metaphor, argues that the neural
connections are activated through our everyday experiences and give
automatically, naturally and non-consci ousl vy rise t o Opr
Ofmary metaphor sé are connections between b
experiences and subjective experiences (see below). Primary metaphors are
the building blocks for our at times more extensive metaphorical
conceptualisations. E.g. when Edward uses the metaphorical expression
0l et ti mygngggolL aokof f and Johnson die towweor k dr
primary metaphors, i.e. movement captures a subjective experience of
changedéd and O6closeness captures an expe

undoes closeness).
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The fourth sub-theory, a Theory of conceptual blending, states that several
primary metaphors can be activated together and blend into an extended

complex metaphor. But, also wholly original blends are possible.

Lakoff and Johnson conclude that simply by functioning in the most ordinary
of ways every day from our earliest years, we acquire a large system of
primary metaphors that operates automatically and non-consciously. This
means that also the conceptualisings of self vis-a-vis cancer will be rooted in
everyday experiences. These experiences they broadly categorise as (Lakoff
and Johnson 1999, p. 269):

a. Manipulating, taking possession of or exerting force onto objects;

b Being located in space;

C Entering into social relationship;

d. Empathic projection;

e A real self (essence) that is compatible with the Essence that is part of

the Subject.

Hundreds of primary metaphors populate our thinking. Lakoff and Johnson

made alonglistof O pri mary nappxsaBf-Blofor dlustrafjosse dt

would be very difficult not to use metaphors to reason, especially about new

subjective experiences. But what is more, without the use of metaphor and

therefore the use of sensori-motor inferential structure our thinking is

impoverished. Imagine we needed to reflec t on an experience of
without using any metaphors (lbid., pp.57-59), or on an experience of
6 ¢ a n cCenceptual metaphors can not only be manifested in words but also

in grammar, gestures, art or ritual (lbid., p.57).

The metaphorical and embodied nature of thinking has specific implications.
A metaphorical description of a subjective e
the newly experienced state of mind in a known physical experience which is
neurologically captured in an image schema (Lakoff and Johnson 1980. p.59).
Through this #fAgr oundilogigtidat createsuragrstandmg o a bodi |

and meaning in two ways (Johnson 2007, p.139): First, image schemas make

82



it possible for our bodily experiences to have meaning. For example, human
beings know what it means to be Oor
reflect on theomwocidowsiny.t he&Nowmor d t
schema with its specific possibilities for interaction. Secondly, the logic of
image-schematic structure makes it possible to makes sense of and act
intelligently in everyday life situations. For example, it is part of the container
image-schema logic that | understand that when | have my car keys in my
hand and place my hand in my pocket, that my car keys are now in my
pocket.

It also means that the occurrence of the metaphor in that moment creates the
understanding rather than describes an understanding that has happened
before the use of the metaphor. In other words metaphors are more than just
0 wo r d &ey .are conceptualising language. Hence the term @onceptual
metaphorsé Johnson (1987, p.98) describes it as follows:

~

i . . .aphore o not merely report pre-existing, independent
experience; rather, they contribute to the process by which our
experience and our understanding are structured in a coherent and
meani ngful fashion. o

Theterm6conceptual m ed ttoanpsimterpretabiontlaosgh, lasethe
wor d @gtomal 6 i s of t en a diserdbedied tcogaitiie

perspective where it only refers to an abstract, formal, propositional structure.

r

>
o
(7]
~

Il gge

from

As in Lakoff and Johnson6s vi ew met aph oan-propasiionad nd or

embodied experience they thought it might be more accurate to call them
6experienti:al met aphor sé

AThis captures the fact they ar
the very stuff of our world as we experience, conceptualize, and
reason about it gplsdhohnson 1997

This goes back to the intertwinedness of conceptualising and experiencing
that is implicit in an embodied understanding of cognition and that was
addressed by Merleau-Ponty and Varela et al. (see above). Lakoff and
Johnson argue that this entails that living systems cannot not categorize and
consequently not only categorize conceptually but also pre-conceptually or
experientially:
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AnSince we are neur al bei ngs, our categor |
embodiment. What that means is that the categories we form are

part of our experience! They are the structures that differentiate

aspects of our experience in discernible kinds. Categorization is thus

not a purely intellectual matter, occurring after the fact of experience.

It is part of what our bodies and brains are constantly engaged in.

We cannot, as some meditative traditions
categories and have a purely uncategorized and unconceptualized

experience. Neural beings cannot do thato ( Lak of f and Johnso
1999, p.19).

Metaphors also ground understandings culturally. When individuals are

embedded in the same (linguistic) community, culture and historical context,

their mental structures will be similar as they are based on similar embodied

experiences from childhood onwards. It is this embodied nature of

conceptualising that enables public, shared meaning (Lakoff and Johnson

1980, p.190). Moreover research shows that we do not only use sensori-

motor experiences that we personally have had, but that there is a wealth of

metaphorical concepts that make sense to all of us because they are part of

our non-conscious cultural baggage, e.g. we have no problem reasoning

about d6éarguingd in terms of oOowaré regardl ess
in a war or not. A lot of metaphors used by people to understand subjective

new experiences arkmepaphoroifcad fTowlcteprt aial S
(Ibid., p.9, p.64).

Although the ontological realness of self is debatable (see Chapter 2 and
4.2.5 below), human linguistic being brings about a narrating of a self.
Human beings constantly refer to themselves as subjects and selves,
moreover i in contrast to the non-dualistic perspective portrayed in this thesis

T as selves that relate to the world as if they have an existence separate from

that world and separate from their body, (e.g.i t f eel s natunal to say
top of the worl do, 0 et He wddrsitdad,c4d dhlg wWwaes sked
sel f o, o1 feel l i ke jumpi ng )luakoff amd my skin,

Johnson (1999, p.563) point out that it is, paradoxically, through the
embodiment of our phenomenological experiences that we end up with the

illusion that we have disembodied minds. When as human beings we look
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with our eyes, listen with our ears, touch with our hands, etc. we tend not to
attend to them and consequently experience our mental acts as independent
of our body which leads to the experience of a disembodied mind including a
disembodied self.

Lakoff and(1909 ph.269)stuad§ sf the conceptualisation of Subject
and self also gives a detailed account of how human beings do not only
experience their Subject-self as split from their body and the world, but how
the Subject-self itself is also experienced as split. There is not one Subject-
self but a complex structure containing one Subject and many selves. The
Subject stands for the locus of consciousness, subjective experience, reason,
will and by its nature exists only in the pre sent , i t hé Subjdcthise Al O .
asothe | ocus of a pet bven Bz bd Bvergthing ¢that o f
makes us who we uniquely are. The selves on the other hand consist of
everything else about us, that which is not picked up by the Subject T our
bodies, our social roles, our histories etc. There are many contradictions
between the selves.

In metaphors the Subject will always be person-like and exist independent of
the self, while the self can be referred to as an object or a location (lbid.,
pp.267-269), or even a combination of an object and location, e.g. at the most
difficult time of this doctorate | (subject / person) would have described my
sel f (one of many sel ves) as O6an empty

location).

Metaphors are not chosen at random. They have a specific function. They
are purposeful. First, metaphors make it possible do get a handle onb
(expression used by Lakoff and Johnson) a specific i in that moment for the
person relevant i aspect of an experience (Lakoff and Johnson 1980, p.97).
A metaphorical statement works when it feels like a statement that is true
given that situation and purpose. Each individual metaphor enables one to
think about certain aspects of an experience but is also limited in so far that it

does not provide a handle on other aspects of that experience. Metaphors

85



only capture an experience patrtially. When people introduce new metaphors
they are trying to grasp another aspect of their experience. People move on
to new metaphors when these explain and help them to move on from the
frustrations or limitations of the previous metaphor (Ibid., p.179).

Emotions and feelings are part of experiencing and rather than being
separate from, they underpin thinking (see Chapter 2). Cameron (2010)
argues that it is important not to overlook the role of emotions as they are
often the non-conceptual driving force behind the occurring of metaphors.

This connects with QGRenndxt seationy. &eseéalclo o k

shows that emotions are mainly conceptualised as forces. An example that
will be discussed in this research is: controlling with anger i s attidgodown6 It
also shows that cultural differences play an important role in the

conceptualising of emotions (Kovecses 2000).

As metaphors structure our thoughts, they also structure our actions. They
ar e 0sy Uakffremd Jofm$on 1980, p.36). When primary metaphors
are triggered, the neural circuitry that simulates the physical actions also

makes the behaviour more likely (Lakoff 2012). For example, by

conceptualisi ng Al et t i BEdyarddos dfr adyni mged s pri med f or

in the direction of reengaging with life.

Four decades ago, Lakoff and Jéochonnscoenpdtsu awo r k

metaphor the or y 0 . Snmnore dirguistichardncognitive scientists have
presented complementary or contradictory views and findings. Except for the
occasional reference, e.g. in relation to emotion (see above), these have not
been included here as priority was given to building a multi-disciplinary

theoretical framework.

However, as Lakoff and J dualnMetaphdr sThedeyo largeby p

refers to sub-personal aspects of human being and reasoning, it is to be
expected that critical voices will question whether individual and cultural

differences have not more impact than acknowledged by Lakoff and Johnson.
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El Refaie (2014) suggests that the same sensori-motor and spatial gestures

may have different meanings across different cultures. Lakoff (1993, p.245)
acknowledgest h a't Amet aphori cal mappings vary
to be universal, others are widespread, and some seem to be culture-s peci f i c 0
and they report that their research suggests that more general metaphors,

e. g. t he conceptualisation ,ovhereasetheent s 6
conceptualising of specific experiences like life, love and careers is culturally

more restricted (Lakoff 1993, p.225). The conceptualisation of time also

differs from place to place and certainly in places where it is not
conceptualised as a resource like in Western society (Lakoff and Johnson,

1999, p. 141, p.165). Studying metaphorical expressions of e.g. self, Moser

(2007, p.152) ar gu e s, I's |i ke studying the fisy
because of the cultural and social beliefs that are embedded in the
metaphors. In this study all participants come from a white British background

and subsequently the findings will need to be understood within this context.

One can imagine that Lakoff and Johnsonds poi bdngstcdnaot neur
not categorise and consequently can only experience self, world and body,

despite neurological and philosophical counter-indications, as separate

entities, may be challenged by those who practice an uncategorised state of

mind. On the other hand the struggle, if not the impossibility, to reach this

state is often reported as part of the meditative experience, as is the
conclusion that language brings our categorising into awareness. For

example, in research conducted by Mojsa (2012) the struggle to experience
nonrdual i sm was expressed as foll ows: n a
object or experie n c e, but howlBa8)e fHshehatodos(po o
but actuallyitisme t hat i s s e itis perhgps justgboutlp8ssible

to talk from a minimally categorised experience, but as we speak about that
experience, the experience becomes further categorised and the sense of

non-dualism disappears (p.190).

The link between meaning and sensori-motor spatial experience is, according

to Lakoff and Johnson, initially formed in childhood and strengthened through
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life. El Refaie (2014) argues that the presente x per i ence of

must also have an impact on the conceptual metaphor used. As this study
focuses on the experience of cancer survivors who have gone through
intrusive surgery, often including temporary or permanent colostomies, it was
important to take this criticism seriously. El Refaie (2014) gives an example
of a visual metaphor, i.e. a drawing in which a patient with breast cancer has
replaced the eyes with breasts. She argues that this brings about a new
conceptual metaphor, T Eyes ar e aBr eaastaslot er nat i
Under st andi ng o howevernthendyawirgpsimore a specification
of the Seeing than an alternative for the metaphor. Through the cancer
experience this client seems to be saying that her experience of breasts has

become the lens through which she sees and consequently understands the

wor |l d. Gi bbsdés research (2002) hagehowed

disruptive bodily experiences, they use metaphors that are based on ordinary
embodied experience. They still refer to the healthy body when trying to
understand their experience of illness. El Refaie (2014) refers to this
research but does not give it the weight that | am inclined to give it. It does
trigger the question though whether people who are physically different or
disabled from birth metaphorically conceptualise their experiences differently.
A case study by ter Horst et al. (2012) showed that long-term loss of
kinaesthetic stimuli to the brain, leads to an inability to imagine those
movements. This could suggest that people with such conditions may not
think with metaphors based in movements that they have not experienced. It
prompts the question whether such serious body schematic differences
impact on and are compensated by other cognitive or linguistic processes.
Gal | ag(Boes) avark is of interest here but as none of the research

participants were in this situation, this has not been pursued.

Whether the specific embodied experience in the moment has an influence on
the metaphorical conceptualising is another concern. This questions the
impact of the media used to express the experiencing. For example, drawing

may trigger metaphors related to vision, dance to movement (El Refaie 2014).
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In this study | also invited participants to express experience with sheets of

paper by positioning these in relation to the body and the room.

Another layer of critiques suggests that the meaning of metaphors should not
just be explored in terms of the embedded sensori-motor logic, in other words
in their conceptual function. Semino et al. (2018a) suggest exploring
metaphors also from a dliscoursedand from a @practice baseddéperspective.
From a discourse perspective, Cameron and Deignan (2006) argue that e.g.
t he met amwhoaused toaxpress emotional burden) is not just an
activaton of the conceptual meert daeprhsodr @Dt f d me
in the dynamic interaction and communication between people. From a
practice based perspective it is researched how and what type of metaphors
are useful, e.g. in institutional communications such as the health care sector
(Reisfield and Wilson 2004; Miller 2010; Semino et al. 2017). These
communicative and contextual perspectives are not at the core of this study
but are not ignored either. They are reflected in considerations of the role of
par t i ctiapsactohssvith medical consultants (objective 4).

Gendlin (1995) warns cognitive scientists to be aware of the risk of projecting
the structure and pattern of metaphors and concepts onto the experience they
are believed to capture and, in doing so, forgetting that meanings that are
experienced in a non-conceptual manner are also at play in the occurrence of
met aphor s. Based on Gendl i nbs critique
framework of this study by including an experiential dimension of
embodiment. It is this dimension that is addressed in the next section. There
| will draw on Gendlin to shed light on how metaphors are chosen in a specific
situation, as well as on the dimension of meaning that precedes and goes

beyond the meaning that emerges through conceptualising.

In conclusion, informed by Lakoff and Johnsonds Conceptual
Theory, metaphors(under st ood as 6éembodied thinkin
have been chosen as the core data in this thesis. The research question put

forward in Chapter 3, 6 Wh at i s-schematic stroctune embedded in the
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comprehending of the self vis-a-vis ¢ a n c ,ewill D& explored with reference
to comprehensive lists of Primary Metaphors as those are structured by
specific body-schematic forms. This will be explained in more detail in the
methods chapter.

42.2 Experient i al embodi ment and 6felt senseb

In thissectionGendl|l i nés process model i's WkWrought 1 n
Johnsondés Conc e phearya IFirstMbig entpils @ moreTdetailed
exploration of what it may mean to say that conceptual meaning is rooted in

pre-conceptual meaning and that conceptualising and experiencing are

=]

intertwined. Secondly, Gendl i n6s1272)00donmept of t he mo r
which he means i mo,risantrdditedn The mle ef the widee s 0

experiencing in conceptualising of the present, is reflected in the third

research question. 6 What aspects of the wider self are

the process of comprehending the present self vis-a-vis cancer?6

In a debate with Johnson, Gendlin (1995) argued that cognitive scientists,
including embodied cognitive scientists, have a tendency to think that
conceptual structures, e. g. met aphor s, wor k because the
situation and that by being a fit the conceptual structure brings meaning and
process to the experience. | n  Ge n d | (1998)ghough, metaphors are
not chosen because of a correspondence between their pattern and the
pattern of an experience. Pre-conceptualised experience, Gendlin (1973)
argues, is unpatterned, unstructured. However, he also points out that the
moment experience is studied, it becomes organised (patterned) through the
way the body is involved and the way language makes distinctions in the
situations that are experienced. Nevertheless, when this elementary
organised experiencing is then further and more explicitly organized with
language, e.g. by using metaphors, the original organisation still plays a role,
but it is not the original, existing pattern of the experience that is further

organised.
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According to Gendlin (1995) when specific metaphors are used it is because

they are the ones that work. This means that they make it possible for the
experience to be carried forward, for a
to become O6unstuckd6, for an experience t
by Gendlin (1995) to explain stuckness that becomes unstuck is when we

have a sense that we forgot something but cannot remember what. As we

think of a range of things, perhaps ret:i
what it was and our whole felt sense shifts and the sense of stuckness is

released. Gendlin states that when metaphors connect with experience, it is

after a whole range of possib | e uses of the met aptheor s h;
whole range of possible next steps for the experience. It is hon-conscious,

bodily knowing i which Gendlin (2004, p.133) calls fi delt knowingd and a
knowi ng of what-tihat Aiveplyi oirteghichsmetaphor 6 k n o w

connects with the experience and thus creates flow.

So metaphors are not foccurringd (Ibid., p.136) randomly but rather than
emerging from a match with the pattern or organisation of the experience,
they occur in resonance with the felt sense. This means that new meanings
come into existence on both the metaphorical and the experiential sides. For
Gendlin (1995) all words have the potential to function that way. He argues
that if there were something truly specific to a specific pattern of a metaphor
this would mean that we cannot understand something that we do not already

know.

Johnson (1997) replies by pointing out that in embodied cognitive science
conceptual meaning is considered as sitting on the top of a mountain of non-
conscious implicit meanings. He comments that Gendlin has wrongly lumped
the term Gtructuredtogether with the term dorm@ and has distinguished them
from delt sensed Johnson agrees with Gendlin that felt sense is full of
possibilities that are not yet realised. But he also points out that this means
that it is also full of embodied structure that is not yet realised (Johnson 2007,
pp.82-83).
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It can be argued that thisr esonates with both Lakoff and
Ge n d | ackmavedgment that the moment an experience is attended to,
categorising (organizing, patterning) is happening. The very fact that there is
a felt sense of a demarcated situation, based on an overall quality, seems to
be a categorisation in which is discerned that which is part of the quality, and
that which is not. As experiencing is always embodied, it seems inevitable
that it also comes with a felt sense of the potential for spatial and sensori-

motor structuring.

This potential felt structure is not rigid, it is lively, agile. This is how |
understand Johnsonés point that the felt sen
structure. I accept Gendl inodos poi nt t hat
metaphors that can take the experiencing forward and that it is not the words

or the structures alone that enable the processing, but that this taking forward

demands a coupling between felt knowing and words, and that meaning

springs from this coupling rather than residing in either side. Yet, | struggle to

see how the structure of the metaphor would have no relevance for its

oworkingé towards this fl ow. I wonder whet
experienced as much in its implicit structural potential as in its absence of

structure. | reason that from all the personal or universal experiences that

people know and thatc an potentially function as O&émet ap
situation, it is those that in some aspect correspond with the implied structure

of the experiencing which come to the fore and which enable the experience

to flow. In other words metaphors are not chosen for their specific meaning in

another situation but for the extent to which their bodily structure resonates

with the implicitly felt structure of the present situation and therefore has the

capacity to function as a hook that picks up the present experiencing and

carries it forward.
The meaning embedded in the structures is not the full story. There is always

a Omored that falls 0 U (Jshnsdre 1997,hpel53c oncept ual i
Words and concepts only refer to what is experienced as form, structure,
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pattern (lbid., pp.149-150). Gendlin (2004)e x pl or es what t hi s

it is not and how it can be accessed.

Gendlin (2004)wr i tes that thea &rhmaleo® ias omnatd

is it a mere feeling about a situation. It is an experiencing of an implicit
cluster of thought. This implicit intricacy is more finely organised, ordered and
demanding than any conceptual form. It is not language but understands
language and its organised preciseness shows when it does not permit you to
say things that do not resonate or when it rejects wor d s . It S
ordero(Gendlin 1997, p.XiX).

Gendlin (2004) states that although the implicit cannot be captured by words
it is possible to attend to this pre-conceptual meaning by speaking from and

with it rather than about it. This means a tuning in with the felt sense of a

situation and allowing t he body to speak, al |l owi

words. These words may have specific cultural meanings, yet when spoken
from the implicit they go beyond the old meanings. They are spoken afresh;

they are spoken in a new and more sophisticated manner.

The sense t hat theWatsehs is finisl@atinghitddoes not mean
t hat t he wthe tbls intritacyo (tbig.0 p.133). The implying never
becomes explicit. The non-formal never becomes formal. It cannot be

represented; it can only be taken along in the process of thinking.

The concepts and categories do not control the intricacy. As soon as
categories are spoken or applied, the intricacy changes and further
differentiations in the concept may already be required. Nevertheless,
speaking from and with the intricate is experienced as valuable as it is comes

with a sense of giving expression to oneself (Gendlin 2004).

The explicit does not capture the implicit, yet it is through the explicit that the
implicit is found. In other words the implicit and explicit are not independent.

Meaning does not belong to either the implicit or the explicit. It does not
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bel ong to the implicit but it O0comes fromd t
interweaving of the implicit and explicit. As Johnson (2007, pp.82-84), in line

with Gendlin, puts it, meaning resides in the situational relation between the

implicit (the felt sense, the non-formal, the subjective side) and the explicit

(the patterned, formal, objective side) as that relation develops and changes.

The meaning is carried forward by the body. To use a word from Lakoff and

Johnson (1980, p.97), t he words or metaphors are a 0 ha
experience. It is a handle that makes it possible for the implying to be carried

forward.

Implying and occurring, as one movement, are continuously repeated. What

occurs goes into the implying where it gives rise to new occurring and so on.

Consequently experiencing is always a sequence that generates itself

(Gendlin 2004, p.146); o r what has been called the HAspo
pr oc ¢Qlsem 1999, p.2). Where Lakoff and Johnsonés re
metaphors serve a specific purpose, and are therefore limited in their use,

already drew my attention to the changingchar act er of meani ng, Gen
Process Model brings this to the fore. Moreover Gendlin draws attention to

the life-enhancing, moving-forward character of experiential implying. This,

he says, ref er s tdoectiorhvehichbisopdoy i any exterpadlyn i ¢

defined direction (Gendlin 2004, p.136). Implying is not the same as that

which will occur (in action, language or thoughts). The implied only happens

if it is possible in the environment. Gendlin (2018, p.11-12) emphasises that

occurring is a body-environment interaction. The role of the interaction with

the environment will be further addressed in section 4.2.4, while the role of

organic life-enhancing drives will be discussed in the next section, 4.2.3.

The viewpoints addressed in this section have strongly influenced the
research part of this thesis. First, the data generation has been conducted in
a manner which aimed to enable a kbhgl from the implicitéo.
relying on the working of the non-consciously held memory of the wider self
(see Chapter 2), the explorative conversations with participants were guided

by the second research objective: 6 Wh a 't aspects ofare t he wi der
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noticeably involved (read: carried forward) in the process of comprehending
the present self vis-a-vis cancer?d This means that the embodied patterns or

structures of the metaphorical conceptualisings were not only, as Todres

(2007, p.20) puts it, ex pl ored f or Wirstarésearch abjective) s a y 0

about an experience, but als o as Omessenger s(secont

research objective).

4.2.3 Bio-chemicale mbodi me nwti aabnidl i6t y 6

t h

As discussed in the first section of this chapter, in Var el a entctival . 0

cognitive science@ in contrastt o 0 ¢ o g mind and engiraménent are no
longer seen as static, separate and pre-given entities. Cognition has become
understood as enacted, embodied and embedded. Varela et al. (1991), who
were also biologists, explain that adhering to 6 e v o lany adaptiam thinking in
neo-d ar wi nsitsenequivalent of cognitivism as it also starts from the
assumption that organisms adapt to a pre-given world. What it means to let
go of adaptational thinking in biology and what that may mean for this thesis
will be briefly explored below.

At a basic level dhuman beings @re living systems and with this comes the
possibility of dying. The implication is that living systems organise
themselves towards the avoidance of dying and towards survival (Froese and
Stewart 2012). In biology survival may be seen as a result of a mechanistic
employment of physiological processes which by an observer may look as if
purposefully intended by the organism (Weber and Varela 2002). Others
adhere to a viewpoint akin to that introduced by Maturana and Varela (1980,
pp.78-79), and expressed with the conceptof6 aut opoi esi s 6,
as:

AANn autopoietic machine i s @aumh
as a network of processes of production (transformation and
destruction) of components that produces the components which: (i)
through their interactions and transformations continuously
regenerate and realize the network of processes (relations) that
produced them and (ii) constitute it (the machine) as a concrete unity
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in the space in which they (the components) exist by specifying the
topological domain of its realization as

Considering living systems as autopoietic implies understanding them as
really having an intrinsic teleology, i.e. an internal purposiveness. It is in this
self-organized process towards survival that human beings Osubjective
concern for survival and their valuation of and intention towards continuation
and realisation of life is rooted (Weber and Varela 2002). As mentioned in
Chapter 2, Damasio calls this process of life regulation homeostasis and
discusses how brain evolution and the emerging self are based in this
biological value. If life wants to continue then it has a value for itself and the
world acquires meaning as either supporting or hindering this life continuation
(Ibid., p.118-119).

The link between the self-organised drive towards survival and the orientation
towards the environment, Di Paolo and Thompson (2014, pp.69-73) further
specify as follows. They explain that body survival does not occur through
bio-chemical or physiological processes alone. These processes are
insufficient because of the fAphattheyr i ouso nat
mean that although organic processes may be conceived as being positively
life sustaining, in reality organic processes have intrinsic tendencies towards
internal imbalance. To counteract the negative tendencies of its own parts, it
is crucial that a system has relations with the outside world. A system is not
only self-enabling and self-organising but will also out of necessity be

spontaneously drawn towards interacting with the environment.

Varela et al. (1991, p.196) point out that this coupling of a deingd with
@omplex environmentsd generates cognitive abilities that far outweigh their
relevance for survival. They define evolution as

Abricol age, the putting together of part
arrays, not because they fulfil some ideal design but simply because
they are possible. 0

In other words, from a non-dualistic biological perspective, natural selection

towards survival is not seen as an adaptive process that guides towards an
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ideal, an optimal fit, following a prescriptive logic. Instead, natural selection
is seen as following a proscriptive logic which means it operates in a much
more moderate sense and merely accepts all actions as long as they do not
go against the integrity of the system (lbid., p.205). Only that which is not
viable and not compatible with survival and reproduction, is discarded (lbid.,
p.196). Varela et al. call this process of evolution a process o fn ad ur al
and it allows for much more variation and biological flexibility than the

adaptation explanation does.

The idea that a living organism reacts, not only physiologically but also
psychologically, as a whole with a continuous organismic valuing process at
work towards the maintenance of the organismisalsoat t he <cor e
Personality Theory (1951). It is what the person-centred therapist relies upon

dr i

of

(Ibid., p489). This has been <called theCadself

Rogers argued that it is not through externally acquired knowledge, but
through their experience, their own senses, their own physiological equipment
that people are able to discover what is satisfying and enhancing (lbid.,
p.513). The goal of the organism Rogers specifies as

fi . to maintain itself, ... to move in the direction of maturation, ... to
actualize itself in the direction of greater differentiation of organs and
of function, ... to expansion, ... to greater independence or self-
responsibility, ... self-government, self-regulation, and autonomy, and
away from control by external forces and ... finally in the direction of
socialization (p.488)0.
This process is not expected to happen smoothly but rather through struggle
and pain (lbid., p.490). This principle has been taken further by Joseph and
Linley (2005), in their Posttraumatic Growth Theory (see the literature review).
Rogers (1951) also refers to other conditions. Sensory and visceral
experiences and feelings need to be admitted into awareness through
accurate symbolisation and need to be felt and accepted by the whole person
for the self-enhancing process fully to unfold (Rogers 1956). Childhood
relationships are seen as potentially causing a disconnection from the
organismic valuing process, and resulting in external values being imposed.
This can be restored when new relational experiences enable a rediscovery

of the organismic values (Ibid., p.517).
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Although person-centred theorists and practitioners would share the view that

the self is a process or, as Rogers (1967, p.122) phrased it, ia stream of
becoming, not a finished productg they differ in the interpretation of the

actualizing tendency. Possible interpretations are that in addition to 1/

working towards organismic maintenance and enhancement, it is 2/ a

formative process that integrates all aspects involved into coherent forms and

it is 3/ a process of actualizing all that one potentially can be. Some, e.g.

Greenberg and Van Balen (1998), object to the actualizing-of-potential view,

while e.g. Bazzano (2012) also resists the formative view. Both also put

forward that the actualising tendency is highly interpersonal and warn for the

temptation to understand actualizing in a static manner by narrowing it down

to individualism, rather than acknowledging that others partake in the life of

the organism (Mearns and Cooper 2005; Cooper 2019a). Or, as Cooper
(2019b, p43) put s it Athere is place for wisdom wi

within.o

From the perspective of this thesis, understandngaper sonds #ftoesponses
others and to the world is essential, but seeing those responses as enactions

is contrary to the idea that they somehow already exist, waiting inside the

person as potentials to come out under the right circumstances. That a range

of processes are at work where self continuously emerges from, has been

described by Ga | | a ¢o20&3) patsern theory of self. The different weights

of the processes and the continuous changes seem to counter the idea of

coherent forms, as does Var eéxpréssestbeoncept of
notion that what does not undermine the integrity of the organism, may occur.

Informed by the concepts o f O0nat ua @ dactudlizing f téndencyd
(understood in its minimal meaning, i.e. as a drive towards the maintenance
and enhancement of life), | cannot but hearpar t i ci pant sé6 comprehend,
self at different times post-treatment as illustrations of an active or passive
continuation of life and self. What | am specifically interested in though is
what type of comprehending of self in relation to cancer may be considered

as not viable, and therefore potentially organismically avoided, as such
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comprehending woul d uonedtationmowards sarvivgd err s on 6
well-being. | have decided to concretise this by asking the sub-research
question: i Ar e t hbodyeschematg structures that appear as impossible
for the comprehending of self vis-a-v i s ¢ a htake thi® angle as | believe
that although understanding what is not possible, is easily overlooked, it can
deepen the understanding of an experience, in this case cancer survivorship.

| will particularly explore the degree of closeness between self and cancer.

In the next section | focus on the fourth research objective, i.e. the
consideration of the role of the transaction between survivors and their

consultants.

424 Transactional embodimentand6af f or danceséd

In the discussion of Merleau-Pont y6s and Var ebkiaemergedal . 0s
that there are two dimensions to enactive cognition, albeit in one movement,
i.e. a conceptual and a phenomenological dimension. | have chosen to use

the term 6denactiond to refer to this tot

The conceptual dimension is concerned with the interplay between the brain

and the intercorporeal engagement in the environment, and focuses on

0 s e nmator emb o d i mehapted 2). ( TGis gave rise to the research sub-

guestion fAWhat is the body schematic structure embedded in the
metaphorical comprehending of the self vis-a-vis cancer?0 and was further
explored with Lakoff and Johnsonés Conc
4.2.1).

The phenomenological dimension is concerned with the interplay between the
embodied being and the environment, and focuses on what | call
O0trannsaalct e mbodi mabapteré2). (Irsthie stu@y | attend to an

aspect of this dimension with the research sub-question i H o w trashsactions
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during medical consultations function as affordances for the comprehending

of 6 s el-dvise b B @®Belowtheter m 6af fordancesd will be ex

First | need to explain the c¢htAssadabofe, It he term 6
wanted to preserve the term O6enactiondé as a t
the mind in the world and the world in the mind. When focusing on the role of
the environment in the mind-body-environment coupling, | wanted to use
another term yet one that wasg oaldi.gned hwmistom ¢t I
(2007) mentionst hat Dewey wused the term O6transacti on
Varelaetal. usedt he ter m oéchosatouseohé . term O6transactio
to focus specifically on the role of the environment in the engagement. This is
a deliberate choice in order to avoid the more familiart er m &éi nt er acti onal
The word mé nsgemalftdowosuggests a gap bet ween s
(Johnson 2007, p.118),thevery thing that Varielna et al . 6s
with Merleau-Pont y 6 s t hi .nllaimmogtay inctune witle thetr effort to

conceptually overcome the gap between mind and world

As indicated above the biological and sensori-motor loops with which living

systems self-organise their continuity are coupled to the environment in a way

t hat they Nfenact or bring forth wh at coun:
(Thompson 2005, p.418). Or as Johnson (2007, pp.46-47) puts it, the

sensori-motor capacities of the organism, the characteristics of the objects

and the nature of the environment together determine what responses are

possible for an organism,or what i s o6affor deddbbaff orilded use
and o6affordancedéd in this context was introd
following definition:

iThe affordances of t he environment ar e
what it provides or furnish e s , ei ther f(Gbson d98® d or Pl
(1979), p.127).

0

This means that an object can be experienced as affording different things to
different organisms, or to the same organism at different times. What counts
as an object is also dependent on the organism. For human beings, other

human beings ar e &éobjectsd that afford possibiliti
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exchanging meaning (Johnson 2007). Gallagher et al. (2017, p.93) highlight
t h a tftuatibns and their meanings are relative to affordances that are
physical (relative to individual motoric abilities / disabilities and skills), but also
soci al a n dAs theiresearch aub-question explores the affordances
of participantsd transact i o,nsecial vandtcalturahe di c a

affordances are likely to weigh more than physical affordances.

Organisms perceive objects and environments as affording certain actions.
Whether these actions are subsequently met with support or impediment will
inform the next action and generate a continuous perception-action cycle
(Gibson and Pick 2000, p.16). By acting, the context changes and the
enactions of others, i mpact on the self
mutual becomingo .(De Simone and Simoncini 2012, p.321). With cognitive
acts such as speaking, perceiving, touching they generate each other on the

condition that they acknowledge each other.

Varela et al. and Gibson agree that organisms and environments are coupled
by perceptually guided action. But Varela et al. (1991, pp.202-204) also
sharply address the difference in their views. Gibson (1986) sees the
environment as independent and percept u:
upo6 t he ahatfis;alwaysathetego be perceived regardless of whether
the organism attends to it or not. In contrast, Varela et al. argue that
perception is always sensori-motor enactment. The affordance only occurs
through enactment. In this thesis | follow Varel a et al . 6svhicher spe
means that the 6affordancesd that seem t
understood as Opicked updé from ghhheir envi r

engagement with the environment.

So far, embodiment was mainly discussed with the momentary
comprehendings of self in mind. However, the potential impact of
embodiment on the direction of a comprehending process is also important.
In the next section each of the levels of embodiment will be revisited briefly

from a developmental perspective.
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4.2.5 Developmental embodimentando per sonal dynamics?®o

In this study, the focus is on exploring momentary comprehendings of self vis-
a-vis cancer. One way of doing this, is by looking at those comprehendings
through a developmental lens. This is done by comparing the
comprehendings based on their body schematic structure and by ordering
them according to a sensori-motor developmental logic (research objective 5).
This might suggest that in this thesis development is only understood in these
body schematic terms. This is not the case. On the contrary, embedded in
the explorations of the embodied dimensions (above) is a multi-facetted view
on development of thinking and self. In the following summary these facets

are highlighted and brought together.

By using t he term O6devkel dpment adfn eanblod immamt
embodied process of change over timeo . T h at hecehtdoremgpetivei s i n
cognition, Varela et al. (1991, p.205) explain as follows:

A...cognition as aveyskbodtioediectadctaward n i s
something that is missing: on the one hand, there is always a next

step for the system in its perceptually guided action; and on the other

hand, the actions of the system are always directed toward situations
thathaveyett o become actwual . o

In other words by living in the world (what | have called transactional
embodiment) there is an unavoidable need to respond. On the back of that,
the self, with all its cognitive and other abilities, changes and develops
(Hohwy 2007). In this acting, whether through actions or verbal expressions,
t hat whi ch 6 o0 c c usrosedside oG& selttgeneratedspeogess,of
implying and occurring. This experientially embodied process, on the one
hand, draws attention to the push for continuity, while on the other hand
pointing at the inevitable process of change. The d@ccurringbcarries forward
the implied but in doing so it also changes the self. Gendlin refers to the
direction of change by stipulating that the changes happen according to an

organismic drive towards self maintenance and enhancement. By exploring

(@)}

bio-c he mi c al embodi ment t hrough Varela et al

now understand this teleological organismic drive as a wide road where life
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maintenance and enhancement are the boundaries of the road, and where is
discarded that which is not viable. The road discards what is not viable rather

than dictates what is viable.

Turning to the neurological theories it is the sequence of change that comes
to the fore. The structure of the human brain makes that initially new
situations are experienced as undefined but then gradually differentiate. As
discussed in Chapter 2, from an evolutionary perspective and from a child
development perspective, this differentiation happens through bodily action in
the environment. The sophistication of bodily action depends on the
underlying sensori-motor skills. Sensori-motor development enables a child
step by step first to look at objects, but then also to manipulate them, to walk
away from them, take them into new spaces etc., in other words their sensori-
motor development influences how they structurally experience the
environment. As has been discussed, in embodied cognition, these sensori-
motor schematic structures are considered to be the source of metaphorical
thinking. In this study, the body schematic structures
metaphors will be highlighted but, as pointed out at the start of this section,
they will also be ordered according to their position in the sensori-motor

development process.

In summary, the different dimensions of embodiment highlight several facets
of development. First, development entails a process of change which
unfolds according to a sequence of steps and is directed towards increased
differentiation.  Secondly, development entails a taking forward of what
already existed, i.e. it is a process of self-continuation and preservation.
Thirdly, a developmental process allows for personal variation. Finally, all
these facets mutually influence each other and impact on the total process,
which makes a developmental process also a dynamic process (Gallagher
2017, p.21).
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4.3 A quest for holism

In this thesis sub-personal processes are considered as enabling, but that
means they are therefore also shaping or limiting, personal processes.
However, personal dynamics are also impacting on the unfolding of the sub-
personal processes. In the research inquiry this will be attended to by
exploring the interplay between features of
2), their particular medical transactions (objective 4) and the structure of their

metaphorical comprehendings of self vis-a-vis cancer (objective 1).

As indicated at the end of Chapter 1, by taking into account different
dimensions of embodiment and their interplay, and by considering both the
momentary experience in its own right and through a lens of change over
time, an attempt will be made to build an understanding that is not only
comprehensive but also 6 h o | il will now @&flect on what this means within

a framework of embodied thinking.

Bullington (2013b) arguest h at in health care the term O6hc
very good intentions, i.e. to overcome a bio-medical view that reduces human

being to our somatic part. But it is at risk of being just as reductionist by

staying within a framework that assumes there are 6 p a r Ithavé chosen to

address the different dimensions of embodiment separately in order to explain

my views. This is an artificial approach, but one that | hope to have

counteracted by engaging with a theory that specifically conceptualises the

relationship between mind, brain, body and environment as a Gestalt. As

Gallagher (2017, p.10) remindsus,ii n a gest al t tatidauptwhol e i s se&
more than the sum of its partso. This is o
research findings have been taken forward into a painted format, i.e. a visual

medium that has the capacity to communicate things that cannot be conveyed

through words (Pink 2004; see Chapter 10).

On the other hand the focus on the embodied nature of human being also

throws up a limitation. Self, in this study, is considered as a process that
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emerges within the confines of embodied human being. It means that it is
deemed impossible to experience a dimension of self that preceeds, exceeds
or prolongs human being outside bodily being. Yet many people believe not
only that there is such a state of being, i.e. a state of being that is not

embodied, but also that there is a link between such a state and the human

embodied state. Thisisusua |l | y ref erred t ospiéd t@ouldt.er ms

However, for Lakoff and Johnson, spirituality is restric t e d t o
spiri.t@aenldiltiynépst codnctehe o6mored, has
ring to it, but is theoretically also strongly embedded in embodiment.

When attempting to grasp experiencings in a holistic manner, the need to
include a spiritual dimension presents itself. Somehow, spirituality that is
described as confined by embodiment, conjures up the feeling that what it

a

t

r

6embo

a

intends to include is excluded. The &éhol i st i ctbe eepgrigriciogr at i 0Ot

of self vis-a-vis cancer in this study does not consider the existence of an

experience of disembodied spiritual experiencings. This does however not

mean thatt he expl oration of participants?o

they consider to be spiritual and disembodied have been excluded. Those
conceptualisings too have to rely on references to body schemas and logic.
Lakoff and Johnson (1999, p.567) argue that it is possible to feel passionate
about disembodied entities exactly because of the metaphorical character of
conceptualising which grounds them in embodied everyday experience, and

which creates a sense of realness.

Having defined and explained the philosophical framework of this study and
the research questions they underpin, the next chapter (Chapter 5) contains
an exploration of how this study approach relates to the existing body of
cancer survivorship literature. In Chapter 6, based on my theoretical
framework, a set of methodological aspects are explicated. This in turn has
guided the methods of data generation, inquiry and presentation as described

in Chapter 7.
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5. Embodied outlook on cancer survivorship

research: literature review

5.1 Aim and approach

As mentioned in the introduction, a literature review at the start of this project
established that a methodological perspective based on embodied cognition
and conceptual metaphor theory had not been applied much to research on
cancer survivorso compr e b stdieswgre fmuind
to be relevant for my research and will be discussed in section 5.1.5.
Because of this relative dearth of research in this area, it seemed useful to
inform the reader fairly early on of the methodological framework and the

research objectives.

In addition to contributing to research informed by theories of embodied
cognition in health psychology, | consider this study into bowel cancer
survivorso6 compr adviecanter wagthwhife in selatior to two
further gaps. First, as long-term survivorship is a relatively recent possibility,
it follows that there is scope for studies that include the experience of long
and very long term survivors. Secondly, there is scope to extend the
knowledge on cancer survivorship from a process and holistic perspective

(conceptual, transactional, experiential, bio-chemical and developmental).

Although the following research review is presented partially to demonstrate
the existence of the aforementioned gaps, the main purpose lies elsewhere.
Reviewing research literature is a process of comprehending. | found it
important to approach the review with the theoretical understanding of
comprehending adhered to in this study. This means | deliberately
considered some of the interpretive and embodied characteristics of the

review process, which I hereby further concretise as follows:
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First, congruent with interpretive methodology the main purpose of the
research literature search has been to engage with the context against which
the findings of this study need to be understood and thought through (Smythe
and Spence 2012). To what extent the findings of this study may overlap with
the findings of other studies informed by embodied cognitive thinking will be
explored in section 5.2.5. However in the sections 5.2.1 to 5.2.4, the context
is widened and the review discusses studies that were informed by other
theoretical perspectives but that, in parallel with the research objectives of
this study, research the structure and meaning of experiences, explore how
experiences are e mbedded i n s ufsacialveongagerdent pnstlyec h o

world, and that unravel patterns, directions and dynamics of change.

Secondly, it is a given that each piece of research has limitations and that
therefore its meaning and implications need to be considered cautiously and
critically. However, by over-focusing on limitations, one may dismiss findings
that can help forward the understanding of a phenomenon. | side with those
who suggest an open and generous stance. | believe that it is through an
ongoing weaving together of findings that we develop a richer understanding
(Crouch and McKenzie 2006; Randolph 2009).

Thirdly, as Lakoff and Johnson (1999, p.338) have argued, all thinking is non-
consciously metaphorically structured, and this is as much the case for
everyday thinking, as it is for philosophy, or interpretive research including the
literature review. After a first phase of general reading, | took time to reflect
on the metaphorical roots of the spontaneous ordering that seemed to unfold.
In the next section | provide an explication and discussion of the metaphorical

structure that underpins the ordering of the studies.

From a practical point of view, cancer survivorship literature has been
searched by using search engines, academic networking sites, internet
browsers, and reference lists. Key words were used to include and exclude

specific topics. Details of this search are included in appendix B2.
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As cancer survivorship is a relatively new concept it is no surprise that the
majority of studies are maximum 20 years old, with a steady increase in

research publications from about 2006 onwards.

5.2 Metaphorical perspectives on cancer survivorship

Although conscious that cancer survivors conceptualise their life after a

cancer diagnosis with metaphor s t hat range féj omrafeiygmtigibnd @ -

a multitude of more personal metaphors (Semino et al. 2018b), | became
aware that in categorizing previous research | was drawing mainly on

gourneyba nd 6 mo vneeraghord. 6This might have been influenced by

Varel a (4994 6ésmetaphor for enact i vbus m:

it is more likely that the thought of researching a long-term process was more

predominant. The most prominent metaphor for long-term experiences is

6t he

OLotergn act i vi ti es ar e Journeys©®o (Lakof f

Journeys are constituted by locations, destinations, movements and
difficulties. It seemed that especially the interrelation between the two first
features informed the way | distinguished previous research studies from

each other:

In a first group of studies the implied location of cancer survivors seems to be
described as one of psychological distress caused by physical and psycho-
social problems. These studies also imply that the aimed for destination is a
return to a distress-free place. In metaphorical terms | consider these studies

to conceptualise cancer survivorshi

Studies brought together in a second group describe the starting point for
survivors as one of identity disruption, while the destination consists of finding

a path that leads to a new identity. In metaphorical words, cancer

and

survivorship seems to be conceptualisedas:o6 wal ki ng a new path©o.
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A third group of studies considers survivors to be in a location where the
adversity of the diagnosis needs to be processed. This processing, they
argue, potentially | eads to Opgranvthé.t r aMembaphoricalll

thisas:6t aking the hurdle | eads to a new tr e

The fourth group of studies does engage less in linear thinking which
presupposes movement from start to destination. Instead survivors are
considered to be in two places (e.g. illness and health) and the emphasis is
more on the continuous movement between the two places than on reaching
a destination. Rather than walking a path, the emphasis is on moving about
in a terrain. Metaphorically | understand the reasoning of these studies as a
conceptual i sing mbévingsbetween and besnixti apgstarsd 6

nor mal cyo.

The fifth group of studies is informed by conceptual metaphor theories and

analyse which metaphors are used to understand cancer and illness
experiences . Met aphorically O6understandingd
expressed as O0geaspgga ghiough spatialforemovemdnta n

terms. | suggest that in these studies survivorship is explored as a process of

6framing cancer experienceso.

These metaphors need to be held lightly. They are intended to create
transparency about my thinking at this moment in time. They are also only a
partial handle on my understanding of survivorship albeit one that has been
useful to think about the position of my own research approach in this wider

survivorship research context.

In the next sections the studies that gave rise to each of the metaphorical

conceptualisations are discussed.
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5.2.1 Getting back on track

A diagnosis of cancer is in the first place a diagnosis of a physical iliness.
Consequently there is also, when it comes to the psychological experience of
cancer survivorship, a body of research that focuses on this physical 6 i | |

beingéo. Within this perspective survivors

in terms of psychopathology or psychological problems. For example,
experiencing a life-threatening illness was recognised as an event that could
cause posttraumatic stress disorder (PTSD) in the DSM-1V in 1994 and it has
been suggested that 5 to 35% of cancer patients suffer from PTSD (Sawyer
et al. 2010). An overview of articles published between 2004 and 2015
shows that a significant proportion of colorectal cancer survivors experience
clinically meaningful levels of anxiety and symptoms of depression, or
reduced mental well-being across the trajectory of the illness (Mosher et al.

2016). This confirms findings in mixed cancer research revealing that anxiety

and depression may fade after -lHemgois years bu

impeded well beyond that time (Stanton 2006). Fear of cancer recurrence
(FCR) is one of the main problems reported by survivors (Deimling et al.
2006; Skaali et al. 2009; Greer et al. 2011; Mitchell et al. 2013). Based on an
overview of 130 quantitative studies published between 1996 and 2011
Simard et al. (2013) concluded that survivors, although reporting low to
moderate levels of FCR, considered it as one of the greatest concerns, and

one that remained stable overtime. 6 Chr oni ¢ Uncertaintyo
experience during survivorship. Cancer survivors reported ruminating about

their patient experiences and tend to question treatment decisions well
beyond finishing their treatment (Miller 2012). Foster and Fenlon (2011)
report loss of self-confidence in survivors after treatment. Others have made

a point of the Ol oss experiencebd that
by the impact of cancer diagnosis or treatment on re-engagement with
previous psycho-social roles (McGrath 2003) as well as loss due to moving
away from the security and support from professionals and other patients
(Armstrong-Coster 2004).
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Knowledge about long and late physical effects of cancer increases steadily
as more people live longer after a cancer diagnosis. Appleton et al. (2013)
conclude from their review of the literature that the physical symptoms
experienced by long-term survivors of colorectal cancer range from fatigue,
bowel disturbance and problems related to living with a stoma, to pain, sexual
dysfunction and weight loss. Drury et al.6 £2017) analysis of eighty-five
studies of survivorship in the context of colorectal cancer published between
2006 and 2016, emphasises the physical but also psychological distress
caused by bowel disturbances and stomas, often resulting in a sense of loss

of control and hiding away.

Dunn et al. (2013) researched the level of psychological distress after
colorectal cancer at six time points, i.e. from 6 months to 5 years post-
diagnosis. They found that the prevalence of high overall distress ranged
between 32 % and 44 %. Their findings also alert practitioners to be aware
that their study showed men to be more vulnerable to distress than women,
and that some survivors only experience high levels of distress later in the
trajectory (and are therefore unlikely to be detected if the assessment of
support need is limited to the early stages of survivorship). The prevalence of
distress at the time of diagnosis seems to be generally expected and there is
a body of researchintot he r el ationship betweedsn t he
communi cated and eagt Shefield stdal. 20035 t Boens s
studies point to advanced levels of cancer as a predictor of high levels of
psychological distress (e.g. Kimman et al. 2017). No studies were found that
explored the link between further nuances in grade of cancer and distress at
the time of diagnosis. Foster et al. (2009) looked at the experience of
survivors who were five years and longer post diagnosis. From a review of 43
studies published between 1960 and 2006 they concluded that 20 to 30 % of
long-term cancer survivors report psycho-social problems. These problems
included psychological distress, sexual problems, problems with social
relationships, financial concerns in addition to poorer quality of life due to
ongoing physical problems.  Although these findings alert healthcare

practitioners to a potential need for support, methodologically the above
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studies do not allow insight into whether psychological distress is caused by
cancer and its treatment, or by other factors. In long and very-long term

survivorship especially the impact of other life crises becomes more likely.

In addition to the presentation of long-term physical problems as a cause of
continuous psycho-social problems some researchers explored the impact of
other contextual variables. For example lower levels of education and lower
income levels have been found to inhibit adaptation for colorectal cancer
survivors (Ramsey et al. 2002), while the presence of social support, and
having a religious faith, in a study of female survivors of colorectal cancer
shows to help adaptation (Sapp et al. 2003). Gordon et al. (2008) found that
one year after a diagnosis of colorectal cancer the proportion of people who
do not return to work is not entirely explained by increasing age, demands of
therapy or concurrent health conditions, and suggest that further research in
non-physical causes is needed. Appleton et al. (2013), who conducted an
early qualitative study into the experience of colorectal cancer survivors who
were between six months and five years post-treatment, point out that
although they considered time since treatment to be an important
characteristic, their data did not reveal temporal differences in experience.
This resonates with findings by Ramsey et al. (2002) who studied the
experience of people who were at least five years previously diagnosed with
colorectal cancer. The implied aim of problem-focused research is for the
dsychopathology6 or milder psychological problems to lift.  Adjustment to
cancerisunderstoodasan fHabsence of ps yandretdrrotgi c al mor bi
premor bi d f u(@@Brentnan@001, p.7).olt may also mean making health

behaviour changes in response to the health problems (Park et al. 2008).

In addition to illness and contextual factors, researchers have also explored
the impact of personal differences in coping style, and found that those who
appraise their situation as darméor 6 | oasediliely to use @voidance coping
strategies§ whereas a situation appraised as a dhreat6 leads to dgroblem-
focused strategies§ and a &hallenged is linked with @pproach coping

strategies6 (Franks and Roesch 2006). Avoidance coping strategies have
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been found to go hand in hand with higher levels of depression and anxiety
(Donavan-Kicken and Caughlin 2011), less adaptive health behaviour (Park
et al. 2008), less paired relations, less paid work, more fatigue and overall
poorer psychological quality of life (Rutskij et al. 2010).

Long term (between 5 and 10 years post-diagnosis) and very long term (more
than 10 years post-diagnosis) cancer survivors (in mixed group studies and
colorectal cancer studies)ar e reported to have an MfAoVe
Quality Of (RJL¥ @loom et al. 2007), as good as the rest of the
population (Arndt et al. 2017) or even better than age-matched populations
(Ramsey et al. 2002). A first drawback of QoL studies is that the term QoL
does not always refer to the same content. For example, Bloom et al. (2007)
have specifically reviewed literature on multi-dimensional QoL. This meant
that they excluded an abundance of literature on QoL that solely attends to
the physical dimension. However, for an understanding of the QoL of
survivors of bowel cancer who often live with problematic bowel functioning,
these studies may, although one-dimensional, be greatly relevant. Another
confusing aspect of QoL findings is how they relate to other explorations of
well being. Ar nd t et al .é6s (2017) research poi
matches the population, ongoing social, emotional, cognitive and physical
detriments are reported and especially affect patients under 50 years of age
and very old survivors. When the spiritual and religious dimension of well-
being was measured in survivors of colorectal and lung cancer who were
maximum one year post-treatment this dimension scored high (Clay et al.
2010). Depression has been found to correlate negatively with spiritual well-
being, at least in patients with advanced cancer (McCoubrie and Davies
2006).

The Opositive psychol og ftthe focosvfrenmib-being s et s
to subjective well-being and from adjustment as a lifting of negativity to

positive adjustment. Well-being, when understood from a hedonistic
philosophy, refers to feelings that are related to feeling happy (Lent 2007).

Appl et on(2043 p.& donclusson illustrates this:
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AWe found that hdwersitynpgopl® whe five beyomd a
colorectal cancer do not just survive the cancer, they derive physical,
social and psychol ogi cal benefits from it

There i s a fAstr Gubgctive WelltBeirgo (vent 2007, p.235)
that states that, after a disruption of subjective well-being, in time people will
automatically return to a generic disposition of well-being. Despite this, both
Lent (2007) and Appleton et al. (2013) are cautious not to dismiss studies
where colorectal survivors report ongoing physical and psycho-social
problems. Appleton et al. wonder whether their participant group (which had
a mean age of 67.2 years) had under-reported their problems. They refer to
Bismark et al. (2006) who revealed an inverse relationship between age and
propensity to complain about health care. We need to bear in mind, however,
that Bismark etal6s study focused on complaints abou:
medical care. Foley et al. (2006) found that older survivors (in general) are
also less likely to report personal growth and overall tend to minimize the
impact on their lives. This was found in a study with survivors who were more
than 15 years post diagnosis whereas Appleton et al6s partici pants on|

ranged between 6 months and 5 years post treatment.

This focus on positive experiences as part of survivorship, seems to paint

surviving as an active and interactive experience, rather than an experience

of being victimised. Appleton et al. (2013) mentont he r ol e of survivo
altruism and their wish to support others as a relevant factor in their sense of

self. Survivors were found to be actively engaged in the management of their

restrictions through interaction with family, friends and health carers, and by

setting personal goals. Brennan (2001) specifies that adjusting to cancer does

not only involve O&écopi nygpte refheation, wosyingl s o enabl e
talking to others, cognitive behaviour therapies, writing down traumatic
experiences, resuming soci al roles and relat
theoriesand 6 cogni ti ve t he theiole sf8ocidl eontektahdo i gnor e

do not appreciate the ongoing development of the adjustment process. He

emphasises the mutual relationship between survivors and their contexts:

Nfsoci al context both modul ates internal adj i
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(Brennan 2001, p.7). Simard et al. (2013, p.318), for example, report how
relatives present at times higher levels of fear of recurrence than patients and
also wonder about the mutual influence. Seiler and Jenewein (2019) also
emphasise the contribution of social f ac
to adjust to cancer. Based on a large scale literature review they consider

posttraumatic growth (see below) as an indirect path to increased resilience.

5.2.2 Walking a different track

Researchers have explored, i f and if S C
usual sense of self and identity, and how this in turn influences their quality of
life. Based on a review of the cancer survivorship literature Zebrack (2000)
posits that the experience of cancer leads to changes in social roles and
identity. For example, Mat hi eson a (1895) Fesearchd of the
narratives of 27 cancer patients revealed cancer as a threat to self and
identity. They describe how what they consider to be a universal drive to
create meaning, t r i gger s 0. dhasninvelvesyengaging khé early
disrupted feelings of fit, as well as biographical narrative work that
incorporates the meaning of illness in older self-narratives, and then
generates a space where identity is renegotiated. They noted that cancer
initially is experi enc edatei on bdcdmes tilef or e g

O6backgr oumafandtfa t hei r

Naus at al. (2009) present their Cancer Survivor Adaptation Model as a model

that looks behind the emotional and physical adjustment to diagnosis and

treatment and instead focuses on the disruption of self and identity and a life-

long adaptation process. Where Mathieson and Stam (1995, p.299), from a

narrative perspective, write about ii ncor por ating thandmeani
refer to the engagement of i o | dedf-n ar r a,tin paesakelp but from a

cognitive perspective, Naus et al. (2009, p.1355)s peak of the fcons
new goals and wor | dandalwsw nmphiisondeépends on

Aaut obiographical memory, which provide
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and i delittteiett & §2002, p.176) conclude from their research with

three lay carersandtwelves ur vi vor s of <col on cancer, Hodgk
hepatoblastoma, diagnosed between 6 months and 25 years previously, that

Afthe survivor can be disaadhallengedo cénegnuit¢ofr vi vi ng a
identityo. They mention the role of O0Omemory:
describe how survivorsodéd identity work consi s
points in their beliefs and values, of reconstructing a new version of their pre-

experienced identity, of using their experience of cancert o &6édevel op pre
establ i shed f agansltofsimbaifig the damaert expeneidce with

meaning and recognisingt he &éenl arged identityd made poss

The meaning of the experience of disruption of roles and identity is
considered to be dependent on the socio-cultural, biomedical and
psychological context in which the disruption is experienced, e.g. a disruption
in intimacy through cancer treatment will be experienced differently by a
young survivor who needs to disclose this to a potential partner, than by an
older adult in an established relationship (Zebrack 2000). Mathieson and
Stam (1995) paid specific attention to how identity work emerged in
interaction with the responses of family, society and the medical world. For
example, patients may not have been given a voice in relation to their illness
by their doctors, or friends may not be ableto see 6t hemdé behind the can
Little et al. (2002) mention the unhelpfulness of others who fail to understand
the uniqueness of cancer survivorship. In an earlier article Little et al. (2000)
describe how health care practitioners are just as vulnerable as their patients
and employ similar coping strategies. Yet the denial of their own vulnerability
and a negative framing of pat i ent s® v ul ner,achusdsithey , they a

discordances between patients and health carers.

Karnilowicz (2011) also makes a point of how health practitioners can play a
constructive r ol e i nnegbtiaton. pHe tconductddéas | dent i ty
autoethnographic study in which he describes his own diagnosis of prostate
cancer as a sudden disruption of sefand | oss of ¢ eendameo | : it he d

to own meo (Karnilowicz 2011, p.8). He argues that the unexpectedness (he
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was only 50, there were no symptoms) was the motor for a process of
building psychological ownership of the illness. Ownership comes with a
sense of control and responsibility. McGrath (2004) frames it as a key aspect
of an individual spiritual journey after cancer, while Karnilowicz (2011)
emphasises that a sense of ownership is, really, a psycho-social construct.
These different frameworks could be a reflection of the time post-diagnosis of
the survivorship experiences that were e x pl or ed. Karnil owi cz
probably refer to his experience up to five years post-diagnosis, while
Mc Gr at h 0mluded six sluyvivors who were diagnosed 5 to 8 years prior.
Alternatively it may also be an example of framing similar experiences
according to the preferred | ens of t he

specifically funded to research spirituality in cancer patients and survivors.

For Karnilowicx (2011) seeing ownership as a psycho-social construct means

that the way health care practitioners relate to their patients is of crucial
importance. He concludes that issuing directives (e.g. for the survivor to adopt

new behavioursybypasses t he p @wnbdteemitlness and keealth t o
behaviour. Health and care practitioners need to take into account their

pati ent s 0ands assessawhetteen they are ready, and then truly

negotiate, through the use of education and information, any treatment

options or recovery action plans. Drury et al. (2017) conclude from their

recent research literature study that the navigation of systems and resources

has become an inherent part of the cancer survivorship experience. They

point out the lack of empirical research into the impact of healthcare
experiences on <cancer Friorr (1990),omritmias qu al i t
psychologist and cancer survivor, points out how an active partnership with

physicians mobilizes personal resources to combat cancer. Jorgensen et al.

(2017) st udi ed cancer patientsod exper-upence
with a qualitative systematic review of literature written between 2000 and

2015. They concluded there was a distir
understanding of empowerment and highlight the need for an illness and

stage specific study of patient empowerment. The body of research that

explores the willingness or capability of relatives and health care
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professionalst o be supporti veywak, ssggaste thatthe s 6 | dent it
di sruption of identity is emb@®@uyl®ed&, in a o6di s
p.180). Despite the reported frustrations of cancer survivors with their
families in their present real life relationships, Pascal (2010) looks into the
role of memories of past family life as a source for restoring identity continuity.
Her study of the experience of 15 self-defined cancer survivors shows how
their past family relationships inspire them to cope with the present. The re-

establishment of a future often happens with stories involving their children.

In a slightly different body of research into identity and survivorship,

researchers explored how survivors identify their relationship to cancer. At

five years post-diagnosis 55 % survivors of colorectal cancer identified as a

6cancer survivor 6, 39.4 % as a person who ha
cancer patient and 1.2 % as a cancer victim (Chambers et al. 2012). Similar

results were found by Deimling et al. (2007) in their study with older long term

survivors. Differences between survivors are associated with numerous

psycho-social, clinical and demographic factors. Park et al. (2009) explored

identity with a mixed cancer group of survivors who were diagnosed on to

three years prior but allowed them to choose more than one identity. Again

6survivor6 scored the highest, foll owed by 6
The main finding was that most survivors recognized different identities.

Those identities point to the diversity of their experience. Finally, a large

scale study by Thong et al. (2018) concluded that a significant number of

survivors (e.g. 25 % of colorectal cancer survivors) 5 to 15 years post-

diagnosis do not i denvof g0 ab ub. sTheir méthodologicaint s 6
approach to present survivors with a dichotor
0 s ur vaarvhbe saen as too simplified. On the other hand it may expose

that the group of survivors who in the above studies mi g ht i dentify as ¢
person who had or ( ha sigentdyanregualméasure@ah en pr es s e (

O6patients6é and O6survivorso.
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5.2.3 Taking the hurdle leads to a new track with unexpected heights

Above | indicated how 6 posi t i ve p s withih cahcergyndvordhip s
research, broadened the focus from ill-being to well-being. The studies
mentioned earlier (e.g. Appleton, Brennan) were informed by a hedonistic
philosophical position, meaning that it is important to consider the possibility

of 0 h a pevennuaders distressing life conditions (Lent 2007, p.232).
Within dédpositive psiyaudemdniocghijodophical positon i s al
which states t h at not only Ohappinesami nogudt cad
spring from adversity. In cancer survivorship research literature this is

di s cus s odttrammstic &r owt h o ( Ptér®)was firBthused by

Tedeshi and Calhoen (2004, p.1) and is defined as follows:

APosttraumati c gr owt h i s t he exper.i
occurs as a result of the struggle with highly challenging life crises. It

is manifested in a variety of ways, including an increased appreciation

for life in general, more meaningful interpersonal relationships, an
increased sense of personal strength, changed priorities, and a richer
existenti al and spiritual l i fe. o

Hefferon (2009) analysed 57 articles published before November 2007 which
addressed posttraumatic growth following trauma related to physical illness,
in contrast to other traumatic events. In line with the above definition she
found change in perceptions of life and priorities, in the development of self,
as well as existential re-evaluations, e.g. a changed perception of death. In
addition she discovered that survivors tend to express a new awareness of
thebody, a theme that is wunique to the ncc¢
trauma and t he process of (ledc RB4de ct i on
Moreover, participants found that the diagnosis heightened their awareness of
physical self identity and it was due to the overcoming of physical adversity
that the PTG experience was propelled (lbid., p.372). Surprisingly, no
reference is made to the potential impact of surgery, chemo- and
radiotherapy, in addition to the experience of diagnosis and physical disease,

on survivorsd changed body awareness.
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Jansen et al. (2011, p.1158) di f f erenti atdrbemaéen gGgpowt ho
(PTG), which they define as benefits associated with changes in perspectives

on life, relationships and self, and Abenef i Wefinétd asde-ngo ( BF)
assigning positive value to the illness based on the identification of benefits.

They explored the experience of 483 colorectal cancer survivors and found

that five years after diagnosis almost all survivors experienced some degree

of PTG and BF. Moderate to high levels of PTG were found with 46 % of

survivors and 64 % reported BF. In a study by Salsman et al. (2009)

colorectal cancer survivors reported less PTG than other cancer populations

studied. This result could be caused by the fact that 85 % of the 55 colorectal

cancer survivors in the study were diagnosed with an early stage cancer.

This could explain lower levels of distress and subsequently lower PTG (see

above).

Sawyer (2010), who studied PTG through a meta-analysis of research studies

that explored the experience of survivors of cancer and HIV/AIDS up to 108

months post diagnosis/treatment, points out that PTG is at times noticed early

and at times late in relation to the moment of diagnosis. This suggests that

early PTG refers to a coping strategy aimed at reducing emotional distress,

while later PTG refers to a more substantial life change (Sawyer et al. 2010).

The early use6 o f PTG does noteal greavthmMaergkeri&n c | ud e
Zoellner (2004) speak «dlf-decdpe i 6e i1l usi ondhey sided of
align this with Taylorés (1988frswmth@cept of 0§
phenomenon that when people are confronted with threatening events, they

may respond with a somewhat distorted positive view of themselves, and with

a naive optimism and overstated sense of personal control. According to

Salander (2012) this transforming or reconstructing of some aspects of the

threatening situation is often observed in cancer patients and is best captured

byt he word 1606d,i savaoawacept psychoanalystdMichaeld by

Basch. It is self-deception in the face of accurate perception,or a #Apl ayi ng

wi t h rse aslta malgedt easier to cope (Salander 2012, p.543). Taylor

(1983)descri bed t hese @litdnbrona cognitive funcaorsinge s s e n't

It is only when these illusions continue beyond an early stage of dealing with
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trauma that they change from ftonstructive optimismoto fhaive optimismoand

at that point they may have deteriorating effects on adjustment (Maercker and
Zoellner 2004, p.47). Thedposi tive illusionsd early
possible for cancer survivors to report denefit findingd from one year to
another while presenting with increased psychological distress later on
(Occhipinti et al. 2015).

Wh e n we f ocus-c lman gtimeeging orlaitfhee r t han t he
strat egy pof PTE&,awoicomponents seem to be essential. First, the
probability of PTG is dependent on having to overcome 6 adver si tyo. J
al. (2011, p.1163-64) found indeed in their study of colorectal cancer

survivors that

Aithe prevalence of moderate to high
survivors who had a higher objective burden of their disease, such as
a higher stage at diagnosis or higher intensity of therapy, or a higher
self-reported burden of diagnosi so.

However, Joseph, like Tedeshi and Calhoen a prominent writer on PTG,
reports that wider research on PTG shows that when posttraumatic stress
levels are too high, the possibility of growth diminishes (Joseph 2011, p.92).
The second essential component of PTG, then, is to do with how the
experience is cognitively processed:

APosttraumatic stress may wel |l be t h.
but survivors need to take control of the rudder and point themselves
i n the ri dlbid.,p#89).recti ono

Joseph (lbid., p.118) emphasises that working through trauma requires the
right balance between accommodation and assimilation. Assimilation means
perceiving the stressor in a way that fits the existing way of being, while
accommodation entails an acceptance of the stressor for what it is and an
ability to alter the self to accommodate for it. Without accommodation growth
is not possible (Ibid., p.114). Ca s p a(2011pstudy with 169 breast, prostate
and colorectal cancer survivors confirms that a perceived threat and cognitive
processing are good predictors of PTG. Abernathy (2009) researched the
difference between cancer survivors who assimilate and those who

accommodate their cancer experience and concludes the difference is due to
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different identity structures which go hand in hand with different cognitive
processing styles. Cancer studies show that posttraumatic growth is related
to a better quality of life but this does not exclude the presence of distress
(Sawyer et al. 2010; Joseph 2011, p.94-95). Salsman et al. (2009) suggest

that early PTG may coincide more with distress than later PTG.

In general, social support seems to promote posttraumatic growth (Joseph
2011, p.121), while the impact of age and education is more cancer type
specific. A younger age at diagnosis and lower education coincide with

higher levels of PTG in survivors of colorectal cancer (Salsman et al. 2009).

Joseph and Linley (2005) specify PTG Theory as an 0 rganismic valuing
theory of growth through adversityd Their aim is to go beyond the more

descriptive natur e o f ot her theori es, e. g. Tedi
Descriptive Model. They explain why growth is possible by stating that

people automatically evaluate what is inherently in their best interest. When

this process does not unfold these authors work from the premise that
somet hing i n peopl eds past or present

developmental trend and propensity towards growth.

5.2.4 Moving betwixt and between Angst and Normalcy.

PTG theories are strongly process orientated. Neither Tedishi and Calhoen
(2004) nor Joseph and Linley (2005) suggest that people consciously aim for
growth. PTG is, rather, a side-effect of their engagement with adversity.
However it invites a focus on change and progress with the risk that
experiences associated with slow or stationary movement get to be
overlooked. Some studies into cancer survivorship have revealed in more
depth the intricacy of the survivorship experience. Rather than focusing on
the result of the disruption, these studies focus on the experience of the
disruption. Rather than revealing how overcoming the disruption can lead

people onto a track with new heights of meaning, these studies reveal how
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experiencing the disruption opens up a space betwixt and between hard

existential angst and a rocky version of normalcy.

Little et al. (1998) are important authors within this perspective. Their starting

point is that cancer is an embodied experience. They point out that before
diagnosis, t he body i s exaperniténc e dBoas | §t rexms
as living with a colostomy bag, being breathless etc., undo the transparent

nature of embodiment and instead make embodiment visible and problematic.

Bleeker and Mulderij (1992), who research this bodily awareness in children

with motor disabilities, draw on Merleau-Pont yé6s | anguage when
as fi(they) too often have their bodies and too rarelyaret hei r bodi es o
Stroke patients, even one year after their stroke, express t h at Nt he b
becomes something foreign and separate from the selfo (Ellis-Hill et al. 2000,

p.731). Cancer survivorso expexperiennes of strokeey di f
and motor disability in that,t he di agnosis first of alll |
awareness. The body becomes unreliable in its ability to sustain life. It is all

this that Little et al. bring together when they conclude:

ATo perceive the | imitations of t he
dread, as unfamiliarity, as the non-transparent, is to experience
alienation of the self from the vehicle for selfo (Little et al. 1998,

p.1493).

Little et al. capture this experience with the idea of & i mi n e8Bhsed on 6 .
research with survivors of colon cancer who had surgery 3 months to 11
years prior, they characterise liminality as an experience of ongoing
patientness, communicative alienation (not feeling understood by others) and

boundedness (in space, time, roles, empowerment, future etc).

All this does not ignore that survivors may take positive action within ongoing
constraints, e.g. when using their own experience to better inform recently
diagnosed patients (Little et al. 1998, 1489) or that they may not be too
overwhelmed by their patientness and, instead, insistthat6 | i f e (itles o n QG
et al. 1998, p.1487). Littl e ,boweva,lis.thatsfor canampatients,
limnaltyican be coped with, It can be pallia

r e mo v(eitdecet al. 1998, p.1491). They write of early and late, acute and
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sustained liminality to capture the variations in experiences expressed by
survivors.  Their study made manifest an ongoing oscillation between

experiences of acute and sustained liminality as part of survivorship.

Blows et al. (2012) reviewed 10 articles published between 1985 and 2011

which used the framework of liminality to understand cancer experience,

albeit in slightly different ways: the first is closely linked to how the concept

was originally coined by the anthropologist Van Gennep. Liminality is then

seen as a stage of transition, preceded by a stage of separation and followed

by a stage of re-incorporation, i.e. a re-entry into a structure, into society. In

ot her words it is the miplacdlsa gradr(l967offuraetrr i pa
p.97) described the experience of thispar t as @b édtewinxgtwvdiand bet

all the recognized fixed points in space-t i me of structur al cl ass
Being diagnosed with cancer at a young age may trigger specific experiences

of liminality, e.g. uncertainty about having children (Rees 2017), or feeling

bodily young and old at the same time (Hannum 2016). Blows et al. (2012)

discuss cancer survivorship studies where this view on liminality was used to

refer to survivors feeling in between health and illness, and prostate cancer

patients feeling between gender identities. As these studies explored the

experience of survivors who had not yet progressed beyond treatment, they

are not really suitable to discover whether people move from a liminal stage

to a non-liminal stage.

A second body of studies exceeds two year survivorship. All speak of the
ongoing experience of liminality and challenge the idea that liminality in
survivorship is inevitably followed by a stage of reincorpor at i on. Little et
study, which includes survivors over 10 years, is part of this body of research.
According to Little et al. (1998) survivors do not move through the three
stages of a rite of passage; they have a sense of liminality from the moment
of suspected diagnosis and this sense continues for the rest of their life.
Bruce et al. (2014)c a | | t his &6per vaomitheiereséarchmwith al i t y 6 an
survivors of cancer, renal disease and HIV/AIDS, suggest that people learn to

live with the opposing and paradoxical experiences, rather than seek to move
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on to a stage where these are resolved. Little et al. (1998) argue that living a

Ol i mfediasl Ili vi ng afad This xesosates with iPastal (2010)

who argues t h a't exngseoantihht 6as causmdds by t
continuous throughout survivorship, also opens up a reflectiveness that
appreciates the true nature of being-in-the-world. Based on her research of

the experience of 15 self-defined cancer survivors (up to 15 years post-
treatment) she concludes that the experience of cancer survivorship leads to

a revi si on ,datén wilhrastrongarlfocug én the everyday here and

now, but also with conscious reflections on the future possibility of death,

triggered, for example, by illness anniversaries (Pascal et al. 2009). Little et

al. (1998) add though that unlike our ancestors we have no heritage that has
taughtus how t o Irievseh obhedsibuggldte live chon t he t hr es
has often been researched under labels such as 6 s pi r i(Mc@rath pair
2002)ort he Oexi stenti @aee2q08).i ght of <cancer 6

Based on athird groupofstudi es i n Bl owsd review, SO0mEe
to combine the thought that survivorship both continues to be an experience
of liminality and yet also re-anchors in a sense of normalcy. Thompson
(2007b), who studied survivors up to two years post-diagnosis, agrees with
Little et al. that liminality is a permanent state in survivorship, but finds that
the liminal experience is not solely limiting or restricting, but is often
generative in nature. Crouch and McKenzie (2006, p.495) suggest something
similar when they propose tinedphaseathird Li tt
liminal phase in which survivors transcend the sustained liminality. This they
argue happens between 5 and 12 years past diagnosis, when survivors
experience fAsome secur i rdinagbpkc opé eome M

call it a phase that not all reach but that most yearn for.

Scott (2014, née Blows) concluded from her own research with 13 cancer
survivors (who were between 5 and 16 years post-treatment), that while the
majority expressed a sense of sustained liminality, some made the transition
out of the liminal stage, with the five year marker playing an important role.
Within O6susil ai y diffeictintesitbret ween Oophysi cal
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(experiencing ongoing consequences of treatment)and O e&li st emi nal

(experiencing ongoing fear of recurrence). Littl e et al
emphasis on the ongoing nature of liminality in survivorship on the one hand
feels like a stubborn resistance to the acknowledgement of recovery, yet at
the same time it is a finding that is echoed in later studies as well, e.g. in
Koutri and Avdia (2016), who, based on their research with breast cancer

patients, advocate the use of liminality as alenstounder st and

experience, espeecpreterred storyd § nietd ii s isthatn @n y

health care sector.

McKenzie and Crouch (2004) deepen the understanding of liminality with their
study of the experience of 22 cancer survivors (who were between 2 and 35
years post-treatment). They note that a specific feature of cancer

0s

A

i tyo
det

survivo

survivorship isthe lifel ong o6t hreat 6 of r e cthigresets c e .

in an $amxyieat ymoi flaéhes aoh fdar that well up at times
throughout life. This anxiety based outlook sets survivors apart from others,
especially in societies that do not tolerate expressions related to mortality. It
is present in the fears of their relatives and friends, but also in their own fear
and beliefs that negative affect contributes towards cancer. Consequently
survivors (McKenzie et al. prefer the term post-patients) are highly motivated
themselves to 6controld their negat
to do so both by relatives and health carers. The authors refer to research

that says that emotions cannot really be controlled andth er ef or e t

vV e

h e

er

r s

and

The

mo o d

achieved is more I|likely to be a 6écontrol

control of their feelings. McKenzie and Crouch conclude that this mismatch

between the way survivors interact and the way they feel creates an

A

exi staenthiealwe@ind st at elifetlodmgsturvivorehgpr act er i ses

More recent studies seem to explore more what it takes or means when

survivorséexperience goes beyond the full blown sense of liminality. Wake

(2017), who explores &6écontinuous | iminalityo

suggests tha t It i's through oOlisteningo

may be able to accept liminality, rather than being controlled by it. Sleight
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(2016) on the other hand suggests the possibilities for cancer survivors to

transcend liminality through ritual. Sibbett (2008), who questions a linear
presentation of liminality, suggests both from her personal experience as a

cancer survivor and her professional experience as an art therapist, that art

therapy can offer an opening for the symbolic and metaphorical therapeutic
expression of the experience of liminality in a ritualistic manner. Assing Hvidt

(2017), informed by an existential-phenomenological framework, concludes

from research with survivors in rehabilitation, t h a t peopl eanéwarr i ve
O0home womteglaestthheati hi enawoébdd of <cancer
resonates with what Sleight (2016, p.58) d e s cr i b e s -limisal identify p o s t

t hat holds space for the experience of i

5.2.5 Framing cancer experiences

The following studies explore, like the research in this thesis, how people
conceptualise their experience of cancer or cancer treatment, from a
framework that understands conceptualising as embodied. This means they
explicitly explore the metaphorical character of the way cancer patients and/or
survivors think about their self and cancer. The use of metaphors in coping
with illness and cancer has been researched for a long time. Although it is
difficult to ignore work by e.g. Sontag (1979) who is known for taking a critical
stance against the use of military metaphors to capture the experience of
cancer, in this literature review the focus has been on studies that specifically
explore metaphor as thinking. These studies are only emerging recently, in

parallel with a growing interest in embodied cognition theory.

The role of metaphor in psychotherapy has also been intensely researched.
This includes studies which consider metaphor as thinking. As a counsellor |
find these research studies, as well as the therapeutic approaches that
proactively engage with conceptual metaphor theory, for example Lawley and
Tompkins (2000), to be highly relevant. However, in this thesis | am not

researching cana@mhossr wirv grostée nme tal var.i
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metaphors over time as they occur within a counselling context. | suffice here
to refer to Tay (2017) who gives a detailed description of the different angles
which the use of conceptual metaphors within the therapist-client relationship
has been researched from.

Below | present studies that are by content or approach particularly relatable

to the research in this thesis.

Both small qualitative and large mixed method studies, first of all, bring to the
fore the vast number of metaphors

the following studies the analysis of the data consists of pointing out
metaphorical differences in the way patients or survivors conceptualise their
cancer experience. The criteria used to differentiate the data are related but

unique to each study:

Gibbs Jr and Franks (2002) analysed the met aphor s i n

narratives of their recovery of cancer. | n addi t i o nidiosyocratitcr eat i ve
bei

6conventional met a p h o These arevmataphorathad are e x pl or e d.

met aphor sédi,vieagg.with cancer i s [

part of everyday expressions, e.g. 6t took me a long time to get back on my
feetd The inquiry consisted in categorizing the metaphors according to the

embedded metaphorical concept, or what Lakoff and Johnson (1999) also call

Oprimary meg apfhdesd8t andi ng i metahaieal n g 6

concept underpinning the linguistic metaphors 6 cancer al |l owed

in a differentwayd o6it was | i ke putting on
expressions. A total of 796 linguistic metaphors (on average 132 per person)

were reduced to only 23 primary metaphorical concepts.

A recent study presented by Semino et al. (2017; 2018b) studied the creative
and conventional metaphors used by patients with advanced cancer, relatives
and health care practitioners. This included the narratives of 56 patients who
between 2007 and 2012 contributed to a UK online forum for people with

cancer. The metaphors deducted from 500,134 words, were categorized
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according to 10 types of metaphors. The journey and violence-related
metaphors were most frequently used. Health care practitioners were found

to use these metaphors as well but with a lower frequency.

Teucher (2003) conducted a quantitative and qualitative cross-cultural study
of metaphors in the cancer discourse of people with and without cancer. He
elicited 184 different cancer and 145 different cancer treatment metaphors. In
four steps he presents them in 11 clusters based on an intuitive
understanding of the meaning of the metaphors, and positions these clusters
in relation to each other in a three dimensional space with the following three
axes: intangible to tangible, static to dynamic, and internal to external. For
example, when cancer is metaphorically conceptualised as an intruder, it is

tangible, dynamic and goes towards the internal pole.

Each of the above studies also acknowledge the transformative power of
metaphorical conceptualising, which forms the specific focus of a study by
Hoggan (2014). The 18 breast cancer survivors in his study had been in
remission for three to seven years and believed their disease brought positive
benefits. Nine of the survivors used conceptual metaphors to transform their
way of thinking, i.e. to uncover tacit ways of making meaning, to imagine new
possibilities, and to name their experiences. Despite expressing strong
emotions, the participants in this study did not seem to use conceptual

metaphors to express their emotions.

Although the above studies acknowledged the transformation that occurs
t hrough patientso me t a p heoexplored A poterdial
sequence in the occurrence of the different metaphor types, nor queried time
or place of their occurring in relation to the overall cancer survivorship
process. Only one study was found to focus specifically on the change of
metaphors. Yet, this study by Boylstein (2007) does not explore the
experience of patients after a cancer diagnosis, but after a stroke. Boylstein
(2007) comments on how much in metaphor research seems to focus on

bringing forth the variety of metaphors used to express the experience of
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illness. In contrast he is interested in exploring how metaphors shift

t hroughout a personds recovery and to that
used by stroke patients at the onset of stroke, as well as one month and six

months later. An interesting finding was that a severe impact of the stroke on
functionality not only |l eads patients to con
the onset but to conceptualise themselves one mont h | at er as a oOsuryv

while six months later more negative feelings returned.

Some of the above studies take the analysis of the metaphors beyond the

conceptual perspective.

Teucher (2003) used the framework he generated from a conceptual analysis

of the metaphors (see above) to analyse (a sample of) the literature on the

experience of cancer. His literature analysis addresses the function of the

spoken metaphors in the personal and social context of the patient and/or the

i mpact of personality disorder on peopl eds
with ohel pful 6 metaphors.

Boylstein (2007) explor e d whet her changes i n patient
corresponded with any shifts in their sense of self, levels of depression and

functional ability. He explains how patients changed their metaphorical

descripton fr om Odi s as taad then baok tadexprassionsval r 6

negativity, in physical terms. He argues that when it becomes apparent that

the physical recovery is not what patients hoped for, the positivity disappears

and the new reality needs to be accommodated for before any sustained

posttraumatic growth becomes possible.

Semino et al. (2018) emphasise how metaphors are context and usage
dependent and encourage further research into individual variations. They
also argue strongly for an approach that combines a conceptual perspective
with a discourse and practice based perspective (Semino et al. 2018a). This
shows in their work as they expand on the first layer of analysis which points

to the dominance of journey and violence related metaphors. Further inquiry
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concluded that there were meaningful differences within those metaphors
related to the expressed sense of agency and emotion. Those differences

determine whether the journey metaphors and violence-related metaphors

are a positive or negative frame of sur vi vor s 6 Sabseguemly ence.

Semino et al. (2018a) concluded that in communicating with individuals or

smal | groups neither Aa bl apnhkoerhe Or efjaenc t |

uncritical promoti on o f Journey met aph

healthcare practitioners are encouraged to raise their awareness of the
specific function of the metaphors for their patients. On the other hand,
based on the more general analysis, they recommend avoiding violence
related metaphors when communicating to the general public as this may
harm patients who do not conceptualise their illness in such terms. This also
underpins UK policy and the use, in public documents, ofth e a@édc er |

metaphor.

How patientsd conceptualising of their illness experience relates to their
behaviour in a health care setting has been the focus of a study by Gotzmann
et al. (2007). Using interview and a questionnaire (which contained various
standardized test instruments to assess anxiety, depression, self-esteem,
health perceptions and personality factors) they explored how 20 patients
after lung-transplantation mentally represented the relationship between self

on the one hand and lung, donor and medical staff on the other hand. The

our ne

researchers did not specifically gener a

the spatial structure of the way they talked about their experience, which
makes this study relevant in this thesis. They found that patients who felt
more distant to the lung, close to the donor but not close to their medical staff
showed low to middle compliance with the medical regime after
transplantation while this was the opposite for patients who showed high

compliance.

Finally, the aforementioned study by Gibbs Jr and Franks (2002) also
investigated some theoretical aspects of Conceptual Metaphor Theory. An

important conclusion was that despite disruptive bodily experiences, the
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cancer patients in their study used metaphors that refer to the healthy body to

understand their experience.

5.3 Discussion and conclusion

First of all the study in this thesis relates to the work by Semino et al. (2018),
Teucher (2003) and Gibbs Jr and Franks (2002) as | too seek to point out the
Opri mary met aphor o t hat speaks

comprehending. My work differs from those studies in so far as it specifically
explores the relationship between self and cancer rather than a more general
conceptualisation of life after cancer. Secondly, in this study the primary
metaphors are used as an in-between step to raise awareness of the basic

spatial and kinaesthetic structure

The metaphorical studies above mainly draw attention to the impact of
individual contexts on the occurring metaphors but do not explore potential
patterns of change over ti me. Il n t
the potential link between metaphorical comprehendings of experiences at
different times is considered to be of interest. Boylstein has been able to
compare changes within individual participants. This has not been possible in

this study, but by manerdarydeepressiong asmatept i ci pant s 6

within an assumed developmental bodily process (my research objective 5),

an additional frame of meaning has been added.

Boylstein (2007) and Gibbs Jr and Franks (2002) respectively explain
changes in conceptualisings as responses to changed illness realities, or as
transformations caused by narration. They do not consider the impact of bio-
chemical developmental processes. It is in the work of Joseph and Linley

(2005) on posttraumatic growth, and in the underpinning organismic valuing

from par
of partici
his thesi

theory, that | find support for the inclusion of an exploration of particip ant s 0

data from a bio-chemical perspective (research objective 3).

132

-



Both in the review of metaphorical studies (Semino et al. 2018, Gotzman
2007)) and the wider literature review (e.g. Karnilowicz 2011, Drury et al.
2017), interactions with healthcare practitioners are brought forward as an
important part of the experience of cancer survivors that needs further
research. This resonates with my research objective 4 which guides an
exploration of the transaction between participants and their medical

consultant.

It is no surprise that in metaphorical studies informed by embodied cognitive
science, emotional, relational and functional aspects of the experience come
to the fore. Those aspects shape the metaphors and that they are
consequently integrated in the overall analysis (Semino et al. 2018, Teucher
2003, Boylstein 2007). In this study | specifically attend to the impact of the
wider self on p at i eandemtualising of their cancer experience (research
objective 2). This makes the research literature on identity disruption and
restoration (e.g. Little et al. 2002, Mathieson and Stam 1995, Naus 2009),
and on resilience (Seiler and Jenewein 2019) relevant for this study.

In conclusion, | would like to revisit the claims made in the first chapter about

the relevance and originality of this study.

First, the need for further research into long-term cancer survivorship has
been confirmed in recent systematic literature review studies (Jorgensen et
al. 2017, Drury et al. 2017). This is not so much because of a dearth of
studies but because the survivorship experience keeps evolving and new

issues are still emerging.

Secondly, in the metaphorical studies discussed above, different aspects of
the cancer survivorship experience
cancer related conceptual metaphors are lifted from their conversations. |
believe this supports my claim that the exploration of metaphors can be an
effective tool to open up a more detailed understanding of broad experiences

such as cancer survivorship.

133



Thirdly, by using a holistic framework of interpretation, this study builds on
previous research which points out the need for such an approach. In relation
to the existing research literature in the embodied cognitive approach, the
addition, specifically, of a developmental and bio-chemical approach, is what

adds originality to the research study at hand.

Fourthly, although the wider research literature review suggests that a bio-
psycho-social research model is prominent in health psychology, it is
important to keep in mind that in many studies this model is understood from
a dualistic perspective on body and mind. Ghane and Sweeney (2013)
promote the use of an non-dualistic embodied perspective in health
psychology research as a means to explore how deliberate physical actions
can Oi mproved patient s d -pateatlcdnmunicatidnavi our or
| suggest that health psychology can gain from the non-dualistic embodied
perspective in two other ways. First, the explication of the embodiment of
pat i eomdeudlising gives us data that speaks directly to our own bodily
understanding of their experience. Secondly, | believe that by taking
embodiment as a starting point in this study, a range of experiences of cancer

survivorship can be understood all at once, in one movement.
In the next chapter | explore how this will be done. Based on the

philosophical principles of embodied understanding outlined in Chapter 4, the

methodological consequences will be discussed.
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6. Enactive Hermeneutic Phenomenology:

Methodology

In this chapter two questions are explored. First, how can an enactive
hermeneutc phenomenol ogi cal phil os bepcdayied o f 0
forward into methodological aspects and subsequently inform the methods?
Secondly, can interpretation guided by those methodological aspects be

considered as rigorous?

6.1 From theory to methodological aspects

In Chapter 4 | concluded that for the methodology of this study to be in tune
with an embodied existential phenomenological paradigm par ti ci pant
comprehending of self and my comprehending of their comprehending must
be addressed as embodied, thus mediating the relational, interpretive and
existential character of comprehending. In enactive cognitive science the
view on comprehending is aligned with these characteristics but its specificity
has led to the following adjustments. First, in enactive cognitive science the
6embodi eddé is wunder s gieesmoreesplicibveeigdtothé ve d w
sensori-motor dimension of embodiment. Secondly, the neurological
dimension of comprehending is addressed and specifies comprehending as
metaphorical, a characteristic that will be included in the methodological

framework.

As indicated before | refer to the methodology of this study as O Enacti v
Her meneut i ¢ Phen o nietheonkxbspatian thé Ehardceristics
of comprehending will be concretized and presented as: enactive existential,

enactive interpretive, and metaphorical and multiple embodied.

There are no specific rules or pre-given methods of interpretation in (enactive)
hermeneutic phenomenology. Drawing up such rules would ignore the

phil osophi cal v i e wis firgh antl forémost @ evaly ot beeingd i n g 6
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before it leads to knowing. However it is recommended to aim for a tangible

consistency between theory and research methodology and methods

(Holloway and Todres 2003). Rather than creating a rigid method it has been

suggested to outline i k ey a s(lppeedyt 20038) o r Afa set of di sci pl
under st aof dhe plglesdphical underpinnings (Todres and Wheeler

2001, p.6) or as McManus Holroyd (2007, p.1) puts, to clarifyt he Acondi ti ons

ofunderstandi ngo r at hemapracékdare construct

A list of key aspects has been created and is discussed in this chapter.
These aspects have guided the research methods. This list is not considered
to be exhaustive but is sufficiently comprehensive to function as an effective
bridge between the research theory of this study and the research practice.
The key aspects are based in the literature on hermeneutic phenomenology
and enactive hermeneutics, and on how | envisaged their meaning in this
particular study. Most of the aspects can be understood in relation to more
than one of the above mentioned characteristics of comprehending.
However, in Table 1 the aspects are ordered according to the characteristic

that they best concretize.

Table 1: Aspects of Enactive Hermeneutic Phenomenology (EHP)

“Key aspects” of
Enactive Hermeneutic Phenomenology:

Enactive existential
comprehending
Enactive interpretive)
comprehending
Multiple embodied
and metaphorical
comprehending

1/ Pointing to what is really expressed

>

| 1.a. Attending to multiple embodiment of comprehending

| 1.b. Hermeneutic imagination

[1.c Experience near thinking and talking
| 1.d. Fundamental existential categories

x| x| >x| X

| 1.e. The ‘more’

| 2/ Hermeneutic ‘dance’
|2.a Starting with pre-understandings X
| 2.b. Looking through research interpretive frameworks X

| 2.c. Moving from parts to whole and back again X

| 3/ Richness of description and expression X
| 4/ Awareness that understanding is an ongoing process | X
| 5/ Relationality and Empathic Openness X
| 6/ Comprehensive reflexivity X

7/ Active engagement of metaphorical understanding X
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6.1.1 6Pointing todé what is really expresse

Phenomenol ogi cal studies aim to grasp pé
and ar e especially Aconcer neds owiivedh unv
exper i enc20dl, d.182).n In ahis study that has been carried out in
two ways. First, the research objectives specify multiple6 hi ddendé embod
dimensions (as detailed in Chapter 4) that will be attended to in order to
grasp participants?o C eamig rcanbee n @&econdly, o f S
research interventions are conducted according to the following
methodological principles which will be explained below: inviting experience-
near thinking and talking, hermeneutic imagination, understanding in terms of

fundamental existential categories and attending t o t he &6 mor e 6.

Within the theoretical framework of this study, what is said and thought is

seen as rooted in and shaped by an embodied experiential base.
Subsequently the methods of data generation and inquiry of this study have

been chosen for their capacity to generate ine-ax peri enceo t hi nki
talking (Todres and Holloway 2004, p.59).

Listeningto par t i ci p amoresghan listeniog to tees words. In order
to really capture what is said it is important to go beyond the words and ask
o n e s whatfis afiwork in particular ways of speaking and acting? This has
been descheirbmedeard i & i (Brith 1991a0.197.n 6

In aiming to shed light on human conceptualising as rooted in experiencing an
exploration of the fundamental existential categories that are implied in
human experience in the world seems very relevant (Todres & Wheeler,
2001). In this study it appeared that the research approach lent itself best to
an exploration of the experience of body, space, time and relationship to self

and others, embeddedint he parti ci pant eféelfandcapcere hend i

As addressed in 4.2.3 Gendlin (2004) has repeatedly pointed out that words

and thoughts cannot capture an experience completely. While listening to
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participants, theaimwasnot to i nterpret thoughts and wor

of experienceo but as an Ainvitation to expe.:

The bodyisconsider ed to play a centr al role in undet
can be saidd (Todres, the@O0 0 hespeerPadteonded | n t hi s s
to with an 6éembodied inquiryé into the dat a.

When oO6interpretationd goes hand adamas hand with
close as possible to what i's expressed by p
been described by van Manen (1997, p.26), drawing on Gadamer, as

Apoi mtsiomget hlitngibs t ht erpypei nfo érmployed has been

when exploring the first four research questions: pointing to the body-

schematic structure of participantsd metapholi
seem not possible (objective 3), pointing to the @arried forwardé self

processes (objective 2) and to the medical transactions involved in the self-

enaction (objective 4).

6.1.2 Her meneutic 6dancebd

In order to emphasise that comprehending is a continuous process that

neither starts nor ends with the presentation of the findings, that it is rather an

6al ways being on ndiec amaeyd ,b yh atsh eéb eteenr m 6 her men
or cyAt etthe end of this chapter | argue that
captures more accurately the principles of interpretation in EHP than the term

6circl e Iothe next settiend discusshowt he her meneutic 6circl
6danced of i nt er pr -anderdtandings, ircluding externalvi t h  pr e
interpretive frameworks, and as a process that goes backwards and forwards

between the whole and the parts (Laverty 2003).

6.1.2.1 Starting with pre-understandings

The position from where the data are explored changes throughout the
interpretation process but the data interpretation cannot but start with what is
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already known (Todres, & Wheeler, 2001, p.4). In the context of this study,
pre-understandings based on the case-study (appx.AQ) were at play in the
early stages of the interprethhaslioean of r
important to keep this in reflexive awareness. Yet the initial understanding

al so made it p 0 s s peats which veere baken on bdardenwdd a s
further enriched the way of thinking about the phenomenon. From a

her meneutic Vviewpoint t her e S val ue i
knowi ng (MéMaaus Eafroyd 2007, p.3).

6.1.2.2 Looking through research interpretive frameworks

It is part of a hermeneutic approach that both empirical and theoretical lenses

can be used to explore the meaning of data (Finlay, 2011, p.110). As with

any pre-understandings it is important to keep in reflexive awareness that the

study findings are directly shaped by the lenses employed. In the research

part of this work the emphasis is on exploring the data through theories of
neuro-cognitive and phenomenological embodiment. In the practice part the

data has been taken forward into artistic expression involving a colleague
practitioner w h ohaseinevitably toeinflyemcedt tleet ongoingd

stream of interpretation, and has been experienced as an additional6 e mpi r i c al
l ensd t hat s hendle datar(sed Ghapters ¥ angj8).t o

lLakoff and Johnsonoé6s hoywwaeysddd @l odeti ap hdr
body schematic structure of metaphors, Gend |l i n6s P rtooc ebspso i Miotd e
carried forward aspects of self, Varela, Thompson and Rosch 6 s td&feor y
onatur al dr i f t-$chemaiic ntefmmhorioat structarés thtsekmn

impossible and theories of non-dualismand o6 af f b o d épt ehetsWéd

of medical transaction. But the developmental perspective used for the
exploration of objective 5 enabled an interpretation which is more directive

than a O6pointing tood. It i's a perspect
suggests that sensori-motor changes happen according to a given sequence.

Rather than saying that the meanings that emerge after ordering the research
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data according to this perspective
say that theoytd af¥€an p@a).me e d

6.1.2.3 Moving from parts to whole and back again

This refers to the circularity of interpretation, i.e. in order to understand the
whole of texts or experiences, researchers look into the parts of these texts
and experiences; to understand the parts they look at the whole (Laverty
2003). Repeating this movement from whole to parts and back again
deepens understand i n g . What is considered

wh o lvariés. The first to fourth objectives of this study focus on the

are Opoint

a O6whol ed

individual experiencing and t herefore t he

expressions is consi tng efc raage of partshHwdrol ed consi

conceptualised themes, body schematic form of different metaphors, a range

of implicit meanings, etc. The fifth objective considers the totality of all

participantsd expressions as the oO6whol ed witdt

6.1.3 Richness of description and expression

By embedding conceptual and linguistic understanding in ever changing
experiencing, the idea that understanding may be absolute or definite
becomes untenable. From the existential viewpoint that human understanding
i s 60i ndet efollows rhatt tleed stories that capture thoughts and
interpretations a r drangitional phen o me na 0 (2000, ®.A4.s Todres
argues that one must aim to keep the indeterminacy tangible by leaving gaps
which draw people in thus making engagement an almost spontaneous
embodied response. This all ows for
explicitly provided by t he Todrest(2807)thas
described how the method that serves this purpose best is to engage in
different modes of understanding, some structural, some textural and where

possible a combination of both.
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Different modes of understanding are reflected in different types of language

(Todres 2007, p.8-13): A general and abstract language, e. g. 6Sadness
from a peotsiommal edn mensi on twafthelfiedingsg 6 e x
outreach the particular and are if not universal, at least applicable within

similar contexts. Language that describes the texture of phenomena on the

other hand communicates of the it h i c kohexmerence (Todres, 2007,

p.47). Todres (2007) suggests this can be done by adding descriptions of the

concrete and individual occasionsandbyengagi ng i n an &édemboo
atuning I n wi t h t he felt sense .and
Understandings from embodied inquiries will rather take an aesthetic form.

Separately these modes of language do not achieve a balanced
understanding, which made Todres (2007, p. 48) suggest that a search for
methods that harmonise texture and structure without splitting them is

worthwhile.

6.1.4 Awareness that understanding is an ongoing process

On a practical level the closure of data inquiry is no doubt influenced by
imposed time frames, yet there is more. Kvale (1996) points out that if
phenomena are considered to have an ess:¢
tends to indicate that the inquiry can be halted. He contrasts this with studies
conducted from a framework that sees experiences as constructed in
interaction. In this study the idea of experiencing and comprehending as an
ongoingflowi s prominent and thisihgsdésbapebdel
inquiry have been presented in this study (see Chapter 7). As a
phenomenol ogi cal researcher |1 want Ato &
investigate and careful not make defini:
2008, p.94). Yet the ending of the research inquiry and presentation of the
findings has not been arbitrary. The ending, rather, was reached on a sense
of satisfaction on a cognitive, ethical and experiential level. The

interpretation meanders around the research question. The cognitive
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commitment to formulate an answer to the research question has been an
important factor in finding a point of rest. But this also depended on a
conscientious knowing that the data and information had been explored
systematically and thoroughly. When this combined cognitive and ethical
appreciation became tangible as a felt sense of accuracy and honesty | could
genuinely say that the study had been brought to a closure rather than a halt,

albeit that the closure is like a door that remains inevitably, ajar.

6.1.5 Relationality and empathic openness

First of all it is worth noting the vast number of people who influence any
research project. In this study | consider the findings to have emerged in
dialogue with participants, in dialogue with myself but also in dialogue with so
many other people with whom occasionally | discussed my thoughts and
feelings evoked by the research. Given my professional background there
has also been an internal imagined dialogue with cancer survivors and health
care practitioners for whom | hope my work will be useful. Before starting a

doctor at e, t her e wa s t he search for

supervisors, again because of an intuitive understanding that the relationship
can help as well as hinder the development of our understanding, and that
without any act ual 0 r e | cass iofnugd@rstainding is fessdikely to
flourish. Formulating the research question, aim and objectives in relation to
the professional background, research literature and paradigmatic and
methodological frameworks, entailed an engagement with the views of a vast
number of people. | have come to realise that my understanding of
theoretical views is often enhanced by reading reflections by other scholars.
Their interpretations, agreements and disagreements brought me to take a
position. Interpretation thus becomes a relational experience. Bringing this
into awareness brought it home to me that interpreting is both within and
beyond us (Todres, 2007, p.32). These social engagements and the
realisation that it is important to hold them in awareness when reflecting on

the achievements and limits of this study, can be seen as part of a specific
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contemporary research culture in which | got involved through a background
of study and practice that resonates with this culture. But, as Gallagher and
colleagues (2017) point out, one should not underestimate the physical and
pragmatic affordances. In this case distance and cost could easily have
prevented my engagement with the university research community that has
significantly influenced the development of the theoretical framework of this

study.

In addition, if the relationship with participants is considered as influential in
the generation of data, then it is important to engage in a manner that is
methodologically informed. In general, phenomenological schools proclaim to
aim for atudedowgrds paticigants. Thedr el at i onal

underpins phenomenologically inspired research is embedded in related
humanistic values, e.g. total acceptance of what participants express as their
experience and a willingness in researchers to change their own pre-

understandings of the phenomenon (Finlay 2011, p.77).

In order to clarify my own research relational approach | compared some of
the phenomenological attitudes that are considered conducive to achieving
openness and reflexivity based on the body schematic structure of their
descriptions. The first stage of this exercise included a body schematic
exploration of bracketing, bridling, reflexivity and empathy. The findings are

included in appendix CO. Below | present some personal notes to explain

opent

how my understanding and practice of 6r el at i onal @egeaannes s o

participants gradually developed and is best described as a combination of

empathy, reflexivity and bridling (see also appx.D16).
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After about three research sessions | started to wonder how |
conceptualised my own approach in these explorative sessions. |
had a sense that my approach was subtly changing as | became
more familiar with the task. | did not understand how it changed
though. | wanted to make sense of what | felt not in the least
because | wanted to assess whether the change was congruent

with my methodology.

A first reflection brought to my awareness that | experienced the
interviews as a process of taking down music notes on a music
sheet, with the notes symboli:
the next day, this image felt unsatisfactory and from there
developed a sense that | was much more hands on and | likened
my subsequent research experiences to a gardening experience.
| likened the generated data to flowers on a plant and the
communication wi t h t he part.i

kneaded the soil from where the flowers on theirplantap p e ar

Figure 9: Metaphorical expression of interviewing
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The first metaphor did not express an awareness of a reflexive
involvement in the data generation while the second metaphor
did. In the second metaphor my hands are continuously there
and they are not still; they need to move together with the
participantsd hands as it is 1
data. This suggests that | am not concerned with actively putting
any pre-understandings aside, but they potentially come into
awareness in response to the working of the hands of the
participants, and may be used in a way that is conducive to the
emerging of the participants©o
am inclined to argue that it has been part of my approach not to
bracket my pre-understandings but to have them there in the
working relationship in order to have them impacted on and
changed by the participantsd
pre-understandings is part of the test of real openness to
participants?©o experiencing,andt
bracketing is difficult to rhyme with this, at least not in the

moment.

Where Finlay points to a tango-like relationship between
bracketing and reflexivity/openness (appx.C0), the kinaesthetic
experience that underpins my gardening metaphor draws more
on fine motor skills and is not so much an experience of moving
forwards and backwards but an experience of understanding that
met aphorically woul d rat her k
wonder to what extent this has been influenced by conducting a
piece of research that involves the use of material, like paper,
shells and stones, as well as an experiencing of empathy with
participants manipulating these objects. With this in mind |
believe this section gives a partial expression of the way | have

0l i vedd opgemyresearsh. dur i
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The question | am pondering at the moment is whether there is
an experience of O6bracketingt
encounter. Conceptualising this, first of all entails looking into
the meaning of the moving hands. My sense of the above
metaphor is that the hands are moving but not in a controlling
or manipulative way but rather in a way that tunes in with the
movements of the participant. This is a responsiveness that
goes with and supports t haehis
context there S space for
conceptualised as being Ih iotkee
words when it is conceptualised by drawing on sensory rather
than spatial kinaesthetic bodily experie nc e s . Ot
within empathic relating | feel conjures up a stance of
6observingd and therefore ca

visual rather than spatial experiences.

6.1.6 Comprehensive reflexivity

Reflexivity as a research method

Afappreciates that the researcher

selection and interpretation of data and that any results are co-
constituted 7T a joint product of the participants, research and the
social cont20M,tp.80®. (Finl ay

A more extensive reflection on the
has been included in appendix C1. From an enactive perspective it is
emphasised that in addition to pre-understandings and interpretive
frameworks (see 6.2), biological, social, cultural, psychological and pragmatic
characteristics of the people involved influence what type of understanding is
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oaffordedd (Varela et a | .Beladw3Hsidiffereca | | a g h

between epistemological and more comprehensive reflexivity is addressed.

I n &ér ef | e xidetailedypdintersiate eset aut 1o thedp researchers to
raise their awareness for the myriad of ways they impact on the research.
The self-evident way is of course through the research question, the data
generation and analysis methods and the ontological and epistemological

beliefs that underpin the study. Although the research approach is intended,

Aepi stemol ogical o (Willig, 2001, p .

reflexivity aims to make clear that the findings are not only enabled but also
limited by these choices. Reflexivity also entails an awareness of pre-
understandings about the topic of investigation. For example the sampling
and recruitment strategy of this study focused on recruiting participants that
could challenge the pre-understandings based on the case-study and
professional practice. APer sonal reflexivityo
of our own values, beliefs, experiences, and other social-political-cultural
aspects (Willig 2001, p.10). | would like to specify here that this also
incorporates more visible features such as age, gender, language and the
mannerisms that come with professional roles. Finlay, who categorises

reflexivity in terms of the level on which it is experienced, captures these

10)

ent a

factors under Arel ational reflexivityo a

draws attention to the i mpact of the r

(Finlay, 2011, p.84). Reflexivity also addresses the ethical issues and power
relations between researcher and researched (Etherington, 2006, p.37;
Finl ay, 2011, p. 84). AEt hi cal ref |
way research is organised and conducted. For example counteracting or
carefully attending to vulnerability in participants potentially caused by the
research topic, method and venue, is usually (and also in this study) the first
methodological task during data generation (see Chapter 7). Counteracting
may consist of protective actions (e.g. confidentiality, anonymity), support
(e.g. in distress), empowering actions (e.g. informed consent, information
letter for GP, right to withdraw) and basic respect for humanity (e.g. prioritise

attending to need over following planned research schedule and methods).
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As it was my aim to take a consistent reflexive stance, also during the
sessions and afterwards, | looked out for unintended relational dynamics and

how they might impact on the results.

6.1.7 Active engagement of metaphorical understanding

This key aspect has been addressed in two ways. First withan ée mbodi ed
enqui ryo6 Idhave actively gdnarated a metaphorical understanding of
participants6 comprehendings. Secondly, in this section | present a
metaphorical understanding of EHP itself.

Aimingt o devel op an embodied and emaginect i ve comp
hermeneutic phenomenologyo I have engag e échemati¢ h t he b oc
structure of some related metaphors, e.g. hermeneutic circle, cycle, shuttle-
cock movement (dixit Dilthey cited by Todres and Wheeler 2001, p.4) etc.
This exercise is described in appendix C2. As a result, rather than using the
term Ohermeneutic circle or cycl ed, I pr opo:
d a n ¢ e Baw this metaphor, in my opinion, captures the spirit of EHP, is

described below.

In search of a more apt metaphort han &éher me pnleame acoossai rcl e o
picture (Figure 10), called d-lamencobby Camille Kleinman, which, so far, for
me best expresses my understanding of enactive hermeneutic

phenomenology.
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Figure 10: Flamenco i courtesy @ Camille Kleinman

Metaphor for enactive hermeneutic phenomenology
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First of al |l by representing the O0dance

interpretation is presentedasaprocess t hat i s generated

bodyd and as an embodied experience.

The movement of the person (researcher) through a sea of yet unexplored
data (blue), touches parts of data one by one and brings out their aliveness
(the person leaves behind a trail of coloured pieces which one could see as
fruits or flowers or blood vessels). Together the thus enlivened data take, the
shape of wings and spur the researcher into further movement, which in turn
leads to wings that further gain in beauty, muscle and span. Different lenses
are like different paths which the researcher follows in moving through the
surrounding data, resulting in different colourings being activated in the data.
In my view the imagery of @ircledand &huttle-cock movementoconjures up the

search for depth,asina gri nding down movement,

than to O0evoked and daamede nmeu pa pah osimaef e ée.r s

of a path which implies an opening up of an ever widening space. With this
one may miss o u t t he mes s ageweverfin thel raepaphbrical
picture (Figure 10) the emerging colouring and wing muscle in a way suggest

both depth and space.

In hermeneutic methodology there is no set system of interpreting. How one
explores the data, emerges from previous findings. The enactive view of
understanding echoes this in an embodied way by saying that dhe path is in
the walking®d In other words interpreting creates the next step of interpreting.
As the person in the picture is a dancer (a metaphor for the hermeneutic
researcher also used by Finlay, 2011, p 109), the metaphorical equivalent is
that the next dance movement is informed by the previous one and its results.
Dancing also captures a view of phenomenological research as responding
both to intuitive and felt understandings in the moment, whilst also being
guided by rational understanding and knowledge of research steps and

movements.
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6.2 From methodological aspects to rigour

| am now turning to the second question: can interpretation guided by the

above methodological principles be considered as rigorous?

There has been a lot of debate about which criteria should be used to

evaluate the rigour of hermeneutic phenomenology and qualitative research.

In positivistic scientific research, research methods are evaluated for their

ability to capture precisely, objectively and consistently a reality that is

presumed to be out there. In hermeneutic phenomenological studies,
findings ar eexadt 6s eleint ataspoddl and edntextual.t e ,

Over decades numerous sets of criteria have been put forward to evaluate

rigour of the interpretive methods that generate that type of findings. Some

setsei t her oO6replicated or O6éparall elbut the
other sets aim to correspond directly with the characteristics of interpretive

research (Rashotte and Jensen 2007). It is to the latter that | have turned to
evaluatetheri gour of the O&ékey aspectsdé which h
guide in this study and were discussed above. | mainly use the criteria put

forward by Madison (1988, pp.29-30), but have included additional criteria
suggested by Rashotte and Jensen (2007) and Meleis (1996).

Madison (1988) focuses on the inter pr et at i oyet hig €Eriter@tare x t 6 ,
easily transferable to data that is conversationally gathered from participants.

Rashotte and Jensen (2007) focus on the relational aspect of interpretive
phenomenology and suggest that good interpretation needs to look into the
relationship between the researcher and their participants, their data and their

readers. Meleis (1996) overall presents eight criteria to support culturally

sensitive research. Two of those, opower dynamic,sldhaveand O
added to the list below as they add rigour to inter-personal relating in general,

and complement what Madison puts forward.

The following criteria, proposed by Madison, seem specifically pertinent for

the rigour of data generation:
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|l ntepretation I s e applopriatenestd aisf sthioevi m@g s ®&ar ch
guestions have emerged from the researched experience. In the first chapter
of this study, it was explained how the focus on self vis-a-vis cancer, on the
body-schematic structure of metaphors and other embodied dimensions
emerged from observing and listening to survivors in counselling, during a

case study and in the wider health care sector.

A second principle, 6 c o nt e refersita the imppréance of understanding
participants 6i n t heir context 0. sedrdh iolgjectives, r ef | ect ed
where the role of participantsdéd wigder self e:
are actively invited in order to contextualise their metaphorical expressions of
self vis-a-vis cancer. Awareness of the contextuality of the researcher is part
of the key aspect called O6comprehensive refl
being a hospice worker, counsellor, and novice researcher, on the data

gathering process will be discussed in Chapter 7.

A good interpretation needs to be 6 p e n et roa searchipg for what is
i ntended. I n this study -dxper iheanpcpeedn st hbiyn kel nna
Todres (2007, pp.37-38) has ar gued t hat such Aifeai t hf ul pr
participants being faithful to the bodily felt sense of their experiencings,
contributes to what according to another set of criteria of rigour could be

calledthe6t rut h valued of qualitative research.

The next three criteria are about evolvet he 1 mportance of not igno
does not f idataGnquirpprocessy t he

Both Madison and Meleis find rigourint he i nterpreterstlie ability t
data and with what participants really say. Madison calls this principle:
0agr eemehmnstl delieve is served by what was described above as
O6pointing tobé what i's said, butofpréd-so by t he
understandings. In this study it has been important not to over-attach to the
earlier case study findings and remain open-minded with regards to new data,

especially when this challenged pre-understandings. Madison also urges to
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understand texts in line with how authors usually communicate. Transferred
to participantsd stories this poses n
participant, for example, spoke in contradictory ways. It was a point of
judgment whether it was more rigorous and informative to reveal the
contradiction or to frame it in a way that created coherence. In this study
staying with what participants really said, entailed a conscientious selecting
and exploring of those metaphorical expressions which best captured how |

understood the overall experience of self that was conveyed. The focus has

ew

been on arigorous understandingo f par t i ci p a nlhisiHdiffenent a p h o r

from metaphorical research conducted by linguists whose inquiry is about
analysing metaphors, and where rigour also refers to the quality of their
technical exploration, e.g. of types of metaphors, or of the linguistic and/or
conceptual character of specific metaphors (Semino et al. 2004).

Good interpretation iscomprpbenedyvethee s sh

60t hor oug Amseneand not ignoring parts of the data and dealing with
all the questions posed. This is partially addressed with the hermeneutic

0 d a notrepéatedly attending to the whole and the parts.

A third group of criteria relate to the rigour of data presentation and

dissemination:

0 Co h e r ,mman iatégration of parts, which does not exclude that data may
have contradictions, is also put forward as a quality of good interpretation.
Thi s resonat es(200V] p.48) silggedtiore ©rdo a harmonious
bringing together of textural and structural ways of understanding. In this
study working towards O&écoher encnanatndg as

in capturing the understandings in painted format.

Whether the interpretations in this study have 6 p ot e rot be axtedbded
beyond the research context is something that, as the researcher, | hope for.
This will be tested by using the findings in future health care practice and

academic work.
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In the process of interpretation, other options for research have opened up
and are referred to in the conclusion. This corresponds to the criterion of

G uggest i ofgooaisterpdetation.

A final group of criteria which has been gathered from Rashotte and Jensen
and Meleis, refers specifically to the inter-personal relationship between

researcher and participant:

't is T mportant tpowebdfferencestn i Zza@athwe earb orud s @ar c her
andparticipant, and for the resesotttesher to i nv
feel safe to reveal their authentic self. These issues are overall guided by the

key aspect of 6relationality and empat hyo.

throughout but specifically at the start of the explorative interviews.

Rashotte and Jensen encourage attending to the relationality between the

research and the reader. In this study this came to the fore when writing up

the findings. | realised that | wanted and needed to ask the reader to engage

with the findings not just rationally but also by imagining the described body

schematic structures. This corresponds with
interpretation in EHP through into the dissemination of the research findings.

In conclusion, there is a close link between the presented criteria of rigour

and the key aspects of this research as discussed in 6.1. | set out to

conduct the research in line with the key aspects and the criteria of rigour.

The O0key metdqpaotl o@idadcrai bed in this chaptel
with the existential, interpretive or metaphorical character of enactive

comprehending, have beenincludedi n a oOmd3tedr (B eelnappx. C3

this Table the methodological approach is presented in relation to the

theoretical framework and the aims and objectives of this study. In the

following chapters, the elements of data generation, inquiry and presentation

will be presented using a colour coding which shows which methodological

aspects they reflect.
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7. Research methods

In this chapter the participant recruitment process, the methods of data
generation and inquiry, and procedural aspects including the adherence to
ethical requirements are addressed while the alignment with the

methodological aspects of EHP will be pointed out.

7.1 Sampling and Recruitment

After a brief outline of the background of the sampling size, in this section |
will explain how initial sampling criteria led to a first recruitment stage. | will
also give a rationale for the type of variation | was envisaging and how this
was achieved by a purposive second recruitment stage. | will describe my
rationale for ending the recruitment. This section is concluded with some

reflective notes in relation to the recruitment process.

7.1.1 Sampling size

For qualitative research small numbers, varying between 5 and 20, are
considered sufficient (Crouch and McKenzie 2006; Finlay 2011). In order to
come to a nuanced understanding as aimed for in qualitative research
variation is important (Dahlberg et al. 2008). This can be expected to push
the size of the sample up. Nevertheless, as explained in the methodological
chapter the method of analysis in this study consists of empathic reflection
and detailed comparison of the data. This meant that the size of the sample
could not exceed what | could hold in mind as a whole, as a totality. This
resonates with the view that, in addition to variation, the quality of qualitative
research is dependent on the quality of the engagement with the data
(Crouch and McKenzie 2006). When data of 12 participants had been
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generated and analysed | felt that a satisfactory level of variation had been

reached.

7.1.2 Initial sampling criteria

In line with the boundaries of the research domain of this study (1.) the initial

criteria for inclusion were for participants to have a past diagnosis of bowel

cancer, have finished treatment, have no active disease up to participation

and be 18 year s or over . I nitially I en\
survivorshipd by recruitinegreapnentbutthis pant s up
was extended when a participant who was 20 years post-treatment came

forward. Gaining insight in the experience of survivorship two decades post-

diagnosis | considered useful as indeed increasing numbers of people survive

cancer, including bowel cancer, for a considerable number of years (see 1.1.;

Cancer Research UK 2019a).

Within the group of bowel cancer survivors who met the inclusion criteria it
was my aim to sample a group of participants that would enable me to
generate and explore as many diverse post-treatment experiencings of
cancer as possible. As explained in Chapter 3, | understand experiencing as
emerging from an enactive relationship between persons and their life

context. Consequently, as Crouch and McKenzie (2006, p.493) put it

A i.f. . anything is being 6sampledbd, it is n
6of a kind©é, but rat heidsettingandafthes of a patl
experiences arising in it. ... respondents embody and represent

meaningful experience-st r uct ur e l'inks. ... (they)

instances of states, rather than (just) individuals who are bearers of
certain designated properties(oré6var i abl es6) . 0

Based on this methodological view, underpinned also by an ethical stance of
inclusion, minimal exclusion was aimed for. | set out not to exclude
participants based on their sexual orientation, religion or world view, race,
ethnic origin, nationality, language, disabilities or any concurrent life crisis. |

was, however, willing to adjust the provision of information to accommodate
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specific needs and support fully informed consent. An introductory screening
meeting was set up to assess whether other life circumstances were
preoccupying participantsd mind to

with the generation of rich data about their survivorship experiencing. In
practice it was difficult to determine this and no one was excluded for this
reason (see below). | excluded cancer survivors if | was currently seeing
them for counselling. Resear ching c lcanecasilydead to
power inequalities (Holloway and Wheeler 2002) or to unnecessary confusion
through a blurring of the boundaries between the counsellor and researcher
role. Itis not that such concerns must unavoidably lead to unethical research,
it is rather that there is a lack of consensus, not in the least in the professional

world, about the ramifications of such issues (McLeod 2010).

Since this is a qualitative study, | do not aim to draw conclusions about the
prevalence of the experiencings that emerge from my sample in the overall
population. The search for diversity in the sample is not to be understood as
an intention to create a group of participants that could be seen as
representative of a wider population. The aim is to take the understanding of
cancer survivorship further by embracing a variety of experiencings and, in
doing so, enable a critical assessment of existing insights and open up new

guestions.

Not knowing how easy or difficult it would be to recruit a sufficient number of
participants, at the start | did not want to add to the initial inclusion criteria.
Nevertheless | felt it was important to think through the life contexts in which |

hoped the participants would vary.

First, | hoped to recruit a group of participants who were up until 15 years of
life post-treatment. It is part of my practice based understanding of the
cancer survivorship journey that different times after treatment do not
necessarily lead to variations in experiencing, but certain ways of
conceptualising may potentially only become available in time. In addition to

exploring a multitude of varying cancer survivorship experiences, the fifth
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objective of this study lies in exploring potential developmental patterns
between experiences over time. This meant that ideally participants would
not all randomly fall within the 15 years post-treatment group but would be
spread out over that time period in some balanced way. Based on the
longitudinal case study findings and on my general professional
understanding of psychological processes of change, five time zones were
defined: completed treatment less than 1.5 years ago, between 1.5 and 3
years, between 3 and 5 years, between 5 to 10 years and over 10 years ago.

With five time zones defined, a minimum of five participants were needed.

Secondly, in the research literature variations in experiences have been
linked to differences in terms of age, gender, medical severity of illness and
treatment, and the subjective psychological impact at the time of diagnosis
(see Chapter 5). Aiming to increase the heterogeneity of the participant
sample | decided to aim for up to 10 participants, preferably evenly spread

across the five time zones.

Thirdly, the relationship between the data of the on-the-job case study and
the research data needed to be considered. The findings of the case study
are precious to me, especially as they so often prove useful in understanding
the experiencings of other survivors who | meet in my hospice counselling
practice. Nevertheless, and even more, specifically because | experience
them as precious, from the start of this research | understood that it was
important to recruit a group of participants that had the potential to improve
the quality of my practice-based understanding of cancer survivorship. One
way to conduct good psychological qualitative research is to employ
60t heoretical sampl i ng 6 awehhe pdiential doecktend
understanding but also to look for cases that are unlikely to fit with the already
explored experiences, and that therefore have the potential to modify
previous understandings (Willig 2001). In other words | was not only hoping
to recruit a heterogeneous participant group but also to achieve heterogeneity
across research and case study data. The latter captured experiences up to

five years post-treatment. The eight metaphorical conceptualisings generated
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by the case study emerged as follows: two metaphors emerged within 1.5
year of finishing treatment, four between 1.5 and 3 years, and another two
between 3 and 5 years. In order to maximise the variety of the combined
data (research and case study) generated in the first five years of
survivorship, | looked out for participants to be at similar times post treatment
but for a minority to resemble the case study participant and the majority to be
different (appx.A0), i.e. to be outside the 551 64 age range (younger or older)
at the time of diagnosis and research, female, not having needed treatment
additional to surgery and not having a permanent stoma, and the impact at
diagnosis not being all overwhelming. This variety would allow for a
comparison with the case study data and considerations whether the new

data brought about a modification or extension of my pre-understandings.

7.1.3 Recruitment sites

Following ethical approval from a NHS research ethics committee, the
Research and Development Office of the participating Hospital, and from
Bournemouth University (appx.A2), the research participants were recruited
via two recruitment sites: 1/ a bowel cancer survivorship support group
organised by the hospital and 2/ a hospice social media platform which
reaches a group of people who are supportive of the hospice, usually
following a family me mb e expesience with cancer. The flow chart in
appendix D7 gives a general overview of the participant recruitment steps and
research contacts.

Although | work as a counsellor | decided not to recruit participants through a
counselling service. In this study | aim to explore survivorship experiences of
people who vary in terms of the severity of the diagnosis and treatment, in
terms of age and gender. In my experience a myriad of factors are at play
when cancer survivors attend counselling but one of those is that the cancer
experience may be particularly traumatic because of the severity of the

diagnosis. This may include having to adjust to a permanent colostomy bag,
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and having gone through the full set of treatment. Older people and men
may be less likely to access counselling (Mahalik et al. 2003; NHS England
2019). By recruiting through a medical setting and through social media |
wanted to avoid implicit exclusions in terms of severity of illness, age or

gender.

The decision to recruit via a survivorship support group run at the local
hospital was made after explorative conversations with my research
supervisors, employer, and nursing and research leads at the Hospital NHS
Foundation Trust. | was informed that follow-up cancer clinics in the hospital
were too busy to guarantee efficient participant recruitment. Recruiting via
local GP practices would have meant recruiting via several NHS trusts. This
was deemed to be too time consuming. The hospital only functioned as a
Participant Identification Centre by allowing me access to their support group,

while the actual recruitment was my responsibility.

| decided to recruit in steps and to start by attending one of the monthly

gatherings of the bowel cancer survivorship group at the hospital.

7.1.4 First recruitment stage

This hospital support group is on average attended by 30 people. Attendees
are mainly up to five years post treatment but some attend for longer. With a
letter of agreement from the Colorectal Macmillan Nurse Specialist who
facilitated the support group | was given permission to give a brief verbal
presentation about the research and to hand out participant information
sheets (appx.DO0) at the group session on the 2" November 2015. Attendees
had been informed about the aim of my attendance by the group facilitator
(appx.D1).

Six people were interested and were given a participant information sheet

which gave them the option to express their interest at any time by returning
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the reply slip. All of them preferred to give their contact details immediately
and were contacted within a week for an initial conversation over the phone
(see schedule in appx.D9) to establish provisional inclusion, and to explain
the next steps. Two more people who were unable to attend the presentation
had expressed an interest via the facilitator and were contacted as well.
During the initial conversation it transpired that one person could not be
included as she had just been diagnosed with a recurrence. One person lost
his wife only three months earlier but it was not clear whether his
bereavement would hinder the generation of data in relation to his cancer

experience and he was included in the sample.

In total seven participants were invited to an introductory screening meeting
to establish definite participant inclusion. The invitation letter outlined the
aims of the screening meeting and included a Health and Care questionnaire
asking for details about their illness and responsible health professionals
(appx.D10).

7.1.5 Ongoing sampling

The variation described above formed the benchmark against which |
assessed the variation of participants that came forward as the recruitment
process unfolded. As will be described below, this led to the decision to alter
the recruitment strategy midway and to purposively recruit for specific
variation in the participant sample.

The group of seven participants demonstrated many variations in age,
gender, time post-diagnosis and treatment, treatment regime and severity of
the psychological impact at the time of diagnosis. However, | wanted to
broaden the final selection of participants to optimalize the variation in the
experiencing of survivorship. Comparison of the features of the seven
participants against the variations | hoped for (see above), led to the following

conclusions:
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a/ Four participants fell in the 1.5 - 3 year time zone post-treatment, one in the
371 5year zone and two inthe 571 10 year zone. To improve the spread over
time | concluded to purposively recruit according to time post-treatment. This
meant searching at least for one participant to be less than 1 year post-
treatment, for one to have finished treatment about one year previously and

for one to be more than 10 years post-treatment.

b/ Two out of the seven participants acknowledged deep emotional and
cognitive distress at the time of diagnosis. They were 1 year 9 months and 6
years 6 months post-treatment and were the only participants who had a
permanent stoma. As the case study participant expressed severe
psychological impact at diagnosis, | was not looking for a predominance of
research participants scoring high on this criterion, but I felt that it would be
helpful to further recruit participants who were psychologically deeply affected
at the time of diagnosis but who were at different time zones than the case
study participant. Common sense suggests that the more severe the
diagnosis, the more severe the psychological distress. Rather than
purposively recruiting for specific diagnostic cancer grades, which felt too
confrontational, | decided to purposively recruit participants based on the
treatment they received, i.e. surgery only or surgery combined with
radiotherapy and/or chemotherapy.

c/ The five participants who expressed that at the time of diagnosis they were
only moderately affected in their sense of equilibrium and needed less
medical interventions were now between 1 year 10 months and 7 years 4
months post-treatment. It made me wonder about the subjective experience
of a less severe diagnosis nearer the time of diagnosis and decided to

purposively recruit for a participant in that situation.

Combining the time criterion (point a) and the level of treatment received
(points b and c), in the second recruitment round | purposively searched for
participants in one of three situations with specific inclusion and exclusion

criteria (see the recruitment poster in appx.D3). Figure 11 gives an overview
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of the initial criteria (purple boxes) which guided the first recruitment stage
and the three sets of inclusion and exclusion criteria (red, blue and green box)
which guided the second recruitment stage, and which emerged from the
comparison of the first sample of seven participants with the hoped for

variation (yellow box).

Initial sampling: defined by boundaries of research domain

J L  JL

Exclusion Criteria: Inclusion Criteria:

Hoped for variation of experiencing emerging

from:
Counse:mg client of East clilagnoms of Different time zones post-treatment: less than
researcher owel cancer 15y, 1510 3y, 3to 5y, 5to 10y, 10 to 20y
Rlch_ datahQn cancer Finished treatment Variation regarding age, gender, medical
sunvivarship i No active disease severity of iliness and treatment, psychological
expe_r 'ence no impact of diagnosis
possible due to 18 years or over
other circumstances Diversity from case study for participants up to
5y post-freatment: outside 55-64 age range at
l l time of diagnosis and research, female, not full
First Recruitment stage: freatment needed, no permanent stoma,
7 participants via MCHFT impact at diagnosis not all overwhelming
Ongoing sampling: Specific inclusion and exclusion criteria to increase variation
I I I
Situation: Situation 2 Situation 3:
| finished treatment less | finished treatment | finished treatment more
than 1 year ago about 1 year ago than 10 years ago
| did not have | had surgery, | had surgery, radiotherapy
radiotherapy or radiotherapy and and chemotherapy
chemotherapy chemotherapy | have a stoma
At present | have no or At present | have a
a temporary stoma stoma
b h 4 A
Second Recruitment stage: 5 participants via Hospice Social Media

Figure 11: Summary of sampling and recruitment process

d/ All but one of the first group of participants were men. Contrary to my
expectation the hospital support group, at least when | attended, was
dominated by male cancer survivors. From conversations with those who
expressed an interest to take part in the research | got the impression that the
support group was seen as quick and reliable access to medical input if

needed. Perhaps this reflects a rational, task orientated coping style that has
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been associated more with men than women (Matud 2004). | also started to
wonder whether men, more so than women, are inclined to participate in
research. | decided to conduct the next recruitment stage using the hospice
social media platform. | was hoping for more women to come forward but did

not want to restrict my recruitment strategy in that way.

All the participants that came forward were white British. The experience and
meaning attributed to illness, cancer and self are known to be strongly
culturally influenced (Dein 2006). Creating a culturally varied sample would
have needed a very focused recruitment approach. Given the small number
of participants | anticipated that explicit cultural variation would no doubt
enrich but also complicate data comparison, therefore | decided to leave this

issue to coincidence.

With the new recruitment criteria thus defined, the recruitment process via the

hospice media platform was started in January 2017.

7.1.6 Second recruitment stage

The hospice had given permission (app.D0) to recruit participants with a
participant recruitment poster (appx.D3). This was posted on information
boards, website and social media to inform potential research participants in
the local community of my workplace. In co-operation with the hospice
communication department, information about the research was circulated to
hospice contacts via the hospice website (appx.D4), Facebook (appx.D5) and
email (appx.D6). Recipients were encouraged to share the information.
Some local newspapers took the initiative to refer to the hospice Facebook
post. In total 12 people responded. As with the first group the assessment of
the suitability of the participants was assessed through conversation and a
Health and Care questionnaire (appx.10). Based on the experience with the
first group | realised | could save time by sending and returning the

guestionnaire in the post or via email and by discussing the questionnaire and
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the other assessment issues over the phone rather than face to face.
Participants seemed comfortable with this and the face to face screening
meetings with the first group had prepared me to conduct these conversations
with the same care and scrutiny over the phone. It was established that five
people did not match the criteria. With one participant there was a hint of
depression but this did not seem to interfere with her ability to discuss her
cancer survivorship experience in a reflective and explorative manner. From
mid-February onwards the people who matched the purposive recruitment
criteria were invited to start the research process. Unfortunately one person

died before our first meeting and another person withdrew due to ill health.

At the end of March a cancer survivor who noticed the poster but did not fall

within the criteria took the information to a peer support group for people with

stomas and two more participants came forward. One person did not match

the criteria. The second male personwascl ose to Osituati on
him would further add to the gender imbalance and | already met a female
participant who corresponded to those criteria. When people were not
included after they expressed their interest they were thanked for putting
themselves forward. @ As they had been informed during the initial
conversation (appx.9) that this might happen, they all expressed
understanding and appreciation for researching the survivorship experience.

In conclusion the second recruitment round resulted in the recruitment of five
more participants. More importantly the three sets of criteria | purposively
recruited for were very closely matched.

7.1.7 Ending recruitment

Having conducted the first stage of recruitment between November 2015 and
February 2016 and the second stage during March and April 2017, the
decision was made in July 2017 not to pursue further recruitment. | had by

then generated the experiencings of 12 participants and felt that | had
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reached a poi nt Bythis | ineaa thatd felasatisfied thad, in
combination with the case study data, | had generated enough diversity within
the research participant group to be able to explore the data within the
theoretical framework of this study, to extend and modify my pre-
understandings, and to reflect in a meaningful way on the core concepts
addressed in the cancer survivorship research literature. An overview of the
participants whose metaphorical comprehendings will be explored in this
study, is given in Table 7 which forms part of the introduction to the

presentation of the findings (see Chapter 8).

7.1.8 Reflexive notes

Note 1: Several participants expressed that they wished to participate
because they wanted to help other survivors who were struggling more than
they were. | had to keep in mind that their perception of themselves as
coping well and able to help might, at least initially, lead to bias towards

expressions of strength and control.

Note 2: Some of those who came forward were not free from cancer. This
raised my awareness that participation into cancer survivorship research in
itsef may be an attempt to Oenacmentsaur vi vor s hi |

survivors could be inclined to overstate that the physical cancer is gone.

Note 3: One participant who was two years into survivorship had a recurrence
shortly after the research session. An early survivor died a week before the
research session. A participant coming up to five years cancelled the
researchduet o 606not being well 0. These experience

with some survivorsobeliefs that it brings bad luck to consider oneself cured.

Before moving to the methods of data inquiry, some procedural aspects,
including the application for NHS ethical approval are addressed in the next

chapter.
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7.2 Procedures

A number of ethical frameworks have guided this research. For details | refer
to appx. D14.

7.2.1 Ethical considerations

7.2.1.1 General

Guided by the frameworks listed in appx. D14 | considered how best to

conduct this study in a way that was beneficial, did no harm, respected
participantsd aut onomy Detadsxam a@lsotinclsdedimand di
appx.D14. Before any recruitment took place a favourable review was

received from a NHS research ethics committee, from the Research and
Development Office at my local hospital, and from Bournemouth University
(appx.D15).

7.2.1.2 Anonymity and confidentiality

All information about the participants has been handled and stored securely.
Audio and photographic recordings of interview data have been deleted from
the recording devices. Audio recordings were transcribed by an UK based
transcription service with secure upload facility and registered with the Data
Protection Act. Recordings and transcripts are saved on an external hard
drive, anonymised with a separately saved coding system. Together with
manual files containing demographic and background information all data is

stored in locked cabinets at my home office.

The anonymity and confidentiality of participants, their circumstances and
experiences is further protected by using pseudonyms in the thesis as will be

the case in any written or verbal dissemination activities.
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Although | have adhered to the ethical guidelines of the NHS and BU

regarding the safeguarding of the confidentiality and anonymity of participants

and the anonymisation of results, | have experienced this requirement as a

dilemma. From my practice | have the impression that it is not uncommon for

cancer survivors to want to voice their views and experiences in their own

name. Most would consider research participation as a platform to do so.

Research by Ho et al. (2016) confirms this as a strong feature in colorectal

cancer patients. Silverman offers the thought that it is important to consider

peopl ebs context rather than make assumpti on:¢
expect or want (Silverman 2011). The question arising is wh
right to have their autonomy respected includes that they can reject research

anonymity. This is a delicate and complicated issue and further examination

seems to be needed to shape changes in research practice (Giordano et al.

2007). In this study | have prioritised the value of anonymity for the following

reasons: the aim of data generation is to build an understanding of a

phenomenon through individuals but not of individuals. Secondl vy , peopl eds
wish to stand up as advocates, or to use research for therapeutic reasons is
understandable and should be respected, but there are platforms especially

designed for these purposes. Despite my decision, the thought of declining a

potential par t i c i wish not © e anonymous, felt uncomfortable. It has

increased my motivation to consider ways to involve ex-participants who wish

to do so in research dissemination activities.

7.2.2 Risk assessment

During the course of this research study | adhered to the Health and Safety

policies at Bournemouth University and my workplace.

When the sessions took place within hospice premises, medical support was
at hand. During sessions at p ar t home praim etherdsettings, the

h os pi ane @waker Ipolicy formed the guideline to keep both participants
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and myself safe. Precaution was taken to reduce the risk of harm due to the
research activity, e.g. use of comfortable chairs, no use of sharp creative

materials, and the provision of water.

During the screening meetings | explored how likely it wast h a t parti ci g
vulnerabilities or sensitivities would turn the research sessions into a negative
experience. How participants wished to be supported if they were to become
emotionally distressed was contracted with them at the start of the sessions.

For me as the researcher the option was available to process my own
emotional responses t o participants?®o e

academic supervisors.

7.2.3 Patient and public involvement

| am convinced of the value of involving service users and the public in
defining research questions and certainly in the dissemination of results.
However, | was also conscious of the fact that this is my first piece of
research and that good and meaningful public and patient involvement is a
skill in its own right. Therefore | chose to make a 6 mo d e JINMOLVEL ar t
2012). I involved patients and health care practitioners in a final review of the
participant information sheet and covering letter, informed consent form and
information poster. | will offer the option to ex-participants to help defining

how and to whom to disseminate the findings.
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7.3 Methods of data generation

At the start of the data generation process the task at hand was to plan the
explorative sessions with participants in such a way that the data generated
was relevant for the five research objectives, and that the method of
generation expressed the methodological aspects of Enactive Hermeneutic
Phenomenology (see Chapter 6). A Research Exploration Plan (REP) was

composed and is included as Table 2 on the next two pages.

In this chapter | will start with an outline of the overall structure of the REP,
followed by a more detailed presentation of the methods and techniques.
Further detail on how the REP has been used flexibly as well as some

reflexive notes, have been added in appendices D18 and D20.

7.3.1 Research Exploration Plan

This explorative research plan was informed by considerations that emerged

from my understanding of the research literature and from a set of personal
Opresearch experiences 6 my(germl) coumsellimpr i si ng of
practice, the on-the-job case study, regular facilitation of hospice cancer

survivor support groups, and two research pilot sessions with a trusted

colleague. With the majority of participants the sessions unfolded according

to the REP.

A first point to make in this overview of the REP structure is that the
explorations were conducted from a first person and third person perspective.
These form the first and second part of the exploration (green font in REP in
Table 2). With the first seven participants these two perspectives were taken
in two separate research sessions. The other 5 participants were invited to

one research session only, i.e. a session incorporating the two perspectives.
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The rationale for this change is given in point 1 of appendix D18. The
sessions comprised of an introductory, explorative and ending stage (red font
in REP).

During the first research session the topic of exploration (purple font) evolved
around the participant s Oseleixrgationtoeancei, ng o f
the main cancer clinician and their self in relation to this clinician. In the
second research session (or second session part) the explorations focused
first on present and subsequently on past experiencing of self and cancer.
With the first group of participants the past moments in time explored were
diagnosis, different stages of treatment and the future. With the second
group the past times explored were limited to pre-diagnosis and diagnosis.
The exploration of the topics was a stepwise process in which a range of

0therci quesdé (black font) were)used to ful:

The Research Exploration Plan (REP) was intended to (and proved to) be a
help to stay focused on the research objectives whilst engaging in an

empathic and participant focused manner (Willig 2001, p.22).

7.3.2 Methods and techniques

To aid a more detailed discussion of the methods and techniques, | refer to
Table 3 on the next page which presents core elements of the above REP.
Column 3 lists the methods and techniques used for exploration. In column 1
the numbers refer to the tasks as they generally unfolded in the sessions and
the colours refer to the methodological aspects that are involved and link the
data generation methods and techniques to the master research Table 15
(unfolds at appx.C3). Column 2 refers to the overall research objectives.
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Table 3: Data generation methods

1 Ethically reflexive exploration of research venue and relationship

Guiding participants towards expression of research topic

3 Taking a receptive researcher stance

Enabling experientially based conceptualising: Invite felt sense

Eliciting and exploring non-verbal metaphorical expressions

Obj.1/3 1 Sculpting present with paper and positioning in relation to

body and room

Obj. 1/35 | T Sculpting with stones and shells: present, past, future and

process

Obj. 1/3 i Describing image schema of sculptures

7&11 Obj. 2,4 | Eliciting linked intra- and interpersonal meanings / Socratic

Questioning

Obj. 1 Eliciting and exploring verbal metaphorical expressions

13 Checking conceptualising was based in experiencing

Ending

14 Ending with participants

- Reflexive evaluation afterwards

7.3.2.1 Meeting and creating safe space (tasks 1to 3)

The first three explorative tasks (ethically reflexive exploration of research
venue and research relationship, guiding participants towards expression of
research topic, and taking a receptive researcher stance), were addressed at
the introductory stage of the research sessions. No special techniques were
needed. The method of exploration was conversational. The conversation
style was informative, transparent, supportive, accepting and encouraging.
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A detailed description of this introductory stage and guiding reflections are

presented in appendix D19.

The introduction formed the basis for the explorative stage (tasks 4 to 13 in
Table 3 above). Overall t he focus was
conceptualising to be experience and bodily based and on exploring their
experience from angles informed by the research objectives. After ending
the explorative sessions some reflexive notes were taken down and are now

included in appendix D20.

The remaining part of this chapter consists of a detailed description of the

methods and techniques that were used during the explorative stage

7322 6 Focusingd o(teskfdel t sense

During PRE | realised that reflections on experiencings that happened a while
ago often sound well-rehearsed and rationalised. If | wanted participants to
speak and think from their felt sense of cancer it meant that this needed to be
A remactedd (Petitmengin 2006, p.238). To enable participants for their
conceptualising to be experience based, and embodied, | took inspiration

from Gendlinbs OFocusingd technique.

Focusing is a process that pays close attentiontothe 6 f el t sensed. T
is felt in the body, yet includes all the meanings one is already living with. Itis

body and mind before they are split when experiencing is conceptualised

(Gendlin 2003, p.165). Gendlinpre sent s Of o c usiep thayapeutcs a s
technique: it moves from (1) tuning inwardly and creating space for a general

inner feeling, to (2) focusing on one problem and letting the felt sense of it

form, to (3) getting a word, phrase or image that gets a handle on the felt

sense and (4) repeated checking whether they are a good match. Then

follows (5) an inner exploration of what is needed and (6) a receiving of how

the body shifts the initial felt sense.
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Al t hough Gendlinbés 6focusingd method has bee
before, e.g. by Robbins (2006)i n a study about the experience
my personal PRE with cancer survivors | found that people who had no

previous exper i enended twiesishthedrvimtonte tumegnd ,

with the initially undefined felt sense, and to let it dorm6é Similar resistance

has been described by others (Qlsant1998)duci ng o6f o
It has been suggested that after a physical illness such as cancer, people

may disconnect from the diseased part of their body which may make it

initially more difficult to psychologically tune in with a bodily felt sense

(Grindler Katonah 1999). In 2011 | was searching for a way to translate my

understanding of embodied cognition into an explorative exercise for cancer

survivors who attended a support group. The approach that unfolded

engaged people on a slightly more conscious level and was more readily

accepted. In the research approach at hand | reduced and combined the first

t wo steps of Gendlinbés focusingndiamto an inv
encouragement to let the general feel of their present sense of cancer come

to the fore. In other words | did not start with a specific question about their

experiencings and, consequently, what Todres and Holloway (2004, p.59) call

a Onear exper i eindhss sigatiensrathemdmad mweaasr experi ence
f o c.u § invited participants to focus on their present sense of cancer,

paraphrasing the following message:

~

Al want to invite yidgaqui¢temow elvesifer i n t hi s s
now, we leave the hustle and bustle of life fade 7T and turn our
attention to the focus of t his research

relation to cancer ... with o6feel 6 I me an
after a cancer diagnosis and treatment - that what sometimes is
descri bed as | iving with or |living beyond

Instead of inviting a word, phrase or image to get a handle on their felt sense,
| introduced expressive materialswhi ch turned the 6Focusingd ir

rooted in a therapeutic interventioncalledd Scul pt i ngéo.
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7323 60Scul ptingd the present experiencing

paper as a form of basic non-verbal metaphorical

conceptualising (task 5)

0 Sc ul mpsychaghérapy has its origins in Family Therapy and means to
create a sculpture of a lived experience or interaction. In a therapeutic
context clients are asked to portray members of their family and the
essentials of family experience by placing them in terms of posture and
spatial relation thus representing action and feeling (N. [sic] 2013). By
changing the postures and positions unt i | | it feel s ri

searching, checking with delt sensed and supports embodied conceptualising.

Il n PRE | had discovered that I cCo
exerciseb to explore how participa
cancer and clinicians. In the first part of the exploration participants were
asked to represent their experience of cancer and clinicians by shaping Al
sheets of paper before positioning these in the room and in relation to their
own body. Presenting the sheet in its full seize seemed to trigger a
recognition process, a spontaneous comparison between the felt knowing and
the look of the sheet of paper. Some participants swiftly adjusted the sheet to
the felt knowing of cancer. For some participants this took more time but they
managed with, encouragement, to trust the process. One could say that the
sheet offered a o6éparti al handl ed on

participants completed by giving it a unique shape and size.

Using expressive materials rather than words or images (as proposed by
Gendlin) to express a felt sense has several advantages. First | did not need
to be concerned that people would not manage to express at least something
of their experiencing. As van Manen (1997, p.101) points out all experiencing
can be described in existential terms such as size and distance. Secondly,
creative expressive materials makes it easier for participants to stay with the
process and to slow down (Gauntlett 2007, p.31) which is necessary for their

conceptualising to be based in their experiencing. Thirdly, although most of
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our language and thinking is embedded in metaphorical concepts (see
Chapter 4) this does not mean that everybody uses rich imaginative or
metaphorical linguistic expressions. However, by first enabling participants to
express their experience non-verbally, with expressive materials, the
embodied layer of meaning making was made tangible from the start, i.e. the
stage of data generation, rather than just at the stage of data inquiry. More
importantly, there was also a gain on the following levels. In addition to
instigating a dynamic between their felt sense and the non-verbal expressive
handle on their felt sense, the shape and position they gave the sheet of
paper captured the body schematic structure of their thinking and made it
visible, e. g. Z p o s iseli amdh says dhat at nscreoving
further backwards. It also seemed that the non-verbal metaphorical
explorations subsequently triggered more elaborate linguistic metaphors, also

with participants whose language was less imaginative.

As participants finished their creation, they were invited to check whether their
creation was an accurate match with their inner sense of self and cancer. At

times a slightly directive conversational approach was necessary to re-

behi

nd

h i

establish this f ocus(2006) adice to doothis thPoeghi t mengi nd s

paraphrasing, checking accuracy of understanding, on encouraging them to
stay with their feelings if they were still blurred, and bringing them back to the
issue if they diverted. Having focused on the implicit side of the

conceptualising, the next step focused on the explicit side.

7.3.2.4 Describing the image schema of the sculpture as basic verbal

metaphorical conceptualising (tasks 6 and 10)

Participants were asked to give a verbal description of the shape, size and
movement of their creation if relevant. This raised their conscious awareness
of what they had expressed non-verbally. This prepared for the exploration
of the first and third objective, i.e. how is the self vis-a-vis cancer structured
and how not?
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7.3.2.5 Socratic questioning to elicit implicit meanings carried forward

by the metaphorical conceptualising (tasks 7 and 11)

In order to explore objective 2, (i.e. which self does the self vis-a-vis cancer
carry forward?) and 4 (i.e. which self does the transaction with consultants
afford?), psychological and social meanings linked with the conceptualisings
of self and cancer were explored using a Socratic questioning style. The goal
of Socratic questioning is

Afito make the client rediscover, with
knowledge which he could otherwise know but is not presently
consci ¢Turkcaparfetoal. 2015, p.47).

Participants were asked why they chose this particular shape, size,
movement and not another. From PRE | learned that precise and defensive
responses confirmed that they were talking from the 6 i mp | i),chuttité ( 4.
also triggered people to verbally explicate meanings connected to their wider

self as well as meanings experienced in the transactions with their consultant.

As the exploration of the non-verbal conceptualising and the underlying
meanings progressed it was anticipated that verbal and idiosyncratic
metaphorical expressions would spontaneously come to the fore. Why | was
particularly interested in generating verbal metaphorical conceptualisations is

explained in the next section.

7.3.2.6 ldiosyncratic metaphors as rich verbal metaphorical
conceptualising (tasks 8 and 12)

During PRE | became increasingly aware that creative idiosyncratic
metaphors were specifically valuable as they gave further nuance to the basic
spatial and kinaesthetic expressions elicited during the expressive exercise.
Forexamplea | i ter al description such as oOaft
then radiotherapy and it was all finished when the stoma was reversed last
wee k brings about an understanding of the treatment journey as an
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experience with a sequence and ending, but a description of it being dike a
coast-to-coast walkbdraws on extra aspects of journeying, e.g. by implying
possible variations in effort (depending on landscapes, weather), the input of
the self (walking) and the influence of external factors (others, tools).

When verbal metaphors emerged | actively engaged with them in the session.

|t was i mportant t o keep Lakof fthatand Johnsc
metaphors only match part of an experience (4.2.1). | cautiously explored

how and to what extent the metaphors resonated with their experience.

7.3.2.7 Sculpting with stones and shells to elicit basic non-verbal

conceptualising of present, past, future and process (task 9)

The second research session returned to the use of expressive material. This
time participants were asked to use a variety of mainly shells and stones,

some pieces of wood and wool (see picture in appx.D17).

Both the choice of the sheet of paper and the shells and stones was based on
PRE. | felt confident that these materials would be accepted by participants
in contrast to more therapeutic material such as clay. Clay is, arguably,
through its inherent plasticity and flexibility, the material that best engages
people in thinking with their hands. It often proves to be very powerful in
accessing hidden feelings and existential themes, and in triggering change
(Souter-Anderson 2010). Yet several clients during PRE commented that it
made them feel treated as a child or as a mental health patient. Although |
trusted the research participants would engage with the stones and shells, |
kept in mind that working with sensory materials might be experienced
differentty accor di ng t ogendear,rclass,profpssional ackground
etc. (Mason and Davies 2009). In the first session participants were asked to
position the sheet of paper in relation to their body. An alternative would have
been for participants to move as well (Lamboy 2014). Just as working with
clay this would have created a more dynamic process. However, as my focus
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was on participant s6 present cC o mp r ehHamge deeking

forms of expression less suitable. No doubt the materials | have used also

I (o

have created limitatonsand many have O0dir e epresdiégnsiparti c

ways that were less favourable. This awareness was a motivator to work with

at least two types of material.

Participants were invited to choose a shell or stone that captured their sense
of self at present and a second one that spoke of their present sense of
cancer. They were encouraged to take their time and check the chosen
object against their felt sense. In parallel to the first session, | asked them
why they chose the specific objects, in order to elicit the implicit meanings
that were carried forward with the conceptualising. Any literal and
metaphorical verbal communication that was triggered by their non-verbal
expression was encouraged and explored. The initial choosing and
manipulating of the objects was similar to the shaping of the sheet of paper,
and put participants in a first person perspective. But as they now also
represented their self with an object, they shifted from a first to a third person
perspective on their self. This perspective encouraged going back and
forwards in time. Additional objects were then chosen to express their
experience of self and cancer at the time of diagnosis, the different steps of
treatment and an anticipation of potential future steps. Spontaneously the
objects were laid out on the table, with varying distances, and following a

certain path.

7.3.2.8 Checkingt hat par tconceptualisirigavéas based in

experiencing (task 13)

As mentioned abo v e it was i mportant t hat
referred to and were intertwined with their cancer experiencings. The
techniques were geared to trigger such a process. This was checked at
several points during the sessions. First, p ar t i crespomsed tg the initial
presentation of the expressive material were closely monitored. It was not
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unusual for people to respond first to the material (e.g. & am not good at
drawing@ etc.). These | took to be signs of an initial struggle and it was
important to nudge people further to trust the process and take their time so a
real expression became available. Secondly, as people further engaged in
shaping or positioning the materials | looked out for signs of incongruence,
i.e. signs that they were exploring the material rather than their experiencings.
At such points | asked them to check their work with their inner feeling again.
Thirdly, if appropriate | asked them at the end of the session how it had been
to first express some of their experiencings with the material. How did they
know, for example, how to shape the sheet of paper that they were given? In
their responses | was listening for what Gendlin calls the process of crossing
of meanings and metaphors which eventually gets released in an expressive
form (4.2.2.). Fourthly, it was not unusual for participants to comment on their
experience of the research. Expressions of surprise about having shared
their experiencings of cancer were not unusual, and were taken as
confirmation that my intention to generate experience based conceptualising

of self in relation to cancer had been achieved.
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7.4 Methods of data inquiry

In view of to the five objectives (see Chapter 3) and the methodological
aspects (see Chapter 6), the data inquiry process has unfolded as an
@nactive her meneut i dtindugledcaeniltitude of steps which are
presented in column 3 of Table 4 on the next page. In the left hand column
and in the text below the data inquiry steps are numbered with a letter
indicating the type of inquiry followed by a number. The colouring of the
numbers links this Table with the master Table 15 (folds out from appx.C3)
and refers to the methodological aspects that have guided this research.
Column 4 explicates how the inquiry process entails an understanding of the
whole by exploring the parts, and vice versa. The right hand column lists the
documents that present the results of each inquiry step. The data recording
stage that preceded the inquiry generated four types of data: recorded verbal
data, photos, for some participants critical reflections at the end of the first
session which then informed the next session, and a transcription of the

verbal data generated during one or two sessions.

At the start of the data inquiry process| engaged i n rmquidreyndb o(dA
by tuning in experientially rather than analytically with each individual
recording. This is described in more detail in section 7.4.1. After this
connection with participant s 6 i ndi vi dual d lafeltaeadymio t h e i
move on to a three-step analytical inquiry which resulted in an unravelling of
O6part s 6 thatBirer€ +el@yant to address the objectives of this study.

This time | approached the data in their transcribed form. The first step

entailed an explicating of the conceptualised themes (B1), the dominant
conceptual metaphors (B2), references to self-processes (B3) and to
transactions with clinicians (B4). For the second analytical step | also drew

on my pre-understandings of body schematic structures gathered during the
on-the-job case study (C1). This step entailed pointing to, and expressing by

means of a schematic drawing, the body schematic structure of the case-

study and research metaphors and the meaning of these structures for the

experience of self vis-a-vis cancer. These structures also shed light on the
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Table 4: Data inquiry methods

Embodied Enguiry

4 5
Parts/Whole Rich Presentation
Individual data | Metaphor: see PPT -

in their entirety

slides EIQ (disk)

Al Engaging with pre-conceptual felt
sense
Attend to pre-understandings based on
case-study
Reflexive awareness of personal
meanings involved
Understanding expressed
metaphorically
AL Listening to the ‘more’
| AG Listening with empathic openness
B Analytical Inquiry — Type 1: pointing to | Parts within | Summaries: in  prose
relevant data parts: individual data (appx.E0+F) + schematic
‘Individual  Files" (IF)
(appx.E1)
B1 conceptualised themes, eg. self,
cancer...
B2 Obj1 | dominant  metaphors used to
conceptualise themes
B3 | Obj.2 | references to ongoing self-processes
B4 | Obj.4 | references to transactions  with
clinicians
Analytical Inquiry — Type 2: pointing | Qualify parts
to embodied dimensions of individual | within individual
data: data
C1 Tool: original list of body schematic
structure, part of pre-understanding
built during case-study, is further
developed during the inquiry
C2 | Obj1 | the body schematic structure of Individual + Group
dominant metaphors that sheds light primary metaphor work
on conceptualisation of cancer and self tables (appxs.E3&E4) +
vis-a-vis cancer, and of IF (incl. schematic
understanding, time focus and place of drawing)
authentic self
C3 | Obj.3 | Reflection on body schematic forms
not used in metaphors
| ¢4 | Obj.2 | Reflection on wide self-processes IF
C5 | Obj.4 | Reflection on type of fransactions with IF
clinicians
Analytical Inquiry — Type 3: peointing | Refine C  +
out and clarifying the embodied | qualify place of
dimensions of data based on |individual data
comparison of data in overall
survivorship
process
D01 Continuation C1
02 | Obj.5 | Ordering of metaphors based on Group primary metaphor

combined consideration of time post-
treatment and body-schematic
developmental logic

work table (appx.E4)
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participantsd s en stleir tonke foaus dnd rexperiannedaf n g ,
authenticity (C2). This also implied bringing into awareness body schematic
structures that were not used (C3). Notes were made about the type of self-
processes (C4) and medical transactions (C5) that were mentioned.

A third type of analytical inquiry consisted of a comparison of all the previous
explications. This allowed for further refining of the range of identifiable body-
schematic nuances (D1) and for pointing out a sequence between the
metaphorical comprehendings, based on a consideration of time post-
treatment, and what would resonate with a natural body-schematic

developmental process (D2).

In the subsequent sections a more detailed description is given of the
embodied enquiry process, and of the different components of the analytical
inquiry. References are made to the methodological aspects explored in
Chapter 6, and to the documents that present the results of the different
inquiry steps. Those documents are included either as appendices, or in the
Power Point presentation (PPT) stored on the portable data-storage device

attached to this thesis.

7.4.1 Embodied Enquiry into individual data

Within a few days of the first research
stories in their recorded format. Apr oc es s o f was &sedctaiesgageg 0

i n an Oembodi.eldpaallelpsthothearay iro whith | guided the

research participants, | aimed for the felt sense (of my experience of the

parti ci pant thelr concepmualisimgkto farm oh myself (Al), | then let

a first metaphorical conceptualising (A4) o f the partiemargeant so
from this. During the sessions, while not completely closing off spontaneous
reflections or interpretation, | chose not to pursue these at the time. As

Krycka (2011) points out, most research starts with distinctions and this

leaves out wholeness. | did not want to be drawn into premature
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conceptualising of the data. | wanted the conceptualising process to be a
stepwise and slow process in order to engage as much as possible with the
Awhol ed and t he 0 moreeces. Byfthetvhokedl smeanthd ed exper i
totality of the topics they addressed but | also mean that | aimed to hear,
beyond t he wor thesnuandehrand féehmgsrtratonere conveyed
t hrough the parmanneriop speechs and wstleei moe-verbal
communication (A5). It was with empathic openness (A6) that | engaged with
the data. In that sense this formed the first step in a long hermeneutic
process between the whole of their story and the parts. Participants talked
not only about their present, but also about past experiencings of cancer and
clinicians. However, guided by the core focus of this thesis, at the end of this
embodied enquiry | focused on conceptualising metaphorically how |
experienced their present experiencing and conceptualising of cancer and
self. As | wrote down intermittent reflections while | was listening, and as |
formulated the metaphor that emerged, | was aware that this first layer of
understanding enabled and encouraged me to go further. As the metaphor
emerged, a dialogue with pre-understandings based on the case study, or on
other participant data, automatically unfolded. Hasty conclusions needed to
be kept at bay. For example, when Dan and Simon (pseudonyms), like the
case study participant (Edward, henceforth E), expressed having been
intensely surprised wi t h t heir doctords oOall cl eard mes
project the meaning this had for E onto both the research participants. As |
will show in the findings there were however important differences. Other
aspects of myself came into awareness and also played a role in this process
of interpretation. For example, when hearing Markd gpseudonym) distress
about his bereavement, as a bereavement counsellor | had to consciously
negotiate with myself how to prioritise his experience of cancer. The main
function of this embodied inquiry, and the generation of a metaphorical
understanding, was to make a start with a gradual unfolding of a deeper
understanding. The results of this inquiry are included in the EEQ-slides in
the Power Point presentation. In Chapter 8 | refer to those when | discuss

how they influenced the findings.
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7.4.2 Analytical inquiry into data parts

| summarized the first session (or single session with the second group of
participants) shortly after the sessions were transcribed. Although the
summaries led to an inevitable reduction of data, careful attention was given
not to leave out parts that meaningfully contributed to the overall expression
of t he parti ci paWilig 2001e p.JHke r ilre hne iwithg &
hermeneutic approach | also tried to stay as close as possibletopar t i ci pant
6l i ved e x p eOnitkremoeehand thiB vas carried out by including
participantsd refl ections afthkexploratione pt ual
verbatim. On the other hand | also felt the need for A her meneut .
i magi nadnta sense it is a totality of expression which conveys what
people really mean. Therefore it was important to select those phrases that

best reflected what the participants meant.

The summaries consisted of the themes that were directly linked to the
objectives, i.e. comprehendings of cancer and self vis-a-vis cancer as
experienced in the present (obj. 1), reflections on past and continuous self
processes (obj. 2) and medical transactions (obj. 4). In addition
conceptualisings related to the time of diagnosis and treatment, to other
illnesses and views on the future were also included as research literature
suggests their potential impact on the present experience. This data, |
anticipated, might become relevant background when comparing my findings
with other cancer survivorship research. Both verbal and non-verbal

metaphors generated with the use of the creative tools were thus taken down.

| attended to the role of writing and language in exploring and understanding
the data (6.1.3) and chose to write up the summaries as much as possible as
coherent stories. Where appropriate issues were first described in individual
terms and then relationally, and the verbal metaphors were given before the
non-verbal metaphors. The narrative that brought the components of the text
together was written from a third person perspective as this most genuinely

reflected the position | took towards the data when | was writing these
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summaries. It also reflects that at this stage It ook a met aphéri cal Obr
position towards the data in terms of keeping pre-understandings at bay
whilst fully aware that the way | ordered the data was informed by my
theoretical framework and objectives (6.1.5). An example of the summaries
can be found in appx.EO, while the rest of the summaries are included in
appxs.F. The content of the summaries is presented schematically in

0l ndi vi dfarard exampld, ges dppx.E1).

If a second session was organised within a day after the session | listened to
the recording and took down notes to help the understanding of the
transcription as some non-verbal communication and sculpting was not
verbalised. Relevant themes and metaphors were added to the Individual
Files. A brief interpretation of the objects (shells, stones, wood, wool)
selected by the participants, as well as a comparison between the

participantsé ¢ h o i dneluled inappeE2.

7.4.3 Analytical inquiry into embodied dimensions of data

| did not come completely unprepared to this research task. The case study |
conducted about 10 years ago generated a small list of body schematic
structures which | believed underpinned different experiences of self vis-a-vis
cancer (appx.A0). These findings had unfolded as | familiarised myself with
the theoretical perspective of Lakoff and Johnson and their concept of
O6pri mary met a ptdrtmfrtséresearchArot ohhyhdid | not wish to
apply these pre-understandings uncritically, but previous familiarity with the
aforementioned perspective was long gone. Bringing this back was an
essential step in my inquiry. In the next section | will describe how this was

achieved.
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7.4.3.1 Revision of the case study method of body schematic inquiry

During the case study | brought into dialogue the metaphors offered by the
participant (E)y wi t h Lakof f 41899) list of Pnnsary Métaphors.
The latter we r e derived 1990) nover@awa dHhig dist had
supported the distinction of five differe nt &éenacti ons desearch As p
| revisited the Primary metaphors which | had engaged with previously.
However, | also wanted to step back from my pre-understandings as much as
possible and start afresh. | set out to do this by widening the list of Primary
Metaphors and by re-analysing the case study metaphors in parallel with the
6newd metaphors which were generalised by
of Primary Metaphors was expanded with examples taken down by Grady
(1997) and with examples included in Lakoff (1987) and Lakoff and Turner
(1989). The Primary Metaphors and examples were brought together in an
Excel document. For illustration, an extract of this Primary Metaphor

resource document is included in appx.B1.

Initially the metaphors embedded in the individual data (see C2 in Table 4)
were scrutinized for their body schematic structure and for the implied
Primary Metaphors. This explorative work took the shape of an dndividual
primary metaphor work documentd for(an example, see appx.E3). The
individual results were brought together in a @roup primary metaphor work
documentd (an extract for illustration can be found in appx.E4). This
supported the next analytical inquiry phase which consisted in comparing

data for body schematic similarities and differences (see D in Table 4).

7.4.3.2 A developmental outlook on body schematic differences

The case study inquiry had already resulted in a list of five body schematic
structures which | called: presenting, positioning, moving, acting and

directing. Finding that these @nactions6 c oul d badongaoarpdtle of e d
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increased complexity reminded me of the natural process of physical
development and o f Pi a gta badesd cogrotive development theory (in
Schwebel and Raph, 1974). Although | kept in mind that Pi aget 0 s
was based in a different ontological perspective than is the case in this study
(4.1.5), as indicated at the start of this thesis (1.3.5) | found that the case
study findings led to a fifth research objective which, to repeat, aims to
deepen the understanding of momentary comprehendings by putting them in
a developmental framework. | explored some of the literature on child
development albeit in a browsing manner since | wanted to raise my
awareness for potential diversity in the literature rather than impose a defined
theory of bodily development onto my metaphorical research data. This
additional reading took place in the background, but it needs to be mentioned
here as it was one source of information which influenced the identification

and ordering (D2 in Table 4) of the enactions. Finally, one by one the

research and case study particswempu s b

in dialogue with a range of Primary metaphors and their body schematic form.

Y
h

Participant’s metaphor

Y

Indication of dominant
spatial and kinaesthetic
structure
(enaction / body schema)
of the metaphor

Evolving list of enactions

Figure 12: Evolving list of enactions
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7.4.3.3 The body schematic structure of self and other themes

In this study lamnot only interested in thm

iconcepltiuvaeld ybup b alse avish to look at other fundamental

categoriessuchasparti ci pant sé conceptual i si

able to understand, and their sense of authenticity.

According to Lakoff and Johnson (1991) time is metaphorically
conceptualised as movement in space, the authenticity of self is expressed by
a closeness (or distance) between the experienced self and the drue selfo
and the ability to understand and think is conceptualised in terms of seeing
and grasping. This means that from the spatial, sensory and kinaesthetic
form that shapes the conceptualising of self in relation to cancer it was also
possi bl e t o d e r sense of gimea fodus, iaptlentitity @and

understanding.

7.4.3.4 Psychological and transactional embodied dimensions of

comprehending

Whereas the analysis of the body schematic structures across the
comprehendings of different participants is grounded in, and takes account of
human bodily communality, r ef | ect i ons on t he

references to self (C4 in Table 4) as well as their medical transactions (C5 in
Table 4) intend to grasp individual uniqueness and its relation to shared
patterns of thinking. This inquir vy , i nformed by Gendl
Gi b s o fioddance§éa c o nhasbeedn reflective rather than analytical and

only came into full fruition once the body schematic work was completed.
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7.4.4 Updating the case study inquiry

As shown in Table 11 in appx.A0, 5 out of the 8 metaphorical
comprehendings offered by the case study participant have previously been
analysed for their body schematic structure. The Table is arranged in a way
as to draw attention to the increased (developmental) complexity of the
structures. This resonates with objectives 1, 3 and 5 of this research. The
analysis of the remaining 3 metaphors was made later, i.e. in parallel with the
analysis of the research data generated by the 12 additional research

participants.

At the time of generating the metaphorical comprehendings the case study
participant spontaneously made references to his interaction with clinicians
and past self which he deemed relevant in the present. These reflections fed

into objectives 2 and 4 of this study.

7.4.5 An ongoing process of inquiry

The practice part of this thesis (see Chapter 10) evolves around an
expression of the research findings in painted form. It soon became clear that
at times the co-operation with the artist further developed the understandings
from the earlier data inquiry. In the presentation of the findings (see Chapter
8) | explicitly mention when understandings come about this way. Not only
did I want to thus give a transparent account of the hermeneutic process, but
this also gives an insight in the type of understandings that emerge from
different modes of inquiry. Taking forward the findings of the data inquiry has
been a process of writing and rewriting, and has thus led to another lived
experience of what could be called the fluidity of understanding. Therefore,
the 6 f i n dni tmegnexd chapter are not static. On the contrary, the very
presentation and discussion of the findings is in itself another stage of data

inquiry that is bound to generate further interpretations and insights.
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8. Findings and discussion

In this chapter | aim to present a nuanced and honest understanding of the
experience of a relatively small group of survivors of bowel cancer. Such a
study does not evolve around an attempt to, or a claim of wide
generalisability, nor does it assume the opposite (Willig 2001). As the
findings are compared with other studies, and disseminated to survivors and
health care practitioners, it will hopefully transpire to what extent they also
capture the experience of, for example, survivors with other types of cancer.
Some parts of the findings may resonate more widely than others. To help
further analysis of why that may be, this chapter starts with an overview of

demographic and illness related features of the participants.

8.1 Participants

Following the sampling and recruitment strategies, data were generated from
12 research participants and their experiences considered in relation to the
eight experiential sets of data gathered with the case study participant. This
means that a total set of 20 cancer survivorship experiences form the basis of
the findings presented in this chapter.

First the characteristics of the group of participants are described. This
information is also presented in the overview Table 6 below. The following

notations will support reading this table:

Notations to Table 6:
- In the top half of Table 6 : Information printed in italics refers to the case
study participant. The different colouring of the information, refers to the

type of treatment received as is further specified in this smaller Table 5:
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Table 5: Overview participants' treatment packages

Number of surgery | chemo | radio and and Total number of
participants & case therapy | therapy | temporary | permanent | treatments +
study stoma stoma stoma (=s)
1p 1 1 1 0 1 3+1s
2p 1 1 1 0.5 0 3+0.5s
2p 1 1 1 1] 0 3
1p+c
Ip 1 1 0 0 0 2
Ip 1 0 0 0.5 0 1or 140.5s

- In the lower half of Table 6:

Participant soé g ewith@ue fomt $or neale mmd epimks fend for
female participants. Some data is shaded in light grey which means that
these participants specifically expressed that they did not feel overwhelmed at

the time of diagnosis.

All participants had been diagnosed with bowel cancer and had not had a
recurrence up to the time of their participation in the research. One
participant had been diagnosed with a second cancer but this was now also

inactive.

As indicated in the top half of Table 6, the mean time post-treatment of the
research participants was 4 years 9 months and varied between 5 months
and 19 years 6 months. When including the case study participant the mean
time post-treatment dropped to 3 years 9 months. Sufficient research
participants came forward who were at times post-treatment that allowed a
comparison with the case study data: three participants were less than 1.5
years post-treatment (two metaphors in the case study fall in this category),
four participants were between 1.5 and 3 years post-treatment (with four
metaphors of the case study participant being expressed in this time frame)
and one participant was between 3 and 5 years (and two case study
metaphors belong in this time frame). Four longer term survivors were

coming up to 7, 8, 12 and 20 years post-treatment.
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Table 6: Characteristics of participant group
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Indicated in the lower half of Table 6 is that the mean age of the participants
at the time of research was 68 and varied between 39 and 89 years. The
mean age of the participants at the time of diagnosis was 62 years and varied
between 37 and 82 years. When including the case study participant the
mean age was 65 at time of research and 60 at time of diagnosis. Of the
eight participants who were less than five years post-treatment only one
participant was, like the case study participant, in the age range 55 i 64 at

the time of diagnosis and at the time of research.

Recruiting female participants proved to be more difficult than anticipated. By
purposefully recruiting two women during the second recruitment stage |
managed to bring the total up to four. With 4 out of 12 research participants
being female and 4 out of 20 sets of data being provided by women, there is

an imbalance that will be taken into account in the discussion of the findings.

The case study participant had surgery, chemotherapy and a permanent
stoma. Five out of the twelve participants had surgery, chemo and
radiotherapy, of which one person had a temporary and one had a permanent
stoma. The other seven participants had either surgery on its own or with
either chemo or radiotherapy, and one of these seven has a permanent
stoma. Of the eight participants who were within five years post-treatment,
four had the same or less treatment, and four had more treatment (of which

the person with a permanent stoma) than the case study participant.

Three of the eight participants in the up to five years time zone recalled that
they did not feel overwhelmed at the time of diagnosis and in that sense were
different from the case study participant. Two of the four longer term

participants had not felt overwhelmed at time of diagnosis.
Any understandings of cancer survivorship that | present could not have

formed without my research participants. Their input has been anonymised

for ethical reasons although this is not necessarily their choice. Therefore at
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the start of the presentation of the findings | want to repeat my thanks for their

anonymous and generous contribution to this study.

The research participantsd names have
and their metaphors are abbreviated as follows: Ann-Hulk, Linda-Bat down,
Rosy-Flow with, Karl-Blank canvas 1Y (1Y stands for 1 year), Mark-Open
book, Simon-Forging forward, Noel-Chapter, Boris-Flown off, Jack-Ache,
Tony-Done, Dan-Bad days and Wendy-Grounded. The case study participant

will be referred to as E. His metaphors were gathered at eight different
points in time and will be referred to as E1-Fog, E2-Terrorist, E3-Theatre play,
E4-Unknowable, E5-Adopting, E6-Veteran, E7-Horror and E8-Healed.

Having discussed the characteristics of the participants as a group, in Table 7
below some of these characteristics are presented on an individual basis and
are ordered according to the order that emerged from the exploration.
Extracts from this overview table will be repeated to support the discussion of
the findings in the next section.
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Table 7: Characteristics of individual research and case study participants

- o o = € b
g2 g5 .5 | @ 5 s | 2| s
Participants o 2 £ °E g 2 g o w2 =
E @ E 3 e 3 S8 Es £ | &% | ¥
F 5 F 5 = & & Ew | & | <5 | ¢
El-Fog im Im S5+C Yes
Ann-Hulk 6m 5m S 55 56
E2-Terrorist 11lm 5m S5+C (yes)
Linda-Bat down | 1yl1lm | 1ydm S+C 37 39
Rosy-Flow with | 2y2m | 1y9m S+C+R | Yes 66 68
Karl-Blank 2y4dm 1y5m,/1ylm S+C+R yes 67 70
canvas 1Y stoma reversal
E3-Theatre play | 2ydm | 1ylOm S+C (yes)
E4-Unknowable | 2ySm | 1yllm S+C (yes)
Mark-Open 2y8m 1yl0Om 5+C 63 71
book
E5-Adopting 2y7m | 2ylm S+C (yes)
Simon-Forging | 2y10m | 2y2m S5+C+R 70 73
ahead
EG-Veteran 2yBm | 2y2m S5+C (yes)
Noel-Chapter 2y10m | 2y3m,/1yllm S+C+R yes 78 20
stoma reversal
Boris-Flown off | 3yl0m | 3y7m S yes 67 71
Tony-Done Tyim Tydm 5 82 g9
E7-Horror 3y8m | 3y2m S+C (yes)
Dan-Bad days 12y3m | 1lyem S+C+R 45 58
Jack-Ache 6y8m | 6yém S+R Yes yes | 62 69
E8-Healed A4y7m | dylm S+C (yes)
Wendy- 20y3m | 19y6m S+C 47 68
Grounded

8.2 Method of presentation

Following on from the data inquiry table (7.4) which comprised of steps A to
D, Table 8 on the next page presents the structure of this findings chapter,
which consists of two parts. In the first part the data and interpretations are
presented in the form of nine clusters,c al | e d 0 evhich cansisbonthed ,
metaphorical comprehendings of two or three participants (Table 8-E). In the
second part the description refers to the survivorship process as a whole
(Table 8-F).
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Table 8: Presentation of findings method

PRESENTATION of generated Partsiwhole Rich Presentation

findings

Holistic description of 9 clusters | Clusters of | Expressions of

of data individual data structure and
texture

E1 | Obj.1 | Presentation of clusters of
individual data based on shared
body schematic structure and
internal nuances. Reference to
the conceptualisings of self vis-a-
vis cancer, of understanding, of
time focus and of authentic self.
The findings are based on
hermeneutic revisiting of the
Data Inquiry steps C and D (see
74) and further point out
researcher understandings which
emerged from embodied inquiry,
schematic drawings and
paintings.

EZ2 | Obj.5 | Reflection of internal order based
on developmental perspective

E3 | Obj.3 | Reflection on what was not

viable within the cluster

Holistic description of | Process as a | Rich description

survivorship process as a whole | whole

F1 | Obj.5 | Reflection from a developmental
outlook

F2 | Obj.1 | A body schematic exploration of
survivor liminality

F3 | Obj.2 | Reflection on the role of the
wider self in the emerging
metaphors

F4 | Obj.4 | Reflection on the role of

consultant — survivor transaction

In the first part | will address the objectives that evolve around the body
schematic structure (enactions) of metaphors as this facilitates the clearest
differentiation between the comprehendings of self and cancer. First the
body schematic structures that are shared by the individual comprehendings
in the cluster and any that are not shared will be unravelled (E1 - obj. 1).
Secondly | will describe whether body schematic differences allow for an
ordering of the individual comprehendings within the cluster according to a
developmental body schematic logic (E2 - obj. 5). Thirdly the core meanings

of the cluster are highlighted and awareness is raised for the body schematic
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structures that did not seem viable at that time. This is repeated for each
cluster and ends with a discussion about body schematic structures that have

not been used at all (E3 7 obj. 3).

In the second part | look at the totality of the comprehendings by taking a
developmental outlook (F1 7 Obj. 5). The body schematic structure of
metaphors is further explored in relation to liminality (F2 i Obj. 1), a concept
addressed in the literature review. The role of the wider self (F3 - obj.4) and
the role of the transaction between survivor and consultants (F4 i obj. 2) in
the emerging self vis-a-vis cancer are brought together in a single narrative
whi ch | cal l Ovignetteso. This 1is an attemg
happens together and only becomes split through theory and research. Five
6 vi gnetinckided thraugheut the different sections. They are listed at

the end of the content table of this thesis.

8.3 Nine clusters of individual comprehendings

The explication of the comprehendings of cancer and self vis-a-vis cancer by

each of the participants centres around the body-schematic structure of their

metaphors. Asdescri bed in 7.4. 2. participantsd met
the summaries of the transcripts (see appx.EO and appxs.F). Occasionally

additional metaphors came forward in the second session and those were

i ncluded i n t heeeforiexathplevappd.BElp| f i |l es b (

The first step was to determine which metaphor best expressedpar t i ci pant s 6
comprehending of self vis-a-cancer. This process was guided by the

following questions:

1/ which metaphor(s) captured their present experience?

2/ which evoked best their relationship with cancer in the present?

3/ which metaphor was most creative and/or clear?

4/ did the emerging metaphor resonate with the overall outlook in relation to

cancer at the pr esentsstancedn lifeastitbpeakshfrem par t i ci par
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the complete summary (which also include reflections on the time of

diagnosis and treatment)?

The metaphor that emerged from this process was considered to be the main
metaphor and titles the discussed comprehending. By way of illustration, in
appx. EO this metaphor is highlighted in yellow. Other metaphors that further
nuance or at times contradict the main metaphor are also deducted from the
summaries and included in the discussion (see for example highlighted in
pink in appx.EQ0).

A sense of the experience and meaning of the metaphors is evoked by using

different sources.

First, a rather analytical exploration happens by pointing to the embedded
Primary Metaphors (PM) (see for examples in appx.B0) and by explicating

their meaning.

Secondly, where possible the metaphorical meaning is backed up with
additional narrative provided by the participants about their experiencing (see
for example highlighted in green in appx.E0Q). The narrative reflections are
presented verbatim or are paraphrased. References may also be made to
meanings that were expressed creatively with e.g. shells, stones or paper.
The summari es of t he r es e dront Wwhere #e
metaphors and narratives are taken, are included in appendices (see
appxs.F). These include a photo of the creative expressions with stones and
shells with notes added by the researcher afterwards to clarify what the shells
and stones express. Including photos of the expressions in which the sheet
of paper was used, was deemed irrelevant; here, rather than the end photo,
the process itself was more important and this is not reflected in the photos.
The photos functioned as a reminder for the researcher. The data sets
where the case study parti ciwera dedutted

from are included in full in the appendices (see appxs.F)
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Thirdly, the presentation is further refined with the researcher interpretations
that emerged during the Embodied Enquiry process, the drawing of the body
schematic structure, and the conversion of the findings into paintings. In the
text it will be specified where these sources can be found on the Power Point
presentation (see portable data-storage device). Several considerations led
to the decision to present the paintings as a separate power point
presentation rather than include them in the text: 1/ Although the paintings
have at times deepened the understanding of the research findings, they are
in the first place based on the research findings. Therefore, at this stage,
they are secondary to the verbal exploration of the data. 2/ Visual material
has the potential to overpower verbal data. The distance created by
presenting them in another medium aims for a more balanced presentation.
3/ The paintings look more realistic on screen than on paper. 4/ The Power

Point presentation allows for easy perusal if the reader wishes to do so.

This intertwined use of abstract, concrete and aesthetic language and

expressions is intended to capture the findings in what was called, in the

methodology chapter (6.1.3) 0a har mony of strAnct ur e and
embodied sense of the participantsd experien
the reader consciously conjures up the imagery and the highlighted spatial

and kinaesthetic characteristics of the metaphors.

As said above, the metaphorical comprehendings are presented in clusters
and the name of the cluster refers to the enactive structure that unites the
comprehendings in the cluster. Each section starts with a brief explanation
of the terminology used to describe the enaction. The metaphors are outlined
with a reminder of the time that passed since the participants were diagnosed
and finished treatment. In the last part of the cluster discussion, the structure
of the presented self vis-a-vis cancer is summarized but attention is also
gventoconceptualisings of 6under s&@ awlde mg 6, Ot i

these come to the fore.
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8.3.1 Enaction 1: Presenting and Positioning

In the early stage of cancer survivorship the self vis-a-vis cancer seems to be
comprehended as an experience of: 6 Pr e s e mtnidng®Posi ti onin
oneself (P&P). 60 Presentingd means that survivo
sense of self-presence. Eight out of 13 participants described feeling
threatened in the continuity of their existence at the time of diagnosis. This
severe disruption of their usualesisleense
mysedifto, f eclotnslpiikkeacey t o end my | ifebo, 6 m
confusioné, 0 wr i.t Alsonthose fwho werg less tshoekeds 6
described an initial stage where they had to put their trust in their doctors to

O6put me toget hétoagdirotPrmesentit ngd i s a
coming back from this threat of self annihilation or unravelling. Positioning is

to be understood as a demarcation of self in relation to something or

someone else.

The delineation of a first self vis-a-vis cancer in this study is based on a
metaphor used by the research participant, Ann, and two metaphors used by
E (E1 and E2). All three sets of data were expressed in the first year post-
diagnosis and in the first half year after completing their treatment. Their data
havebeen tThel éadi ké6al ongsided (Ann) candéFog,
bed(El),an dhed errori st has | .eRotease bfecadingatnt r y o

times the terms Hulk, Fog and Terrorist will be used as shorthand.

The body schematic structure of the comprehendings of the research
participant will first be explored and subsequently compared with the two

metaphors presented by the case study participant.

The case study data and the research data summaries which include the
metaphors, wider narratives and photos of shell and stones exercise referred
to in the presentation and discussion of the findings are included respectively
in appxs EO (Ann), FO (E1-fog) and F1 (E2-terrorist).
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8.3.1.1 The hulk alongside me (Ann)

Ann compares cancer to the fHulkg a ditmomo t hat I's fnNalongsic
Focusing on the image of the hulk first, its most prominent feature, apart from

it being green, is it being big. Its large size is even emphasised as Ann

visualises it alongside her. Based on the primary metaphor (PM)6 1| mpor t anc e

is Sizebdb this brings to the fore that centr

cancer is important. This resonates with her intense curiosity to figure out

Aiwhat 1| mpact that (the cancer experience) 1is
wi || shape t heBycoasderingafrelaley PM 6i HFuen.cot i onal ity and
viabil ity ,thsimdge o the halle as srderect figure, does not only

conjure up cancer as an important but also as a potentpr esence. But Anno:

cancer-hulk is not visualised as moving, acting or exerting its inherent

force and therefore does not communicate great fear that something bad is

going to happen. If it did, it would draw on PMs suchas 0 Ext er n a l events ar
| arge movi ngo 9dipdelled mnodements dre movements that an

agent carriesoutundertheagent 6 s @ imrondlusioncthe experience

of cancer by Ann is one of a potential force (the image of the hulk) that

although in her immediate vicinity, is not active (no movement or action) and

therefore a real presence but not a real threat. This was further qualified by

Ann when she unexpectedly def i ned the hul k as a #fAthingo,
capacity forself-pr opel |l ed agency that -dekéeénkesgopespl e
Accordingly she qualifies any fear she may

over comeo.

The first draft of the painting of Ann 6 s thignereal a deeper understanding

of what it might mean for Ann to be intrigued by rather than fearful of her

cancer. It reminded me of Ann choosing an intricate shell to present herself

Afbecause 1t wa snow evokedifag me angmaory of the Scalfop

Shell, symbol of t h e whthia yurn oewaksred the Jameso
sense of Opilgri menpai@édengbety dotrondnbhése reco
(PP:Ann-EEQ-slide10). Adding the shell to the painting (PP:Ann-T-slide7)

aims to capture that Anndés exper i encoébeingsin anhaalised y one
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space but there is also a tangible aspiration for movement. This embodied
understanding is in tune with Ann expressing with a sense of urgency that she
was Al ooking for aswhasfiffot wapndgeandnt bat
verbally her aspiration was expressed by moving the sheet of paper that
represented cancer from her lap to her feet i as if symbolically trying to find

her feet?

The use of the term 6 a | o n g (he dhdkd to position herself vis-a-vis

cancer, further establishes Ann experiencing herself in the vicinity of cancer

as an i mportant issue but without being
degree of alignment which is based in PMs | i ke i©06Si Al l @mnimewyn:
conjures up a sense that Ann experiences cancer more as a companion than

an opponent. This resonates with her st at eatoept tancerfad part of

me . 0 The-c ®Mt rocSlel f s Sel f and Subject b
translates here as Ann comprehending her experience of control in terms of

her core Self being in the same place as her cancer-part-self. In summary,

the term 6 al ongsi de6 expepenaesos é b e iamg separate
c an c ebutéalso communicates 6 al i gnamd ti @ habi ti ng the
S p a ¢ @his proximity does not mean that Ann is clear about cancer. She

envisages her present feeling about cancer as a question markt hat &ét ouch
on her hckeraaw 6on tithe PM fAKnowing is Feel
image. Ann seems to experience her knowing of cancer as touching on a

bodily feeling rather than grasping with rational clarity.

8.3.1.2 Fog, the only place where | can be (E1)

An exper i enc emotiohallysaredl cognitigety nat bei ng «cd ear 6
central dgameEhphod F Aogofirst wifaaly mnjues up dhe
ideaof6not seeingd and inraverseh aat t h&nosvaf roef er
and Understanding i s Seeingbo. Al t hough t his C
implicitly refers to the impact of his cancer diagnosis and treatment, in
contrast to Ann, E1 does not explicate cancer as a delineated entity. |
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assume this is a true reflection of his experience, but not without a critical
awareness that the case study metaphors were not prompted by my research
guestions. By d ristende is ¥isitolityd ,t hle Wdw I6cEXxI i ke t o a
that E1, by omitting a defined cancer image, expresses that his cancer

experience does not exist separately from his core self.

E1l also describes his present sense of sefas oOuncertaind and O6aban
This seems to be a response to his doctor and family deciding that no further

treatment is needed without taking into account his viewpoint. E1 does not

present cancer as separate from himself, but he does set himself apart

from his doctors and family ( lilve in a di fferent worl do).
figure puts his head above a dense layer of colours (PP-E1-T-slide3). This

prompted an understanding of the 6 ¢&gdé metaphor as a freeing from what

came before, i.e. the busyness of illness, treatment, being controlled by

others. E1 positions himselfinthefogasiit he only pl ace where (he)
With this phrase he -cdrnatwsoloni st hbeei MM G Sielofne d
| ocationd to esconard.l liisamiramakleval feontof with

the pl ace being a o6foggy pl acebé. | n concl us
explicated in E16s metaphor, he seems to seelk
true to the confusion that cancer emotionally and cognitively brings about.

Self and cancer are in the same space, or perhaps it is more accurate to say

t hat cancer is the space and -spabeaas E1 | i ves
expressed in the conceptual drawing (PP:E1-Cb-slide5). The split that is

i nherent or created by Ann wit h(yetf he concep
happened for E.

More even than for Amavemehktlisoesnbrgoripandssi on of
only expressed as an aspiration to engage with the foggy place he is in.
Unexpectedly for me the artist fitted the figure in the painting with hands (PP-
E1-T-slide3) and in doing so visualised that in the fog one resorts to feeling as
a way to counter-act a lack of clarity. This helps to understand how E1 is not
clear about but touches on his emotions and thoughts, an experience that

Ann also revealed.
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8.3.1.3 The terrorist has left the country (E2)

Most prominent in this terrorist metaphor is the distance created between self

and cancer. From the PM 6l mportant i's E
Smal |l 6 but based on the experienceit that
al so means O6Less important i s Distancebo.

terrorist metaphor. Self and cancer are not only at a distance, they are 6 n o t

on the same sided6 (BadsedheomorderPM O6Agr
on t he s amis suggests ead expetiehce of loss of solidarity with

cancer. This distinguishes it from the Hulk and Fog metaphor. Like Ann

(hulk), E2 (terrorist) comprehends cancer as a potentially dangerous figure.

Ann could envisage such a figure in her vicinity and thereby expressed a

belief that it was not going to act. E2 contains the danger by envisaging

cancer beyond a border and in doing so gives away his struggle to believe in
tsinacti vity despite hi s d&dshoutdoat @wosry abaita s s ur ¢
the shadow on his lung because the cancer was deemed inactived6 The
comprehending of cancer as 6having | ef
6Changes are Movements (into or out of
of the changed position of self vis-a-vis cancer seems to be a gain of space

around the self. There is no indication though that this means the self is

moving about. Together with the image of a terrorist just having left, it

conjures up a feel of frozenness, something that, rather than in words, is

better captured in paint: PP-E2-F-slidel3 shows a white coldness between

the red of self and the purple of a big reversed C(ancer).

El-Fog and Ann-Hulk seemed engaged with an embodied and emotional
understanding of cancer, while E2-Terrorist seeks a rational understanding
(deen for a medical view regarding the shadow on my lungd. The image of
the terrorist is the handle E2 uses to think rationally of something abstract that
is potentially dangerous but invisible like a shadow on a lung or an inactive
cancer. Seeing (knowing) that what i's unseen pseeingda ptso nbeee o

refinedas oOwatching out for, monitoringo.
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8.3.1.4 Ordering from a developmental perspective: Fog i Hulk i

Terrorist

In considering that an experience of being positioned in a space
developmentally proceeds from dacking awareness of what is aroundd to
@eing aware of what is close6éto deing aware of what is outsided then, taking
into account these specifications, the metaphors can be ordered as 1.fog i

2.hulk 7 3.terrorist.

This extract taken from Table 7 shows how the

ol £
é‘ E suggested order broadly corresponds with TpT
§§ ég be it that the Hulk and Terrorist metaphor both
25 2 8  emerged at 5 months. It also broadly
ESlE S ,
E1-Fog 7m | 1m corresponds with TpD although the Fog and
Ann-Hulk 6m | 5m Hulk metaphor occurred at a similar time of 7/6
E2-Terrorist | 11m | 5m months.
This invited thepecgfcespeonents Ahnlbsi ng dal oncg

Hulk closer to the experience expressed in the d-~ogbor to the experience
expressed in the derrorist®  As the experience of treatment was still
relatively recent, | considered whether the type of treatment and severity of

diagnosis (as is suggested in literature) might shed light on this.

Ann only needed surgery which suggests that the diagnosis was less severe.

Although the dagnosi s f |l oor ed )nhthe sur§efyahapiehed c k hol e o
quickly and no chemotherapy was needed. The hulk alongside may express

just that: the scary cancer was taken out of her body and there was no doubt

about it. E on the contrary needed chemotherapy which might explain why

his initi a | experience post treat ment oggJas dominat
and that creating a sense of clarity demanded a more elaborate differentiation

by having the cancer not only conceptualised outside his own body but also at

a distance and across a boundary (Terrorist).
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One may wonder whether Ann or a survivor in her situation will need to move
into an experience akin to the Terrorist at all. This draws attention to another
difference between Ann and E: Ann expressed an urge for movement.
Movement is the body schematic structure of the comprehendings of self and
cancer presented in the next clusters. In that sense the ¢ drroristbexperience
may not be between her and the next type of comprehending. On the other
hand Ann not being able to move could mean that despite the different
treatment experience she needs to conceptualise more space between her

and cancer before the urge for movement can come to fruition.

These comparisons instigated the thought that a body schematic sequence
may not mean that an individual cancer survivor takes all the steps. It is
usefultoi magi ne the body schematic (Figureuct ur
13) which are laid out in a specific order but individuals may step on specific
stones while skipping others. With the above example | suggest that the
nature of the cancer diagnosis and treatment may influence which of the
stones they step on. A range of other factors will influence the way Ann and
E comprehend their experience. For example, Ann and E are of different
gender. No doubt this experience also is gendered, yet as neither of them

framed their experience in those terms | do not wish to speculate.

P&P in same P&P in different space —
space — together

separated by distance
(E1-Fog) - and boundary

(E2-Terrorist)

Figure 13: Variations in Presenting and Positioning
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8.3.1.5 What lies outside Presenting and Positioning?

The metaphors of the Fog, Hulk and Terrorist all focus on the space survivors
inhabit and the way this space is shared with cancer. The presence of cancer
is in all three metaphors enveloped in a negotiated tension expressed through
invisibility, bigness or uncertain distance. Comprehending oneself with such
precariousness of being vis-a-vis cancer is what seems viable at this stage of

survivorship.

Embedded in the comprehendings was an intere
The type of understanding that i's expressed
Feeling or Sensingd6 rather t han THisKknowi ng i s

suggests a lack of clarity and rational understanding. It feels more important
though to note how the participants positively appreciate their embodied, felt

knowing of cancer.

I n bodily devel opment Oworuelsde nt e npgr eacnedd epdo shiyt i G
presenting or posi t | andi wogld be followed by some form of
6movement 6. |t seems t hat for the study p
structure their experience of self and cancer at this stage of survivorship
according to either of these schemas. Some metaphors used to describe the
time of diagnosis might shed light on the experience of being at risk of not
being present (see above) but further exploration of those experiences is
outside the remit of this thesis. Initial physical movement might be expected
to show in an engagement of hands and feet. Two of the metaphors in this
clust er i mply o6trying obedliindg & ered@kis) wHay k) and
minimal or frustrated ability changes in the next metaphors as the experience
of self is presented by referring to an ability to push and balance. This body
schematic structure i $andizg@mhdoisingdd. under t he | at
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8.3.2 Enaction 2: Handling and Rising

For the second cluster of cancer survivors the comprehending of self vis-a-vis

cancer comes across as an experience of: ddandlingd  a RisIngo¢H&R).
6Handl i ngdé was chosen to capture a comp:
Omani pul ati Tdh& dc¢ca&maenerdri singd was choset
physical ability to stand up, to be upright, to be on your feet and therefore,
potentially, move around, but al so reswstancebt sascon
expressed in the term dbuprisingo.

The delineation of this second self vis-a-vis cancer is based on the metaphors
used by research participants Linda and Rosy and will be explored in that
order. None of the case study metaphors fall in this category. Both
participants were around the second anniversary of their diagnosis and
finished their treatment about one and a half year prior, with Rosy a few
months ahead of Linda. Their data have been titled: é can bat it down a bit
and donodt I6e t( Liitn dhenatpmomeketodhe surface, | go with
the fl owbhe¢ RoeBandown®d T a nlav wihb will be used as

shorthand.

The research data summaries that include the metaphors, wider narratives
and photos of shell and stones exercise referred to in the presentation and
discussion of the findings are respectively included in appxs F2 (Linda) and
F3 (Rosy).

8.3.2.1 | can bat it dotwehitstopime (Linda)nd dono

When Linda first creatively expressed her relationship vis-a-vis cancer with
the use of a sheet of paper, shecrushedi t i nto a ball, sayin
it... because of my feelings of fear... | am hating it and the effectitd s had o .
terms of the PM 6 Ca u s a tForoed Mdvementq it expresses her wish to
impact on cancer, to hurt it back. With her metaphor Linda acts against and
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rises up against cancer. This is followed though by expressing that one does

not have control over cancer as an illness: Aitds ma
hands o, Ai f 1t i Adistnotiemis nfaderbetweenwcancetasa s 0 .

physical illness and the psychological impact that the thought of cancer can

exert. Linda concludesfiwantc ont r ol over how | deal with it
keeping it t olgeeemibedded PriveSadl cbnyral i6 having the Self

t o g e tbingsro&he fore that self control, rather than controlling cancer, is

the focus and challenge for this participant at this stage of survivorship.

What kind of a challenge it is emerges from a string of metaphors: Linda

positions (fear of) cancer somewhat lower than her head, expressing this

further with Al am a | ittle bigd.on Baosgpedf it
on the PM O6Being i n thisexpressesh senss of boatiolng aboved
That this positioning and controlling of (fear of) cancer is her doing, speaks

from: Al can bat it down a bito and even Al cal
The slightly forceful nature of her acting, gives away that she deliberately

brings herself to act on her fear (see PM: &€ausing the Self to Act is the

Forced movement of an Objectd.

Using the sheet of paper,Li nda positioned Oi todr)amdn her | ap
saygarfyitwi th meodo, butshadulidernsotbematuhsea fiit i s
a burdeno. The resi st durderis further exgrdssed wl edge it
byAailt doesnét weigh heavy on my heart but it

that it is not a weight that stopsheror as Li ndlanput d eitt ifil stop m
gettingon wi t h Neveftheléss (fear of) cancer is experienced as a force

capabl e of Aknocking me of my f eet (but not
words it could undo the rising and undermine her functioning and acting. This

isinl ine with the PMs OFunctionality is Erectne
Stopping of mOawesnent dr alh&iotndgsicepewer. of (fear

of) cancer that Linda manages to control has been painted in vivid rather than

shadowy colours (PP:Linda-T-slide16).
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The control over space and movement Linda negotiates in day time, is often

lostin the evening when fAmy space is <clos
The latter referringto PMs &6 Mind is Machined and oI
independent exi st ence6 mentanodselscangd. eAsst i ng a

when blood tests or scansarec omi ng up, cancer @Ais over:

The O0bat ntedverpresses a delicate control, which goes hand in
hand with Lindasayi ng fl am cautiouso, Anot con
tempting fateo, Anot quite out of the wi
with future is limited; she only looks at the next event and conclude s | livie

lifeinchunksr eal | y o .

The image that emerges from the body schemati ¢ structure 60of th
metaphor feels quite laborious. Based on my initial embodied enquiry
(PP:Linda-EEQ-slide19) | feel this needs to be nuanced. 1 titled my own felt
sense ofstolyiinnlads a ti ger o ki tndteniysaptarest he s
the emotional labour of living with a tiger kitten but also a genuine joy that

was expressed.

8.3.2.2 When it comes to the surface, | go with the flow (Rosy).

Rosy expresses less anger than Linda as she does not crush the sheet but
folds it a few times, but like Linda she emphasises that she has no real
contr ol over cancer but says fdwhat I ca
sets herself the task not to lose (self, mental) control over it (cancer, fear of
cancer): i | do not allow it to take over be

fut@ameoconcl udes Ait containedth.er e but it S

Il n contrast to thetbbat odbwwd wmehapmet ¢

express any exertion of force against cancer in order to contain it. Rosy

portrays a more open relating with (fear of) cancer which she expresses by

folding the sheet of paper roughly (instead of her usual precise way) il am
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bol d awaltind té stillkeepanopen mind about the things
Anot setting things in stoneo, alFbr right to
Rosy, when cancer pushes through the surface, she borrows its force by

using it @heusasité folc@andworks with it. Not only to avoid

it becoming an impediment to getting on with life but almost as an advantage

as it encourages her to practice gracefulness, a life approach she values

highly. This came to the fore as the overriding sentiment during the

Embodied Enquiry (PP:Rosy-EEQ-slide24).

Despite cancer not being an impediment Rosy does not deny that cancer
interferes with her as it is not completely still: fit is there... loosely but ... it
impingegsonmy blanks heet (= | i fé& (Wi kbotthef agthekpd, of pa
keeps lifting up, you see, now and againo, A
head now and t h.e mBoth(Lindagand Rosy gasision @ancer
(represented by sheet of paper) and experience cancer as 0 ¢ | dssecFM
OEmoti onal pximmityl), i when Rosy puBsrit on the nearby table,
rather than in her lap (as Linda did), Rosy expresses a less intense
relationship wi t h cancer (see P M Ol nt er |

i nterconnectiond).

Rosy specifies that cancerisc | os e and Od&iroocanirasttdiebeimy
hi gh up and out of sight. The PM O6Looking i :
here. Ro s y aysof cantrolling cancer is more conceptualised as monitoring

it, not forgetting it.

Rosy has a permanent stoma. It does notholdthes ame t hreat as cancer
saw it as a means to an end to getting rid of
anything but a consequence of that fact that | was diagnosed wi t h cancer . 0
Nevertheless there is also a similarity between the way cancer and stoma is

perceived: it is there, It takes fia r olseamditetmestsut owno, it
Ainot an eremypo,atittenti on but .AdoeAl tntodu hethinte
governs herdaysand weeks o, it A idnopeisn g e sRY0 soynd sa lclo ps me

with the stoma varies between pushing it away as if it has nothing to do with
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her and facing it and deal i nlgthewaibtihg i t ,
the stoma is presented as something big that she carries but presented in a

way that expr ecossenanndR PP RGswT-stjde2d).

8.3.2.3 Ordering from a developmental perspective: Bat down i Flow

with
Where Linda, wi t h met aphors | ike fAbat it downo
draws on the specifc physi cal experience of ma n
metapho r i ¢ a | expressions Ago with the fIl ow

and then 0Acomesandherstatenent,sfug rf aatceefou | sttt hat vy
standi ngo,the drosas wmetor skifis. Developmentally the ability to
manipulate precedes the ability to stand up and could suggest that it is logical
that conceptualisings of new experiences will first draw on manipulating and

then on keeping upright and balanced.

= 0 - = That Rosy draws on a more advanced
8 @ 83
3 e 35 bodily experience than Linda could
(@] @©
E-g EE possibly be explained by the fact that
Linda- | 1yllm | lyam more time has passed since diagnosis
Bat down and since finishing treatment (see extract
Rosy- 2y2m 1y9m .
y y y taken from Table 7). The impact of
Flow with , :
passing the second anniversary of

diagnosis was also considered based onthe O0stones and shell
Where the other participants, including Rosy, chose a big stone or shell to

reflect their present self, Linda together with Ann, chose a smaller stone. As

they were the only participants who had not passed the second anniversary

this could suggest that the recovery of their sense of self was less advanced

(see appx.E2).
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Apart from the subtle body schematic difference between Linda and Ro sy 0 s

metaphors, the difference in emotionality also demands attention.

Both participants felt very overwhelmed at diagnosis. Although Linda only
needed surgery and chemo wheras Rosy also needed radiotherapy and a
permanent stoma, Linda was, at 37 years of age with two young children,
potentially left with a greater sense of unfairness than Rosy who was 66 years
with grown up children and grandchildren. The higher degree of anger
expressed by Linda might have been more intense from the start. Although
Linda expresses this with imagery of @rushingg it could equally be expressed

as Okickingo.

Rosy expresses a temperate relationship with cancer. One could wonder
whether this has been enabled by a conflation between cancer and having a
permanent stoma, which means that on a daily basis Rosy has to live and
practice acceptance of something that is unpredictable and not chosen. But
again, although Rosy expresses her temperate relationship with cancer as

managing to keep gracefully upright while cancer lifts up the surface, this

coul d al so have been e mm@anmual)sjsuegdg! a s g a.

words without wanting to exclude that the nature of the emotion felt at the
time may influence the body schematic structure that participants draw on to
express their overall experience, each body schematic ability can be honed in
different ways and allow the expression of different emotions. In other words
it is not their differing emotionality that explains the difference in bodily ability

embedded in their metaphors (hand versus feet).

Based on the comparisons of the metaphors in Enaction 1 the suggestion
was made that survivors may not step on every stepping stone. The
comparisons of the metaphors in Enaction 2 bring to the fore that the body
schematic stepping stones, in the first place refer to a physical ability (e.g.

manipulating, standing up right) but, secondly, are executed in different ways

depending on the emotionality of the experience at that time. Plutchikd s

owheel o f (sex mppx.E5)ohassbéen used to give a brief indication of
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the emotions expressed by participants. It is outside the remit of this thesis to

pursue this in any further depth. Li ndadés forcef ul handl i ng
| abel | edgr easssi wagess b whil e Rosy her sel"
approach as bei ng gui ded by &él oved. Thi s di

different tones of colour; in this case | have chosen the warmer tone for

Rosybds and the cool er (Figune#4).f or Lindads a

H&R. against
cancer (Linda-Bat

down)

Figure 14: Variations in Handling and Rising

8.3.2.4 What lies beyond Handling and Rising?

Implied in the handling and rising metaphors is a changed positioning in
relation to cancer. Both metaphors suggest a sense of being on top of
cancer, albeit with effort and only just. As in the metaphors of Enaction 1,
embedded in the achieved conceptualisings is a sense of precariousness.
The handling and rising in relation to cancer brings about that cancer is
conceptualised as in their space, in an invasive but controlled and contained

way.

The understanding of cancer is not explicitly addressed by the participants.
One can only surmise that the more tactile connection gives away a process

of learning to know it in a tangible, grasping manner.

In both metaphors cancer is presented as an impediment but one that does
not or is not allowed to stop the participants getting on with life. Although it
did not seem viable at this stage of survivorship to conceptualise the
experience of self vis-a-viscancer by actively drawing
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f or wdhe defierence to life at least conjures up some feel for movement.
Movement is expressed as focused on the present and near future. Linda
expressed this explicitly with fivngih | ooki ng &
chunk s 0 . PM termms dime is conceptualised as Motion§ motion in space,
and between events happening in locations. It is through moving or
observing movement that one experiences the passage of time (Lakoff 1999,
p.137-169). One can anticipate that comprehendings structured in terms of
6 mo v etéwméllrgo hand in hand with conceptualisings of the experience of
time. This is the enaction described inthe nextsec t i o n : 60 Mobv.i ng i n Spa

8.3.3 Enaction 3: Moving in Space

| have defined 6 Mo v i ng i(MiS) Sythectrard enacted experience of
cancer during survivorship. Two comprehendings were rooted in this physical
experience of Ombeiaddi hi epadéed.Fespihrced i s i m
differentiates from the on the spot movement of hands and feet which was at
the core of the previous enaction. I n other
Secondly although the term space expresses a level of free movement, it

simultaneously conveys a limitation as a space has boundaries.

This enaction underpins the metaphors used by research participant Karl and
by E, the case study participant. Both are 2 years and 4 months past
di agnosi s. Karl 6s treatment ended just over
stoma, while E finished 1 year and 10 months ago. Their metaphors have

been titl ed: Oir\ theb yearnakh e ad O v a(skda r & N o guest
appearances of cancer in the tiiyeattnd pl ayd
0Theatre playdé wildl be used as shorthand.

recent medical assessments that there is no noticeable cancer activity. Karl

looks ahead, while E looks back.

Karl 6s resear ch da dtiaappxumwhie appx.Fbspresemsc | u d e
the case study data E-Theatre play.
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8.3.3.1 A blank canvas in the year ahead (Karl)

Only a week before the research sessions Karl had a scan which confirmed

he was cancer free and his next appoint
response Karl put the sheet of paper, unfolded, on the floor and indicates that

this represents his life in the coming year. By leaving the sheet unfolded, the
emphasis is on 069iQuanti thMs duwmplrasmnce |
Sizedo all seem applicable to Karl 6s expe
he portrays suggests a sense of having a considerable amount of space.

As he chooses a polished stone in the shape of a heart to represent his self in

this coming time, it feels right to argue that life ahead is seen as really

important, needed and desired.

Cancer, previously a pressure within his everyday life space, is now

envisaged outside this space. Hi s | i fe ahead is |ike
canvas6 oriasfihet ptiusl ffforprtelses ufrieso®t atni
years. .. l'ife I s under my control, wher

words cancer is not moving (for now) and not invading his space.
Subsequently he does not have to act or respond to it on a daily basis in

order to control it as was the case for Linda and Rosy. Drawing on the PM

AMor al | y eanadd oine Clo ul d conceyuglisime yeartfreet by
of cancer as O6blankdéd also gives away t h:

morally deserved change.

Karl represented a year in terms of space (unfolded sheet). Metaphorically
6imed c a rcondemualised in a range of ways butt he PM &6Ti mes
Locations in spaced is prominent. Kar |
sheet of paper (representing life in the coming year) close to his feet and says
A have a f rheerhe sa mdThedeeinghe éxpresses is one of
just stepping into a cancer free space and out of a long stretch of
relentless problems as expressed in the painting (PP:Karl-T-slide30). Time
experience is also rooted in the experience of events (Lakoff 1999, p.139).

The O0bl ankdé cnaentvaapse stretchespetween two medical events
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and moving from his recent to the next medical appointment, conjures up the
image of a path and direction. Karl though is just at the start and is not
particularly focused on the next event or on the direction of his movement.
His focus is on the present and his reasoning about the nature of cancer

underpins this (see below).

Karl does not add any other events within this space or between the two

medical events. This implies a fluidity of motion and subsequently a fluid
experience of change is suggested (see PM o6C
Continuous moti ono) . On tmbveng st note r hand I
represented with active images of moving but rather with passive

expressions i ke diitl li d alsitk eulnyt itlo thhaep peenndo ,0 fiiv

Like previous participants Karl refers to the unpredictability of cancer when he

reflects on the chancesoflongevi t y: Ait 1s all i fs and but
Acure to no cureodo anyti me tdoss notfcareif@ fa bl unt
youo. Yet , unl ihk daresto make a corereté pecsonala nt s |,
interpretation of the medical information regarding the behaviour of cancer in

the nearby future: A | dondt think cancer can come bac
yeari f t hereds not h otmegwotdhexperenca af time brings | n

about an experience of probability, which in turn supports a sense of

understanding and, certainly for Karl, an ability for the self to speak about

cancer in his own name, albeit that he builds on the information received from

the clinicians.

8.3.3.2 No guest appearance of cancer in the theatre play (E3)

Looking back at the past year, E3 metaphorically comprehends his medical

visits as performances of a theatre play, with the consultant as the protagonist

and scriptwriter, cancer in a role of potentially making guest appearances,

other patients and helpers getting on and off the stage and himself as an

amateur actor. Simil ar t1¥6 Knaertla puhsoirn,g wihteh otbh
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0t hemltayd met ap lspace andih®vemestansthat space as the
core bodily schema to comprehend the present experience of self and cancer.
E3 presents cancer as having a role in the play as a figure that could make
Asurprise guest aprpasaotddmce slrootherwardsthe o f a
space belongs both to cancer and self but cancer does not show up in

that space at the moment. The performance repeatedly ends with the

consul tant saying Acome back in a month
less frequent, E30s experience of not b
inactive is shorter anwhoi$ esviscedsitendltnote t ha

return within a year).

Although cancer in the theatre metaphor does not come onto the stage and
therefore there is no visual or physical contact, it has a role which suggests it
is personalised or at least alive and could invade the space of the
participant any time. E3 saying: fthe unspoken but known secret of the play
is call etringsbane th&tt 66 o6t heatre playd i s a
its control. That E3 was attempting to conceptualise an active engagement
with the realisation that living, also after almost two years, was experienced
as ultimately depended on the way cancer behaved, became more tangible
when the painter presented cancer as a small figure in the corner but one that
opens the curtains to the play and therefore opens up the space to be
(PP:E4-T-slide26). This imagery gained additional meaning when another
participant (Linda)T al so dr awi ng on t h-aefeRédtod@yingf e i s
with the expressionfiy ou t hi nk 0i.t 6s Ocurtainso

E3 describes himself as an amateur actor
could be read as an expression of struggling to express and/or move

himself smoothly and confidently.

E3 frames the consultation as a O0script
around my mistakes to arrive at the rightlinei i n my case up till
back i n Taattmoright tm@. With this he implies that there will be a

next showing. o Not onl vy does E3 exnp
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confidence, he also describes a sense of path and direction, but known by the
consultant and not by E3 as the patient.
| £hedale; A rschedeld is

OProgress

destinations at pre-ar r anged

incorporates an experience of progress that is less present in the blank

canvas metaphor.

Rather than the continuous motion of Karl, E3 script-like motion is more akin

P M
E3

to the
this t hat

metaphor seems to express process and progress but in an uneasy form
P-M

and not autonomously. Wi t h

Propell ed Motion

experiencing an ability to drive it himself.

In contrast to Karl, E3 does not express an opinion about the behaviour of

cancer, t he
do

guest

on

not quite

6Process
6stumbl es o
reference

to a

contrary 1in

k now

ti meso. | t

This follows from a difference in the way motion occurs.

i s
and 6i s
to the

Destinati onbo

descri bi

0itsd role apart

a p p eaampassililiey ©f making an evaluation is expressed.

8.3.3.3 Ordering from a developmental perspective: Theatre play 1

Blank canvas 1Y

Al t hough the

6t heatre

Time post
Time post
reatment

)

3 diagnosis

Karl-Blank

canvas 1Y

N
<
2

1ly5m/1lylm

stoma reversal

E3-Theatre
play

2y4dm 1yl10m
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Although E3 has finished treatment a while before Karl, the bodily functioning
embedded in the oO0theatre playdé (E3) seen
functioning i n 1vYéh e( Kéabrlla)n.k chatn vtalse isor e o
E30s I nabil ity to mo v e i ndependentl vy a
consultant. This is not expressed by Karl. Based on the bodily logic that one

first moves about with help before self-propelled movement becomes

possi bl e, t he &6t he axperience pflselfyadd caneep tthatr e s a
precedes the experience expressed in th
Karl 6s ability to decide that the absen
year, speaks of the emer gence hedbilitato sel f ,
rely on its own opinion, that is not pre
Nevertheless, there is an el ement of <cor

in relation to the year ahead. He does not look beyond that, nor does he look
backwards. Thi s f eel ing of 6The Time i s Nowb
embodied enquiry (PP:Karl-EEQ-slide33). This limitation is not present in
E306s r ef lyeanprehendisg.the exBerience of repeated messages of
6no canc er b6revedls3 an cerperignce of time passage. By
comprehending an experience of the previous year there is also an
integration of past, present and near future. This might suggest that E3
expresses a more in depth process than Karl which could mean that Karl is at
risk of falling back later on. A range of factors may influence this difference,
e.g. one might argue that the frequency of consultations, for better or worse,
i mpacts on patientsdO engagement with th
Or living with a stoma (E3) may make it more difficult to ignore cancer. This
comparison opens up the idea that comprehendings may differ in their degree
of body schematic coherence. Those with less coherence will be represented

as more shallow stepping stones (see Figure 15 below).

Emotionally Karl expresses joy about the year ahead, but his attitude to
cancer, whi ch he describes as a fnAblunt
Excluding it radically outside his space is partially an expression of that. By

giving @bsent cancerba role in the theatre play, E36 s f eel perhaps ar e
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best captured as Osubmissionod, hovering

apprehension (see appx.E5).

N
—

MiS without cancer —
being moved (E3-
Theatre play)

MiS without cancer — self-propelled
moving (Karl-Blank canvas 1Y)

-

Figure 15: Variations in Moving in Space

8.3.3.4 What lies beyond Moving in Space?

Comprehending self in a cancer free space shows to be difficult for both
participants. Where Karl manages by limiting his view to one year, E3
engages even more with the precariousness by giving cancer a role that
entails making surprise guest appearances. Their movements are either a
struggle (E3) or implied happenings that are just about to start (Karl). In order
for survivors to experience their self and cancer in terms of moving
confidently on a path, with a sense of direction and chosen destination, a self

is needed that experiences an ability to choose and act autonomously and

has a more integrated and less episodice x per i ence of ti me.

narrow time basis is expressed by Karl and the self that looks back and
forward, as expressed by E3, have emerged more fully and combined in the

metaphors that are described in the next section.
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o far the metaphors and wider narratives of
the study participants have implied a time
focus that was mainly on the present and/or
the near future. This is about to change in
the following metaphors.

o _/

(s

8.3.4 Enaction 4: Expressing a Viewpoint on the Future

OExpressing a Vi ewfRYF)nstthe captiort for ehe fowth ur e 6
enaction of self and cancer during survivorship. At the centre of the
participant s 6 compr ehendi ngs expressian®f atpersormale si d e
opinion on cancer and their future life. A more detailed exploration revealed

that at least five aspects of self jointly come into fruition as part of this. The
participants emphasise the importance of talking about (1) cancer. This
confidence to express their opinion is «L
cancer. The personal character of their understanding triggers a repositioning

in the relationship with their consultant (3) who so far was the main source of
understanding cancer. This in turn seems to generate a reflection on their
authenticity (4). Expressing an opinion about the state of cancer in the

present has implications for what they believe will happen next; in other words

the future (5) comes into view.

OVi ewpointd has of course also a I|literal
refers to a position in space from where one can see. Where the first
enaction r esitieornriendy 6t,0 thpos Oerpeast it baniemg & i

in relation to self, consultants, cancer and what lies ahead.

This enaction structures metaphors of the research participant Mark and of
the case study participant. Both are coming up to two years post treatment

but Mark has been diagnosed 3 months before E. Their metaphors are titled:
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06Cancer i's an open bobdémbrace the unlmd@vable Mar k) and
aspect of cancEeE®H) . 00pen nmrmkmokwa bdred U | | be us e
shorthand. E4 expressedt hen kdinlowabl ed met aphaoafter only one

and as a developeentefploamydhmetdtdphor .

Karl, who was discussed in the previous section, also expressed a future
viewpoint on cancer, but this only referred to the next year. The present
comprehendings of Mark and E4 go beyond an episodic time concept and
instead imply a beliefi n | ongevi ty. lankkcaavas 1 ¥ nanKdarBg H&s B
Theatre play metaphor, the conceptualisation of being alive depended on
envisaging a space without cancer, which as will become clear below is not

the case for the next metaphors.

Mar kés research data are summarized in appx.

that i ncorporate the 6unknowabl ed metaphor ar

8.3.4.1 Cancer is an open book for me (Mark)

Theexpression fAcancer is an open booko dr aws
Linguistic activityé and on O6Knowing is Seei
metaphor emphasises that cancer holds no secrets. Moreover Mark qualifies

the way he has come to understand canc er as il have | ooked at

thing and then folded it upondgstagdingst i ng t he

(PM 6Understanding is Seeing from an Objectiv

But part of the process of understanding for Mark is talking about it: sharing

wit h ot her gettimgeanaom® f han one mEmd fogie ttthien gj otbhoe
monkey offy our backo. Bot h met ayposefus Teonvey talKk
latter incorporatest he PM OFreedom of action 1is the | a
movement 6 and brriered sn gt lben esierh fdf tof t he fore.
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In the creative exploration with a sheet of paper, the tightly folding of the

sheet triggered the foll owing meitwilphor s:
an elastic band around ito, Aimtheiead get t i
of the gardeno and Ait is |Iike the memc
participant who does not conceptualise cancer either alongside or in front of

him. In contrast to the previous metaphors, cancer is not so much
conceptualised as absent in the present life-space but as present in the
background, a term used by Mark himself: Al ot
di sappear so. Based on the implied PM 0l
sense presented as less important but it is still conceptualised as in his

personal space (pocket, garden, computer), albeit contained. This
containment means that Mark does not need to respond or exert force

onto it (as was the case in Enaction 2); cancer is objectified and is believed to

stay in the background. This refers both to the medical aspect and the

thinking of cancer, as Mark describes being reminded (by other people or

scans) of cancer as unusual: fhittingth e wr ong butt on while t he

normally it is fAat the back of my mindo.

The sense of having developed an understanding of cancer, colours the way
Mark sees his present relationship with his consultant: ibecause | K n

so much about the background to things (cancer) | could almost talk on a

level playing field with him (consultant)o . T h anmg irp apeer pasition

further shows in Mark explaining that h
recalls walking up to the consultant in
well yesterday?o, shaki ng h aefetkscetathed wal k
PM 6Causal relatedness is Physical I mp a

Mark sees the relationship as one where he does not just receive but acts

and influences.

The present containment of cancer opens the possibility to see a future.
Wit hhout saying it explicitly, it speaks
happy that nothing isOReas ongi h@isiksed AddiTr

here to express that he is quite convinced that he has a future without cancer.
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In the shell exercise it is noticeable that the self is positioned well away from

the edge of the paper. The space ahead could suggest that Mark expects to

live for a long time. He backs up his belief by referring to a range of facts

varying from the limited number of infected lymph nodes, to survivorship of a

relative with a similar diagnosis, and to his exercise regime. And extra
cautiously, he delegates the care for the 10
team will spot anything that is likely to transpire. He has the GPS that shows

the pat hways. I am | eaving that wup to him. o
at this stage the reasoning and talking is used to substantiate a belief in a

long future. This | realised with more depth when the figures (Mark and

consultant) were painted with their heads just above a friendly yellow barrier

as if looking over a fence and their bright minds shining light onto the future
(PP:Mark-T-slide39).

When Mark says AThe way | de al with cancer i
how | a nedails ahis dvith deference to his personality, life and work
experience, he communicates that his way with cancer is an expression of his
authentic self. Hepointsout t hat even at the time of di ag
was a cl osed book &,0 iotf vhasm famedv edri domotto i nt er

ability to respond in his typical way.

8.3.4.2 | embrace the unknowable aspect of cancer (E4)

Authenticity is also a major theme for E4 at this stage. Where for Mark this

meant a continuation of his normal self, E4 points out how cancer has freed

up the option (desire, wish, learning to) for his future self to be more trusting,

satisfied and less critical than his previous self. Building on the theatre play

met aphor where the consultanmreadytotee t he scri
write my scripto. I n the painti{seegs a sil ve
PP:E4-F-slide36). This felt sense of growth seems both real in the present

and an inspiring goal (see PP:E4-T-slide35).
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By expanding on the theatre play metaphor E4 further explains his reclaiming

of control: | rélive my last consultation and decide to turn my play metaphor

into an Augusto Boal Forum Theatre pl ay
the play and intervene with the script where they feel oppressed. The person

who stops the play takes the place of the original actor (consultant) who stays

on stage but to the side. | feel it is only right for me to be the star, the
protagonist. o A s purposefulMextiok js expressed,n s e 0
geared mainly in taking an independent position in relation to the

consultant.

This imagined physical repositioning in relation to the consultant includes a
re-evaluation of the possibility and need of understanding cancer as E4

bol dly puts: i T h & know at afandaméntaklevel what isd o  n o
going on or what will happen. And neither do I. ... Instead of being haunted

by its uncertainty | find myself elaborating on it. ... | know now there are no

definite truths about my cancer ... | embrace the unknowable aspect of
cancer . I |l i ke the confusion, the ch
ot her words, the O6unknowabl ed metaphor
possibility and importance of knowing cancer. As the metaphor is still one of

scripts and t heatr e, cancer i s st irdther tharoncept

objectified.

This thirst for freedom E4speak fecely aboupr e s s e
cancer and the effects it has upon me particularly ehmoti on

experience of living with a stoma).

While Mark built a belief on medical facts which suggested possible survival,

E4 had to deal with medical facts that suggested the opposite (short
prognosis, shadows on liver and lungs), yet do not fit with his present
experience of feeling and looking well. E4 resorts to discarding that anything

said about cancer by medical peopl e is
conceptualise his subjective belief in a future and long term survival. This
enabl es E4 t o s ay diddfcancér,justiold age wi Believen e v e r

t hat I am a Ssurvivor .o
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8.3.4.3 Ordering from a developmental perspective: Unknowable / Open
book

Both Mark and E4 position cancer in the background with no need to take
action towards it. They both step forward and take initiative in relation to their
consultant. They share an emphasis on freedom and independence and
have both formulated an opinion on cancer. They both envisage a long term
future. Although they both express some form of connection with cancer at
the moment , Mar kés conceptualising of
personal space suggests this may in time either not be the case or of very
little consequence. E4 on the other hand, by seeing cancer as unknowable
and, unspoken, visualised in a role, implies that the relationship will be
ongoing. Whether E4 objectifying cancer is a developmental move that

U is still to come or not, will transpire in later

% g ;‘% g metaphors. As said above this difference

.E _§ E § between Mark and E4 is more likely to be
E4- 2ysm | 1yllm | pecause of different medical information
Unknowable than because of the slight difference in
Mark-Open | 2y8m | 1ylOm | e post diagnosis compared to Mark
book (see extract taken from Table 7).

As the difference has to do with what is conjured up for the future, this led to
the consideration that cancer survivors may not only skip some stepping
stones (see Enaction 1), or shape them with different emotional energy (see
Enaction 2) or depth (see Enaction 3), but that especially when they reach the
point of expressing a personal viewpoint on cancer, they may walk different
paths. It is this interpretation of the difference between Mark and E4 that has
been expressed below (Figure 16). Emotionally for both there is no negativity

expressed; they both express their views with optimism.
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EVF
alongside cancer
(E4-Unknowable)

beyond cancer
(Mark-Open book)

Figure 16: Variations in Expressing Viewpoint on Future

8.3.4.4 What lies beyond Expressing a Viewpoint on the Future?

The Ometaphors O6Upekhawkv@ablksdowanhdatdtOit h
viable to move and talk with purpose. The purpose is freedom from cancer as
a burden, from an unequal relationship with their clinician and from any
impediments to be authentic. This makes it possible to envisage cancer within
their personal space without feeling threatened, and to think about future and
longevity. The precariousness of the achievement of these metaphorical
comprehendings is in the fact that the path ahead is talked about but not

walked yet. It is this enaction that structures the next metaphors.

8.3.5 Enaction 5: Moving Forward

The fifth enaction of sel f and cancer h
(MF). The term 6forwardd captures the se
direction life takes. This makes the movement purposeful, a sense that was

instigated in the previous enaction.
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The metaphors of the research participant, Simon and the fifth metaphor of
the case study participant, E5 are structured according to this enaction. They

finished their treatment just over two years previously.

Simondés metaphor OForging ahead while cancer
be referred to as od i ng aheadd. Addpth@ sanceanandap hor o]

acceptgood and badtimest o cwméd be shorteéned as O6Adopti

Thesummary of Simonds data can be found in ap

data are presented in appx.F9.

8.3.5.1 Forging ahead while cancer drifts into the distance behind me
(Simon)

Wi th the ter mward movemenncguid ndt beestrefsedrmore. It

is a term that usually also implies a moving forward that is gradual or steady

and is driving and active. Moving forward encompasses the idea that Simon

has started on a path and is making progress(see PMs 6 Making progr e
i's Forward move meutapurpaseful activrbis Starting ootgn

a patho).

This is put in contrast to the movement of cancer which Simon metaphorically
describes as Adrifting in the distance behini
progress i s Backward mo ¢ entyetmat dancertishi s convey
comprehended as having taken a back position (e.g. Mark sees it as an
object at the back of his personal space) but is moving further backwards.
With oOo6Manner of action is Manner of movement
of cancer in this metaphor suggest that Simon experiences it as a natural
process that cancer is less and less prominent in his life. It is a process that

he has no control over but nevertheless he ai
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Simon uses a parallel metaphor that covers the totality of his experience with

cancer: Afat diagnosi s canc eheglasswhichike cor
thendispers ed more and more as water is adde:
the oO6di spersing of the cor dirbéthe foraddgai n

with which cancer moves back.

The backwards drifting cancer i's specif
behind me ... it is like a tall wall, it is everything behind me, the whole world
wi deo. This may expr ess tedsdhteatethingsitpsi t e cC -
still important (PM: Importance is Size). It may also suggest that in the past

cancer covered his whole life.

About the cancer behind him Simon says

eyeo and Al can ged Bwt iftCanhceenr Ih ande ead pil
and | am trying to keep it thereo. He
you dond6t need much are filed on the tor
forget o). Il n ot her wor déartdthaein Enacson t i on i

4. This spontaneously emerged in the paintings: as there is a small gap
between the figure (self) and the book (cancer) in PP:Mark-T-slide39, there is
an emerging gap between the drifting bookcase (cancer) and the self in
PP:Simon-T-slide48.

Life ahead is not restricted. Simon refers to his parents dying in old age
and is setting out to mirror their lifestyle. Ifcancer were to fAcrop
Awoul d face it theno. Al t hough not exc

does not entertain a sense of it continuously being there.
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8.3.5.2 Adopting cancer and accepting good and bad times to come
(E5)

The Adopting metaphor is spoken by E5 a month after the theatre metaphors

and in its fuller wversion ¢gaoesohasstfimlgloowsh:i s

cancer that could make O6guest appearances?o.

is a matter of accepting that it is mine, for now and probably forever. Like
with a child | accept that | will have good and bad times with it but that is how

it i s. 0

Similar t o t he 0f or grograpsive hnal apdirposefabe t ap hor |,

moving forward is at the core of this metaphor be it indirectly suggested by

conjuring up the image of raising a child.

Although forE5t h e 0 A dmetpphor is g §ieppingaway fr om t
metaphors, cancer is still presented as a person and the relationship between
self and cancer is still ongoing. E5 continues to envisage a relationship with
cancer as part of his present and future self. E5 in this metaphor takes
6owner shi po6 afin theipainting aamaereis carried while moving
forward (PP:E5-T-slide44). As pointed out in Enaction 4, Mark conjured up a
Future with no tangible relationship with cancer and so does Simon saying he
does not want to forget but does what he can to help cancer drift into the
background. One could say that for the

but not 6ownedq.

he o6t heat

m cancer

E580sownershipd seems to go hand in hand
threatening nature of cancer. It is now conceptualised as a child, which is

visible and touchable and positioned lower than an adult, three characteristics

that speakof ESex peri encing a | evel of control

and Grasping is Under st anBdeinmgg amav ed@B)e.i ng

Any problems in the future, are just like for Simon, approached with

acceptance and plan to deal with it as and when it comes.
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8.3.5.3 Ordering from a developmental perspective: Adopting / Forging
ahead

Although in different ways, i n t brging akeadd and i nb6 t he
metaphor, cancer is presented as less controlling, either through distance
(Simon) or size (E5). As in Enaction 4, there is a view on the Future, but now
the journey towards that future is also conceptualised: both metaphors centre
around Omoving foromagidndg ahlelmd®Hhemeodedda phor

backwards, whilé& met apekodAdophnce@ag moves
the self.

Although Simon is slightly ahead of E5

3 0 g | . : . .
8 a2 S GE) in terms of time post diagnosis and
o 5 L =
E & £ § | treatment (see extract taken from Table
= T =

E5-Adopting 2y7m 2ylm 7), as argued in Enaction 4 the body

Simon-Forging

N
<
=
o
3

2y2m schematic difference of  these
ahead

comprehendings does not fit a

developmental sequence, but rather opens up different paths. By increasing
the distance between self and cancer Simon is following the path that was
nascenti n Ma rpkeds bdéaphor, while E5 takes cancer with him and
contnueson t he path he nkhowabled wmhéd thgFphec7).6 U
The tone taken by Simon and E5 is again best described as a neutral
optimism (appx.E5).

5

D

Figure 17: Variations in Moving Forward
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8.3.5.4 What lies beyond Moving forward?

The metaphors OForging s hhateadtidis paimdisdAdopting
viable to comprehend the experience of self and cancer in terms of a path

that one is walking on. The imagery used for it, 6 a d o p (taisimygacchild)

and dorging aheadd(while cancer disperses), suggest an inevitable transition

at some point in the future. A child becomes adult, eventually the cordial is

nearly completely diluted. In other words the present metaphors open up the

guery ODoes | i valonmggidedwi dnhhe baakd at esome point

become somet midng felssoe ?266hoaw i s thi s conceptual

topic of the next enaction.

8.3.6 Enaction 6: Surpassing and Assessing

The term O&ésur passi nghé idaadghat parteidantst movec onvey t
beyond a point rather than towards a point where cancer is considered to be

gone and unlikelytoreturn. Thi s i s in contrast to the wor
much more encompasses the idea of reaching a destination at a specific time.

The awareness of being in a position where cancer is felt or said to be

absent, seems to trigger an @ssessmentéof the past, present and future.

This sixth enaction, O0Surpassing an dwilAsilksratediwithg 8 ( S&A) ,
reference to the metaphors of the research participant Noel and the case

study participant E6. They have finished treatment at similar times and are

coming up to the third anniversary of their diagnosis. These times are also

close to the times that the 6 Adopamae go For gimegphashwera d 6

spoken, yet they bring to the fore another experience of self vis-a-vis cancer.

Noel 6 s mAthapehiomy 6l wiflel6o be shortened as o6Chap
O&teran 6 wi | | ref err Adar vetéran sn ambeelehairhand no

medal s o6
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Noel 6s research data are summari zed i n ¢

Veteran metaphor is included in appx.F11.

8.3.6.1 A chapter in my life (Noel)

Il n addition to the metaphor cancer was AN
as fila past eraodo and fAa phaseo. Each of
emphasise that cancer is not in the present anymore but in the past. The

time gap creates a boundary around the experience with cancer and
expresses that Noel is now in a different state (PM States are Locations).

The present self and cancer are positioned in separate times/spaces. In

the explorative exercise, Noel put the sheet of paper, representingé cancer 6 o
the floor at a distance from himself, rather than putting it outside the room.

This gave the impression that cancer was conceptualised asonlyinthed6 ne a r

past 6

Noel also states that cancer is now static, it does not move. This suggests
that, more than in the previously discussed metaphors, cancer is experienced
as not only gone but also as not returning. Yet further exploration reveals
that he is not experiencing it in such absolute terms. He takes back a
spontaneous comment that i t i s i maddibghttet itbsian éxpression
that seemed more fitting for his wife whose cancer was diagnosed ten rather

than three years ago.

Noel explains that I|hees sh aasn db eleens si tahbi onukti nc
presents his arrival in a zone without cancer as a gradual process. This does
not exclude that it continues to come back into his awareness and causes

some concern at times of scans or other reminders.

He concludesthat he fAhas had a | ucky escape fro

is due to him taking medical advice in time and pushing his doctors to act

gui ckl vy. Al t hough Noel i s very appr e
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comprehending his own role as an autonomous actor in being now without
cancer he makes it at least partially his achievement. Also the term
6escaped conveys the idea of some force (PM
means that despi thsown aaionearegsrceiven asthavimg
played a role in it now beinggone. Thi s oO6victoriousd place i s e

painting with a figure that stands free with arms in the air (PP:Noel-T-slide57).

Noel put the sheet of paper representing cancer on the floor explaining that
he fAhas put it deoent ankoldod elbi$ sngydstg imer e O .
the freedom to be oneself (enaction 4), is here extended to a freedom to

move and act unrelated to cancer.

During the embodied enquiry, the feeling that prevailed was an

acknowledgement that the whole experience had ended well but nevertheless

had caused a greater vulnerability which demanded care (PP:Noel-EEQ-

slide60). Noel expresses a desire to talk about his experience and contrasts

it with the fact t hat nobody askss anymor e.
memoriesande nj oy s i o poe ntion gp euepr Whketertakingvabauts .
cancerinenacti on 5 was i n ser ownurgerstahdingdie parti ci f
cancer, it now seems to serve an emotional need for the experience with

cancer to be expressed and seen.

Noel has no worries about what he needs to do in the future: Al am where 106d
|l i ke to be for my age. 0 He does not exclude
on his age evaluates this as of little consequence.

8.3.6.2 A war veteran in a wheelchair and no medals (E6)

In contrast to Noel, the experience of having surpassed cancer did not come

gradually for E. With the previous metaphors (Theatre play, Adopting) the

relationship between E and cancer was comprehended as continuous. Yet

during a docatsortoosl dvifisciaanck rw i sck.ihereisgoi ng t o ¢
238



noneedtoseeyours el f as a patient. We have do
experience of this message as il feel [

and with no medal so.

Il n this met apehtoer atnhbe itserurseddv t o express
being positioned in a place separate from cancer. But rather than an
escape (Noel), E6 calls it Abeinghepusher
feels pushed out from fithe pl acerowhgoode he
battl er, Keeping mtmind that E, wi t h t he 6 0 mMmeéoppihog
(enaction 5), comprehended the relationship with cancer as part of self, the

separation from cancer also brings about a separation from his self.

Although this new state came about abruptly, the intense feeling that
underpins the O6vet er aa & fulyeehgaged with the ugge s

message that he is no longer a patient. Yet at the same time he asks himself

AShoul d | keep up my f i ghlhothregwordskisthid s i n
absolute?

As in Noel bés narrative, E66s metaphor a
t hat being in this new pl ace, comes Wi
6freedomb6, Ovulnerabilityd and okbetngebi

experiences for Noel, they present as losses for E6.

First, EGr esi sts the fA6wed have done well 0,
ignores his own achievement in finding a way to live with it. Drawing on the

battle metaphor, E6 expresses the need for a clearer acknowledgment of his

part i n the journey with camoarest they r ef ¢
consultant is experienced as the protagonist again (Theatre play). Although

free from cancer, wi t h t he 0 wh e e EG éxpressed thamhetlostp h o r

his ability to move freely. | n t er msariero TEéat ke pl ayod m
one could say the consultant is writing the script again but this time this is not
experienced as a help but as a breach of the autonomy which E had

established withthe6 Unknowabl ed metaphor.
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E66s met ap hhlusrpreset mwnergbslity but he has not let go of the

future. I n the painting this is expressed a
where to get uPpslideia E6rmssesseP s akiliy to function

with questions likei Ca n | put my cancer experience to u
weak to be usefulinanon-pati ent worl d?0 Like Noel, he ex

speak about h Whowliptenrtioe nmye :scfar s ?0

8.3.6.3 Ordering from a developmental perspective: Veteran / Chapter

Both the 6Vet e rmetghoraomaptudli€chaaqrenteekpérience

of cancerasbei ng t hat unl i kely to return that it
cancer 0. This i s expressed by imagining sel
and/or times.

I n this change Noel s sense of sel f as acti:’
confident about the future, continuous. Consequently his emotional state
seems one of optimism. For E6 this change has led to the experience of a
06sel f b ecyeorndd tchaant i s incapacitated and unsu
Hovering between sadness and surprise, his feelings could be labelled as

disapproval (see appx.E5).

Although Noel is a few months ahead of E6 in terms of time post diagnosis

and treatment (see extract taken from Table 7), it is more likely that this

difference is due to the fact that E
v | 6 ¥ )
8 ¢ 8 é had comprehended the ongoing
o 5| e = . . .
E | E § relationship with cancer as part of
E T | 5
E6-Veteran | 2y8m | 2y2m his competent self, while Noel
Noel-Chapter | 2y10m | 2y3m/lylim probably comprehended his self as
Stomareversal | gradually moving away from cancer,
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Just as Simon did (Forging forward). The split between these two paths

started with enaction 4 and seems to continue (Figure 18).

S&A: incapacitated
self (E6-Veteran)

Figure 18: Variations in Surpassing & Assessing

8.3.6.4 What lies beyond Surpassing and Assessing?

Although E6 and Noel express their ongoing thinking about cancer, including
the potential for it to recur, their metaphors mainly create a handle on the

relatively recent view that they are no longer a cancer patient.

The remaining participants in this study are all more than three years post
treatment and have developed a clearer sense that the cancer they had is in
the past. This is incorporated in their comprehendings. Being free of cancer
of course comes with different levels of certainty, depending on a range of
factors. In the following sections participants have been clustered according
to whether they comprehend c ancer a tely goaeband leaving little
i mpact 0, 6goinfer dmtt irmd i tvane i imepgbratéd inor 6 g «
their outlook on lifed . The corresponding self en

beenlabelledas 6 e n @i ndgr egi st eribngd and Ohol ding
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/The metaphors structured according to the last three\

enactions focus on a longer-term future. In that
sense they are different from the earlier metaphors
which focused on the present and near future.

The last metaphor also incorporated the near past.
The next metaphors convey a time perspective that
encompasses present, future and past.

o _/

8.3.7 Enaction 7: Ending

In this section the comprehendings of participants who consider cancer to be
gone forever will be explored. To express what this entails for the experience
of self in relation to cancer thet e r mding6€E) has been chosen. This term
captures that it is about closure of a previous process of engaging with

potentially present cancer.

This seventh enaction structures the metaphorical comprehendings of two

research participants, Boris and Tony. How t heir comprehending of
varies will be explored below. They are respectively in their fourth and eighth

year post cancer tre at ment . Bor i dig aemplanectidat @esa ncer 0A
fl own off f or evetidgorerad sucaessiylly doagd sThed |

shorthand used for these metaphorsis O FI| own o®%f 6 and &éDone

The summarisesandof T8Boydsdédresearch data are in
F12 and F13.
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8.3.7.1 A big aeroplane that has flown off forever (Boris)

Il n the 6Fl own offd metaphor the ending w
terms, i.e. cancer and self are not in the same space, and this is qualified as

per manent b ye v & dBibris uges sorhieoadditional metaphors that

are in sync with and further refine the
metaphor. By positioning cancer fi o u t of the r thatmesndhe r ey
longer in his space. He goes on describing it as
communicates that this new or none position of cancer is permanent. By
comparing it t o At he littl e knote that

communicates a sense of cancer being nowhere.

Mor e t han t he 6fl own of f O met aphor,
comprehending of how cancer can end permanently. By choosing the image
of a knot in wood that has fallen out, cancer seems to be comprehended as
organic material that has come to be shut off from its food supply and through

this becomes inanimate and disconnected from its surrounding body of

wood.

Where the &6ébig aeroplane6 in the OFI own
has happened outside his actions ( PM GO0 Ext er nal events ar
objectsd), Boris al so tal ks about i ha\
Acrunched it upo. Especially the |l atter

disengagement is to be qualified as negative and emotionally driven. His
stat ement thdvex beahpeacewviltlh Aicancer 6 conf i r ms

His emotional stance is further revealed in the exercise with the sheet of
paper, where Bor i s | i kens <cancer to fa piece O
with nothing on it because the fear it all had is goneo . This was t
sense that emerged from the d6édembodied e
met aphor O0cancer turned out-EEQGldeb®. Ita bl a
also showed in the exercise with stones where it did not matter whether the

cancer stone was put close to the present self stone or not.
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Like all the other participants that will be discussed later, Boris reflects on the

impact of cancer reminders. Treatment of side-ef f ect s or scans dAdo
bring cancer back into the roomdo and once do
other words the experience is one of practical inconvenience rather than

emotional. Boris experiences other people reminding him of cancer as

annoyingas it causes fhHhewareneds cdfe aamand meo.

he deal s with by #fénheugtattiinvg toyfof. from ot her s

The impact of having gone through the experience on his stance in life and

experience of self echoes the experience of Noel. At the core is an
experience of vulnerability: Al do think you realise with
before, how vulnerable yocef idueéay Bdei £onsi

expresses a strong appreciation for the medical people. He symbolically
suggests his consultant®houdgde appcweoshi sy Asayi n
t he wall with a cr owno0. help bther mpatiegta.gleiss i n acti v
ability to empathise he feels means that cancer has made him a better

person.

8.3.7.2 Gone and successfully done (Tony)

The full er met ahaseofrmy Wethsat igigone and succassfully
doneo wha't even mo r €ancermp hna he pasts and h a't

subsequently cancer and self are, i ke i n the
spaces.

Tony also conceptualises the ending of cancer as | have i wr apped it upo.
Together with fisuccessfully donedo this draws

case the process of ending is a result of successful action. This may
suggest a more mechanical outlook in which treatment is comprehended as a

process of deactivating cancer.
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The metaphor 6 D o rtangeys a calm and measured stance. The depth of
this stance emerges even more avhemge Tony
with cancero. Itis now a topic of conversation he is willing to engage with if
it helps people. This relaxed attitude to cancer shows when the sheet of
paper is calmly folded and put in his lap. In contrast to Boris, Tony had never

felt fear of his cancer.

In line with the lack of fear, Tony does not speak of an increased sense of
vulnerability. He never felt out of control because from the start he
Adel egatedd what needed to be done to a
trusted. From the start Tony approached the cancer experience with an
academic and technical interest. This was also expressed in the moderate
stone he chose to present cancer in contrast to other participants (see
appx.E2). When the painter suggested expressing this with writing on a
blackboard (PP:Tony-C-slide69) it deepened an understanding of the depth of
difference with previous participants. His experience of cancer is not lived
anymore but i's fully wunderstood. Thi s
portfoliod that emerged dur i-EEQ-siddT®. e mbod

8.3.7.3 Ordering from a developmental perspective: Flown off / Done

The 6Fl own offd and 6Doned metaphor resrtg
the relationship between self and cancer as a disconnecting and as a
deactivating, conveying a different perception of the nature of cancer activity.
T o nsypérception is more abstract and rational and shows no emotion while
Borisdéb view and behaviour i sregsnivelyé¢seee mot i ¢
appx.E5), driven. Considering that Boris has not reached five years post-
treatment while Tony is in his eighth year (see extract taken from Table 7),
one could imagine that Boris will develop a more abstract stance over time.

Although, neither needed chemo or radiotherapy, but Boris, unlike Tony,

245



_ ~ lived with a temporary stoma and

?,)_ 'é ?,)_ g experienced more fear at the time of

E & | E g diagnosis. Age may also play a role

Boris-Flown off 3|§/10?n 3|§/7an with Tony being 89 years of age and
Tony-Done 7y7m | 7y4m Boris twenty years younger. These

factors could permanently influence the difference in how living without
cancer is comprehended. This has been expressed below (Figure 19) by

representing the emotional tone of their comprehending as intense (Boris)
versus more neutral (Tony).

r‘,...----'''''"_-__—__-_"""'--.._\
e
Ending by deactivating

(Tony-Done)

"\..__________________________..-f’

Figure 19: Variations in Ending

8.3.7.4 s there an alternative for Ending?

In the metaphorical comprehendings of Boris and Tony there is no
consideration of any re-visiting or re-living of a potential recurring of cancer.

This is different for the participants whose comprehendings will be explored in
the next session.
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8.3.8 Enaction 8: Registering

The term 6 r e g i s t ebeenrchpgen th describe how participants in this
cluster comprehend their awareness of potential cancer in their life and how
they comprehend the way they react when this happens. Although in general
they consider the way they have known cancer to be gone, the experience of
sidecef f ect s, ot her cese ankdownd Bodilye negetemsi @ n
contrast to the participants who were explored in enaction 7, alarm them, to

different degrees, of a potential recurring of cancer.

This eighth enaction structures the metaphorical comprehending of two
research participants, Dan and Jack, and the seventh metaphor provided by

the research participant E.

E7 comprehended a possible return of cancer just over three years post

treat ment wi t h Likehire a homot engvie csomething in the

basement tries to drag me down but | kick and fightandr un t owar ds t he
Jack was almost six years post treatment when he likened the awareness of

potent i a | cancer af ikeewhen fa brekantlag ésfiixed, it leaved L

an ache whichisin my awar eness 2d&dDan, adouttwélve t i me
years post treatment, spoke of r emi nd e rccasioondly, x%@ ofcer a
the time, the bad days come back from the past.6J ack ds met aphor
discussed first and cheémobdDaeamecadndhsamd ref e
O0&8ddaysband E706schh-bardra a H

Jackds and Dands research data IbrTe s umma

case study data in relation to the Horror metaphor are included in appx.F16.
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8.3.8.1 Like when a broken leg is fixed, it leaves an ache which is in my

awareness 25 % of the time (Jack)

Jack feels that his bowel cancer has been dealt with and expresses this with

the metaphor: ihearing the diagnosis was | ike the t
the table is smooth again. .. t fhes ndwr ench pol i
unseen cancer he positions fin a drawer... pushed away.0 In other words,

it is contained and controlled by force. Yet the picture is more nuanced.

Thinking of the PMs &6 Accessi bl e to awaemeenmgsss i s Out 6
Retri eval tothe fore tbab winatss in a drawer can always be taken

out and brought to awareness again,orasJac k says hi mateol f A. .. it

be forgotten. 0

When cancer that is still presentinhislfeis conceptuali sed with th
metaphor, a broader picture emerges. Saying that it is there 25 % of the time

isbasedinthe PMQa@ant ity Thesonein veheldJack speaks about

this, conveys that 25 % for him means that its presence is limited and

therefore implies t ha't it i s not t hattanicrepoird at z &M
Another metaphor, fit is a bit like with an annoying boss, but without being

abl e t o c h aexpgresseg thabisis always in the background and

confirms the O6ached me wihpthheosheet of pdphre expl or at
revealed that its presence is also experienced as variable: iusual ly | i ke a
small corner of the sheet but when e.g. stoma is playing up it unfolds to half a

page 0. futurel Jack does not express an expectation of cancer

becoming less in his awareness. He wonders wh et her hetoget s | i abl e
cancer 0 as c tiewdrem canedr and ihes was diagnosed with a

second cancer three years ago.
Jack describes his response a s pidtlup withito and fAget dn with | if

other words it may affect but does not stop his movement, as is also implied

in the metaphor Athe broken |l eg is fixedo.
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Jack expresses very little emotion. Although he feels fvictimizedg and in that
sense expresses vulnerability, he accepts itas fone of them thi
h a p p e n &hisdather submissive stance in the presence of a constant and
forever ache or annoyance, resulted in a painting with rather subdued
colouring which presents cancer more as an atmosphere than an event
(PP:Jack-T-slide81). This approach to life also surfaced in my embodied
enquiry and left an impressionofal i f e focused on €E@sent.
slide84). Jack is adamant that fcancer has not changed himqg which
suggests that his essentialist approach was part of his personality before his

experience with cancer.

8.3.8.2 Occasionally, 5 % of the time, the bad days come back from the

past (Dan)
Complementary to the 5% met aphor , Dan says: n95 %
doesndét register anymoreo. This 1is repe

is positioned on the edge of the sheet

Central 6 suggests, it | smpbriafite wi t hout <ca

The limited presence of canceri s conceptualised with ¢t
and O0the edge of the sheetdé but also by
cancer. The presence of cancer was further qualified with reference to the

Aragged fedtghee0 soheet |, e Xlppdness& i agd bbhé Vvat
(rfot uniformé) of the shape its takes. Dan r

other people dying. Inthesamevei n t he cancer stone was

perfecto. To expr esawdroevn ecsasn,c eirt ciognels
di sease that comes back in a mild fashio
Ai t dromtnepasto . This i mplies that <cancer
comes and goes. This al so s pesaikosnaflrlioynd t

the title metaphor. This sense emerged during the embodied enquiry which
made me wonder whetrodarengp lianewafsl yliinkge oo0vae r ¢

EQQ-slide79). The mildness expressed in the returning disease metaphor, is
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also expressed withr ef er ence to a noi se metaphor: Dan¢
for the intrusiveness of cancer is fAan intru:

which makes that you canot hear or see ot he!

cancer presents, t hesqumeddsi®evnd.et urbes piutt e Ati h e de
met aphors Dan al so emphasicm®lseverynaety when it [
vivid . . . it i's not just a memory, itdéds aliveo.
manages nowadays because HfAdopeiwitlgi® . kan Dk i n t o

seems to live from two places, one without and one with cancer. This
understanding unfolded during the painting and resulted in adding a smaller
cancer self that pops up and deals with cancer when needed (PP:Dan-T-
slide76). Dan has never been one to look into the future and cancer has not

changed that.

By being explicit about the badness of cancer Dan does not shy away from
expressing a sense of vulnerability in the present. At the time of diagnosis
another illness was noticed and could be treated. Dan considers this as a
6si | veroftanceri Hei® very appreciative of the medical care he
received and feels cancer has made him a better person. He marked his 10

years post-diagnosis with a charity event.

8.3.8.3 Like in ahorror movie something in the basement tries to drag
me down but | kick and fight and run towards the light (E7)

Il n contrast to E6s previous conceptualisings
goodwill between cancer and self (Theatre play, Adopting, Veteran), in the

above metaphor cancer is conceptualised as a horrific experience. The

return of a comprehending that speaks of cancer as a threat, emerged from a

surprise message that a peer survivor, diagnosed about the same time as

himself, was re-diagnosed. The metaphor was introduce d wi t h fAi t i s as
have been living in the brightness of a well-lit room, a comfortabl e h ome o

because i | | o o k eyehrs asta place of safety but now wonder whether

the chances of recurrence increase coming nearer to five y e ar s 0 . That t hi ¢
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hasdawned on him i s expressed with fADo | h
The deep challenge of his previous view on the one hand shows in the

vividness of the metaphor, on the other hand by framing it as a movie it is

made less real.

The i mager yr aodg g eodb etbaavgnodd air rk  bsalscereflected 6

in E7T6s comment t hat Ahe felt thrown back
deat ho. The i mages speak of progress ur
knowing.  This first response is followed though with a purposeful and
forcef ul action (Akick and fighto) ai mir
(Ato the |l ightso).

The image of the basement also reveals that potential cancer was
comprehended as in a contained separate place but within one& personal
environment, or, as E7 putsit, ipani ¢ yet resting in son

was there al/|l the ti meo.

8.3.8.4 Ordering from a developmental perspective: Horror i Bad days /
Ache

Both E7 and Dan describe thoughts of cancer potentially recurring as abrupt
events that trigger panic. E7 describes it as a sudden first experience, while
Dan already knows the phenomenon and posits it rather as an intermittent

experience. T h at sPpaminié more controlled is likely due to him living

with it eight years longer than E7
2 @ |9 g o
S |8 o (extract taken from Table 7). This time
S
Q g QO = . . .
E S| E § difference may also explain why for E7 it
E 5 |FE &
E7-Horror 3y8m | 3y2m takes him back to the past while Dan
Jack-Ache 6y8m | 6y6m experiences it as the past coming into
Dan-Bad days | 12y3m | 11y6 the present.
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J a s kxperience differsfromE7and Dan, as it is fAal ways
(and coming into full awareness for 25 % of the time) and triggers annoyance

rather than panic (see appx.E5). These differences are not unimportant. As

Jack, in contrast to E7, has moved beyond the five year time post-diagnosis,

it seems more relevant to explore in more depth the difference with Dan.
Referring to their own metaphors: is it meaningful that Jack captures his
awareness of cancer as being there for 25 % of the time versus Dan for 5 %?

| suggest it is; more specifically, | believe it refers to their different medical
situation which could be described as Dan is diving beyond canceré while

Jack, i nhabits a pl aece nlde tcvaendosegrwith camcedd g b
(see Figure 41 in appx.G3). In vignette B (see appx.G0) a more detailed
comparison is made based on an exploration of the dynamics between their

self and the affordances of their medical context.

What joins the comprehendings is that their registering of cancer seems to be
expressed with sound metaphors: hearing something in the basement (E7),
hearing a table cracking (Jack), hearing an intrusive sound (Dan).

As expressed below (Figure 20), their differences have partially to do with

time elapsed since diagnosis but the difference between Dan and Jack also

has some essence. Depending on how EOGs

may be more likely to evolve in the direction of Jack or Dan, or yet another

variation may develop.

Reqgistering in the
background (Jack)

Registering
suddenly (ET)

Registering
intermittently (Dan)

Figure 20: Variations in Registering
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8.3.8.5 What lies beyond Registering?

In the Registering cluster of metaphors the co-existence of cancer-free being
and coping with potential cancer return, has been comprehended as an
experience of being in two places. This begs the question whether it is
possible to comprehend being engaged and not engaged with cancer from
the same place. What this entails shows in the metaphorical comprehendings

explored in the next session.

8.3.9 Enaction 9: Holding

In this last section two metaphorical comprehendings that locate cancer within
the self wildl be explored. The ter
stance that is not afraid of touching on cancer, as well an ability to stay with it.
This ninth enaction structures the metaphorical comprehending of the
research participant Wendy who is twenty years post-treatment and the

eighth metaphor of the case study participant E8 at four years.

The metaphorical expressions used by Wendy to comprehend cancer are

6ho

brought together as, 6Cancer is tucked e

of my mind but grounds me in the reality

his relationship to canmeasalesaledbdaingihadi ng a

womb-like structure with dormant cancer invisibly arranged inside or around

my body and connected to others as

These met aphorical comprehendi ngs
(Wendy) and OHeal edd (ES8).

A summary of We dathys@scloseckis appxiX7and the case

study data on the OHeal edd metaphor
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8.3.9.1 Cancer is tucked away, safe in the deep dark recesses of my
mind but grounds me in the reality that we are not eternal
(Wendy)

Considering the oPMweaAcecneessssi bilse Upd, o6in the d
my minddé expresses the opposite and communi C:
not often i n WendWidis alsa expressed with the sheet of

paper that Acannot be fol dedtllestmabkhe enougho
spends thinkingofcancer. Thi s is | inked with a sense of c:
away, safed which I mpl i e snotcneonitgeand nobots conceptu

threatening.

Yet the recesses are also fAdar ko. With re
Seeingéo and 6Bad i s Dar k6 I suggest t hat E
nevertheless embedded in the metaphor. This resonates with Wendy

pointing mevér gdebh antay dompletelyo , a statement t hat
repeats with verve at the very end of the research session.

Wendy projects her experience of cancer onto a little notebook with

addresses of peer cancer patients from the time of treatment. Wondering

whet her she wild]l take it wi t h her when she
probably give it a very serious | ook and | 61 I probably move
have to have realistic expectations, t hat 6s
me, to bring me back to reality.o Wendy exp.

with Mmemidbsdear t hat w.e@aaee not bere foe infiaity bua |
life is infinite. dt is in this spiritual awareness of mortality that the shell she

chooses to represent herself is big and spiral shaped.

Rather than cancer being something that needs to be dealt with, it rather

seemstodef i ne her i1identity and outlook on |ife.
attribute defines an entity is Depthd invite
the expression ndeep recesses of her mindo gi

the memory of cancer, defines her being. This resonates with
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reflection that it is hard to let go of something that represents the experience

of cancer, because Athatds such a person

On a more practical note, the impact of the occasional physical reminder, e.g.

a tummy wupset, i's described as Ayou thir
that worries TneeyseareusXxyemni encemttoas A w:
take | ife for grantedo butfutdee Wendyibnsp ac
vi ewp oi ndancerss inhérent within uso .

8.3.9.2 Holding a sculpture of me as healed in a womb-like structure
with dormant cancer invisibly arranged inside or around my

body and connected to others as they connect to me (ES8)

Where the existenti al d metaphorsevolved arouhd t he
omortalityo, E86s O6Heal edd metaphor f oc
comes in three layers: it is a sculpture, it has a form and it expresses

meaning.

Comprehending t he experience of sel f
communicates that self and cancer are considered as together, as one.

This is a first expression of a sense of restored wholeness. ES8 also points out

that the sculpture is small enough to be held. The multiple selves PM
O0Subject as par ent erosftobe &t eworkderd dspecatlyas hi | d o6
the imagined sculpture is womb-like (see PP:E8-T-slide86). This is in line

wi t he &rdlsi er met adimwhich liang dvith phe thought of cancer

was likened to having a child. A sculpture is an object and this is the first

time that cancer and cancer-s e | f ar e 6objectifsedd
oUnderstandi ngUncerSdainmdg @,g | GhinkBg Bspi ng
Obj ect ma nadrep all lappticabte nadd suggests that this metaphor
expresses perhaps not only an ongoing aim to understand cancer but also the

realisation of a comprehensive and deep understanding.
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In imagining the form of the sculpture E8 describes the self as being
surrounded by a gold rugged changeable lining that represents cancer.
Despitecancer being O6objectifiedd as a scul pture
and6changeabl B8 expresses that cancer i s expe
potential to recur. Presenting it i n 6gol do may expr
preciousness. Cancer is not recognizable as cancer by other people who
|l ook at the sculpture while he Aknows it wit
previously expressed understanding of cancer that is personal and
sensed. In the sculpture other people are linked with E and with each other
by being part of one lymphatic system. This does not only communicate a
sense of support but it also positions the possibility of cancer in
ever ybodfhaésed oh the tleought that traces of cancer may live in the

lymphatic system).

Representing self and cancer as a sculpture of birth, suggests that E8 is
expressing and experiencing change or hope for change of self and
continuation of life. This speaks of a sense of future.

8.3.9.3 Developmental order: Healed - Grounded

E8 and Wendyds met apdagement wihxther teosight ola n e n
cancer without fear. Moreover the acknowledgment of it being such a

personal experience leaves animpressi on of a s esaesappx.B5). 6 awe d (

Both comprehendings express a philosophical outlook. The intimate
connection between self and cancer is not comprehended within illness but is
used as an existential touchstone for wholeness and mortality. They think of
cancer as a dormant presence within their self and within every person. This
thought creates a connection with anybody who has not been diagnosed with
cancer. Cancer becomes part of the human condition rather than an illness, a
signifier for the vulnerability of life and mortality which is also what makes life
valuable.
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In a metaphorical way they also position cancer inside their self. Wendy

positions it in her mind and engages with cancer mindfully, whi | e E86s i

is bodily (Figure21). Thi s conj ur es up perieneingfisenere

§ ., § y tangible than We n d y ©®hs& . makes sense

o g o g when taking into account the difference in time

é g é g post-diagnosis (see extract taken from Table
Es- ;1;7 r: :1; 1 mH 7). The contrast between cancer being
Healed positioned in the O0re
Wendy- 20y3m | 19y6m | Whileitforms t he | i ning of E
Grounded sheds further light on the difference in

experience between two very different stages of survivorship despite their
shared philosophical approach. As the longest surviving participant (20
years), in the shell and stones exercise, Wendy presented cancer as less
harmful than anybody else (see appx.E2).

Holding cancer

Holding cancer
bodily
(ES)

mindfully
(Wendy)

Figure 21: Variations in Holding

8394 What | i es bey®hd oOohol ding

The body schematic closeness between self and cancer expressed in the
Ohohdgd metaphors is closer than in

| explore these comprehendings of self vis-a-vis cancer in more detail and
why this is relevant. | explore whether any closer relationship is imaginable

and if so, viable as a conceptualising of survivorship.
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8.3.10 Boundaries of viable comprehendings of self in cancer

survivorship

As will be further discussed in 8.4.3 some survivors in this study comprehend
their self in terms of closeness, and others in terms of distance vis-a-vis
cancer. The most distant stance was expressed in the comprehendings of
Boris and Tony. The degree of distance was definite and defined as an
enaction of 0 e n dasen gabce has Bebneexpmessadtin the
Healed and Grounded metaphor with images of cancer being inside self. Yet

in these metaphors two slightly different images of closeness are presented.

First, in body schematic terms cancer is positioned inside the body (E8) or
inside the mind (Wendy), but within that space cancer is presented as an
entity. Cancer is spatially located: as a lining around the body-self (E8) and

as something in the deep recesses of the mind (Wendy). Although both, E8

and Wendy, pr esent a reflective visaviseancerf han an

by locating cancer in a specific place it leaves open the option to act upon it
(through movement or force) if needed. The first question | entertain below is:
although none of the metaphors of the participants in this study show a self
that intertwines with cancer, could this be a viable way of comprehending self
i n cancer survivorship? I n ot her

conjured up a feeling that no further distance could be imagined, the body

schematic structure of the O6hol diomg?é

whether even more spatial and kinaesthetic closeness is imaginable.

The second image of closeness between self and cancer in the Healed and
Grounded metaphor comes from E8 and Wendy explicitly expressing a
viewpoint that cancer is a dormant presence, not only in their body but in
every person. One could argue that this image expresses a higher degree of
closeness than the above, yet it somehow also is of a different order, i.e. it
seems to make the idea of a kinaesthetic action-self superfluous. The second
qguestion | will explore below is: what makes this image viable for a cancer

survivor?
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As pointed out in the theoretical discussion of the third research objective
(4.2.3), my motivation to explore these two questions is because | believe that
understanding the boundaries of how an experience can be comprehended is
easily overlooked but can deepen the understanding of that experience.

As a start of the exploration of the first question, it may be useful to look back
at how closeness between self and cancer has been comprehended. Cancer
was imagined in the vicinity of self but as time since diagnosis increased, the
presentation of the type of connection changed from physical (Fog, Hulk) to
action (Flow with, Theatre play) to cognitive (Unknowable) to relational
(Adopting) and in the Healed and Grounded metaphor becomes philosophical

and internalised.

As pointed out above E8 and Wendy express the psychological internalisation
of cancer with a body schematically positioning of cancer inside their self, yet
the two also remain distinguishable. This would be different if expressions
were used | ike O6swall owing, absorbi
metaphors with such body schematic structures are used to express states of
mind, e.g. i itobk me ages to digest or absorb that | was never going to walk
againo. St at e sseacching for acadptasce, aumdersasding or
coming to terms, are all prominent issues in living after cancer, yet none of

the research participants, even those who take ownership of cancer, express

or

this in terms of e.g. dihaanmngr caabsor 8edh

e.g. swallowing cancer would entail a deliberate action of putting into the body
and of bodily receiving something that is life threatening. It would also
conjure up an image of cancer as broken down in the body and ceasing to be
something separate from the self. Such an action also leaves a person
defenceless against the effects. The responses of a digestive system do not
match the autonomy and control expressed in the body schematic structure of

the metaphors explored in this study.

Most participants expressed strong awareness that they have no control over

the physical recurrence of cancer but that their focus is on controlling the way
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they think about cancer, in other words on imagining a self and strengthening
a sense of self that feels in control. Conceptualising a self that deliberately
acts in a way that scatters cancer throughout the body and outside their
control, as described in the above thought experiment, goes against this need
for self-control. From this | think it is reasonable to conclude that a
metaphorical comprehending that is structured according to such a body

schematic structure is not viable for the cancer surviving self.

Looking at the way cancer patients with active disease comprehend their self

vis-a-vis cancer, complements this conclusion. Borrowing some examples

from Semi n@017 p.62)aréseafcls, cancer patients who live with

active disease, or who feel unsure about the stability of their remission, do

envisage (the risk of) cancer inside their body as a scattered spatial

experience, eg. as Oattacking from the insided and
6living with a time bombé. However these peé
self as active in this process. The force exerted by cancer is overriding their

force. These metaphors are expressions of helplessness, in contrast to

expressions of surviving which evolve far more around degrees of agency

and control (over cancer).

The second question, what makes it viable for cancer survivors (at least in
this study) to actively entertain the idea of cancer being inherent to their and

every personds body?

Comprehending is structured in spatial and kinaesthetic terms. The less fear
cancer induces the less participants needed to imagine their self as physically
(bodily force) acting against or towards cancer. Certainly E8 and Wendy do
not feel any need to express their relationship with cancer in such a way. Yet,
they do not press the idea that cancer will not return either (in contrast to
Tony and Boris). On the contrary, it is part of their philosophical outlook that
this cannot be excluded and needs to be kept in mind. Entertaining this
existential outlook may mean that some source of control needs to be

envisaged. By seeing cancer as inherent to the body, E8 and Wendy
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spatially locate cancer, not only physically but also psychologically, in the bio-
chemical dimension of self. Yet, there is a second element embedded in
their metaphorical thinking that is not spoken, i.e. that it is also inherent to the
body to be able to fight rogue cells, to fight for survival. In other words it
seems as if the need to comprehend safety and control is constructed in
terms of bio-chemical functioning rather than body schematic functioning. It
should perhaps not come as a surprise that a self ultimately envisages
survivorship by drawing on the bio-chemical immune system as it is the most
basic mechanism that protects life and self. Or as Applewhite (1991, p.160)
puts it:

AThe 1 mmune system is the biolo
It is the physiological vessel of identity.o

Perhaps cancer survivors come to a point where they yearn to think safety
from cancer in a way that does not demand an imagery of self that is acting,
moving or monitoring. In other words, | believe that for cancer survivors, the
viability of imagining cancer as inherent to the body lies in it being a
comprehending of cancer as being controlled while it allows the self to be

more relaxed.

The fighting and battle metaphor is very prominent with cancer and has been
criticized for not always being helpful. This is often the case when cancer
becomes a terminal illness. It may be important to keep in mind that cancer
survivors in their choice of metaphors may vary between aggressive and non-
aggressive metaphors but either way their choice serves a purpose and
based on the above reflections, | suggest that it is very likely that the fight for
survival and control of cancer will be structurally possible within any chosen
metaphorical comprehending. These choices emerge from non-conscious
and conscious processes. Therefore, as also Semino et al. (2015) point out,
health care practitioners should be cautious in their evaluation of the
useful ness of s u, and focus ®rO jointtye eéx@opirty ctireis

meaning (see also 8.5.3).
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In conclusion, the body schematic structures that were pointed out as not-
viable within a specific cluster turned out to be temporarily not viable but
became viable at later stages. From the last exploration, | conclude that as
long as people engage with the thought that cancer might return, some form
of protective activity against cancer will be embedded in the metaphorical
comprehending of self vis-a-vis cancer, and imagery that suggests

uncontrollable, scattered cancer will be avoided.

Moreover, | would like to point out that even when survivors cope with cancer
by taking an engaging and open stance, the underlying non-conscious
biological drive for survival is watching and metaphorical structures and
imagery that suggest uncontainable cancer will be evaded. In chapter 2 it
was discussed how conceptualising and self are enabled and shaped by the
multiple dimensions of human embodiment and how all these layers mutually
influence each other. This above exploration may be an illustration of how
the bio-chemical drive for survival can influence which neurological body-
schematic structures are used, or better, cannot be used, in comprehending a

situation.

8.4 Discerning the overall process

8.4.1 Metaphorical outlook

The above descriptions focused on the researchandcase st udy participant
momentary experiencings. But, in this thesis the framework is one of process
and change. This originated from the initial exploration of the first five
metaphors in the case study. At the time | suggested the following
metaphorical comprehending of the process of survivorship up to two years

post-treatment (see appx.A0):
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Grviving cancer is like long-distance running on a track. \

Runners first take their position in the starting block (E positioned
body-self in relation to cancer and clinicians in Fog and Terrorist metaphor),
then run blindly within theirlane ( E moves guided by
in Theatre play metaphor), then assesstheirown and ot he
performances and potential and try to take first position (E acts
away from script in Unknowable metaphor) and then acknowledge that
they need to take control over this vivid, small runner who seems

to stay in their trail (E accepts that cancer is staying and is better owned
and directed in Adopting metaphor).

- _/

The exploration of the body schematic structure of all the case study

metaphors in combination with twelve metaphors from research participants
still generated a spontaneous understanding of the process in terms of a
path. But, by exploring experiences of different people and over a longer time
post-treatment, the metaphorical understanding of the overall survivorship
process spontaneously alter ewalkiigromm Oor un

pathwi t h steppi ng s t(seenFgsres ampraviofissectios).0

In the second phase of my explorations my attention needed to move from
the parts to the whole and this brought a new image to the fore. Below, as
part of section 8.4.2.2 the above findings are presented in the shape of a tree
(Figure 23). Exploring a totality of data creates a need for a presentation that
practically and metaphorically generates a sense of overview. A single
6objectd serves that peaiof p pathevithbstepstardr t h a
forks. The tree metaphor also resonates with the research objective to
under stand t he participants?o compreher

perspective.
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8.4.2 Developmental outlook

8.4.2.1 From presenting to holding

| want to reiterate that taking a developmental outlook is an interpretive lens
that was chosen (objective 5) based on a theoretical appreciation of
teleological and accumulative embodied dynamics and therefore feels logical
and real to me, but proving or arguing that it is, is not the aim of this thesis.
The aim of using this lens was to understand the emerging subjective

variations as enabled and shaped by sub-personal processes.

The chart below (Figure 22) shows how time post-treatment relates to the
body schematic structure of the metaphors for the participants in this study.
Note that up to about six months post-treatment Presenting & Positioning was
the dominant enaction. The comprehendings of participants who are in the
second half of the second year post-treatment might be structured as
Handling & Rising, Moving in Space or Express Viewpoint on Future. The
comprehendings of participants who had gone beyond the second
anniversary of finishing treatment were structured as Moving Forward and
Surpassing & Assessing. From t hr ee year onwards (in the <ch
mini mum 670) it woul d Dbterm enacgonsodnding,he t hree |
registering or holding. | want to suggest that survivors in the first year, and
certainly in the first half year post-treatment, are unlikely to comprehend their
self vis-a-vis cancer in terms of action or movement. Although the time
passed does not really differentiate between Handling & Rising, Moving in
Space, Expressing Viewpoint on Future and Surpassing & Assessing, | feel it
is justified to consider a difference between survivors coming up to the
second anniversary and those who have passed it. | make this judgement as
| consider the Expressing Viewpoint on Future to be a turning point that
makes a difference, which | discuss in more detail below. It is, based on the
data, not possible to determine whether any of the longer term stances sets in
before three years.
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Time post-treatment (years)

P&P-FOE "
P&P-Hul
P&P-Terrorist [~
H&R-Bat down [T~
H&R- Flow with [7+= =7 ==
MiS-Theatre play e
MiSBlank canvas 1Y == ommwem
EVF-Unknowable [ sy o r
EVF-Openbook f=r=rrmree=re -
MF-AdOﬁtiﬂ e A
MF-Forging ahead smremrsmr s e
SEAVELEran e e ae e e e s e
SEA-Chapter e o mm v vt 11 1 -
E'DOﬂe  PE N NN L N R R R T O O R D U T )
R-Horror
R-Ache
R-Bad days
H-Healed
H-Grounded

Enactions
1

L:Presenting and Positioning C: L:Movingin Space

L Expressing View Future B Moving Forward C:Surpassing and Assessing

L Ending

Figure 22: Body schematic structure of metaphors at different times post-
treatment

In appx.G1 | split Figure 22 and reflect on the specific contributions of the

case study participant versus the research participants.

Reading through the different enactions as ordered in the previous section no
doubt resonates with what one knows as a bodily logic based in the way a
child gradually develops their awareness and use of space and their motor
skills. This stepwise increasing sophistication of the body schematic
structures, | found, became more tangible after translating the description into

a Tai Chi i like movement exercise. A description of these movements is
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included in appx.G2. They may inform an exercise during workshops with
health care practitioners or cancer survivors. This touches on the role of

motion in cognition and will be revisited in the practice part.

Ordering the enactions of different participants according to a bodily logic
does not generate answers to questions like: do all survivors steadily walk
the path or climb the tree, or do they go backwards at times, do they enter at
the same point and go the full distance? Although the case study sheds
some light on this, to explore the process of self enaction in such detall

another research approach would be needed.

8422 From s e larfdbdeayondd | 6

In this study the focus is on survivors who have no active disease and whose
experience is often descr i be.dexposeng thd
totality of enactions, resulted in the delineation of four cancer survivor selves

that nuance the experience of 6 | i heyamdy cancerd .| call these cancer

\Y

i ng bey

survivor selves: 6 mi nicanad s e |l f 6, Oauchrcdr s eg f @phidodbbeyond

cancer pati ent csaenlcfebr(seshaguréd@d a yhe megt page

and Figure 41 in appx.G3).

The enaction ViéemMpoinp o e s sFiuntgur e 6 labove aa® s i

reflecting one of the most prominent changes in self. It structures the
met aphor s 0 Wmkidn oowCpbelinewdliclo B4kadd Mark envisaged
cancer as needing less action on their side to create safety. This differed
from the earlier enactions where the relationship with cancer was merely
comprehended in actionable terms, e.g. kept in place through spatial
boundaries (e.g. Terrorist), physical controlling (Bat down, Flow with) or
imagining a cancer free zone (Theatre play, Blank canvas 1Y). Embedded in
these action structures is a focus on the present, a sense of not or limited

knowing of future cancer movements, a reflection on the effort it takes to

266

dered



function autonomously consistently. In contrast, Mark and E4, at that point

were focused on expressing their self as autonomous, capable of developing
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Registering/R

Specifications of basic enactions:
20 H in mind

19 Hin body

13 Registering and Coping

17 Registering and Tolerating

16 Registering and Fighting

15 Ending by desctivating

14 Ending by disconnecting

13 5EA: active self

12 584 incapacitated self

11 MF without cancer

10 MF with cancer

8 EVF beyond cancer

8 EVF alongside cancer

7 M5 without cancer — self-
propelled moving

& Mi5 with possible cancer — being
moved

5 HER with cancer

4 HER against cancer

3 PEP in different space —
separated by distance and
boundzry

2 PEP in same space- separste but
clase

1 PEF in same space - together

Express View
on Future/EVF

& E2 Theatre play
7 Karl Blank canvas 1Y

Maoving in Space/Mi5

uMaPp 1eg EPUI 4

Handling &
Rising/H&R

Figure 23: Overview nine enactions and four types of self
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and keen to express a personal opinion about their cancer experience, future
orientated and concerned with acting according to who they were or wanted
to be. In other words their self vis-a-vis cancer presents as a fully fledged
self, a self that resonates with how Gallagher and Damasio (see Chapter 2)
describe the @utobiographical or narrative selfé je. a sel f t hat
expresses a personal identity and sense of continuity and functions through

conceptualising and talking.

The self vis-a-vis cancer comprehended with the earlier, action-orientated
enactions resonates with the descriptions of the dni n i ma,li.e. asebasic,0
immediate and devoid of temporal extension. With this analysis | wish to
highlight how these cancer survivors used their wider narrative, autonomous
self to comprehend a self vis-a-vis cancer that for most, in response to the
shock of diagnosis, starts off as a minimal self that gradually works its way up
from the unified quality (see Johnson in Chapter 2) of the initial experiences,

and drawing on bodily schemas of action, draws lines of control until free

S @

enough for the reflective self to surfac

The comprehendings of self vis-a-vis cancer that have been described as

enactions of &sur pas s-Chapger amhEb-Vetesan)dosns i n g 6

a third turning point. A certain gap with what came before is expressed. | call
this the establishment of the 6 bey ond ¢ anc e,rwhighas$ latern t
enactions illustrated, is not the same as a self that no longer relates to
cancer. The message of being beyond patient-hood is likely to be instigated

or confirmed by a medical consultant.

It is the comprehendings of Boris and Tony that were assessed in the
previous section as a severing of the connection with cancer, not only
physically but also mentally. At this fourth turning point one can speak of a
O0beyond c¢ amndhesistudg eHerf lang-term survivors have not taken
that step. In the discussion of liminality below this will be further discussed in

comparisonwi t h t he oO0hol dingd metaphors of
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8.4.2.3 Variations

So far | have discerned a development from a minimal to an autobiographical
to a Odamcgrpatienthooddé and potentially
a-vis cancer, by ordering the metaphors according to a sub-personal body
schematic logic. This does not take away that on top of these sub-personal
dynamic, variations that were shared by several participants, or were entirely
personal, were also noted. After briefly listing possible causes of variations,
deducted from participantsé ¢ i r ¢ u msvitl eeffect ensthe variations that
emerged.

The factors that were noted as possible explanations for individual differences
in the clusters | hereby summarize as follows: impact of being of different age
groups with their related issues (being young with young dependants, being
elderly with co-morbidities), the impact of cancer-related issues (outspoken
differences in severity of diagnosis, having a stoma or not, being at different
times post-treatment and the potential role of symbolic meanings attached to
5 or 10 years) and differences in personality and/or spirituality. Only one
cluster included a female and male participant. The different comprehendings
there did not give the impression that they were gender related. During the
second sampling it was decided to specifically recruit a survivor who only
needed surgery but had been diagnosed less than a year ago (Ann). It was
interesting to note that her comprehending was structured according to the
basic &6presenti ng anAlthopgh $redognimenfriom othier
research (see literature review) that all these factors impact on cancer
survivorsodo experience and thinking,

study.
From listening to participantséother narratives a range of variations came to

the fore. With a brief discussion of five of them | clarify the boundaries of this
study and justify the focus on liminality in the next section.
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To start | would like to point out that participants vary in their experience of
change. Three types of change were noted. First, most survivors report a
higher level of empathy or altruism instigated by their own experience of
vulnerability and the support they have received. Secondly, some people
reflect on changes in their psycho-spiritual being, e.g. living with a greater
sense of purpose (Ann), more trusting (E), more independent (Linda). This
has been widely researched under the label of Posttraumatic growth. Li nda 6 s
experience has been explored from this angle in vignette C (see appx.G4).
Thirdly, in this study many participants (e.g. Karl, Mark, Simon, Noel, Boris,
Jack, Tony) emphasise that they have not changed despite the event. They
have coped with cancer the way they cope with other things in life. This
experience best resorts under the label of desilience6and has gained some
attention in cancer survivorship research. Survivorship explored through the
lens of PTG tends to frame this continuation of self as assimilation over
accommodation and is discussed as contrary to growth. | wonder whether
the focus that comes with a continuation of self in a new challenging context
is appropriately acknowledged. Although this is not the focus of this study |
wish to draw attention to this phenomenon with vignette D (see appx.G5) in
which | describe Markd sesilient self as emerging from a wider self seeking
expression in a transaction with his consultant. Par t i ci pants®® r ef |
change and sameness will be further explored to gain a view on how the
wider self is carried forward by the way the self vis-a-vis cancer is

comprehended (see 8.4.4.1).

Another type of variation lies in the feelings interlinked with the
comprehendings. It was not the aim of this study to explore the body
schematic structure of, or dynamics involved in the occurring of specific
feelings. In the theoretical framework (4.2.1) | briefly refer to work by
Kovecses (2000) whose main point is that emotion is metaphorically captured
by imagery of force. An example of this emerged in this study with Linda who
isangry and 6 b adtoswn 6 t h e otlentienesremotion Mtluenced the
comprehending in a more unobtrusive manner, e . g . Karl 6s concep

the coming year as a space without cancer, does not directly convey that
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positioning cancer outside his space is partly driven by a strong contempt for

it. In order to give a more comprehensive reflection of the participant s 6

comprehending of self | chose to add a brief indication of their overall feeling

by referring to Plutchik 6 s 6 wh e el ged apmpciBs).t|iwould suygest

that,even when the emotion is tangible in the s
on top of the structure that really captures
structured caageir ®s thédaombinadtian withsthe figurative

el ement of the metaphor, 6bat downo, that an
tangible). For an adequate understanding of the emotional state of mind

based on parti ci panpgrehehdingnk woalp heoommena | com

exploring both the body schematic structure and the imagery.

The variation which, as will be explored further, runs through the whole data
set, is the difference between taking an engaging versus a disengaging
stance towards cancer. Body-schematically this is mainly constituted by
position (e.g. are self and cancer in the same space?), direction (towards or
away from) and action (e.g. is the engagement active or passive?).

As shown in the tree figure above (Figure 23), although the basic body

schematic structures allowed for the clustering of two or three

comprehendings, sometimes the internal variations, which have been added

as specifications to the basic structure (see box on the side of the tree), can

be more important than the differences between the clusters. This is

especially the case with the difference between connecting or disconnecting

from cancer as is illustrated by ES5 6 s 6 Adoptingd and Simonds OF
metaphors. These share the basic enaction. 6 movi ng furEwar do, b
envisages t hicandal @ nh §iswhdseea | growing gap

between him and cancer. This conveys a difference of experience that could

be seenas more crucialt han the difference between Simon
0Chapterd metaghas havismguéswhighamlkee dd cancer
his metaphor and present experience different from Simond sbut merely

because more time has passed. Therefore, for an understanding of the
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comprehendings it is essential to engage with both the basic structure and the

specification.

One of the frameworks used to shed light on cancer survivorship (see

literature review), is liminality. | t i's often desbetweerbtwod as
places6é .As mentionedabove any conceptesiliecedgauld 6 gr o w
be explored in terms of positioning in space, direction, movement etc. Yet,

the concept of | i rhiertavieietnyd, i de fiinnctuckdseed f o i
by the i mage canterstrsiymhipdininality canrbe experienced

in different ways, e.g. feeling between gender or between young and old. Itis

also experienced as living in-between health and cancer; or, bet ween O&bei
di sconnected from cancer 6 and,ahdimtgabi ngl y
sense it ties in closely with the focus of this study on self vis-a-vis cancer.

From the literature review two questions regarding cancer survivorship
liminality seemed open for further exploration: 1/ Is liminality either a stage or
a continuous experience for cancer survivors and 2/ What are the
characteristics of existential liminality for cancer survivors? In the next
section the body schematic structure of parti ci pant s o met apt
explored with those questions in mind. In other words | will explore how the
participants in this study have, or have not, enacted an experience of

liminality.

8.4.3 Enaction of liminality
The exploration of liminality will be carried out in two steps. The first

exploration focuses on space and movement, while the second focuses on

the type of engagement with cancer.
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8.4.3.1 Is cancer still there?

In this thesis | explore the experience of survivors whose cancer has been
treated successfully and where there are medical grounds to expect them to
have returned to a place without cancer. Three out of the twelve research
participants expressed that not only physically but also psychologically,
cancer washefieot anymor e. survivbils e vghese
comprehending in the previous sect.i
assessin@hbapfdtNere)l andris&Flewn dff ang érony-Cdwe).

They expressed the absence of cancer as:

- .
n .somet hing
as | 6m concer

D

<ﬁThe cancero6s gone, yeah>

Al 6ve wrapped it up, Il r
(Tony, 7y4m).

- /

Yet, nine research participants and the case study participant expressed that,

although t hey ar e physically not i

Although this is a mental rather than a physical experience of cancer, it may
suggest that participants still live as in a place with cancer. Some implied this
within their metaphor, others expanded on it beyond the metaphor. The
reasons why cancer was present or not, varied, but were often linked to side-
effects of cancer (e.g. stoma, changed toilet habits), ongoing clinical
monitoring, other people or societal procedures reminding them, and of
course concerns about recurrence. Some examples of how participants at

different stages post-diagnosis expressed that cancer was still there:
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It doesndt weigh heavy\
al ways thereo (Linda, ly
.they stil!]l dondt rea
appen. So itdéds al ways

<ﬁltés really not there >

ttébhser e 0 ( Dan, 12y3m).

O D

=1}

That part of my |ife i
ever goes away compl et

- _/

=]

This type of experience of being in one position but also being in the opposite

position has been labelled as being in a place of liminality. As indicated in the

literature review, a number of researchers have framed the experience of

cancer survivorship as an experience of liminality. It is described as being

on the threshold from one place to another. I n this case part
experience of fAcancer i s & théywavyg m)fulllt her e c
crossed over to the physically declared place without cancer. A threshold
experience exceeds the experience of either of the two positions rather than

being the sum of the two, in this case the experiencingof6 cancer being
(psychologically)6 and t he experienci ng(phydicallg& anc e
(Meyers 2008). When below the conceptualisings of cancer presence are

explored this could be seen as a conceptualising of the experiencing of
6cancer bei nlgisimdortant & &eemimrhiryd that cancer survivors
simultaneously know that they are medically considered not to have cancer

which even if not explicated, is part of their cancer comprehending.

With its emphasis on being in-between two places, liminality is a concept that
centres around the body schematic structure of space, and movement in
space (Kupers 2011). In the previous section the clustering was carried out
based on the varying basic structures that differentiated the metaphors but
as the spatial expression of the relationship between self and cancer is the

most basic schema (Presenting and Positioning) it is embedded in all
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metaphors. It seemed worthwhile to explore the totality of the metaphors in

terms of the spatial positioning of self and cancer.

The data exploration above revealed different time foci at early, middle and

late survivorship. By taking not only spatial but also time structure into

account, | suggest that the experienceof6 c anc er

different experiencings.

column).

These nuances are detailed in Table 9 (second

Table 9: Cancer positioned in space and time

i 66or net}) refdrsito

Body schema and metaphors

Positioning cancer in space and
time

Presenting and Positioning:
Fog, Hulk, Terrorist

Handling and Rising:
Flow with, Bat down

No cancer, but cancer is always here
(6t hehebede).i n

Moving in space:
Theatre play, Blank Canvas 1Y

Express Viewpoint on Future:
Unknowable, Open book

No cancer, but it i s a
(Just outside the here).

Moving Forward:
Adopting, Forging ahead

No cancer, but i s

come.

Surpassing and Assessing:
Chapter, Veteran

No cancer and it is not here anymore.

Ending:
Flown off, Done

No cancer, it is not here anymore and
will never be.

Registering:
Ache, Horror, Bad days

No cancer, but it is and will always
6someti mesd be o6t}

Holding:
Healed, Grounded

No cancer, but it is and will always be
both OoOhered and 0t

Cancer seems to be imagined a s

specified as

exper i enced

6for

Ohereod or

a s whicim somne furteer define as a permanent state.

6t her ed,

a . tAbsemee oft cancec seems f beo r

Based on this more nuanced description, | distinguish four ways in which

presence or absence of cancer is comprehended by the participants in this
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t her e

t he | at

6f oreve



study. | define them with the term 6 s ur Viminaldyd f urt her

Onegaceadloy® oamd adbexi stenti al 6.

1/ Negated survivor liminality

When survivors have i even if only briefly at the time of diagnosis 1
experienced a sense of liminality, but at some point communicate that cancer
IS not impacting on their state of mind or even barely comes into their

awareness, | call this negated liminality. This coincides with the body

gual i

schematic cluster ¢ 3l lome ¢ emrdn nogfda éGacnedy O n ¢

(see Figure 41 in appx.G3).

Ending: No cancer, it is not here anymore and | E
Flown off, Done will never be.

Tony and Boris were adamant that cancer was gone for them. This is an
experience that | found not easy to accept. First, in the literature review it
was highlighted that although liminality was originally seen as a temporary
mi ddl e stage of a t r isqveal $tudiesesuggests that
cancer survivors experience life-long liminality (e.g. Little et al. 1998, Wake
2016). This resonates with biological literature on the human bias towards
fear, as addressed in Chapter 1. Some authors argue that this does not
deny that with time there is also a re-anchoring in normality (Crouch and
McKenzie 2006), or emphasise the existential character of late liminality (e.g.
Pascal 2010, Assing Hvidt, 2016). Secondly, | became aware that my

of [

professional counselling experience bias ed me t owards heari ng

B or ivew ss rationalisations of emotions that were difficult to bear or
express, as has also been suggested by McKenzie and Crouch (2004). Yet, |
set aside those preconceptions after repeatedly engaging with the data and
especially after considering their viewpoint within the wider dynamic of their
self and transactions with the medical environment. This is illustrated in

vignette E (see appx.G6).
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In this study the majority of survivors, however, express a form of sustained

liminality, but it is important to acknowledge that some have moved beyond

the liminalstage. Thi s finding supports findings
2/ Early survivors liminality

When survivors metaphorically express an experiencing of cancer in the
present, or near future, as positioned within or in relation to their own living
space (examples A, B and C below), their sense of liminality has a strong
experiential basis. After deliberation | also included the comprehendings of
Noel-Chapter and E-Veteran (example D) in this category. EOs

comprehending was based on hi s oncol ogi stodés statement

himself as a patient anymore. In that moment E incorporated this in his
understanding, yet also wondered whether this really meant cancer would not
return. In other words his sense of liminality had not ceased. Noel was
adamant that cancer had gone (see 8.4.3.1), but on the other hand expressed
a desire to recall the experience of cancer and in doing so showed a need to
entertain a sense of liminality in this more relaxed form. Based on the
examples, | consider this early version of liminality to be experienced at least
till one is medically speaking no longer considered to be a cancer patient.

Presenting and Positioning:
Fog, Hulk, Terrorist No cancer, but cancer is always here | A

Handling and Rising: (6t heahebede).i n
Flow with, Bat down

Moving in space:

Theatre play, Blank Canvas 1Y |[Nocancer, but it i s a
Express Viewpoint on Future: (just outside the here). B
Unknowable, Open book

Moving Forward: No cancer, but is|C
Adopting, Forging ahead come.

and

Surpassing and Assessing: No cancer and it is not here anymore. | D

Chapter, Veteran
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3/ Late survivor liminality

This category is based on the experience of Jack, Dan and E (Horror) and
coincides with the body schematic cluste

Registering: No cancer, but it is and will always F
Ache, Horror, Bad days 0someti mesd be Ot |

They acknowledge that the awareness of cancer is less prominent in their life

- expressed for exampleasiit here 25 % of the timeo (J
unexpectterdi gger ed b y Thia irings alout tthat theilE ) .
metaphors also conjure up a self that is away from cancer (at times). That

this duality is now put into words, brings about that the sense of liminality is

also more conceptualised and comes with a greater degree of control than

the earlier experienced liminality. This sense of control is expressed less

when this late liminality is specified as 6 sust ai nedd 198 iot t | e
0 p er v d&Bsucevet @. 2014). In vignette B (see appx.F0) the difference
between cancer being in awareness for 25 % or for 5 % of the time was
explored and attributed to the fact that Jack, although without active cancer

since three years, had been diagnosed with two separate cancers and overall

was more at risk of a recurrence. In this sense Jack was different from the

other participants. His specific circumstances position him in-between living

beyond and living with cancer (see Figure 41 in appx.G3).

4/ Existential survivor liminality

Holding: No cancer, but it is and will always be | G
Healed, Grounded both 6hered and 0t

In the previous section the exploration of the metaphors Grounded (Wendy)
and Healed (E8) were clusteredunder t he heatheimgtaphdrso!l di n ¢
revealed their engagement with wholeness and mortality. In other words their

sense of liminality experienced through cancer, is held on the wider platform
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of general existential liminality. In their metaphors paradoxical positions such
as n6é and @ut§ dered and dhere§ ®bjectived and &ubjectived ,were
transcended. Some researchersc onsi der 06e xi sas aforimiofa
6sust ani mead iltiy 6 200, Lgtle et BL.a1998 aScott 2014). Their
descriptions seem to focus on an ongoing fear for cancer recurrence. Others
perceive expressions of integration and acceptance of cancer as expressions
of an existential outlook and as a post-liminal state of being (Sleight 2016,
Hvidt 2015, Wake 2017).

mi

| decided to call the experiencings described by E8 and Wendy 6 e x i st ent i al

survivor | i mi n &8dth popgition cancer metaphorically within their self in a
way that creates a connection with others: Wendy by implying that cancer is
part of human biology, E by using the lymphatic system as a metaphor for the
connection between him and others. These thoughts and imagery | hear as
an expression of the liminality of life in general, but in a way that, | suggest, is
specific to their previous experience of cancer,i.e. 6 ever ybody e
I i k e Ameragement with the liminality of Life, when one has not met

6deathdé on a personal l evel, | hatlike

everybodylitle hngl 8ayers (2004)di f f er ent i at e(iéddeat h

an awareness of personald eat h) fr om 6 mo r anaalarengss
of a shared fate of humankind). It seems the two conflate in those cancer

survivors who take an existential perspective on life.

Despite the specificity of their experience of existential liminality, when cancer
is framed as part of humanity, survivors may not just be shrugging off their
illness state (as suggested in 8.3.9). They also could be expressing and
enacting a sense of 6 n or ihealth6 Some participants came to this

conclusion based on an assessment of the probability of recurrence (see

those clustered as OENndi ng 6 establibhtuhisvia h o s e

a philosophical route. What previously may have been seen as impossible
and as Orpw geenmsdaddreveal itself as a reality, as a felt knowing.
Wha t previ ous| y isfperhaps batter callddeymeyownddwithinod
(Rochelle 2008). I n Gendlinds terminology
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Oi mpliedd for a whi | ¥heb cahceriswgvivarsorefert®oc c ur
cancer as part of the human bio-chemical state, this may not be so much a
stating of an understanding of human biology as a metaphorical vehicle for
thedoccurring6 oéandnnebsema af haalth.g i their case this
does not come with a rejection of cance
awarenessoO6 has been 4D (see ampnG3gwith alnkt6éi gur e

t hose who ongocanceg.l y o6regi stero

So far liminality has been explored as a concept structured by time and
space. In the next section it is explored as a relational concept, which moves
the focus from cancer to self vis-a-vis cancer. This is introduced by
positioning the concept of liminality within the theoretical framework that
underpins this study.

8.4.3.2 An interrogative self vis-a-vis cancer

Meyers (2008, p.78) argues that Merleau-Pont y6s concept-of en
dualism and the 6 i n bhelpsw®te understand what it is that makes it
possi bl e hfiet ol itnmhiinmak ot hapter 4, dMedeauwsPordye d i n
posits a sensory consciousness that is prior and more fundamental than
intellectual consciousness. Intellectual consciousness may be geared
towards scrutinizing and studying objects, to establishing what they are and
what they are not, or as Merleau-Ponty (1968, cited in Meyers 2008, p.101)
metaphorically describes fito hold them
under the objective ofami cr oscopeo. Such loahwillappr o:
refer to as a Odbesmot ketahe ithmgs resetl dheircuétiate
and primary being. The latter is more likely to happen through sensory
consciousness, which is a pre-reflective dimension that takes place through
the bodyanditsabi | ity to Ol ookd. Wi thin such
i's understood ag hamgbat ot é Melp®.alsii |\2fX s8 ,t hpe.
perceived world be rather than posits i t With such a stance one inhabits a
pl ace dédon t h,ert-loe tew ¢rainid @nd wdrld. In this place a
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part of the self prer ef | ecti vely O&édknowsao, i s

saturated

objects inthe worldand #Athe things form and t hem
gliding, beneat h t(MedeauyPenty 1968, ditedtirhMeyerso 0

2008, p.101). It Aacall s attention to the i rreduci bl y
perceived worl do (Meyers 2008, p.102)

| set out to distinguish par ti ci pant s écomprehendipgh ¢hati c a |

expressed an 6 i nt e fronotlgosetthatregpiessedaddomi nati ngd st ance

towards cancer. This was done by taking both the basic structure and
specifications of their metaphors into account (Figure 24 below). This

resulted not in two but in four groupings:

1/ Active interrogative: envisages a close and positively engaged
relationship with cancer, in the specifications expressed with prepositions
such as d@vith§ @longside, an6é This was expressed by Rosy (Flow with),
Wendy (Grounded) and by E with the metaphors Unknowable, Adopting and
Healed (see red texts and boxes in Figure 24).

2/ Passive interrogative: envisages a being in the vicinity of cancer in a
rather factual manner. Ann (Hulk), Jack (Ache) and E with Fog and Theatre
play expressed this stance. These metaphors focus on space and suggest

subdued movement (see pink texts and boxes in Figure 24).

3/ Active dominant: envisages a distancing engagement with cancer,
specified by words such as @waydor @gainstd Linda (Bat down), Simon
(Forging ahead), E (Horror) and Dan (Bad days) revealed this type of
comprehending of their self vis-a-vis cancer (see blue texts and boxes in
Figure 24).

4/ Passive dominant: rather than expressing a movement away from or
against, the distance or gap is established in metaphors used by E (Terrorist),
Karl (Blank canvas 1Y), Mark (Open book), Noel (Chapter), E (Veteran), Boris

(Flown off) and Tony (Done) (see green texts and boxes in Figure 24).
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NS

Registering/R

7 Karl Blank canvas 1Y
e —

Moving in
Space/Mis

Holding /H /

Surpassing &
Assessing/S&A

Mov'lng & Mi3 with possible cancer — being
moved
Farward/MF 5 HER with cancer

Express View
on Future/EVF

Handling &
Rising/H&R

‘Epecifications of basic enactions:
20 H im rrind

15 H in body

18 Registering and Coping

17 Registering and Tolerating
15 Registering and Fighting
15 Ending by deactivating
14 Ending by disconnecting
13 SEA: active self

12 SEA: incapadtated seif

11 MF without cancer

10 MF with cancer

9 EVF beyond cancer

8 EVF alongside cancer

7 Mi5 without cancer — self-
propelled moving

4 HER against cancer

3 PEP in different space —
separated by distance and
boundary

2 PEF in same space- separate but
chose

1 PEF in same space - together

Presenting &

Positioning/P&P

Figure 24: Four types of self-cancer comprehendings

Key:
Active interrogative: red
Passive interrogative: pink

Active dominant: blue
Passive dominant: green
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Engaging with cancer can be seen as engaging with mortality, or with death.
Yalom (2008) points out that for some people engaging with the finitude of life

makes life meaningful, while for others it makes life meaningless.

What stands out in this study is that 8 out of 12 research participants
expressed astadced andiavoided terigagement with cancer. No
doubt a myriad of factors may have influenced this difference, fear of loss of
meaning perhaps being one of them. Based on my overall experience of
listening to the participants | suggest the cruci al
outlook on life. Seven out of the eight who took a dominant (distancing)
stance not only had an engineering or management related professional role,
they also spontaneously referred to psychological management tools which
they applied to dealing with cancer. These approaches were pragmatic, e.qg.
delegating, not investing in what you cannot change, researching and

weighing up facts.

The interrogative stance, which entails an engagement with cancer resonates
with the concept of ownership. In the literature review | referred to
Karnilowicz (2011) who sees ownership as a psycho-social concept, while
McGrath (2004) sees ownership as part of the spiritual dimension of living
with cancer. The latter | see best reflected in the stories of participants Rosy,
Wendy, Ann and E, perhaps less in Jack. Like the pragmatic participants
above, these more spiritually inclined participants revealed their stance well
beyond their approach to cancer. All made references to always having lived
in an awareness of death. Even if one wishes to live with such awareness, it
is not easy to exchange a general, perhaps more intellectual thinking of
mortality for a real felt sense of mortality (Frommer 2005). If self seeks to
continue, then it is perhaps to be expected that individuals who already took
an existential stance in life pre-cancer will actively engage with cancer when
diagnosed, as it brings about a felt sense of mortality that makes life more
real and meaningful. Engaging with cancer and the risk of dying may perhaps

also generate a sense of safety if one already has a spiritual mindset. It may
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In conclusion, as Table 10 shows in terms of space-time liminality (discussed
in 8.4.3.1), 10 outof 12 researchp ar t i ¢ ang allreigh$ @ the case study

par t i c expesiantingss can be defined as liminal.

Focusing on the

relational understanding of liminality (discussed in 8.4.3.2), this decreases to

the experiencing by four research participants and the experience of the case

study participant expressed in 5 out of his 8 metaphors.

Table 10: Spatial and relational liminality

Spatial limality
Registering Holding Ending
Up to 2 years 3 years + 3 years + 3 years +
Early Late Existential Negated
= Active HE | Rosy —Flow with EZ-Healed
= | interrogative | EVF | E4-Unknowable Wendy-
E MF | ES-Adopting Grounded
' Passive PP | E1-Fog lack-Ache
:_:u interrogative | PP | Ann-Hulk
2 MiS | E3-Theatre play
g
Active HR | Linda-Bat down E7-Horror
dominant MF | Simon-Forging forward | Dan-Bad days
Passive PP | E2-Terrorist Boris-
dominant Mis | Karl-Blank canvas Flown off
EVF | Mark-Open book Tony-Done
SA E6-Veteran
5A | Noel-Chapter

In the above exploration | have argued that the wider self seems to find an

expression

vis-a-vis cancer.

In the next section

I will

icro miprr ceihvweinddu anlgé so f

a

0 d oseffi

further focus on how the

comprehendings of self vis-a-vis cancer emerge in a dynamic relationship

Wi

t h

parti ci pa transaétionwin ttheer mediad ¢omsultationd.
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8.4.4 Dynamic outlook

In the previous sections the analysis was focused on the body-schematic
aspects of embodiment. Occasionally vignettes were used to expand on
specific points. However, these vignettes also included how the present
comprehendings of self emerged in relation to the wider self and transactions
with consultants. By attending to these contextual aspects of the occurring
metaphors, a more dynamic understanding of par t i ci pant s o

opens up. In the subsequent sections these aspects will be focused on and

further discussed.

8.4.4.1 Self vis-a-vis cancer as an enacting of the wider self

As has already been indicated (8.4.2.3. and 8.4.3.2) participants often made
the connection between their self vis-a-vis cancer and their previous self.
That there was a continuation of self was not just implied but often put across

with passion, for example:

e N
Al 6m a persomutwi amd i slsaa@s| 6m
al ways been... and seek to co

Reflecting on change of self, Dan chooses a slightly less >
pointed shell for his present self to express that he has softened
but i s Anot compl et ed yn ralinr
which is not how he knows himself.

- /

Wh a 't p a r treflectiopsaam tclsadge or sameness in relation to their

previous self mean, is explored below.

Eight out of all thirteen study participants refer to drawing on previously
accomplished coping skills of their wider self in dealing with problems which

they now apply to their experience of cancer. Within this group personality
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differences create further nuances. Based on their reflections, which are
summarized in the text between brackets, | distinguish participants who cope

with cancer by:

al 6organising :their self and otherso

Organise thinking and put more than one mind on the job
(Mark-Open book 1 details in vignette D)

Putting trust in available care and adjust habits if needed
< (Noel-Chapter) >

Focus on what is in your control and make action plan
(Tony-Done)
-~ J

b/ engaging in focused behaviour

e N
Being methodical and ordetr
Forging ahead)

< Setting goals and routines (Dan-Bad days i details in >
vignette B)

- ~
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c/ exerting psychological control over emotions and thinking

Cutting off emotion and living according to a plan (Karl-Blank
canvas 1Y)

Accepting life as it is and putting up with it (Jack-Ache 1
< details in vignette B) >

Keeping thought of life threat at bay (Boris i details in
vignette E)

- _/

Two participants refer to the values they hold as a wider self, rather than to
coping strategies. Having been diagnosed with cancer does not challenge
those values, on the contrary it confirms them and the thought that cancer
may have been caused by not living according to those values is not far off.
Living closer to their long held values is seen as the way forward in living after

cancer:

Rosy (Flow with) has always valued graceful living (getting on
with life but with trust in God, realistically and loving). Living
according to these values she experiences as the way forward
< and is also the best protection against cancer. >

Wendy (Grounded) has always lived in awareness that life is
finite and sees cancer from that perspective

- /
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Three participants report having been changed by the cancer experience.
The growth thus gained puts them in a better place to take the wider self

forward.

g A

Ann (Hulk) has always been searching for purpose but
struggled to find it before her diagnosis. Cancer has been
6a wagkecall; I|life is worth

Lindabs (Bat down) experien
her own has created a clearer sense of identity and
< independence (see details in vignette C). >

E (Unknowable) feels an increased ability to trust people
and wonders whether this is based in the care received by
the medical team.

o _/

In the previous section it was discussed that
form for the majority of participants. Comprehending their relationship with it
is in itself an overcoming of vulnerability. Some participants also name their
increased sense of vulnerability but turn it around into a position of strength

by using their experience for the benefit of others (Mark, Simon, Boris, Noel).

In conclusion, in their comprehending of self vis-a-vis cancer, the participants
in this study in more or less explicit ways and often with pride refer to the
continuation 1 surviving T of their self, either as a seeing through or as a

positive development from the way they were before cancer.
Having considered the dynamic between the present and wider self, the

exploration of the data will be concluded by considering if and how the self

Vis-a-vis cancer is enacted in the transaction with consultants.
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8.4.4.2 Self vis-a-vis cancer enacted in transaction with consultant

For cancer survivors any meeting with their consultant is important. In this
section | have chosen to look into the transaction between survivors and
consultants at two specific points. First, the moment which | have described
earlier astheemergenceof t he Oaut obi o gandsspchndlgthecancer sel

surpassing of patienthood.

Following on from the description of the structure of the autobiographic self as
expressed in Markodés Open book and E46s Unkno
8.4.2.2), what stood out in the comprehendings of Mark and E4, was their
explicit re-positioning in relation to their consultant. Without depreciating their
consul tant 6s eanompeatrinttimestieey estallish thénmesdlves on a
peer level regarding the understanding of their cancer and express this in
relational terms: the consultan t i s no |l onger t he protagor
metaphorical play, while Mark recalls addressing his consultant quite
informally in the corridor. As cancer itself cannot be addressed, | wonder
whether acting out this changed mental position in relation to cancer, can only
be O6lived6, O6@dctiend oelt dt i o pwhaistherlhsestconsul t ant
representative of cancer. In both these cases, the participants seemed to
have an experience of their consultant that afforded them the ability to think
and/or act in a manner that supported the establishment of a more confident

self vis-a-vis cancer.

When E6 was coming up to three years post-diagnosis, no doubt, it was with
the best of intentions that his consultant usedthee x pr essi on 6édonoét cons
yourselfa pat i ent Yehat thentone #ié made E6 feel incapacitated.
In the research literature clear and factual communication by clinicians about
the reduced likelihood of recurrence when reaching certain milestones (e.g. 3,
5, 10 years) is presented as a crucial and powerful factor in enabling
survivors to move out of the liminal stage between iliness and health (Wilson
et al. 2007). Research shows that such medical informaton 6 af f or ds dé <cert ai n

survivors to be able to move beyond the world of cancer, but equally that it
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does not have the intended impact for many others who report an ongoing
sense of liminality (Scott (née Blows) 2014). In vignette A below | aim to
shed further light on this topic by comparing the response of E6 to responses
recalled by Simon and Dan to similar messages. | consider how their
metaphors occur dynamically in relation with their wider self and in

transaction with their consultant.

Vignette A: Occurring and affording of the end of patienthood

Vignette A: Experience of E6 1 Simon i Dan

E6:AToday pbsBdyi8amgnosi s) | had a doctor 69
results of a scan. He told me the cancer is not going to come back. He said
6there is no need to see yourself as
wel |l 6. [ e X p e ¢ & wasino haacenactivity td be seerybuttthate r
he would keep monitoring me. | expected him to encourage me and to say | was
doing well. 1did notexpecthi m t o gi ve t he dadrnhallyonlye
do that after five years. | am wondering now whether this has anything to do with

t he benef ilfeallike §wgat \eterandin a wheelchair, without medals.

Background: At diagnosis E was given a prognosis of one year. During the past
three months E re-established a sense of autonomy towards clinicians
(Unknowable metaphor) and took ownership of cancer (Adopting metaphor).

Simon: After the seventh of eight planned chemo sessions the treatment was put
on hold but then (shortly after finishing treatment) unexpectedly Simon was told
that hel waseafraland di séhakgeddi ckTmigs
ball odeofelt fAhe walked in with cance
to sink in but he felt Al got my 1|ife
fewmont hs 0. Hetellwdamtt e ou can figet to th
italsomade him feel Aempty. .. What dcdlhete
were still check-upstogotoiist i | I going-Aidowmrotwhati clg
so not completmroty aiclcthaaededoorno.

Background: At di agnosi s Simon never though

Dan: About 3yearspost-di agnosi s: i S ohod btbodight was | d
quite cruel at the time and now | realise was absolutely brilliant, true ... was you
have to |l earn to stopiAibeinigt ataleeseyo
to appreciate fact . .. if there is no
going to be allrighto .. Afyou havetot
move on to the next bito. Four years
be all righto ... only then did the m
colonoscopy but | knew then that | wa

~

Background: At diagnosis:Aial Isuenamgo (see appx. GO)
Treatment was a psychological struggle.
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All three patrticipants recall a great shock when they received the message
that they were no | onger c@fiseircbmmeatss t o be a ¢

draw attention to the following:

The shock is partially due to the Ounexpect
ocul tur al kKma@awl e dcdeba:r 6an s eygapseicispotl ar ound f

expected shortly after finishing treatment.

Three years seems too soon (E6 and Dan), but Dan seems to be able to
accept a similar comment from his oncologist at four years. Taking into
account that E4 (Unknowable) and Mark (Open book) were respectively 2
years 5 months and 2 years 8 months post-diagnosis when their
conceptualising of self vis-a-vis cancer evolved around taking a personal
stance towards clinicians and cancer, one could imagine that, at about 3
years, this stance is still quite fragile and can easily be overrun by a medical

expert @age. mess

In contrast to Dan and Simon, E6 (Adopting) had recently taken ownership of

cancer as a coping strategy. As discussed in 836t hi s cl ashes with the
patientd message apacidated serse of self. oTheaisea of n ¢

interdependence between cancer and self has also been explored by

Batistatou (2004) in a story about cancer told from the perspective of cancer-

cells. In this story cancer-cells bond in an affectionate way with their host and

come to realise that when they stop negotiating and take over, their host dies

but they die too. As imaginative the idea of adopting cancer or cancer

befriending their host may be, some survivors may need all the creativity they

can muster up to counter-act medical information that challenges the thought

of survival (e.g. E receiving a one year prognosis).

The warmth with which Dan recalled his oncologist saying at the right time, in
the right tone, il think you are going to |
suggests that clinical assessments that are spoken tentatively, with empathy

and openness for the clientds aut,as@omy r at her
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easier to receive for cancer survivors than well intended, but too defining

statementssuchas0you ar e nearnymorpead.i ent

Overall, the above examples point to the complexity of the role of oncologists.
In a first role, at the early stages, survivors need factual medical information
from their consultant. In an age when patients access the internet, even on
this level some may need their oncologists to discuss their clinical judgment in
relation to other sources of information. But based on this study | want to
point specifically to the roles of oncologi st s i n s ur gpiriva
process. As discussed above, about two years post-treatment survivors
seemtodenact & a s e n sneelatoh to ¢heirtcanoneo exyerience
and may seek to use their relationship with their consultants to do so. This
means that next to being a physician, consultants are needed to take on a
second role, i.e. a counselling role. This could be seen as a diversification of
the medical role. It could also tie in with discussions about physicians
needing to be knowledgeable about transference and counter-transference
(Liechty 2000). It has been suggested that physicians engage more

r

proactively wi t h pati ent mobordemdot betdn or i ¢

understand their cognitive and affective illness experiences (Reisfield and

Wilson 2004). By the time consultants want to finalise the follow-up

appointments, | suggestitmaynotbet hei r medi c a lpatienthadbéu at i o

that is most important. Survivors are, each with their own strategy, moving
towards that point anyway. Their need may be for such conversations to
happen not only with clarity, but with empathy and humanity as well. From
thsperspective the wval uabl epatenthoodd cia$
about ending a simmality. vTais sudy, tsgetimes vath roany
other studies, reveals that life after cancer is often experienced as an in-
between state. But in what way, to what extent, for how long and whether this
is distressing or adds to a sense of meaningfulness, is individually so diverse,
that without an exploration of the

the clinical judgement in relation to that outlook, the chances of the message
being harmful rather than helpful are high. In other words, a third role for

consultants to take up and that is called for here implies an ability to step out
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of astrictbmedi c al e Mpreorer Bwish to lsuggest that their own

existential awareness may be beneficial to their cancer surviving patients.

In a recent article published by the American Society of Clinical Oncology,

McFarland and Hlubocky (2019) e x pl or e t he role eof

t herapistéo. ohdolegysts ® marlo puoacavegly with the alliance
between themselves and their patients and to engage in meaning-orientated
conversations with the latter. However in the description of these roles
McFarland and Hlubocky do not address how these therapeutic roles demand
less of an expert stance and more of an exploration of the meaning of death

and dying in their own life.

In European literature also, medical oncology acknowledges the importance

of a patient-centred and holistic approach (Popescu et al. 2014). Not only

have programmes been devised to improve oncologists 6 communi cat

these programmes are now also critically assessed. A core finding seems to
be that, rather than focusing on skills, the type of communication that is
needed depends on physiciansd a b i | i t ytheit covn leed pXparienee
and the context in which they work (Stiefel and Bourquin 2016). This is a
development that resonates with the needs | perceive in cancer survivors.
The meaningfulness and impact of oncologists6 r el at i onal

responses to the psycho-spiritual journey of cancer survivors, and the
flexibility this demands as described above, imply that it is first and foremost a

matter of being, rather than skill.
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9. Conclusion

I n this study I have been c o mhavelcaned
survivors, who have no active disease, and are between a few months and 20
years post-treatment, comprehend (i.e. experience, conceptualise, express)
their self vis-a-vis cancer? The data explored was gathered from 12 research
participants and extended with eight 6 ¢ o mp r e h @rovidédrbyas éarlier
case study participant. The form o6écomprehendings
comprehension is understood as an active ongoing process. Further in the
texté6experiencingso6 wi &teasdne Gives taedthedratical
framework of the study (a combination of interpretive phenomenology and
enactive cognitive science), | focused on the metaphorical character of the
comprehendings and explored them from five dimensions of embodiment.
The emerging insights were developed in the main text but the core findings
will be presented below. Together they constitute a brief answer to the

general research question.

From exploring the body schematic structure of the 20 metaphorical
comprehendings of self vis-a-vis cancer (obj.1) and from ordering those
according to a developmental body logic (obj.5), it emerged that four types of
self were conceptualised with reference to nine body schematic structures.
For these participants, early on a first self vis-a-vis cancer is portrayed as a
minimal action-based sel f tha)y, 6padt2yi aamsdn
spaced (3) i nsuggestsnanmnareasing ahilityg to think cancer as
less active and complemented by a self that regains a sense of movement.
About two years post-treatment from this comprehended actionable freedom
seems to spring an autobiographic or narrative self. This second self
expresses a personal view on cancer which introduces a decreased
dependency on clinicians. It also changes the time focus from the present to
the future (4). This opens up a sense of journeying, a moving forward (5).
From the start some survivors cope by connecting, and others by
disconnecting from cancer. This becomes very clear at this stage: moving

forward may be imagined as widening the gap with cancer, or as travelling
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with cancer. Either way, at some point survivors are likely to receive the
message that no further medical follow up is needed. From the experience of
participants in this study it seems this happens when cancer survivors
approach the third anniversary of their diagnosis. Abruptly or gradually
survivors come to realise that they have surpassed (6) the point of being a
cancer patient. The emer ging O0beyond hird
meaningful change in the experience of self vis-a-vis cancer. For some this
seals a gradually strengthened belief that there will be no recurrence and,
subsequently, holding cancer in awareness i s 0 e n dvhichdeadé ™ )a
6sel f b e y o nThis fouamselkis d@nly emerging under very specific

circumstances. Most survivors continue as being beyond patient-hood but

|l ive with a degree of ongoi ng ¢whatlee r

there are any signs of recurrence or problems. Over time this experience
mainly changes based on familiarity and growing competence in dealing with
continuous or late physical, psycho-social and practical stressors. Survivors
who take a connecting stance towards cancer, are more inclined to embed
their experience with cancer in a wider existential outlook on life and death.
Long-term they continue to 6 h o (9)dcéncer but in a way that transcends
illness. Looking out for absent body schematic structures (obj. 3) led to the
conclusion that as long as people do not exclude a recurrence, some form of
protective activity against cancer will be embedded in their metaphorical
comprehending of self and imagery that suggests uncontrollable, scattered
cancer will be avoided. | have argued this could be seen as a conceptual

expression of the bio-chemical drive for survival.

The idea that there is a non-conscious drive that carries the self forward
through the occurring metaphors is part of the theoretical framework of this
study, but what stood out most in the data was the intensity with which
participants consciously frame the way they comprehend cancer and overall
deal with it, as a reflection of who and how they have always been (obj. 2).
This was expressed by 10 out of 13 study participants. For eight this means
taking forward previously accomplished coping skills. Two participants

believe it is about living according to their long held values. The three
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remaining participants felt their cancer experience enabled an amendment of
previous inadequacies. Whether people refer to coping styles or values,
sameness or change, their experience of continuation of self is an important

part of their sense of self vis-a-vis cancer.

From examples of positively and negatively experienced transactions with
their consult ant |, It transpires that t he

survivorso6 sense of self should not
an increasingly assertive self vis-a-vis cancer cannot be expressed directly
towards cancer, yet has to be expressed to become real (obj. 4). The
relationship with their consultant is the most relevant platform to do so but

does not necessarily ¢éaffordd this.

mp a
be

completely deliberately or cliynsrespondis| vy,

from a psychological and philosophical stance, rather than a strictly medical
one. This cannot be expected to be a given. Further research is needed to

understand whether consultants identify with these roles.

The reader should bear in mind that the results of this research emerged from
a group of participants who were all white British and able-bodied. They were
interested in participating in research, and several expressed a motivation to
help others in this way. Only four out of the 20 data sets were provided by
women. Having recruited seven participants from the same support group
also poses the question whether their shared interest and communication has

influenced their thinking and way of being in their cancer survivorship.

With this study | believe to have expanded the available knowledge about

cancer saxpenuence of seff i the following ways:

Previous studies into the conceptual metaphors of cancer survivors focus on
pointing out the type of metaphor (e.g. violence or journey metaphor) and a
few explore their body schematic structure. In this study | have focused on
the latter but have added understanding by exploring the position of the

momentary metaphor in a suggested body schematic developmental path.
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For example, the metaphors 6 bat t i ng cancer downod
(cancer) and running towards the

metaphors. Yet analysing the body schematic structure reveals that in the

and

Oki ck

l i ght 6, ma

first metaphor, theahoeus(wistlonf ohaeddi wigi | e

includes an @bility to move away from cancer into a cancer free zoned The
latter portrays a kinaesthetically more comprehensive functioning, and

therefore, | argue, suggests a further accomplished self vis-U-vis cancer.

Although the individual findings were understood from their position in a
developmental body schematic logic, this thesis - apart from the case-study
included in the analysis-di d not focus on indiuvi
change over time. A brief creative exploration of the steps since diagnosis,
as described by the individual participants, was not substantial enough to
base conclusions on it. Further research, akin to the longitudinal exploration
of the aforementioned case study, would be needed to explore the pace and
specific movements of survivors on the body schematic path suggested in the

present study.

In response to the dearth of studies into long-term survivorship, this study
includes the experience of four (very) long term survivors and revealed three
different experiences of self (&ndingd degistering§ doldingd. Further light

was shed on these experiences by studying them, together with the

dual

experiences of shorter term surv.iTheor s,

study confirmed earlier findings that for many survivorship is an experience of
sustained liminality. However, the experience of two participants in the study
at hand contradicts the idea that moving out of liminality is impossible.
Additional light has arguably been shed on liminality by exploring it not only
from a space-time perspective but also from a relational perspective, i.e. by
exploring the liminal character of the engagement of self with cancer. This
pointed out the role of personality. More pragmatically inclined personalities
seem less likelyt o e x p erelatienal tnenalitydé t thasenwho are more

philosophically inclined.
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In addition to understanding survivorship in terms of liminality, other research

addresses survivorship as a process of recovery or as a process of growth. In

this study also, t he t heme of the experience

appeared randomly in participants?©o

explore these experiences from a body schematic perspective but this would

require a focus on self vis-a-vi s Opr evi ous -aasl différenta n d

contexts.

Wi t h t his study I al so i ntended

experiencings that are perhaps less known or accepted by professional health
care practitioners. This was enabled through the recruitment of participants
outside my hospice counselling practice and through the use of a framework
that can hold together data but that is, at the same time, sufficiently abstract
to create space for a rich variety of experiencings. | believe the findings of
this study are of interest to health care practitioners who care for bowel
cancer survivors, or arguably, for cancer survivors in general, for the following

reasons and in the following ways:

This study arose from my attempt to delineate a wide range of variations in
sur vi v onescig o caqrer. The findings show that survivors between
1.5 and 2.5 years post-treatment may have an experience of self that is body
schematically structured in any of four specific ways. In addition, three major

differences and further specific variations are experienced by survivors who

t

of

nartr

o

S

b |

live beyond patient-h o o d . Knowing these structur es:s

and should lead carers and practitioners to a better understanding and

empathy.

Revealing the body schematic structure of the comprehendings draws

attention to the O6éachievedd conceptual

(e. g. O6pushing down cancer 6 i mpl i es

however, equally noticeable and shows vulnerability. The metaphorical
comprehendings of self throughout survivorship, which, in this way always

reveal vulnerability and strength, make this study relevant for practitioners
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who seek to balance a professional emphasis on strength as well as on

vulnerability.

As this study focuses on self and psychological process, it should perhaps go
without saying that the findings, especially the detailed differentiation of the

nine enactions, are relevant to the work of psychotherapists and counsellors.

The findings of this study show that the self vis-a-vis cancer restores and/or

evolves over a very long period of time, and in a format that does not

necessarily disablepeopl ebés functioning. On t

dimension of this process suggests that providing humanistic reflections may
support s u r v i re-anchering in life. Most cancer survivors in the early
stages seek and receive psycho-social-spiritual support from health care
services. Awareness of the wider process of survivorship, as explored in this
thesis, | wish to argue, presents health care services with a challenge, but
also with a moral demand to be flexible, and to avoid making cancer
survivors6 r e gfarensntaksupport dependent on physical support needs.
In addition health care services would do well to cooperate with community
services to develop initiatives that may serve this purpose, and/or refer to

initiatives that are already available.

Finally, the findings have widened my initial understanding of self in cancer
survivorship, which was based on a case study, but they have also raised my

awareness of the often imperceptible ways in which professional bias risks

shoehorning individual s6 experiencings

dsseminate t he findings not as foi

academics, practitioners and survivors to continue the ongoing hermeneutic
interpretive process of understanding. To help this process the findings are
carried forward, in the practice part of the thesis, in a painted format.

Paintings, |l i ke other art for ms, hhave

conceptual knowing and acting.
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10. Research art-iculation to aid multiple practices

The practice part of this thesis consists of an expression of the research
findings in a painted format. This has been called: an art-iculation. In chapter
8 references were made to the paintings when they had brought forward
specific understandings of participant s¢

the wider aims, context and experience of this painting exercise.

It is inherent to a DProf in Health and Social care that the research is
instigated by practices of care and care education and contributes directly to
these practice fields. Contributing to closing the gap between practice and
scholarship from both directions is what | feel passionate about. Artistic
expressions have been described as effective in making life experiences
accessible for scholarship and in making research results accessible outside
academia (Cole and Knowles 2008). In this study creative material was used,
as explained in chapter 7, to aid the process of data generation, but
participants were not invited to craft their expression. It is at the
dissemination stage that this study engages with the domain of arts in

gualitative research.

The answer to the question as to how to take the findings back to practice
emerged as the research work unfolded. The idea of expressing the research
findings in a painted format started as an intuitive thought. This sprung, not in
the least, from knowing an artist-painter whose painting style | perceived as
potentially conducive to what | wanted to express and with whom | believed a
productive cooperation was possible. Yet the resolve to take it forward only

came when | understood that it could serve multiple purposes and practices.

Initially 1 was thinking of using the paintings in my practice of training health
care students and practitioners and in my counselling practice with individuals
or with groups of survivors. Inherent to art is that it enables reaching out to
wider audiences (Leavy 2018). This has now opened up the thought of

dissemination to a wider or more general public.
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| also became aware of how the paintings could benefit the present research
practice itself. In aiming for a holistic understanding and presentation of the

research findings, | was conscious of the difficulty of moving from engaging

wi t h di fferent interpretive 0l ensesbd

vignettes). It became clear to me that the next move towards a more
s eaml(@aiea and Todres 2007, p.37) holistic presentation would be
helped by using a medium that presents parts and wholeness in a more
balanced and non-linear manner and where the focus on one or the other is

handed over to, rather than imposed on, the viewer.

Finally, gaining this first-hand experience strengthens my ability to explore
and encourage arts based research in my role as lecturer and supervisor of

qualitative research in counselling and psychotherapy.

In subsequent sections | present reflections that | deem relevant in preparing
for the use of the art-iculations in practice. In the first section painting is
linked with research as an enactive interpretation. In the second section the
creation of the paintings is explored from a relational perspective. In the third
section | turn to the health care sector and discuss some differences and

similarities between using paintings for educational or therapeutic purposes.

10.1 An ongoing enactive interpretation

As much as the body of literature that explores and explains the
productiveness of the relationship between research and art is growing it is
not unusual to think of research and art as opposites; the former being
factual, the latter fictional. This means that using art in research is only
sensible from a research paradigm that sees this as a false dichotomy. This
is a paradigm that acknowledges and embraces the uncertainty and
interpretive character of research findings and that finds in art a medium that
can engage with that uncertainty (Hearing and Jones 2018).
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Such a paradigm underpins this study. Data generation and inquiry have

been understood as enactive interpretations. The inquiry into participant s 6

metaphorical comprehendings of self vis-a-vis cancer resulted in
distinguishing body schematic structures, narratives of wider self, and
narratives of transactions with consultants.  Although transferring the
research findings into paintings for educational or therapeutic use falls outside
the Oresearch partdé of this thesis,
painting has to be understood according to the epistemological views that
underpin the research. Presented with the research findings the artist-painter
cannot but make interpretations which are informed by an untraceable
background of old and new knowledge and experiencings. All this becomes
part of what Gendlin (2004) would call the implicit. Expressing the implicit
understanding of research data through painting is, then, a process of
searching for a painted image that resonates with the felt sense of the
findings. This interpretation is enactive: it happens in a transaction with the
canvas, the brushes, paint and pastes, etc. Painting, as well as the ending of
the painting, takes place and form in a process of communication and
feedback between the arti st and th
encompasses more than what is in awareness, but in a process like this,

enactive interpretation is also very tangible in a number of ways:

Firstt over time it became clear that

could only be made by the researcher. There was an unmistakable feeling
about a painting capturing the research findings, or not yet. We, i.e. the
researcher and the artist, also discovered that there was not just one way to
reach this sense of accuracy, but the challenge was that it had to be inferred

by the artist from explanations and reflections made by the researcher.

Secondly, decisions about the size and number of canvasses for each of the
metaphors (2 small-sized canvasses of 13x18 cm and 1 medium-sized one of
26x36 cm), about the use of paste in addition to paint, about portrait or
landscape format, were made in an ongoing search for the means that best

oaffordeddé the expression of the re
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Thirdly, the painting process could only happen through co-operation. The
process entails the absolute interdependence between researcher and artist
and may therefore not suit everybody. In the next section | expand on issues

specifically related to relational artistic research interpretation.

10.2 A relational artistic interpretation of research findings

Much of the literature on art based research reflects on practices where the
researcher is also the artist. A relational dimension has the potential to add a
dynamic and richness to the work. However, it also triggers specific ethical
and epistemological concerns. Informed by professional ethical guidelines, |
most of all believe in transparency, in clear communication with all involved
(artist, supervisors), and in making informed decisions. Decisions are never
based on a mathematical weighing up of all the pros and cons. They rest,
ultimately, on the belief that the process between researcher and artist will
produce worthwhile and rigorous work. This raises the question of the
formation of the working relationship, the identity of the artist-painter, and the
experience of co-creating research based paintings. | now turn to these

issues.

A brief infor mal exploration of the artistos
up with a written description (see appx.HO) of the rationale and aims,
anticipated ways of working, potential challenges and the need to agree a
financial arrangement. This document created a focus, a first step in enacting

a process that was yet unknown to both researcher and artist.

We both considered the artistbds personal e X [
ago) as beneficial for the project. Beneficial also were his professional
experience with attending to other Survivor ¢
having worked, with the researcher, previously. Both the artist and the

researcher felt they were ditamiliar with each
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A point of uncertainty and reflective attention was whether other stresses in
our lives would seek an outlet in the painting process and thus interfere with
the research findings. Anticipating that the project would take a year there
was the fear that something might jeopardise completion. The biggest
uncertainty was also the biggest pull, i.e. the commitment to an unknown
process. This uncertainty was exacerbated for the artist by his not knowing
the research data beforehand and for the researcher by her unfamiliarity with

the art, and the craft, of painting.

A specific aspect of the identity of the artist was discussed and explored with

great attention. The painter-artist is also the case study participant whose
metaphors, in the work at hand, have been analysed and discussed in parallel

with those of the research participants. As it was agreed to respect the
anonymity of the case study participant in this thesis, it followed that his name

was not mentioned in relation to the paintings either. The artist was asked to

pai nt research i nterpretations of his
comprehendings. After a trial with a a small number of paintings we were
reassured t hat , probably because t he
experiencings from 10 to 15 years ago, they did not take him back to that

time. They were painted from a stance that was not unlike the one from
which he engaged with other participants

Art that stands on its own will be created according to the aims of the artist.
These may be multiple but it is expected and accepted that the satisfaction of
the artistic drive and craft are paramount. When research uses art, it comes
with an inevitable tension as another goal is not just added but given priority
over the normal artistic goals, even though artistic impact is also expected to
be present (Lapum 2018; Leavy 2018). In hindsight, finding an effective way
to communicate and paint the research findings required us to allow enough
freedom to the artist and to the researc h e r Ato do their t hi
process towards reaching that point evolved around two issues. The first was
about finding out how best to present the research findings to the artist-

painter i n order t o gener at while dalse sear c
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safeguarding the anonymity of the research participants. The latter was
achieved by only sharing anonymised and summarized or interpreted data
rather than the recordings or transcripts. The anonymised summaries are
included in appxs. F. The second was about discovering how to use
structural and textural form to express both the body schematic and the
contextual and emotive findings. Three separate paintings gradually took
shape for each metaphorical comprehending of self. They were created in a

specific order and based on specific information, as follows:

The first painting is on a small canvas and is a textural expression of
participantsd c o mpawise damrcerdThergseancher reae but
the anonymised summary o f t he par t iieade padnthed astist
listened while focusing on mood, process and personality, rather than facts or
specific images. The artist made attempts to integrate the wider sense of the
person in their present stance towards cancer. This painting was strongly led
by the artist but usually created for both the artist and the researcher a sense
of reassurance that the experience could be captured. We learned that it was
not possible to paint a textural impression of the data after attention had been

given to detail and data structure and therefore it had to come first.

The second painting is also small and depicts the kinaesthetic and spatial
structure of t he metaphor s. Whistfigure as
informed by but not identical to the schematic drawing by the researcher (see
7.4). Itis embedded in a context that expresses the overall comprehending of
self in relation to cancer. For this painting researcher and artist jointly read
and discussed, in detail, the summarised data and the interpretations. This
painting was most guided by the researcher in making sure the more exact
research findings were accurately presented. This painting was often finished
with a sense of surprise and relief. The artist worked with a total focus on the
painting at hand without comparison with earlier paintings (i.e. of other
metaphors). For the researcher, keeping an eye on the complete data set

and their body schematic links could not be avoided.
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The third painting is medium-sized and incorporates the stick figure and any
other necessary conceptual messages, but aims to balance this with a
textural expression of the experience. Finishing these paintings mainly
evoked a sense of achievement and beauty. To engage with a felt sense and
a conceptual understanding simultaneously is very challenging. So is painting
from such a dual stance. In that sense the small paintings, which focused on
felt sense and conceptual understanding separately, prepared the way for the

combined, medium-sized painting.

At the end of this chapter (Figure 25) the third paintings are presented in
thumbnail format as a reminder of the full set of paintings which will have
been viewed as part of chapter 8 on the portable data-storage device
attached to the thesis. The colouring that frames the pictures refers to the
colours that were used to differentiate

discussion of the nine enactive clusters.

10.3 Using research based paintings in health care

education and practice

The intention is to use the paintings in educational settings with health care
practitioners and in therapeutic settings with cancer survivors. The
educational work | envisage to happen in groups up to 15 attendees as this
allows for interactive work. The therapeutic work could be individual or in
groups. In this final section | briefly outline some aspects of the approach |
believe the paintings o6afford©o.

Paintings invite, in the first place, visual engagement. Yet, in this case, the
paint has deliberately been mixed with paste to also invite tactile exploration.
This is also enabled by the small size of the canvasses. One could take this
kinaesthetic engagement further by inviting people to mirror the positions of
the stick figures and to experiment with the movements depicted in the

paintings.
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Lakoff and Johnson (1999) pointed out the shared character of human body
schemas as a basis for empathy. Motor simulation theories do so by referring
to mirror neurons (Gallese 2001; Gibbs Jr 2006). Others such as Gallagher
et al. (2002) caution not to reduce inter-subjectivity to motor simulation or

shared body schemas. By introducing health care practitioners and students

t o survivor so compr ehendi ngnd kinadsthetee | f

impressions, but to the underlying metaphors and narratives as well, | hope to

be able to open up a space where the full evocative potential of the paintings

t hr ou

can flow, and trigger what Galvin and Todres (2007, p.37) c a | | ifempathic

i maginationo, i.e. a real i nitasgexpeciedtg
also awaken their pre-understanding of cancer survivorship. This is an
important factor in causing the implications of new insights to be understood
and instigating improved practices (Schmitt 2005, p.375) . This inter-
subjectivity entails a demand on p dvarpMaaed 2007 €odrasg
2008) and enables not just rational but also actionable knowledge (Galvin and
Todres 2011).

In a therapeutic role the focus is on enabling cancer survivors to better
connect with feelings and thoughts that are not fully conceptualised or
verbalised, and about bringing those into consciousness. Philosophies of
movement which consider movement as the basis of thinking (Sheets-
Johnstone 2009) would suggest and underpin the practice of inviting cancer
survivors to engage in a multi-sensory way with the paintings and the
embedded movements depicted in them. Certainly in experiential
psychotherapy the integration of body work in talking therapy has been

acknowledged for its deepening and expanding effects (Leijssen 2006).

My own research-based understanding of the paintings and their sequence |

imagine to remain in the background. However, they will inform my

of

t he

responses to practitionersdé and clientsd as

6enacté their own understandings.
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For the purpose of this thesis the paintings have been included in the form of
a power point presentation. The suggestion has been made to present them
in a video format, in order to reach a wider audience beyond the world of
health care services and practices. This is not unimportant in an age when
ever more people survive cancer but come across a lot of misunderstanding
in their communities and in wider society. Power point presentations and
videos are useful tools for teaching purposes as well, although it should
perhaps be repeated that it is the actual paintings themselves that are
expected to trigger Oempathic understan
the paintings in therapeutic settings, it might be beneficial to also present
them in a small evocative booklet for further contemplation as people live

through this ongoing process, called survivorship.
The paintings are finished but as carriers of understandings of cancer

survivorship they are just paused and are now awaiting further interpretation

through a variety of professional, academic and personal lenses.
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Figure 25: Research-based paintings of comprehendings of self and cancer
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11. Thinking self during and after research

At the beginning of this thesis | recalled the time when my thinking of cancer
survivorship was like looking through unfocused binoculars (1.1.2). It was not

the first time | was confronted with an unfamiliar process in my counselling

practice; however, this particular gap in my understanding was different as it

sparked an invigorating interest in researching the topic. In hindsight | realise

that, although | did not share their experience of cancer, listening to cancer

survivors pointed to the heart of living: how to fulfil our being in the awareness

of death? In other words, sub-consciously, at heart this research has been an
exploration of the existential l i mi nal it
0The Fl ame of a Candledé all ows me to con
of my enquiry. The flickering of a flame is not unlike the way | then felt
energized; Intensely orientated to what was unknown, i.e. the space evoked

beyond the flame.

AWhat delicacy of | ife in the fIl ame
the values of | i f e (Badhelardd988 p40s ar e un|

The on-the-job case study, | felt, had given me a head start. The related
inquiry into conceptual metaphor theory and the emerging insights from its
application, at least initially, functioned as an anchor. In spite of this
anchoring, the complexity of my research unfolded, not in the least by the
gentle though incisive questioning by my supervisors. Instead of looking
through my binoculars, the task at hand became to understand which model
they (i.e. the binoculars) were, and to decide, eventually, that | needed a
more sophisticated model if | wanted to explore survivorship from the holistic
perspective | value. 1 also needed to find out who else was looking into the
issue of cancer survivorship, and who was doing so from my angle? This
changed the resear c h experience from o6l ookingé
reminded me of tipping out a big box of Lego bricks as a child and feeling
overwhelmed as the sight of it almost wiped out my resolve and aspirations.
Never did, and do | understand the emotional basis of reason better than in

the struggle to get a grip, initially always precariously, on a big, unfamiliar and
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unknown experience. Despite there being no real comparison, this early

research  experience intensified my compassion and empathic

comprehendingof t he research participantsd stories
of diagnosis and during early survivorship.

| became bodily aware of this process of immersion as the research

interviews progressed. As described in the main text, the data generation

pocess started as an experience that | i ken
but then it evolved into an experience of 0]
brought to my attention how relational comprehending and embodied

comprehending are mutually reinforced. This ultimately rippled into an
understanding of the data inquiry process as
would depict the researcher with ever strengthening and open wings that

absorb and colour the data, and fuel an ongoing process of interpretation.

Yet, as | am writing up this personal narrative, the end date for this thesis

appears on the horizon. Initially | felt at a loss as how to live and
conceptualise this <closure. But now, i magi
resting and folding like a cloako seems t o resonat e i nt

emotionally. This image expresses the sense that both the gathered
understandings of cancer survivorship and the awareness of their indefinite
character now form a cloak around me. This metaphorical cloak holds two

notions: closeness, but with a tiny gap between me and the cloak.

The notion of closeness is important. It suggests a sense of owning the
explored comprehendings of survivorship and the interpretations that
emerged from my theoretical perspective. This intimate knowing conjures up
an experience of being O6hands freed and abl e
with health care practitioners and survivors, as has been described in the
practice part of this thesis. The notion of the gap is equally important. First,
it is an acknowledgment that parts of partic
the reach of research or have been sidelined by the specific focus and
limitation of the interpretive framework of this study. Second, it is a

conceptualisation that conveys how |, as the researcher, experience this
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moment of bringing closure to seven years of research. It is to this

experience that | wish to dedicate the last paragraph of this thesis.

Life has been good to me during my research time. No major problems
occurred. Nevertheless, the length of time which comes with doing a part-
time DProf creates a feeling of travelling through a tunnel under a river. |
anticipate finding myself on the other bank, and acutely aware of being at a
different stage of life from when | started. In the introduction | described how
writing a thesis felt like a way of closing many years of professional
counselling practice. Yet the research experience brims with theoretical ideas
of continuity, as well as professional expectations about taking the findings
further, academically, but also into practice. For months | wondered how to
capture this energy whilst also admitting that at 57 years of age | might seek
to leave the treadmill and strive for a more equitable work-life balance. | do
not wish to be blind to the fact that life is finite; a lesson | was reminded of
when some potential participants withdrew as they unexpectedly faced
recurrence or terminal illness (appx.H1). But then | received a present. It
came with a nebulous, sub-conscious sense of significance; a type of feeling
which Robert Romanyshyn (2010) encourages researchers not to dismiss.
The present, which was a real gift, came in the shape of a bowl made of clay
with earthy natural materials baked into it. This material now symbolises my
research findings. | have filled the bowl with water and intend to put it down,
thereby enacting a tiny gap between me and the research. Yet close enough
to invite other people to look into the bowl with me, that is, to look at the
research results embedded in the clay, in the knowledge that they are alive,
and that what we see is a reflection mixed with our own reflections as we look

into the water.
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APPENDICES A

APPENDIX AO: Case study

Introduction case study participant

In September 2004, at the age of 58, Edward was diagnosed with bowel
cancer. When later on liver metastases were also discovered he was given a
prognosis of about a year. In October surgery was performed and a
permanent ileostomy bag was fitted, followed by chemotherapy. The
chemotherapy was stopped short of the last session in March 2005. Edward
discussed the option of counselling with his Macmillan nurse and attended a

first session with myself at the hospice in February 2005.

The idea of conducting a case study

In June 2006, while for Edward the experience of cancer survivorship
continued, the need for counseling camet o an end. Re
assimilation model about the process of change in counselling, he had
reached the stage where he showed a level of insight that enabled him to see
new experiences as intriguing rather than a cause of emotional distress
(McLeod 2010). For both of us it was obvious that his experience of
survivorship would further unfold and that it would be beneficial for him as a
survivor and for me as a practitioner to continue our explorative
conversations. We set out to bring previous and new experiences together as
an on-the-job case study with the intention to write a joint article and make
our understandings available to other practitioners and survivors (Etherington
2001). In other words an action agenda was added to our interest in cancer
survivorship (Creswell 2007). Our focus was on contributing to a better

understanding of the experience of cancer survivors post-treatment.
Ethical approval
The transition from a counselling to a peer-collegial and co-authoring

relationship and any professional ethical issues related to such a situation
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were thoroughly discussed between the two of us and between me and my

Counselling Supervisor.

Theoretical framework

By the end of 2006 Edward and | had explored a range of angles to explicate
the experience of cancer survivorship and we began to notice how often we
turned to metaphorical language to express new and uncertain feelings and

thoughts. An article by Tompkins et al. (2005) introduced me to Lakoff and

Johnsonds Conceptual Met aphor Theory

meaning and philosophy (Lakoff and Johnson 1980; Johnson 1987; Lakoff
and Johnson 1999). Looking at metaphors as an act of thinking rather than
as a linguistic description of an already formed thought resonated with that
sense of doing, searching, and trying to understand, which | noticed in
Edward and other clients as well, as they were trying to deal with their
changing relationship with cancer through finding the right words and

metaphorical imagery.

Case study: underlying principles

Based on my professional experience with cancer survivors, and my
introduction to Lakoff and Johlmsstoubté
conduct an on-the-job case study from the following preconceptions:

1/ Cancer survivorship is an ongoing process that straddles both vulnerability
and strength;

2/Cancer survivors are the experts on the cancer survivorship process in all
its individual and contextual diversity;

3/ Metaphorical and non-conscious expressions are valuable keys to
understand the way cancer survivors experience and think about cancer,

clinicians and their self.
Case study: aim

In this case study | set out to explore and better understand the psychological

experience of self and cancer after finishing treatment.
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Data generation

Case study data was collected over a period of almost five years and consists

of 8 met aphori cal expressions at di fferent
experience of living after a bowel cancer diagnosis and treatment.

The metaphors were not collected at pre-organised research meetings but

emerged in meetings that focused on recently lived cancer related

experiences. The first 2 metaphors were collected during our client-counsellor

contact. Some time after finishing counselling, we decided to continue the

exploration of Edwarddbs conti nuing <cancer survivorship
attend more closely to the conceptualisation of new challenging cancer

related experiences. It was during this professional co-research work that,

subsequently, 6 more metaphors emerged. The way the metaphors were

initially recorded varied according to the

C

and o6terroristé (dplaguddelalnidng phnatyexx2)d (dire

Edward)T 6adoptamnwvwet é&wand, Ohorror movi ed, Obir
by Edward after expressing them verbally to me). The methodology |
employed emerged spontaneously from my practice. It is in hindsight that |
understand that | employed a broad phenomenological approach and an
exploration style which was specifically geared towards enabling expression

of that which is difficult to speak.

Case study: method of analysis

The method of anal ysis was informed by Lako
Metaphor Theory. It consisted of highlighting the physical and spatial

movements and sensory experiences of the subjects conjured up in the

metaphors. Secondly | referred to the subjective meanings that Lakoff and

Johnson have found to be captured by these sensori-motor and spatial

experiences.

Case study: discontinued and preliminary findings

t

f

Il n 2009 it became <cl|l ear t hat Edwardodés case s

within the context and time we had available and the work was put on hold.

This meant that the exploration and interpretation of the data was incomplete:
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1. Only five of the eight metaphors were then (i.e. between 2005 and
2009) explored in terms of their body schematic structure. From these
findings emerged the view that the metaphors emerged with increasing
body schematic complexity. This led to the idea that it might be useful
to deliberately look at experiences of self during survivorship from a
cognitive developmental perspective. The terms that were used to
capture the structure of the first five metaphors were: Presenting,
Sizing and Positioning, Movement, Action and Directing. An attempt
was made to capture the implied sensory differences between the
metaphors but this seemed less useful for distinguishing the
experiences. These results (i.e. for those 5 metaphors) are presented
in Table 11 below.

2. My understanding of the totality of the process up to five years into
survivorship | captured with the following metaphor:

Surviving cancer is like long-distance running. Runners first take their

position in the starting block (E positioned body-self in relation to

cancer and clinicians in Fog and Terrorist metaphor), run blindly within

their | ane (E moves guiirdRaglmetaphorih e c |l i
then assess their own andteidldndtrys 6 p e |
to take first position (E acts away from script in Play 2 metaphor) and

then acknowledge that they need to take control over this vivid, small

runner who seems to stay in their trail (E accepts that cancer is staying

and is better owned and directed in Adopted metaphor).

3. The body schemas that structured the experience of self, were also
analysed for how they structured the experience of understanding,
engagement and time. These interpretations (again only for the 5
metaphors that were analysed between 2005 and 2009) are presented
in Table 12 below.

4. A discussion of the findings was started with reference to a number of
philosophical and psychological concepts. As this work was at an
early stage, these interpretations have not been included in this thesis.

In addition to the practical impediments in 2009, it also became clear that:
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1. The conceptualisation of self and cancer would further develop and
lead to new metaphorical expressions;

2. As a practitioner | had drifted into a piece of research, driven by an
interest in the experience of clients, and drawing on previous research
training and parallel principles of inquiry in counselling. Yet
increasingly | felt a need for a more in depth consideration of

methodology.

During the analysis | realised though that metaphorical data analysed from a
perspective of embodied thinking and Conceptual Metaphor invited specific
modes of understanding that are very apt for health care practice.  With
reference to the literature consulted during my DProf research, | would

summarise those as:

- Detailed, conducive to person-centred care;

- co-considering wvulnerability and agency, conducive to realistic
humanising care (Todres et al. 2009);

- Existential, conducive to holistic care;

- Patterns and structuring processes, conducive to dynamic thinking;

- Empathic, conducive to actionable education (Galvin and Todres 2011).

Dissemination of preliminary case study results

At a health care conference in 2007, Edward and | presented some of the
case study metaphors as a string
feedback indeed reflected how this enabled them to engage with the material

beyond their preconceptions.

From case study to research

When in 2013 the opportunity arrived to further study the psychological
experience of cancer survivorship at doctorate level, | thought it was
worthwhile to take forward and refine the theoretical framework and
methodology of my case study and to let my research theme, topic and

objectives emerge from my case study experience:
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- For the case study | gathered data up to five years post-treatment but as
| felt that the experience would further unfold and change in subsequent
years, at the inception of the research project | planned to explore the
experience of survivors who were up to 15 years post-treatment.

- What I noticed i n Edwa rtrdabnent preacéss @ ct i on
experiencing and conceptualising of self in interrelation with cancer and
cancer clinicians. By interrelation | mean that at times it seemed that his
view on cancer or cancer clinicians shaped his view of self, while at
other times his view of self seemed to shape his view of cancer and
clinicians. It seemed logical to put the self during survivorship at the
heart of my research topic.

- During the exploration of the case study | acquired a number of
impressions about the depth or nature of the differences between the
experiences of self over time, about a possible direction of the
experiences and about the nature of a possible end result. Those
impressions motivated my research but | decided not to use them as a
Ohypot hes i so@arry out ekplorativeorssearch, rather than test
any case study based hypothesis in relation to the nature of the process
of experiencing and conceptualising of self post-treatment.

Edward full-heartedly stepped back from our original plans for a co-authored
article and generously gave me permission to integrate in whatever way
appropriate the material and reflections gathered at the time. | wrote up a
Participant Information sheet and Consent form that explicated the situation

(appx.Al). The consent form was signed September 2013.

During the original case study the following shortcuts were used to refer to the

five metaphors: Fog, Terrorist, Play 1, Play 2 and Adoption. When these will

be discussed together with the metaphors of the 12 other research
participants, | will st i | | use the shortcuts O0Fogb6
referred to a s 0OTheatre pl ay?o, Pl ay 2 as oUn
OAdoptingbo6.
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Table 11: Case study findings - part 1
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Table 12: Case study findings - part 2
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APPENDIX Al: Case study Participant Information Sheet +

Consent form

Participant information sheet

Understanding the psychological process of Cancer Survivorship

A number of years ago we jointly set out to explore and write about the above

topic. The material we collected over a period of almost five years consisted

of 8 metaphorical expressions at different points in time of your experience of

living after a cancer diagnosis and treatment.

The first 2 metaphors were collected during our client-counsellor contact. The

other 6 were recorded during our professional co-research work.

The way the metaphors were initially recorded varied according to the

circumstances of occurrence: Ofod@dplaryd ot errc
16 and o6play 26 (slf)iéadd pyt iwatiértaehddryd werurror
movieb, O&ébirth sculgelattar exgresging thenmtverealy up by your
to me). We jointly facilitated a conference workshop in which you presented

the first 5 metaphors in your own name. We took some notes of the

responses of the conference participants.

As you are aware | have analysed the metaphor
Conceptual Metaphor Theory. This revealed the changes in your perception

of cancer, consultants, self and the relationships between these factors.

At some point it became clear that our research evolved from a professional
to an academic piece of work and could not be accomplished within the

context and time we had available. The work was put on hold.

As part of my employment Hospice X asked me end of 2012 to complete this
study. In order to do so | am searching for an arrangement with a University
to pursue this as a Doctoral project.

| would like to include the metaphors you have provided and any reflections

and insights gathered at that time. We discussed this end of 2012 and you
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gave me verbal permission to use any of this material as | saw fit.
Nevertheless at this point in time | want to ask you formally your permission to
use this material anonymously as part of my research. Before you decide,
take time to read the following information carefully, discuss it with others if

you wish or ask me for more information if anything is not clear.

What is the purpose of the study?

Cancer survivorship has been researched by a myriad of professional
disciplines. With my thesis, | aim to contribute to the understanding of how
cancer survivors conceptualise their self in relation to their conceptualisations
of Cancer and their medical consultants over a period of 10 years. First, | aim
to contribute to an understanding of their experience at different points in
time. Secondly, | hope to build an understanding of the changes of the
experience over time and last but not least | want to explore whether there is

a pattern to these changes.

Insights coming from this study | believe will be relevant to both patients and

their professional support workers. First, understanding an experience

contributes in itself to better coping. Secondly, a more detailed differentiation

of the overall cancer survivorship experience should enable a better
assessment of a patientodés psychol ogical

time and a more purposeful and informed professional response to it.

Why have | been asked to participate to this study?

Including your metaphorical expressions | consider relevant and valuable for
2 reasons:

1/ This wider piece of research has been prompted by some tentative findings
following the analysis of the metaphors you provided:

1.1. The cancer experience changes in ways that are psychological, spiritually
and socially meaningful. | believe this needs to be understood better.

1.2. The analysis revealed parallel cognitive changes that suggest a logic akin
to early developmental processes. |If this is a general pattern then it might

provide useful clues for assessment of need and provision of support.
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Therefore | consider thispre-e x i st i ng mat er i al stadybéfot he O6f oundi

further rigorous academic research of the topic.

2/ Having an insights in the cancer experience of one patient at 8 different
points in time over almost five years is unique. | will not be able to repeat this

with other participants.

Do | have to take part?

It is up to you to decide whether or not to take part. If you decide to take part
you will be given this information sheet to keep and be asked to sign a
consent form. If you decide to take part you are still free to withdraw up till
the 15t of November 2013 and without giving a reason. Withdrawing can be
done be leaving a written note to the researcher by email or post. A decision

to withdraw or a decision not to take part, will not affect you in any way.

What are the possible disadvantages and risks of taking part?
There are no disadvantages or risks foreseen in taking part in the study.

What are the possible benefits of taking part?

By taking part, you will be contributing to the development of a better

understanding of the experience of cancer survivorship which | aim to

disseminate in 2 ways:

1. academically through conferences and journal articles

2. professionally through my employment at St
sessions for nurses and other cancer support professionals at Cheshire

Hospice Education.

What if something goes wrong?

If you wish to complain or have any concerns about any aspect of the way
you have been approached or treated during the course of this study, please
contact my employer (Siobhan Horton, Director of Clinical services at St.

Lukebs Cheshire Hospice) or my professional ¢
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Will my taking part in the study be kept confidential?

If the metaphors become part of the research material of this Doctoral project
and of any subsequent dissemination via conferences, journal articles or
educational activities, no identifiable information will be included. The
original identifiable written transcripts will only be accessible and stored by

the researcher.

We need to keep in mind though that through our joint facilitation of the
conference workshop the metaphors could always be traced to be yours.
Therefore it is important that you only give consent if you are fine with the fact

that | cannot guarantee absolute confidentiality.

What will happen to the results of the research study?
The results will be written up into a dissertation and will be disseminated as

described above.

Who is organising the research?

At this point in time the research is conducted as part of my contract with
Cheshire Hospice Education. Sally Jeynes and Siobhan Horton are my
managerial supervisors. In the coming months | hope to arrange academic

supervision as well.

Who may | contact for further information?
If you would like more information about the research before you decide
whether or not you would be willing to take part, you can contact me as

follows:

Kathleen Vandenberghe - k.vandenbergh@chester.ac.uk

Tel. 01606 555 694

St. Lukebds ( ChQueehsiay&/)nsfortlcC8Vp 1B&l e
Thank you.

Kathleen Vandenberghe, 15" of August 2013

351


mailto:k.vandenbergh@chester.ac.uk

Consent Form

Title of Project: Understanding the psychological process of Cancer

Survivorship

Name of Researcher: Kathleen Vandenberghe

Please initial box

1. | confirm that | have read and understood the
participant information sheet, dated 15.08.13,

for the above study and have had the opportunity
to ask questions.

2. | understand that my participation is voluntary
and that | am free to withdraw up till 1/11/13, without

giving any reason and without my care or legal rights
being affected.

3. | agree for the 8 metaphors | provided and any related

discussion notes to be used as part of this doctoral project.

4, | agree for the material | provide to be referred to
in a non-identifiable way during conference

presentations, journal articles, educational or
professional activities.

Name of Participant Date Signature

Researcher Date Signature
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APPENDIX A2: Ethical approval from BU to use case study

material

RE: Query re approval case study ethics

Research Ethics

Wed 11/05/2016 08:31'Kathleen Vandenberghe' (kathleen
vandenberghe@hotmail.co.uk)

Hi Kathleen

Thanks for your email.

Sorry for the ambiguity and for not confir mi
go ahead to use this data and refer to it in your current study. This was confirmed in
consultation with the SSH REP Chair.

Kind regards

Sarah

Sarah Bell
Research Governance Adviser

Research, Knowledge Exchange Office
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APPENDICES B

APPENDIX BO: Primary Metaphors examples

From: Lakoff, G. and Johnson, M., 1999. Philosophy in the Flesh. The
Embodied Mind and Its Challenges to Western Thought. New York: Basic

Books, p.50 71 p.54.

In addition to the examples included in the main text:

Knowing is Seeing

Actions are Self-Propelled Motions

Time is Motion

Relationships are Enclosures

Importance is Size
or Important is Big

Difficulties are
Burdens

States are
Locations

Understanding is
Grasping

354

Subjective Judgment: Importance
Sensori-motor Domain: Size

Example: Tomorrow is a big day

Primary Experience: As a child, finding that big
things, e.g. parents, are important and can exert
major forces on you and dominate your visual
experience.

Subjective Judgment: Difficulty

Sensori-motor Domain: Muscular exertion
Example: Sheds weighed
responsibilities

Primary Experience: The discomfort or disabling
effect of lifting or carrying heavy objects

Subjective Judgment: A subjective state
Sensori-motor Experience: Being in a bounded
region of space

Exampl e: |l 6m cl ose to |
the next thing that goes wrong will send me over
the edge

Primary Experience: Experiencing a certain

stage as correlated with a certain location (e.g.
being cool under a tree, feeling secure in bed)

Subjective Judgment: Comprehension
Sensori-motor Domain: Object manipulation
Exampl e: | 6ve never be:i
transfinite numbers

Primary Experience: Getting information about

an object by grasping and manipulating it



APPENDIX B1: Primary metaphor resource document (extract)

(total number of entries: 332)

Table 13: Primary metaphor resource document (extract)

Physical Examples Physical Primary Complex
domain Experience | Metaphor that | metaphor to
maps physical | which the
and subjective | primary
experience metaphor
belongs
Eating Swallowing | Acquiensing is Evaluation /
swallowing Social
Relation
Eating Digesting Fully Mind
Comprehending | structure
Is Digesting metaphor
Seeing It has Being visible | Existence Is
vanished Visibility
body motor Having a Condition of an
shape entity is its
shape
object He lost Object Self-control is Subject-Self
manipulation | himself in possession | Object Structure
reading Possession Metaphor
Sleeping My computer | Being Activity is Action
is asleep - awake Wakefulness
What a
sleepy town
being alive The phone Being alive | Activity is Life Action
line is dead -
The town
comes to life
at night
machine like | | had a working a Normal thought
functioning mental machine is the Normal
breakdown operation of the
machine
Reasoning Give me an Accounting | An Explanation | Mind
account of is An structure
why that Accounting metaphor
happened
Arriving Reaching the | Reaching Achieving as Local Events
end, seeing destination purpose is Structure
the light at Reaching a metaphor
the end of destination
the tunnel,
only as short
way to go
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APPENDIX B2: Research literature search criteria

In this study the cancer survivorship research literature has been searched by

using search engines (BUmySearch, google scholar), databases (Psychinfo,

Scopus, Web of Science, PubMed) and academic networking sites

(ResearchGate, Academia edu). In addition | used what Bates (1989) has

called a Oberrypickingdéd strategy by includin
the field via the internet and by searching the references list of articles and

books.

I have used O6cancer surv*d and o6cancer 6 as fi
survivorship is a times considered to refer to living with cancer from diagnosis
onwards. | have used Boolean operators to link these first key words with the

key words presented in Table 14.

Table 14: Research literature search criteria

To be directed to: Key words

overview articles Review, Meta-analysis, Directions,

Systematic, Discussion

studies of colorectal cancer | Colorectal, Bowel

survivorship

studies of cancer post- Post-treatment, No active disease
treatment Inactive

studies of self Self, Identity, self concept

studies of process Process, Long-term, Life-long,

Chronic, Growth, Biographical,
Recovery, Transformation, Trajectory

Developmental

studies of embodied Embodied cognition, Metaphor
cognition Conceptual metaphor
studies of psychological Psychological, Fear, Uncertainty

experiences
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Research literature that focused on the following topics has been excluded:

- medical aspects (keywords: genetic, screening, surveillance, tumor,
chemotherapy, hormone, *medication*, inflammation, immune*,
advanced, surgery, prevention, sexual*, cell*, stage, metastatic,
medical, particles, biomarker, radiotherapy, fertility)

- interventions (keywords: intervention, care plans, needs, service,
programme)

- specific determinants (keywords: *economic)

- communication and coping (keywords: communication, *report*,
*management*, *information, self-care, exercise)

- cancer in young people (keywords: *child*, pediatr*, adolescent)

- research tools (keywords: online, web*, scale, inventory,
psychometric).

- depending on the inclusion topic, certain tumour groups were excluded

from title searches (e.g. breast cancer)
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APPENDICES C

APPENDIX CO: Body schematic structure of phenomenological

6openness?®b

ABracketingbo

I n Husserl 6s philosophy it was considered poc
oneds own subjectivity and see the world as
But as descriptive phenomenological researchers engage with the lived

experiences of participants it was acknowledged that during research it is not

their subjectivity that researchers O6bracket
the assumption that the phenomenon really exists (Finlay, 2011, p.75). By

repeatedly setting aside spontaneous ways of seeing the raw, individuated,

concrete experiences, and by instead detecting and drawing out the

psychological dimension of the life-world the ghenomenondis assumed to

come into the open (Giorgi, 2009, p.131). In the Oxford English Dictionary

(201996 bracketingd is defined as fienclose0o and
this act is metaphorically conceptualised by drawing mainly on a specific form

of spatial experiencing which | want to present as follows:

2 | ’

Bridling

Other researchers, although inspired by descriptive phenomenology, do not

al ways attune to the conc ép06) fooéxamplbr acket i ngot
prefers the tHrstitms térim covedslthe mgading of bracketing

but in a more nuanced way; It i's understood
t han Oputting a Pahtbhergd argues tBa¢ d¢sonotdjusy pre-
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understandings but understanding as a whole that needs to be reined in
(Dahlberg 2006, p. 16). Abridei s used fAto control the a
s 0 me t HOxford Bnglish Dictionary 2019), in this case: oneself. It draws in
the first place on a kinaesthetic body schema. The spatial consequence of
this motor act i s 0Kkeepingnng separaleisgatesass c e 6 r

is conjured up by the term 6bracketingé6.

Reflexivity

The possibility or even desirability 0
guestionable if findings are not considered as emerging solely from the
participants but from the inter-r el ati on or mor e -lmeicrug @&,t ed f
the research participants and the researcher (Finlay 2011, p.80). This circular
and mutually influencing research relationship is captured by the term

6reflexivityo.

Definitions edfl ex(iDdordtEngistd Dictionary 2019) centre

around an exploration of t he Aef fecto
somebody. Reflexivity explores how one
one can create a Oseparati ooptderwomrdstiedi st a
act that i's conceptualised bsensonhbedyt er m

schema.
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Empathy and embodied reflexivity

Many interpretive phenomenological researchers go beyond the concept of
Obracketingd and esepeardpen rpeamng stbo exfperi enci ng
from embracing an open empathic stance (Finlay, 2011, p.77). This implies

t hat i nstead of focusi ng oundersténdirigs,there does wi
focus Iis on what one does witlyispgedined i ci pant so
as the fdability to wunderstand (@xod share t he
English Dictionary 2019). Variants on O0sharing the feeli
by expressions such as o6tuning inb6, 6feelin
Based on my experience with taking such a stance in my professional

practice as counsellor | believe it is important to acknowledge that, as the

word suggests, empathy is in the first place an awareness of a sense, an

embodied experience, rather than a reflection. In an empathic mode all that |

am and think seems to be present and vibrating in the listening, talking,

guestioning, nodding and leaning forward and sitting back.  Without the

engagement of my total being | feel | would absorb less of what the other

says.

The concept of empathy draws on a bodily exp

toget her 6 i n ,whickel reprasent as folpasc e

- R&P
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Alternating empathy and reflexivity with bracketing

Finlay combines empathic openness, reflexivity and bracketing. The tension
bet ween openness/reflexivity anddangehr ac Kk e
more specifically a tango:

n. .. a tango in which the researcher
of improvised steps. In a context of tension and contradictory
motions, the researcher slides between striving for reductive focus
and reflexive self-awareness; between bracketing pre-understandings
and exploiting them(Fmlay2@ll,9.64ur ce of i |

Finlaydéds 6tango metaphord captures the e
specifically a tense and responsive moving forward and backwards. As itis a
dance the researcher does not really leave the space of the participant and

this suggests that Finlay understands bracketing more as a bridling.

A reflexive exploration of the relationship between bracketing, empathy

and reflexivity during my research

After about three research sessions | started to wonder how | conceptualised
my own approach in these explorative sessions. | had a sense that my
approach was subtly changing as | became more familiar with the task. | did
not understand how it changed though. | wanted to make sense of what | felt
not in the least because | wanted to assess whether the change was

congruent with my methodology.

A first reflection brought to my awareness that | experienced the interviews as
a process of taking down music notes on a music sheet, with the notes
symbolisi n g participantsé met aphors. Yet ,

unsatisfactory and from there developed a sense that | was much more hands
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on and | likened my subsequent research experiences to a gardening
experience. | likened the generated data to flowers on a plant and the
communication with the participants as #Adhand

from where the flowers on their plant appear e

The first metaphor did not express an awareness of a reflexive involvement in

the data generation while the second metaphor did. In the second metaphor

my hands are continuously there and they are not still; they need to move

together with the participantsé hands as it i
the data. This suggests that | am not concerned with actively putting any pre-

understandings aside, but they potentially come into awareness in response

to the working of the hands of the participants and may be used in a way that

is conducive to the emerging of the partici
reflection | am inclined to argue that it has been part of my approach not to

bracket my pre-understandings but to have them there in the working

relationship in order to have them impacted on and changed by the
participantsd appr ohangehpre-undérstandwgslisiparmof ness t o
the test of reall openness to participants©o
bridling, bracketing is difficult to rhyme with this, at least not in the moment.

Where Finlay describes a tango-like relationship between bracketing and
reflexivity/openness, the kinaesthetic experience that underpins my gardening
metaphor draws more on fine motor skills and is not so much an experience
of moving forwards and backwards but an experience of understanding that
metaphoricallycouldbe expressed as O6graspingo. |l wond

has been influenced by conducting research that involves the use of material,
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like paper, shells or stones, and by experiencing empathy with participants
manipulating these objects. With this in mind | believe this section gives a

partial expression of the way | have 061

The question | am pondering at the moment is whether there is an experience
of Obracket i nwthin aa entpathiclemcoudtér.i agnéeptualising
this first of all implies looking into the meaning of the moving hands. My
sense of the above metaphor is that the hands are moving but not in a
controlling or manipulative way but rather in a way that tunes in with the
movements of the participant. This is a responsiveness that goes with and
supports the participantsoé fl ow. Wi t hi
empathic o6bridlingdé if it is conceptual:i
notal oud s p e awhenritds,coneeptuhlised with reference to sensory
rather than spatial kinaesthetic bodi | y exper i enc evathinan 6 Br ac
empathic relating, | feel, conj ur es up a st aand eould f 60

therefore be understood by drawing on visual rather than spatial experiences.
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APPENDIX C1: Reflexivity

Reflexivity as a research method

ARappreciates that the researcher acti vel
selection and interpretation of data and that any results are co-

constituted T a joint product of the participants, research and the

social context o (Finlay, 2011, p.80).

Figure 26 captures this process well.

The painter in the picture could illustrate
the situation of participants during the
research session. They enact (partially
in relation to me, who is not visible in
this picture) how i
enact their self in situations where

cancer and clinicians figure. 1 look at

them enacting their remembered self-

Figure 26: Virginia Parker,
Triple self portrait

enaction but part of what they enact is

influenced by our interacting.

From this perspective rather than wondering how researchers can take their
input out of the equation, the attention is more on how researchers can raise
their awareness of how their pre-understandings, acts of understanding and
subjectivity impact on their evolving understandings. By being transparent
about oneself and by reflecting on the impact of this on the research process
and findings, the findings can be understood in context and the reader is
encouraged to further reflect on what might have gone unnoticed, or
appreciate what surfaced because of this specific researcher-participant
connection. I n other words o6éreflexivity6é ad
(Etherington, 2006, p.37). Reflexivity does not stop at being self-aware
though. Once aware one may try to control the impact but it may also be
embraced as a |l ens through which one under st
(Finlay 2011, Ehterington 2006, Willig, 2001
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considered as welcome challenges and instigators of change of pre-

underst andings (Willig 2001, p.10) . I n th
understanding of O0selfd as constantly c
there to be discovered (Etherington 2006, p.30). For practitioners like me

who engage in research, thinking about the impact of practice understandings

means that reflexivity also functions as a bridge between research and
practice (Etherington, 2006, p.31). L ac
understood as a hermeneutic continuous process employed at every stage of

the research (Finlay, 2011, p.79).

Il n o6reflexivityd |iterature more éeetaile
to raise their awareness of the myriad of ways in which they impact on their

research. One way is of course through the research question, the data
generation and analysis methods and the ontological and epistemological

beliefs that underpin the study. Although the research approach is intended,

Aepi stemol ogical o (Willig, 2001, 4p. 10)
reflexivity aims to make clear that the findings are not only enabled but also

limited by these choices. Reflexivity also entails an awareness of pre-
understandings about the topic of investigation. For example the sampling

and recruitment strategy of this study focused on recruiting participants who

could challenge my pre-understandings based on the case-study and
professional practice (see Chapt er 7). APer sonal re
refl ection on towevalues)peiefst experiencesnaadisecial-
political-cultural contexts (Willig 2001, p.10). | would like to specify here that

this also incorporates more visible aspects such as age, gender, language

and the mannerisms that come with professional roles. Finlay, who
categorises reflexivity in terms of the level on which it is experienced,
captures these factors under fArelational
The | atter also draws attention to the i
bodily gestures (Finlay, 2011, p.84). Reflexivity also addresses the ethical

issues and power relations between researcher and researched (Etherington,

2006, p. 37, Finl ay, 2011, p. 84) . nEt

incorporated in the way research is organised and conducted. For example
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counteracting or carefully attending to vulnerability in participants potentially
caused by the research topic, method and venue, is usually (and also in this
study) the first methodological task during the data generation process (see
Chapter 7). Counteracting may consist of protective actions (e.qg.
confidentiality, anonymity), support (e.g. in distress), empowering actions
(e.g. informed consent, information letter for GP, right to withdraw) and basic
respect for humanity (e.g. prioritise attending to need over following planned
research schedule and methods). As it was my aim to take a consistent
reflexive stance, during the sessions as well as afterwards, | looked out for
unintended relational dynamics and how they might impact on the results (see
Chapter 7).

According to Van Manen (1997) the process of writing focuses an individual
into a reflexive attitude. Based on the personal reflection below | wish to
suggest that the experience of the boundaries of our empathy may also

contribute to reflexive self-awareness.

In my counselling practice | experience how my empathic stance triggers a

range of feelings on a continuum of comfort to discomfort. Accordingly these

feelings translate in actions and words of encouragement, disconnection or

perhaps even rejection. In counselling as well as in research they indicate

how the participantsod6 expr esrderstsandsngsbounce of f
The uncomfortable feelings in particular 1 us e as a 6dowsing rod?o
challenges to my pre-understandings. In other words a conscious use of

empathy brings into my awareness the pre-understandings which | am

attached to and confronts me with the fact that they clash with what

participants express. But it also makes the way | use them towards

participantst angi bl e. Empat hy enables a |ived, e mk
raised self-awareness | have a choice whether | let my spontaneous response

further flow into words and actions, based on an assessment whether this

woul d encour age or pressiomg | cpnalsdjustamomta the s 6 e x

feeling and make a reflexive note of its presence and meaning.
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APPENDIX C2: Body schematic structure of hermeneutic

metaphors

In order to build an embodied understanding of & her meneutbi d unc
undertook an exploration of the body-schematic structure of some key
metaphors that are used to explain the hermeneutic process. Meanings

based on the body-schematic structure are compared with the meanings that

the terminology intends to reflect.

The ter mubthiecr nceintecl ed and the descriptioc
the data from different 6positionso, S
thinking space as a circle, potentially a forever widening circle but with the
research question and data at the centre and the researcher taking different
positions in that circle. When the t
temporal aspect of the activity comes more to the fore; the dialectical
engagement is repeated with every new position that is taken. Researchers
who use the word 6élensd conceptualise t
exper i e peceivingdf, dhile others draw on the
dnovingb when t heiyn tdeerspcrre thabutileacock raogsementd a
going back and forth between e.g. the whole and parts of the data, the lenses
and the data. Discussions about ending the research process often refer to
an experiencedepthd ocobeaetdded nunfierdtanding but the
process of hermeneutic understanding is also conceptualised as potentially

never endpgemnguypaapaced a alvhysfibeing on the wayo .

So far the highlighted body schematic structure of the hermeneutic
terminology, as | understood it, brought to my attention that the dynamic
nature of thinking is conceptualised in the usual manner as moving about and
taking positions in space (see Lakoff (1991) on Primary Metaphors).
However, within this hermeneutic terminology, research data could also be
seen as conceptualised in a centralised position, and without further

gualification this could suggest that data should be seen as static.
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The implied static character of textual data, when these are expressions of

A

participantsd experiencing, does n

understanding oefxppeprréenci pgnt2EBDpI) ber gods

comment ido not ma k e definite what

understanding being indefinite, but also to experience havi ng an 0

character. Par t i ci pant s 6s ofutmd enn £Xpexriendings) gist like
my own, emerge from a stream of non-conscious responses and have
textural dimensions that cannot be captured and that change when carried
forward through thinking and talking. In the hermeneutic phenomenology
inspired by Merleau-Po nt yt, 6 6(tlexnguage and thou
expression of subject rather than a mere object, is not static but alive through
its embedded-ness in embodied experiencing.  Hermeneutic terminology
however can sometimes be seen to conceptualise the fluidity of thinking, but
also as less helpful in conceptualising the fluidity of data. @ As indicated
above, the t e rshatde-céoccikrocthaerbe ayanid in & specific
place and time that one revisits. They do not capture the notion that data

further unfolds with every visit. In search of a more apt metaphor, | came

ot

i s

ght)

across the picture below (Figure 10 i

Camille Kleinman, which, so far, for me best expresses my enactively
embodied understanding of hermeneutics.

First of al |l by representing the O6danceb

interpretation is presented as a process

bodyd and as an embodied experience.

The movement of the person (researcher) through a sea of yet unexplored
data (blue), touches parts of data one by one and brings out their aliveness
(the person leaves behind a trail of coloured pieces which one could see as
fruits or flowers or blood vessels). Together the thus enlivened data take, the
shape of wings and spur the researcher into further movement, which in turn
leads to wings that further gain in beauty, muscle and span. Different lenses

are like different paths which the researcher follows in moving through the

368

ndef i

corres,

ndef

nit

me t
t ha



surrounding data, resulting in different colourings being activated in the data.
In my view the imagery of @ircleband 6 s h ucbck tnavementdconjures up the

search for depth,asina gri ndi ng down movement,

an

than to devoked and damcedmetaphompoffeas asimage e 6 .

of a path which implies an opening up of an ever widening space. With this
onemay mi ss out t he mesKBowayer, inotlie métapkopidalh
picture (Figure 10) the emerging colouring and wing muscle in a way suggest

both depth and space.

Figure 10: Flamenco 1 courtesy @ Camille Kleinman

In hermeneutic methodology there is no set system of interpreting. How one
explores the data, emerges from previous findings. The enactive view of
understanding echoes this in an embodied way by saying that dhe path is in
t he wa Inkother wadds interpreting creates the next step of interpreting.
As the person in the picture is a dancer (a metaphor for the hermeneutic
researcher also used by Finlay, 2011, p 109), the metaphorical equivalent is
that the next dance movement is informed by the previous one and its results.
Dancing also captures a view of phenomenological research as responding
both to intuitive and felt understandings in the moment, whilst also being
guided by rational understanding and knowledge of research steps and

movements.
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APPENDIX C3: Overview research design (master table)

Table 15: Master research table

RESEARCH QUESTION: How do survivors of bowel cancer who are between 6 months and 20 years post-treatment metaphorically comprehend their self vis-a-vis cancer?

v

~ AIM: an exploration of the embodied dimensions
of the metaphorical comprehending of self vis-a-vis cancer

Non-dualistic
Mind World
perspective and
Body understood
as lived structure

Leading
to image
schemas

in brain

~

The bodily logic oflmage schemas is used by
METAPHOR to conceptualise and give meaning to-

new experiencing ! :

of world and mind from where meaning and self emerge

Conceptualising,
experiencing and
language are
intertwined
through
embodiment

4

] CHANGE of SELF

)

Experiencing of self

-
a
-
- oy virerary © Pt eeperienced
! Ernucturs at o 3 maaOgs Carmed
el o ; Aormat 3 by (e
= |
p~4 =]
- v
v s
| BOUNDARY of SELS l bt

v

OBJ 1:Body

schematic
structure?

OBJ 2:Roleof

wider self?

‘OBJ 3: Body 4

schematic
boundaries?

OBJ 4: Afforded by
transaction with
consultant?

OBJ 5: Varying
selves with varying
structures?

Based on a history of acti Meaning is
Fer |s; : ﬂ?mm, multiply
performed in the worls : i
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APPENDICES D

APPENDIX DO: Letters of agreement to recruit

Letter of agreement to recruit via Hospice social media platform:

Ar

St Luke's

Cheshire Hospice

Gth June 2015

Towhom itconcems

BU

Bournemouth
University

| hereby agree for Kathleen Vandenberghe to use information boards, websites and
social media of St. Luke's (Cheshire) Hospice and End of Life Partnership to inform the

public and potential participants about her research.

The study will be presented under the title "How does the meaning of cancer
progress after finishing treatment?" Details will be presented in posterformat.

Sincerely,

I
Sua (S PN

Siobhan Horton
Director of Clinical Services

St Luke's (Cheshire) Hospice
Queensway

Winsford CW7 1BH

Sally Jeynes
Chief Executive

End of Life Partnership
Winterley Grange
Alsager Road
Sandbach CW11 4RQ
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Letters of agreement to recruit via MCHFT:

Ar

>

St Luke's Bournemouth
Cheshire Hospice University
10™ June 2015

Towhom itconcerns

| hereby agree for Kathleen Vandenberghe to inform cancer patients who attend
the Bowel Cancer Support group about her research. The group is facilitated by
myself at the Macmillan Cancer Unit

in Crewe.

The study will be presented under the title "How does the meaning of cancer

progress after finishing treatment?"

The information will entail a brief presentation and Participant Information
Sheets will be handed

out to people who are interested.

It has been agreed that this presentation will happen after NHS REC approval
has been obtained and on an evening that will be agreed with myself.

Sincerely,

V\Y\“\u&\;@ﬁ

Heather Hughes,

Colorectal Macmillan Nurse Specialist
Macmillan Cancer Unit

Leighton

01270 612 047
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APPENDIX D1: Information to hospital support group

Information distributed by Heather Hughes, Colorectal Macmillan Nurse

Specialist

Kathleen Vandenberghework s as a counsell or at St. L
Winsford but will come along to our meeting to tell us about her research into
6cancer survivorshipo. She wants to ex
who are between a few months and 15 years after finishing treatment. If you

were interested or you know somebody who might be interested to become

involved, a Participant Information Sheet with her contact details will be

handed out to take home.
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APPENDIX D2: Participant Recruitment Poster i First recruitment

A%
pA BU
=)}
StLukes [~ ged

University

RESEARCH

How does the meaning of cancer progress post-treatment?

Conducted under the auspices of Bournemouth University and

St. Luke's (Cheshire) Hospice

The Cancer survivor rate has doubled in the last 40 years. This means that more and more people are seeking
to rebuild their sense of ‘normality’ after finishing treatment. Cancer survivors tell us that this is not as simple as
it sounds. | aim to expand our understanding of what cancer means for people who are at different times post-
treatment. | believe that a better understanding will result in more effective suppart and will have a positive
impact on people’s ability to cope.

Perhaps this is you?
v | was diagnased with bowel cancer.
¥ | finished my treatment between 1 month and 15 years ago.

v | have no known active cancer at the moment.

| am specifically interested in:
o Your personal unique experience.

o Your spontaneous sense of cancer rather than your conscious thoughts.

What does this research involve?
o A brief introductory meeting and 2 interviews up to 1.5 hours each, with me.

o Exploration of your experience through dialogue, with the use of some creative methods.

What will be done with the results?
o We aim to increase the effectiveness of support services by informing health professionals.
o Results will be communicated anonymously to participants, other cancer survivors and their families.

o We will involve patients and public to define extra ways of using the research findings.

Interested?

Thanks in advance for contacting me.

Kathleen Vandenberghe

St. Luke's (Cheshire) Hospice — 01606 555 693 — Kathleen_Vandenberghe@stlukes-hospice.co.uk
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APPENDIX D3: Participant Recruitment Poster i Second
recruitment

X BU

St Luke's Bournemouth
Cheshire Hospice University

RESEARCH

How does the meaning of cancer progress post-treatment?

Conducted under the auspices of Bournemouth University and St. Luke's (Cheshire) Hospice
The Cancer survivor rate has doubled in the last 40 years. This means that more and more people are seeking to rebuild their
sense of ‘mommality’ after finishing freatment Cancer survivers fell us that this is not as simple as it sounds. | aim to expand
our understanding of what cancer means for people who are at different times posi-freatment | believe that a beiter
understanding will result in more effective support and will have a positive impact on people’s ability to cope.
Perhaps this is you?
+ | was diagnosed with bowel cancer.

+ | have no known active cancer at the moment

+" | am close to one of the following three situations:

Situation1: Situation 2: Situation 3:

| finished treatment less | finished treatment about | finished treatment more

than 1 year ago 1 year ago than 10 years ago

| did not have radiotherapy | had surgery, | had surgery, radiotherapy

or chemotherapy radiotherapy and and chemotherapy
chemotherapy

At present | have no or a | have a stoma

temporary stoma At present | have a stoma

| am specifically interested in:
o Your personal unique experience.
What does this research involve?

o A brief introductery meeting and 2 inferviews up fo 1.5 hours each, with me.

o Exploration of your experience through dialogue, with the use of some creative methods.
What will be done with the results?
o We aim to increase the effecfiveness of support services by informing health professionals.

o Resulis will be communicated anonymously to paricipants, other cancer survivors and their families.

Interested in more information? Thanks in advance for contacting me.
Kathleen Vandenberghe
St Luke’s (Cheshire) Hospice - Tel: 01606 555 693

Email: Kathleen Vandenberghe@stlukes-hospice.co.uk
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APPENDIX D4: Extract hospice website as part of second

recruitment

Home *» Wolunteers for Research project into Cancer Survivorship required

Here at 5t Luke’s we provide a range of services fo help patiants, their fanmlies and carers live with the changes brought about by Lifa

linuting illnesz. We also mvest ime and resources mto conducting sroumdbrezking cancer research in collaboration with Universities

nationwads.

We also aim to raspond to the changing needs in our commumity.

One of thoss changas is that more and more people live beyond or with cancer for many vears. Whils this 1= good news, many cancer
survivers tell us that the joumey back to faelmz ‘nommal’ i= not always easy and they nghtly turn to us for suppest.

This iz where we need your help

Eazthlaen Vandenberghe has been part of the Error! Hyperlink reference not valid. zincs 1599 and she 15 currently carmying ont rezsarch
inmto Cancer Survivership in conpmetion with Boumemouth University.

The Cancer surviveor rate has doubled in the last 40 vears meaning that more and more people are seeking to rebuld their sensa of
‘normality” after fimishing traztment Cancer survrvors tell us that this 1= not as simpla as 1t sounds. The research aims to exgpand oor
understanding of what cancer means for people who are at differant fimes post-reatment.

How yon can help
Parhaps this 1= vou?

I waz diagnozad with bowel cancer
I have no kmowm active cancer at the moment
I am cloze to one of the following three sitnations:

Srustion 1 SEustion 7 & tion

Frighed e stme il Enighed firished tre slmie il

55 tha 1 v 290 reak et abont 1 hore than 30 s
v e

did mot have el margery hacd surgery

radiot herspy or radios heragy and e e ey A

cremermram| chemonreragy e orrerany

AL gresent | hive na AL el | R & hawe a lams

o aiEmporary dama

soms

What does thiz cancer rezearch involve?

A brief miroductory mesting and 2 interviews up fo 1.5 hours sach, wath Kathleen to understand your personal wnique experience
Exploration of your experience through dialogue, with the use of some creative methods

‘What will be done with the resultz?

We amm to merease the effectiveness of support services by informming health professionals

With the research, we believe that a better understandmg will result in more effective support and will have a positive mimpact on people’s
abulity to cope.

Eemlts will be commmmicated anomymously to participants, other cancer survivors, and their farmlies,

Find out more: Donnload the miroductory letter - Donmload the research project document If you or somebody you kmow has fimishad
treatrment for bowel cancer and comespond closely to the critenia daseribed, we would be very grateful if you would contact Kathleen for
more information on 01606 353 693 or email kathlesn vandenbershe/@stlukes-hosmice co.uk Thank vou very much in advance
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APPENDIX D5: Extract Facebook as part of second recruitment

4F  StLuke's Cheshire Hospice Like Page
Sluke* O January 2017 -

Head of St Luke's Family Support and Counselling Team, Kathleen
vandenberghe, is working with Bournemouth University to expand our
understanding of what cancer means to people who are at different stages
after their treatment.

We are looking for volunteers who have finished treatment for bowel cancer
to take part in this research.

If you or somebody you know has finished treatment for bowel cancer and
would be willing to take part, we would be very grateful if you would contact
Kathleen on 01606 555 693 or Kathleen_Vandenberghe@stlukes-
hospice.co.uk.

Further details about the research are available on our website: hittp:/bit.ly
12i6elL TK

STLUKES-HOSPICE CO UK
Volunteers for Research project into
Cancer Survivorship required | 5t Luke's
Cheshire Hospice

St Luke's Hospice are currently carrying out
cancer research into Survivorship in...

3 2 comments 20 shares

Like Comment Share

Most relevant

Write a comment..

Press Enter to post.

Chris Jackson Please share xx

Like - Reply - 2y

Chris Jackson More details x

Like - Reply - 2y
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APPENDIX D6: Email as part of second recruitment

Hi,

As you know | am conducting research into the psychological experience of Bowel Cancer Survivatrggomoment | am
looking to expand my initial group of participants and aim to recruit directly from the public rather than via survivors'
relationips with healthcare professionalswas wondering whether you would be willing to help me with this by passing on
my request to people you know, e.g. family, friends, colleagues. This could be done in two ways:

1. Byforwardingthe message below via eiit@ your connections.

2. This message has also been distributed by St. Luke's Hospice Winsford as a Facebook post on 9/1/11F y Addon
Facebook youwself, you may prefer to acces asldare it from there.

Thanks in advance.
Kind regards.
Kathleen

Search for Research Participants __

My name is Kathleen Vandenberghe angddrk at St. Luke's (Cheshire) Hospice Family Support and Counselling setvice .
am currently carrying ouesearch into the psychoiogl experience dBBOWEL CANCER SURVIVORSHIP in
conjunctionwith Bournemouth University.

| am searching for participants who:

- were diagnosed with bowel cancer

- who are not ill at present

- who live in Cheshire, Staffordshire or Shropshire

- who finishal treatment and find themselves in one of the following three situations

Situation 1: Finished treatment less than 1 year ago, did not have radio or chemotherapy, at present have no or a temporary
stoma

Situation 2: Finished treatment about 1 year ago, sadjery + radio + chemotherapy, at present have a stoma

Situation 3: Finished treatment more than 10 years ago, had surgery + radio + chemotherapy and have a stoma

If you or somebody close to you is in one of these situations, | would most appregiatevibuld consider participating in my
research.You can find more details about the research in the email attachment or by search: survivorship at
https://www.stlukeshospice.co.uk/abotdt-lukes/lateshews/

If interested, please contact me on 01606 555 693 or Kathleeenberghe @stlukémspice.co.uk
You can also help me very much by sharing this request with as many others as pohaifkes.

Kathleen
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APPENDIX D7: Flow chart Participant Recruitment and Research
Contacts

Research introduction via
Participant Recruitment Poster,
posted on 5t. Luke’s Hospice

Research Introduction at

Patient Support Group MCHFT

social media platform

ESEN

Not Expression of interest by
interested phone or email

Initial Conversation with CI via _

phone, email or face to face ——* _with
Not < Covering letter
interested N Provisional Assessment of
or no fit participation fit

-
.

. X
" k

Confirmation interest by returning
reply slip

—

<

Cl: Consider purpesive recruitment

v

To suitable participants: written invitation to screening

session (introductory meeting) with screening sheet

h J

Screening session (introductory meeting):

Definite assessment inclusion/exclusion criteria
Thank you

letter to Evaluation impact mental health struggles, other life crisis

those not

suitable \

If OK, agree dates, times and venues for two exploration
sessions (interviews) + hand out consent form.

After finishing l

research: Confirm in writing

invitation to info

session + option 4’

being involvedin [+ EECONUIKBIOISHONSESSON , _ Firstexploration session

defining (interview) (interview) + signing of consent
Sl Lukc .
Cheshire Hospice, mmr
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APPENDIX D8: Participant Information Sheet and Covering Letter

A

St Luke's Bournemouth
Cheshire Hospice University
Dear,

Following the brief information you have already received about my research | am
pleased to send you a Participant Information sheet. In this document | explain in
more detail the reasons and methods of this research and what will be expected
from participants. It is important that you understand what is involved. Please take

time to read it carefully and discuss it with others if you wish.

You may be surprised that this research into cancer survivorship is funded by and
conducted from a hospice. Earlier diagnosis and improvements in treatment mean
that more and more people live longer or live beyond cancer. Although this is a
positive development, it is also a new and unknown journey for patients and health
care practitioners. As human beings we aim to make sense of unknown experiences
and we search for services and people who can help us with that. It is no surprise
that patients who have used the hospice services during treatment, also return for
support as they recover. This means that hospices now not only support people in
terminal care but also in living with and beyond cancer. By funding this research St.
Lukeds Hospice management acknowl edged that a be

survivorship is needed if we want to offer a relevant and effective service.

If you have any questions about the information sheet, you would like more
information or you just prefer to talk things through instead of reading about them, do
not hesitate to ring me. If I am not at my desk leave a message on my voicemail
and | will return your call as soon as possible.

Thanks in advance for looking into this.
Sincerely,

Kathleen Vandenberghe
01606 555693-S't . Lukeds (Cheshire) Hospice
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AP

()
St Luke's Bournemouth
Cheshire Hospice University

Participant Information Sheet

The title of the research project

How does the meaning of cancer progress for cancer survivors, after finishing
treatment successfully? (Ethics no 15/L0O/1397)

Who is organising and funding the research?

This research project is funded by St. Luke 6 s (Cheshire)
Queensway, Winsford CW7 1BH where | am employed as a counsellor. | will

use this research towards a doctorate in professional practice in Health and
Social Care at Bournemouth University.

What is the purpose of the project?

| aim to improve our understanding of the meaning of cancer for cancer
survivors who have no active cancer and are between a few months and 15
years after finishing treatment. | will pay special attention to make the results
useful to professionals who develop cancer survivor support services.

Why have | been chosen?

This invitation to participate has been sent to you as you appear to fit the
criteria that have been set for this study:

- You have been diagnosed with bowel cancer in the past.
- You have finished treatment.

- You have no known active cancer.

- You are not currently in counselling with me.

If you confirm your interest by returning the reply slip, | will make contact to
arrange an introductory meeting. This will give us an opportunity to clarify this
information sheet if needed or anything else that may influence your
participation in this research project. In total | aim to recruit up to 10
participants.
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Do | have to take part?

Please feel completely free in your decision to take part or not.  Your
decision will in no way impact upon your access to hospice services.

If you decide to take part it is important that you hold on to this participant
information sheet. You will also be asked to sign a consent form in duplicate
I one to be returned to me and one for your own records. | need your consent
to analyse your information and to include what is relevant anonymously in
my dissertation and other publications or presentations.

You can withdraw your participation at any time.

What will happen and what do | have to do if | take part?

Participants will be asked to take part in 2 explorative interviews with 2 to 4

weeks between them. Interviews will take between 1 and 1.5 hours each.

They will preferably happen (Wirsfordoar e of St .
Winterley) but alternatives can be discussed. If needed, transport will be

organised. Your own transport costs will be refunded.

|t S i mportant t hat you know that you do
meetings; you should not think about it specifically nor change anything in

your day to day way of living.

The general theme of our conversation will be about your cancer experience

and what it means for you at the moment. | invite you to come to the

sessions with an open mind, relaxed in the knowledge that you neither have

to explain or defend how things are for you. They are what they are and that

is exactly what | am interested in.

As we go through the sessions | will check whether you are comfortable with
the way it is going. You are free to end the meeting at any point.

You can expect me to be sensitive and responsive to the challenges you are
living with and to any unexpected thoughts or feelings that may come to you.

At the end of the sessions | plemdntary ask wheth
clinic or counselling service would be helpful to you or your relatives.
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What type of information will be sought and how is it relevant for
achieving the research aims?

This research aims to explore thethdinne
cancer . By o6inner knowi ngo | mean the
something before we can put it into words.  Therefore | will invite you to
express your 0i n n-erbal kay.oTlwis megrs, | wilhoffea yom o n
creative tools and methods that will make this very easy for you to do.

We will then look together at your non-verbal expressions. | will invite you to
describe what you notice and be open to any further imagery, thoughts or
feelings that may come to you. This will expand our understanding of your
experience.

| am interested in understanding why people view cancer in any particular
way. To help me do this | would like to ask you about those life experiences
that you feel are linked with how you view cancer now. These experiences
may have occurred a long time ago or recently. Either way the memory will
come spontaneously to you when we are at that stage of exploration.

What are the possible disadvantages and risks of taking part?

You may be surprised by unexpected thoughts or feelings triggered by our
explorations. If this would cause distress, | believe that by drawing on my
counselling experience | will be able to support you appropriately.
Beforehand we will discuss what you would prefer to happen in such an
event.

If the interview setting causes any physical discomfort we will make
arrangements to resolve them.

What are the possible benefits of taking part?

There will be no direct benefits for you but in taking part you will contribute to
the development of better informed cancer survivor support services.

It may be that our conversations will bring about meaningful insights for you;
however this isnét the aim of the resear
and in the past people have reported that being listened to can be a

pleasurable experience.
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Will my taking part in this project be kept confidential?

The information that | collect about you during the course of the research will
be kept strictly confidential. Your name will not appear in the research.
Direct quotes will be anonymised and you will not be identifiable in any
reports or publications.

However if something is said that suggests that you, or someone else, are at
risk of harm, then | would have to breach confidentiality. In those
circumstances | would contact your GP. If possible, | will tell you | was
planning to do this.

If you wish to inform your GP about your research participation a letter with
the research aims and researcher contact details will be provided.

What will happen to the results of the research project?

The results of the research will be made available to participants, other
cancer survivors and professionals. There will be an option for participants to
express their views on how the results should be further distributed. Written
publications wil|l be avail able via

Will conversations be recorded, and how will the recorded media be
used?

As | will need to study in detail the content of our meetings | will need to
record our conversations on audio media. | would also like to take (non-
identifiable) photos of the way you have expressed your experience of cancer
non-verbally, using creative tools and methods.

The audio and photographic recordings of your activities will be analysed by
me.

Quotes from the written transcripts of the audio material or prints of the
unidentified photos may be included in the research report to illustrate my
thinking and conclusions or used for illustration in public presentations to non-
scientific groups, conference presentations, lectures or scientific publications.
No other use will be made of them without re-contacting you for written
permission, and no one outside the project will be allowed access to the
original recordings.
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The original recording and identifiable photos will be securely stored and
disposed of by myself 5 years after the research conclusion.

Can the research setup be adjusted to my personal needs?

If you feel that through some aspect of your physical condition or any other
aspect of your being or life the proposed research setup might by
problematic, please let me know and we can look into possible adjustments.

Contact for further information

For any further information about the research, please contact me as follows:
Kathleen Vandenberghe i email: Kathleen_Vandenberghe@stlukes-
hospice.co.uk

Tel. 01606 555 693

St. Lukebs (Cheshire) Hospice
Queensway

Winsford CW7 1BH

What if something goes wrong?

If you wish to complain or have any concerns about the way you have been
approached or treated during the course of this project, please contact my
supervisor:

Dr. Caroline Ellis-Hill T email: cehill@bournemouth.ac.uk

Tel. 01202 962 173

Bournemouth University

Royal London House

Christchurch Road

Bournemouth BH1 3LT
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How do | contact you if | wish to take part?

Thank you for reading this information sheet. If you are interested in
participating please let me know in one of the ways below.

1/ by sending the reply slip free of charge to:

FREEPOST i1 Licence no .....

Kathleen Vandenberghe

St . Lukebs (Cheshire) Hospice
Queensway

Winsford CW7 1BH

2/ by email: Kathleen_Vandenberghe@stlukes-hospice.co.uk

3/ by telephone: 01606 555 693

REPLY SLIP

| would like to take part in this research and agree that you may contact me

By phone  0yes 0 no Contact number: ...
By email 0 yes 0no E-mail address: .......cccooeevvviiiiiiieinennns
By post 0 yes 0no Home address: ........c.ccevvvviiiveeeenns
NAME. e Date: .....oovvvennnnen.
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APPENDIX D9: Initial Conversation Schedule

AP

(&>
St Luke's Bournemouth
Cheshire Hospice University

Initial Conversation (telephone or face to face) i
schedule

- Take down demographic information: name + tel + gender
- Take down recruitment source (Hospice social media platform or
MCHFT support group)
- Reiterate and expand on the aims and methods of the research
- Brief check whether candidate meets main inclusion and exclusion
criteria:
o bowel cancer (type) + indication of time of diagnosis
o treatment finished + indication ending time
0 no known active disease
- Verify whether participant meets other inclusion and exclusions criteria:
o No current clinical, professional or personal relationship with
researcher
- Qualify participantdés ability to
are physical and personal factors that will severely hinder the
generation of rich data.
- Information in relation to next steps:
o Provide Participant Information sheet
A When Sheet with cover letter will be sent out
A Explore whether adjustments need to be made due to
disabilities
A If Initial Conversation happens in reply to return of reply
slip of Participant Information sheet provided at MCHFT
support group but without conversation at the time: move
to next step
0 Screening meeting:
A If relevant: explain purposive recruitment
Aims of screening meeting
how/when invitation will happen
explain function of screening sheet (questionnaire) which
will be included
inform when and how they will be informed if | cannot
include them

> >>D>>
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APPENDIX D10: Invitation to introductory meeting + Health and

Care Questionnaire

AP

>
St Luke's Bournemouth
Cheshire Hospice University
Dearr,

Re: How does the meaning of cancer progress post-treatment? (ethics
no 15/L0/1397)

First of all thank you very much for the interest you have shown to participate
in my research. In our previous conversation we concluded that you seem to
meet the main inclusion criteria and we talked in approximate terms about the
time that has passed since your diagnosis and finishing of treatment.

| explained that | had to compare your position in the cancer survivorship
journey with other interested candidates. | can confirm that | am very
interested to further discuss your offer to participate.

Please let me know if the following arrangement to come along for a half-hour
introductory meeting would be convenient to you:

Date:
Time:

Venue: St . Lukebs Hospice, Queensway, Wi nsf ¢
available)

Your transport costs will be refunded at 0.45 £/mile. If you would prefer me to
arrange transport, do not hesitate to let me know.

The aim of this meeting is to refine some of the information needed to make
this research valid and safe. To that purpose it would be helpful if you could
fill in the health and care questionnaire included in preparation of the meeting.
If you do not know the information, we could ask the health professional
service who you think could provide it. In that case please bring their name
and address. Our meeting is also a chance for both of us to explore any
other issues that might influence whether we move to the next step or not.

| am very much looking forward to meeting you.

Sincerely, Kathleen Vandenberghe
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an
=
St Luke's Bournemouth

Cheshire Hospice University

Health and Care Questionnaire

NaME: ..o Date of birth:
............... Gender:..............
AdAress: NUMDEE & StrEeL: ...
TOWN: e, Postcode:....c.ovevieeiiiiiaeieen,
=] TR Email
(optional):....ceeeeeeeiiieieii

Initial diagnoSIS:.......uvvvviiiiiiiiiiiiieiiis Date of diagnosiS:........cccccveeeenn.

List all treatments with start date and end

date

Have you ever had @ reCUIMENCE?......ccovuiiii e
Date of | ast medi cal appoint ment..that

If you prefer that | gather the above information from your GP or other health
professional, please provide me with their contact details:

Name ......ccooeeeeveviiieieeeeeei, Organisation ..........cccoeeeevveiiiiiieeeeeiiiee e,
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GP contact detalils: Personal Emergency contact detalils:
GP Name: Name:

Practice: Relationship:

Address: Address:

Tel: Tel:

| am asking for Emergency contact and GP contact details for safeguarding
reasons. First, as explained in the Participant Information sheet, the research
work is not intended to create any problems but if you should experience the
research sessions as upsetting | believe | can offer a safe and supportive
response or if any physical distress would occur medical hospice staff would
be available. Nevertheless if there was a need to contact somebody else or
your GP it would be helpful to have these contact details at hand. Secondly,
as explained in the Participant Information sheet, if participants express a
severe risk of harm to themselves or others it is my duty of care to breach

confidentiality and contact their GP.

Researchers are recommended to inform partici
conducting research that is linked to their illness experience. This is merely

to provide them with my contact details in case they have any questions

about the research or if they feel the research has an adverse impact on you

of which they want to inform me. Rather than me informing your GP | will

provide you with a letter addressed to your GP that confirms your research

participation and includes the Participant Information Sheet. It is your choice

whether you want to inform your GP or not.

390



APPENDIX D11: Consent Form

AP

(>
St Luke's Bournemouth
Cheshire Hospice University

Consent Form
Full title of project:

How does the meaning of cancer progress for cancer survivors, after finishing
treatment successfully? (Ethics no 15/L0/1397)

Please Initial Here

| confirm that | have read and understood the participant
information sheet for the above research project and have had
the opportunity to ask questions.

| understand that my participation is voluntary and that | am free
to withdraw at any time, without giving reason and without any
negative consequences. In addition, should | not wish to answer
any particular question(s) or work with any particular creative
method, | am free to decline.

| give permission for members of the research team to have
access to my anonymised responses. | understand that my name
will not be linked with the research materials, and | will not be
identified or identifiable in the research report.

| agree for the interviews to be audio-recorded and for creative
work to be photographed in a non-identifiable way.

| agree for the transcripts and photos of the data | provide to be
referred to in a non-identifiable way during conference
presentations, journal articles, educational or professional
activities.

| agree to take part in the above research project.

Name of Participant Date Signature

Name of Researcher Date Signature
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APPENDIX D12: Introductory screening meeting schedule

Ar

>
St Luke's Bournemouth
Cheshire Hospice University

Screening meeting 7 schedule
1/ Discuss information given in the screening sheet (questionnaire).
2/ Qualify information about present cancer status:

AAt present no Kk nBlease indicate ihessenteace that leest 0
gualifies this statement

0 correct 1 date last check-up: .......
0 probably not but having investigations at the moment
0 some activity but no treatment planned for now (monitoring)

0 some symptoms which at times make me wonder but medical investigations
detect no cancer

0 some symptoms which at times make me wonder but | have had no medical
investigations

0 other

3/ Assess presence of mental health problems, learning disabilities, other life
crisis and whether these would interfere with the generation of data.

4/ Discuss concerns and questions of potential participant

5/ Decide whether to go ahead with research sessions based on whether the
candidate

- meets inclusion criteria

- is sufficiently able to provide rich and relevant data

- isinterested
6/ Prepare next step: 2 exploration sessions with 2 to 4 weeks in between
them

- Discuss Consent Form
- Organise exploration sessions: dates + time + venue + transport
7/ Refund transport cost for this screening (introductory) meeting
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APPENDIX D13: Letter to GP

Ar

>y

St Luke's Bournemouth
Cheshire Hospice University
Surgery Address St. Lukeds (Ches
Hospice
Queensway
Winsford
CwW7 1BH
Date
Dear Dr

Re: Participation of <Patient Name and Address>.

I n research study: AHow does t-theetmemt2ani ng of
An exploration of survivors' metaphorical and embodied comprehension of their

interrelated experiencing of Cancer, Clinicians and self post bowel cancer.

(ethics no 15/L0O/1397)

| am writing to inform you that your patient has volunteered to be enrolled into the
above research study.

Thi s research project is funded by St. Lu
employed as a counsellor. | will use this research towards a doctorate in
professional practice in Health and Social Care at Bournemouth University.

The purpose of the study is to improve our understanding of the meaning of cancer
for cancer survivors who have no active cancer and are between a few months and
15 years after finishing treatment. | will pay special attention to make the results
useful to professionals who develop cancer survivor support services.

Participants will be invited to an introductory meeting and two interviews of maximum
1.5 hours each. Through dialogue and with the use of some non-verbal expressive
tools we will explore how they experience and perceive their relationship with cancer.
At the end of the study participants will be informed about the results. For further
details | have enclosed the Participant Information sheet.

If you have any questions regarding any of the above, please feel free to contact
me..

Yours sincerely

Kathleen Vandenberghe,

Head of Family Support and CounselingTeam St . Lukeds Hospice
Researcher

01606 555 693

Kathleen Vandenberghe@stlukes-hospice.co.uk

cc. Participant Information sheet
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APPENDIX D14: Ethical considerations (extract NHS Ethics
Application)

A6-2. Summary of main issues. Please summarise the main ethical, legal,
or management issues arising from your studyand say how you have
addressed them.

My thinking about ethical, legal and managerial issues has been informed by
the Department of Health Research Governance Framework for Health and
Social Care (Department of Health 2005), the Research Ethics Code
ofPractice of Bournemouth University (Bournemouth University 2014), the
BACP Ethical Framework for Good Practice inCounselling and Psychotherapy
(British Association for Counselling and Psychotherapy 2010) and their
ethicalguidelines for researching counselling and psychotherapy (Bond 2004).
| have further been guided by Beachamp and

Chil dressd Ethical Fr a mees®2009) afdethiealb c hamp and (
reflections in qualitative researcht e xt books (Holl oway and Wheel e
Silverman 2011). Guided by these frameworks | have considered how best to

conduct this study in a wawndtetpeacts i s beneficie
participants6 aut onomy, expertise and diversity.

Beneficience:

Att he start | had to decide whether
psychological journey with cancer or whether | would research the role of
some aspect of counselling in that journey. As a counsellor | believe the latter
angle would also be a worthwhile project, but | have chosen to research the
psychological experience of cancer survivorship in its own right as it will make
this study relevant to a much wider group of health care practitioners and
therefore potentially yield benefits for more cancer survivors.

Ilwi ll add an déembodied enquirydé (Todres

data. This means | will not only rationally analyse the data, but will also attend
to the feelings, imagery, metaphors that are triggered in myself when | tune in
with

or empathise with my participantsd

wo ul

d

e

2007)

expressior

as it adds depthtothewayweunder st and peopl ebs experiences

Research aims in the first place to be beneficial to a wider group of people
through dissemination of results, but | hope it will also be beneficial for the
individual participant, i.e. by having a respectful listener to their feelings and
thoughts about personal experiences (Holloway and Wheeler 2002).

Participants will be reimbursed transport costs but will not receive any other
payments. If a need for psychological support transpires during the research
sessions, this will be offered through the hospice, which is a free service. |
believe this arrangement preserves the integrity of the research results and of
our humanity and professional duty.
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Nonmalificience:

Participationi n t hi s study wi || not 1 mpact on ¢
hospice services. Duringt he r esear ch par tigndyirglasnt s 6 we
and safety will be attended to with care. In any written or verbal
communication | intend to be sensitive t
vulnerabilities and cultural diversity.

| also decided not to take on participants if they are in counselling with me as
well i even if the counselling sessions are separate from the research
exploration sessions. Power inequalities easily emerge from researching
clients in your own care (Holloway and Wheeler 2002). | consider this an
unnecessary risk.

| have been debating whether to allow past counselling clients as participants.

On the one hand these survivors may have a heightened interest in
participating as a form of &égiving somet
that aims to improve understanding of cancers ur vi v or sehothgrband On t [
there is perhaps a possibility that the contextual similarity between research

and counselling, will cause past explorations to interfere with the present.

Therefore | will not systematically recruit past clients, but if needed through

lack of other participants | will evaluate the

appropriateness of inclusion on an individual basis.

| will follow the Research ethics code of practice of Bournemouth University

t hat says ATh e informatibniswppliadtby participants muost be
respected, except where the requirements of professional practice determine.
Any |l imits to confidentiality must be ex
not engage with my

participants from a counselling role, the fact that this research will happen
within the hospice context, means that | shall adhere to my professional policy
regarding the legal and statutory limits of confidentiality and inform my
participants accordingly.

Notes, tapes and transcriptions will be identified with code numbers in order
to safeguard confidentiality (Holloway and Wheeler 2002).

Respecting autonomy:

Our main tool to do so is writing a Participant information sheet that is
comprehensive and gives a true reflection of the topic, style, methods and
time requirements of the explorations.

As this research does not involve any medical interventions, | believe it is less

important to inform General Practitioners about their patients' participation.

Also, from feedback from patients and the public on the draft Participant

Il nf ormati on Sheet | have | earned that to
participation in this nonmedical research is easily perceived as 'patronising'.

On the other hand if the research exploration sessions were to affect
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participants' emotional wellbeing adversely | would want GPs to be able to
inform me if they feel that is needed. In

order to balance these values | have decided to provide a letter addressed to
the participants’ GP which informs them about the aims of the research and
confirms their patient's agreement to participate. However | will hand this
letter to the patients for them to decide whether or when they want to pass the
letter on to their GP. | have answered question A491 with 'yes' although there
was no option to clarify why | have left it in the participants' control.
Qualitative explorative research per definition may bring participants to speak
in a way that they did not anticipate at the time of signing the informed
consent form. Silverman (2011) suggests that informed consent is perhaps
best seen as a process of negotiation, rather than a oneoff action. | will take
up his suggestion to ask again for consent at the end of each exploration
session.

Respecting diversity:

From the inclusion and exclusion criteria it will transpire how | will balance on

the one hand respect for the myriad of ways in which people may be different

and on the other hand respect for the aims of this study. Only if the

consequences of peopleds spectotheaansf eat ur es ar
of the research will I consider it ethically justified to decline participants.

Relational responsibility:

Researching cancer survivorship is touching on uncertainty and mortality.
When we set out to expose experiences that in their core touch on existential
challenges, we owe it to our participants that we meet them midway as fellow
human beings. Silverman (2011) reminds us that involving people in research
equates to entering a relationship that comes with responsibility. We need to
invite data in an empathic manner that makes participants feel supported
throughout the process.

Research quality:

Thisr esearch is funded by St. Lukebds (Cheshire)
Research Governance Framework for Health and Social Care this hospice

strives for a high quality research culture and encouraged this study to be

carried

out under the auspices of Bournemouth University.
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APPENDIX D15: Ethical approval NHS, R&D MCHFT and BU

Extract Favourable ethical opinion NHS

NHS

Health Research Authority

NRES Committee London - Bromley
Level 3, Block B

Whitefriars

Lewins Mead

Ensiol

BS1 2NT

Telephone: 01173421380
Fax: 01173420445

05 August 2015

Mrs Kathleen Vandenberghe

Fir Tree Cottage

Napley

Market Drayton

TF9 4DS

Dear Mrs Vandenberghe

Study title: How does the meaning of cancer progress
post-treatment?An exploration of survivors'
metaphorical and embodied comprehension of their
interrelated experiencing of Cancer, Clinicians and Self
post bowel cancer.

REC reference: 15/LOM 397

Protocol number: NIA

IRAS project ID: 159615

The Proportionate Review Sub-committee of the NRES Committee London - Bromley reviewed
the above application on 05 August 2015.

We plan to publish your research summary wording for the above study on the HRA website,
together with your contact details. Publication will be no earlier than three months from the date
of this favourable opinion letter. The expectation is that this information will be published for all
studies that receive an ethical opinion but should you wish to provide a substitute contact point,
wish to make a request to defer, or require further information, please contact the REC Manager
Miss Georgina Castledine, nrescommittee_london-bromley@nhs.net. Under very limited
circumstances (e g. for student research which has received an unfavourable opinion), it may be
possible to grant an exemption to the publication of the study.

Ethical opinion
On behalf of the Committee, the sub-committee gave a favourable ethical opinion of the above
research on the basis described in the application form, protocol and supporting documentation,

subject to the conditions specified below.

Conditions of the favourable opinion
A Research Ethics Committee established by the Health Research Authority
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Approval R&D MCHFT

Research & Development Office

RgD Lagton onpl Mid Cheshire Hospitals [\/Z5)

Crewe CW14QJ :
Tel: 01270 278095 NHS Foundation Trust

Email: charis.emmett@mcht.nhs.uk

Mrs Kathleen Vandenberghe
Fir Tree Cottage
Napley
Market Drayton
TF9 4DS
29/10/15

MCHFT ID: 2015353.4

REC REF: 15/LO/1397

Title: How does the meaning of cancer progress post-treatment?
An exploration of survivors' metaphorical and embodied
comprehension of their interrelated experiencing of Cancer,
Clinicians and Self post bowel cancer.

Dear Kathleen

Thank you for your completed application sent with the requested
documentation. | am pleased to inform you that from a research point of view
Mid Cheshire Hospitals NHS Foundation Trust is happy for you to undertake
the research in line with the protocol you have submitted.

| must remind you that the National Research Governance Framework for
Health and Social Care is the framework used by the Trust for our research
management and governance. As our local Principal Investigator, you are
responsible for the conduct of the project at Leighton Hospital (MCHFT). In
particular, you must ensure that the participants are properly treated, informed
consents are obtained and that data is protected. At some point your
paperwork for this project may be monitored and so, it is important that you
keep everything secure, especially documents relating to consent from
participants in your research,

If there are any changes to your research or any difficult incidents arising from
the research, please contact Charis Emmett (Research Management and
Governance Lead) immediately on 01270 278095. Equally, if you have
queries about conducting the research in this Trust, she will be happy to assist
you.

| look forward to hearing the outcomes of your research and receiving a copy

of the study report. Good luck with the project.

Yours sincerely,

Charis Emmett
VICE-CHAIR MCHFT R&D COMMITTEE
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Extract Letter of Access MCHFT

Mid Cheshire Hospitals NHS|

NHS Foundation Trust

From:

Human Resources Directorate

Mid Cheshire Hospitals NHS Foundation Trust
Leighton Hospital

Middlewich Road

Crewe

CW1 3GE

Date: 28/10/2015
Dear K Vandenberghe
Letter of access for research

This letter should be presented to each participating organisation] before you
commence your research at that site. The participating organisation is Mid Cheshire
Hospitals NHS Foundation Trust (MCHFT)

In accepting this letter, each participating organisation confirms your right of access
to conduct research through their organisation for the purpose and on the terms and
conditions set out below. This right of access commences on 28/10/2015 and ends
on 30/08/2018 unless terminated earlier in accordance with the clauses below.

You have a right of access to conduct such research as confirmed in writing in the
letter of permission for research from MCHFT. Please note that you cannot start the
research until the Principal Investigator for the research project has received a letter
from us giving confirmation from the individual organisation(s) of their agreement to
conduct the research.

The information supplied about your role in research at the organisation(s) has been
reviewed and you do not require an honorary research contract with the
organisation(s). We are satisfied that such pre-engagement checks as we consider
necessary have been carried out. Evidence of checks should be available on request
to the organisation(s).

You are considered to be a legal visitor to the organisations premises. You are not
entitled to any form of payment or access to other benefits provided by the
organisation(s) or this organisation to employees and this letter does not give rise to
any other relationship between you and the organisation(s), in particular that of an
employee.

While undertaking research through the organisation(s) you will remain accountable
to your substantive employer but you are required to follow the reasonable
instructions of the organisation(s) or those instructions given on their behalf in
relation to the terms of this right of access.

Where any third party claim is made, whether or not legal proceedings are issued,
arising out of or in connection with your right of access, you are required to co-
operate fully with any investigation by the organisation(s) in connection with any such
claim and to give all such assistance as may reasonably be required regarding the
conduct of any legal proceedings.

L004 - Example letter of access for university researchers who do not require an honorary research
contract

Version 2.3 August 2013
Research in the NHS: HR Good Practice Resource Pack Page 1 0of 3
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Extract approved BU Ethics Checklist

BU Research Ethics Checklist

Bournemouth

University
Reference Id 3915
Status Approved
Date Approved 21/08/2015

Researcher Details

Name Kathleen Vandenberghe

School Health and Social Care

Status Postgraduate Research (PhD, MPhil, DProf, DEng)
Course Postgraduate Research

Have you received external funding to support this No

research project?

Project Details

How does the meaning of cancer progress posttreatment? An exploration of survivors’
Title metaphorical and embodied comprehension of their interrelated experiencing of Cancer,
Clinicians and Self post bowel cancer.

Proposed Start Date | 01/09/2015

Proposed End Date 3000972017

Summary (including detail on background methodology, sample, outcomes, etc.)

Page 1 of 4 Printed On 30/09/2015 17:37:59
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APPENDIX D16: Public Engagement i Conference poster

Presented at:

The 8th Annual Postgraduate Conference Bournemouth University Executive
Business Centre, Lansdowne Campus, 9 - 10 March 2016.
The Changing Prospects for Cancer: 'A Good Survival' Emirates Old Trafford
Lancashire County Cricket Club, Manchester, 11 March 2016.

The 10th Anniversary Keele Counselling Qualitative Research Conference: "The
Creative Researcher"”, Keele University, 7 - 8 May 201

By Kathleen
Vandenberghe

DProf Health and
Social Care BU

h e
Sare developments
s a hospice

over time.

FOCuUs: DEEP PROCESSING
In the UK cancer survivorship support
s strongly goal orientated and focuses
on a re-making of a *self” that
disconnects from the vulnerability of
the cancer experience and on the role
of people’s conscious thinking in
achieving this (Bell 2012). In 20051
was introduced to Lakoff and
Johnson's (1999) philosophy and
cognitive theory which considers
2 i suage as embodied
metaphorical language as emBocel
hinking. Applicatio

study revealed that
uld inform ther ies

the above bY

unconscious
an on-the-job case
this pcr.\pcclnc coi
that would €0

THOD - metaphorically: explained
to 10 survivors areinvited to their local
hospice for an introductory meeting and 2
sessions

3 'RUCTURED EXPLOR.
Asthe reses gardener attending
toa plant 1 start with a gentle mnvitation of both
verbal and non-verbal metaphorical expressions
of their expeniencir The flowers on
the plants I liken to the metaphorical expressior
1y part Some metaphors grasp their
sense of Cancer. other their sense of Climcians or
Self Some refer to their present, other their past
expenencing Hencea diverse selection of
flowering plants 1 invite my participants to
express and describe the physical structure of
their metaphorical comprehension Justlike a
flower has a size, a shape, moves or is still, grows

TION

f cancer

ina direction and takes a certain position on th
plant, 1 invite them to refine their metaphor /
51 erm

Literature cited

Cancer Research UK. 2014. Bowel Cancer Survnval stanstics. [c
Cancer R

cancerstats types howel/survival bowel-cancer-survival-statistics

[Accessed 15 April 2015]

How do cancer survivors
“get their head around” cancer post-treatment?

This study explores how adult survivors of bowel cancer
who are between a few months and 15 years post-treatment
experience their Self and their relationship with Cancer and

their cancer Chinicians.

METHODOLOGY
Cancer survivors™ experience of their Self in
“ancer and their Chinicians will be
explored by listening to their
METAPHORICAL
CONCEPTUALISATIONS of thewr
experiencing
and by shedding light on the
BODILY ENGAGEMENT
embedded in the picture of the met:

relation to (¢

phor and

at work in the process in which the conceptual

metaphor emerges

OBJECTIV

DESCRIBING, COMPARING
and EXPLORING THE
N NING OF
the 3ODIMENT
- of survivors’ metaphorical
conceptualisations
- of the relationship between
the varyi

LITERATURE — This
study differs from most
rescarch through its holistic

who also explored cancer
survivorship from a
perspective of metaphor and
cmbodied cognition,

conceptualisations

Supervisors BU:

Dr. Caroline Ellis-Hill
Dr. Desi Tait
Dr. Jan Mojsa

t and how W€

: v v
and cultural ¥ 1 ‘enaction’ on

think is considered
these different lev cls.
sponding. our felt-sense 3
:lclfn'r‘:nmnmu and patterns, our su.clal
interacting are all brought forward into
our conscious concepts and language
with which we eventually explicate our
thinking and meaning making.
Cognitive neuroscience suggests that
meaning becomes conceptualised when
activity in sensori-motor and
conceptualising parts of the brain are
Syectedby Metaphor. The way this
thinking and e, O™ éMbodiment of
explored hfif;'“f making has been
(1962),1 ..k.,"-'nm";,‘l‘“(‘l 991), Gendlin
":\';:_"""’:'hfs study.
Mericau-pop,

an

Like flowering springs from the pollination by
the bees. I aim to understand how their i

! 1 they need to make
I check that the metaphc
e by mviting
s Just as one

a 1 a sitnaty

ire of a seed by

differentiating it from the look and function of

shells i the soil

expenienceis conceptualise
influences to the by

The focus is on the participants ratio

Ikeep in mind that wiconscion
11ves co-determine the way their
and liken these
stones beneath our hands

EMBODIED REFLEXIVITY
al and

emotional responses but always in the awareness

that their responses are generat

that jointly kneed the soil from wh

)2 Embodied metaphor in women's
< with cancer. Health Communication.
omline]
Mind and Its
Johnson. M. 2007, The Meaning of the Body. Aesthetics of human
understanding Chicago & London: The University of Chicago Press
Metleau-Ponty. M.. 1968. The Visible and the Inisible. Evanston

2012 Remaking the Self. Trauma. Teachable Moments, and the
wncer Survivorship. Cult Med. Psychuarry. 36, 58
NHS Improvement.
and Bevond Cancer- Taking Action to Improve Outcomes (an update 1o
The Narional Cancer Survivorship Initiatve Vision). [online]. Available
from: http //www s March 2014]
Gendln. E T. 1962 e Meaning. A
Philosophical and Psychological Approach to the Subjeciive. Evanston
Ilnois: Nosthwestern University Press

Northwestern University P
2007 Embodied Enguiry. Phe
herapy and spirituality. B:
.
Thompson. E_ and Rosch. E Emibodied Mind.
nittve Science and Human Expe ndge
husetts & London. England: The MIT Press
(*) Joseph Wright of Derby. An Iron Forge, 1772

wlogical ouchstones for
angstoke. New York

1991 T

on their plant appear

EMBODIED INQUIRY
(Todres 2007)
_Arational analysis of the
data will be complemented
with the researcher’s own
felt and metaphorical
responses to SUrvivors
metaphors

»
RESEARCH IN PROGRESS
Data Generating:

Nov. 2015 — May 2016
Dissemination: 2018 - 2019
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APPENDIX D17: Shells and stones used during data generation

Figure 27: Shells and stones used during data generation
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APPENDIX D18: Flexible use of Research Exploration Plan (REP)

Point 1: Number of sessions determined by research aims, practicalities

and researcher confidence

The participants who came forward during the first recruitment (N=7) round
were invited to a half hour introductory meeting and two research sessions.
The introductory meeting mainly consisted of a face to face discussion of their
diagnosis and treatment steps and aimed to assess whether other life crises
would impact on the exploration of their experience of self in relation to
cancer. Initially | felt I could only make an accurate assessment and respond
with appropriate sensitivity if | met people face to face. Later | realised that
my hospice counselling experience made me over-concerned for peop !l e 6 s

emotional state of mind.

The two subsequent research sessions lasted between 1 and 1.5 hour and
were organised about 4 weeks apart. In the first session participants took a
first person perpective, in the second session a third person perspective.
Initially 1 thought that asking participants to take more than one perspective in
one session was too intense and therefore the first seven participants were
invited to two sessions. Another reason for organising two sessions was that
during 6 p-r esear ch e X PRE) il enotced s that retaphorical
expressions during the first session sometimes triggered new experiencings

that brought about new metaphors in a follow-up session.

At the start of the second round of recruitment | evaluated the necessity of
three face to face meetings. This was triggered in two ways. Recruitment via
the hospice media produced three people who lived further afield. Covering
that distance three times would be impractical either for them or for me. The
analysis of the first set of data showed that the first session mainly generated
insight in the relationship between self and cancer. This was core to the topic

of this study which made me decide to leave this unchanged. The second
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session enabled a richer expression of the experiencings of self. This was
equally relevant and needed to be preserved. As was intended, in the second
session people also explored their earlier cancer related experiencings in
more detail. This entailed reflections on the time of diagnosis and all
consequent treatment steps. The latter | felt could be omitted as this was not
the focus of this study. | decided to limit the exploration from a third person
perspective to an inquiry in their sense of self and sense of cancer at the
present, pre-diagnosis and at the time of diagnosis. Research literature has
indicated that the severity of the impact of diagnosis influences the later
psychological recovery process. By condensing the third person perspective
exploration | could meet participants for one session. Also research practice
itself had increased my overall confidence and | did not longer feel the initial
concern about combining two perspectives. | also felt that the introductory
assessments could happen with sufficient care and accuracy via email and/or

telephone contact.

After reducing the number of meetings from three to one | had five more
sessions with five different participants. In the original plan | would have had
nine sessions with only three different participants. After a supervisory
discussion | concluded the new approach would not compromise the
generation of relevant data, was practically more manageable and five

participants would enrich my research more than three.

Point 2: Planned type and order of techniques of secondary importance

to achieving the generation of rich data and participant well-being

As was described in the main text it was part of the Research Exploration
Plan (REP) to start with a technique that had the power to evoke a basic
aspect of the implicit experience of cancer (e.g. asking fhow big is it?0,
before moving onto positioning cancer in relation t
moving to a verbal description of the creative expression and using this as an

introduction to a verbal metaphorical description; followed by a general
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conversation about how the experience was linked with experiences in their
life-world. | expected that in most cases the proposed order and explorations
would feel comfortable and effective but at the start | wondered whether it
was essential to go through all the steps with every participant. From my
case study and my practice | knew that verbal metaphors held the richest
information. The storyline embedded in every verbal metaphor exceeds the
non-verbal spatial metaphorical information. This meant that if participants
did not fully engage with the creative expression of their experience but
immediately used elaborate verbal metaphorical descriptions, their input could
still be considered as being rich and complete. | concluded that including all
the steps and keeping to the prepared order was secondary to the aim of

eliciting the richest data.

The choice of the methods wused to expl ol
informed by PRE. | wanted to be and felt | was primarily in tune with a stance
of openness towards my participants and their experiencings. As a
consequence | gave myself permission to let go of the prepared explorative
methods and to engage any other method that seemed a better fit. In that
sense | empat hi se wi(2008) rtatd fix beforegaddsthea d v i ¢
methods to study the phenomenon, be it that this exposes the complex
relationship between being O6rigorousé an

The order and range of approaches was also secondary to the well-being of
the participant. Although the materials had been chosen based on positive
experi ences desear o) € p p ewas mapares fodbunexpected
rejections and was confident that any conversation would hold valuable clues
to the embodied character of peoplebs co
and conceptual style, preferences and abilities needed to be respected at all

times.
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APPENDIX D19: Details introductory stage of explorative sessions

As explained in the main text the introductory stage of the explorative
research sessions entailed three tasks. How these tasks were attended to

and why is laid out below.

Task 1: Ethically reflexive exploration of research venue and research
relationship

Prior to the sessions | had reflected on the meaning of the research venue. It
was my aim to meet participants in a venue that was conducive to open up
survivorship focused experiencing and thinking. In the Participant Information
sheet (PIS) | had expressed that the research sessions would preferably
happen at one of the hospice venues but that alternatives could be discussed.
| was concerned that if people no longer talked much about their cancer
experience at home, that surroundings full with references to their family
might inhibit free exploration. Aware that the hospice might be associated
with dying it was clarified in the PIS covering letter that long term cancer
survivorship is part of the support offered by hospices (appx.D8). At the start
of the research sessions | checked out how participants experienced coming
into the hospice. This was followed with information and negotiation of
practical issues (venue facilities, transport costs, use of recorder and
camera). Receiving informed consent was not a one-off action but rather a
process (Silverman 2011) that started as a verbal discussion pre-research,
then the consent form was handed out minimum 24 hours before signing and
consent to continue and/or use the data was asked again at the end of the
sessions. At the time participants still had the right to withdraw data till the
end of the research project which | found one of the most challenging ethical
requirements. The dilemma between increasing knowledge and respecting
rights is very tangible at this point (Holloway and Wheeler 2002). Other
relational issues (confidentiality and its boundaries, support in case of
di stress, info letter for GP, participants?©o
also addressed at the start. Having clarified the research context, bringing

the research topic into the room became the next task.

406



Task 2: Guiding participants towards expression of research topic
Based ornesoteparrec h e x p e rlwas aware shat patiBigaris) do
not always find it easy to focus on their survivorship experiencings. This may
be because they have not fully been 6 r at i o nlai$ mosumabrdmon for
people to dismiss subjective experiences that they struggle to understand
(Petitmengin 2006). Cancer patients have also been found to restrict
themselves to o6positived tal k (Wilkimsant can
and Kitzinger 2000) or to deal with overstimulation (Salander 2012).
Therefore | was conscious that an inviting, organised and transparent manner
was paramount if | wanted participants to re-value an exploration of
experiencings that were not clear, taboo or potentially upsetting. | was also
aware that especially early survivors might be concerned that talking about
their experiencings would cause them to become upset. By putting across
that my counselling experience prepared me to support people in distress, |
aimed to re-assure my participants and induce a relaxing explorative state of

mind.

In the process of clarifying for myself the difference between relating to
cancer survivors as a researcher, or as a counsellor, | arrived at the following
conclusion. Both my counselling and research approach is underpinned by
the view that understanding emerges in relationship (see Chapter 6) and that
consequently the relationship with clients and participants needs careful
attention. In addition researching cancer survivorship is touching on
uncertainty and mortality. When we set out to expose existentially
challenging experiences, we owe it to our participants that we meet them
midway as fellow human beings. Silverman (2011) reminds us that involving
people in research equates to entering a relationship that comes with
responsibility. We need to invite data in an empathic manner that makes
participants feel supported throughout the process. Both for counsellors and
researchers the use of self and the relationship with participants is conducive
to the generation of rich material but during research, generation of data is an
aim in its own right for the researcher while in counselling it is a pathway to

offloading, insight, change etc.
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At the same time it has been highlighted that counsellors and other therapists
who engage in reflective enquiry and search to understand more about their
service userass aafntaygdld,p6)g Although research does
not aim to create benefits for participants it is not unusual for research
participants to experience having a respectful listener to their feelings and
thoughts as valuable or therapeutic (Holloway and Wheeler 2002; Dyregov
2004). A not unimportant difference is that in counselling the client is the

demanding party while in research this is the researcher.

The part ioaus gnasontiveréhip tould also be interrupted by other
experiences that are at the forefront of their mind and this is where the REP
proved helpful. Participants were informed that their expressions would be
guided according to this plan and they were reminded (mentioned in PIS) that

this included the use of non-verbal methods.

In order to focus participants on the research topic, my input and guidance
was emphasised. The next task was to communicate and engage another
layer of my researcher stance, i.e. my openness to their experience and

holding back of my own.

Task 3: Taking a receptive researcher stance

Particpants were explicitly encouraged to give themselves permission to take

an open, non-critical, explorative stance towards their own experience of

cancer. | anticipated that by focusing on an empathic connection with my
participantsd expr essi on sundenstandmgsrwesutdn a | Vi ews
be activated but trusted that this awareness would be productive (see

Chapter 6). | communicated to the participants that it was part of the
resecarchprocess to be as responsive as possible
prepared plan and methods, | will respond in the moment to what is
expresdsiemachey questions | asked were not to be

what was expressedo).
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APPENDIX D20: Reflexive notes with regards to data generation

In listening and observing the participants | kept into awareness that their and

my thinking and behaviour was influenced by a range of factors other than the

experience of self and cancer. The four notes below illustrate an ethical
reflexivity concerned with participants:
negotiation of safety and/or power in the research relationship. The fourth

note also addresses the impact of my preunder st andi ngs of
experience of cancer. These examples raised my awareness for the
importance of active empathy and hermeneutic imagination in the

interpretation process (see Chapter 6)

Note 1: Although participants had been informed about the topic of the
research and the use of creative methods, some responses increased my
awareness that a dationald agreement does not exclude that some
participants need more time to fully engage with the process. This has
consequences for the meaning of their expressions. For example presented
with the Al sheet of paper a participant held it up in front of him like a
newspaper for about 15 minutes and resisted changing the form or position.
Although this could be a genuine expression of his experience of cancer, this
did not resonate with his story. It felt like a protective act and as the story of
his life unfolded | realised that taking control and holding back had become
second nature. It was good to see how this participant protected himself as
he felt was needed. In terms of the use of the research data it points to the
importance of understanding the expressive data within the interactional
context of the research interview or session (Potter and Hepburn 2005) and to
check whether participants are using the material to express their cancer
experiencing or are using the research tools to regulate their feelings and the
relating with the researcher. In other words, to use hermeneutic imagination

andtoask the question: AWhat 1 s really sai

Note 2: At some point a participant asked me to switch off the recorder

because he wanted to speak off the record. At the time | was merely aware
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that this meant | would not be able to use the unrecorded data, afterwards |
reali sed how this experience spoke

aim of the research was for the information he shared to be passed on to the
public domain even if this was in an anonymous manner. With his question
this participant asserted himself and challenged the implicit power relationship
between researcher and participant. It also opens up the question to what
extent his need to take control and his need to help others impacted on the

recorded description of his experience of cancer (Willig 2001, p.22).

Note 3. At the point of taking a photo of an expression of the experience of
cancer with a sheet of paper one

s p o o f kough matlé in a jovial tone it raised my awareness that in addition
to having their consent for an explorative approach and being as transparent
and responsible as possible about my intervention in the introduction, |
needed to stay vigilant for participants feeling exposed or unsafe in their
engagement with expressive material, throughout the sessions. When the
researcher has to attend to the recording equipment participants are suddenly
reminded that they are in a research setting and as Willig (2001, p.23) puts it

fal t hough rapport can be established

interviewee, itcanalso be di srupted suddenly when

researcher becomes saliento.

Note 4. On several occasions | have used the sculpting with paper exercise

with hospice clients. It caught my attention that a lot of survivors | met in a

of

t

clinical setting 6crunched6 the sheet of paper

participants o6foldedd it. I noticed

Further reflection exposed an unspoken professional agenda, i.e. my
conviction that there were many more survivors that were struggling than was
acknowledged by the hospice and the wider health care sector. This now is
no longer a point | have to prove but a thought that | hope | will be able to

shed light on by the time | complete the data analysis. It may be that the

0foldingdé is a sign of bancergxpamnencee Yet t

in listening to my participants | also heard in a myriad of ways how their
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contribution to the research is driven by a wish to help other people. In other
ways they are not inclined to present their self as in need of support but as
having an understanding of cancer that may be useful to transfer to me in
order to pass it on to other survivors who may be struggling more than they
do. An orderly presentation of their experience makes sense from this

perspective.
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APPENDICES E

APPENDIX EO: Summaryof Annds research dat a

Session with Ann (13.4.2017) - Summary (7.5.2017) based on transcript

For Ann, the time of di agnunknown thatesHet l i ke fna
expressedby choosing a dark stone for that ti me.
and says Al felt as if there was a conspirac
herself as very emotional at the time, in turmoil inside which was not really
seen by her family whotookanat t i tude of Amum wi | | handl e it
Ann only needed surgery. Surprised she says
guickly. o Ann thought there would be time f
no control o into the decuxs disheliefbutalsoé&she f el t i
bit of panic underneath because my mind
myself and think (or ask questions)o. Al got
| would have the surgery. o -d&lpahwaysor awar e t hat
cancer treatment and it | eaves her with the
for me or was it for the people around me?0
At the time of the operation she says dAl woul
breath. o She felt Was raypesamiskci cutlosk.she As  Ann
imagined things to go wrong.
Al so nowadays Ann worries about Awhat i's goi
gone wrongo. This is triggered when she can
triggered by emotional upset. Her overa | | expression though i s: i
to still be here. o
Ann feels she is not very clear about her feelings about cancerI&Ic cept it a
PAMIGHME. | am still figuring it out. o On the one hand she explc
sheet of paper how these questions ar e hangi n glolGIMEONM € r , 0

r Tthis figuring out is also expressed in a rather positive way when she
chooses an intricate shell to express her present Self. The shell captures that
she is stil] curi ous aimbimgact thdt s gosigpt® got cance
have on my |ife, how 1t |WplokodagAnagags t he 71 est

she is stildl t r yi am$he searches losansavers ifi avfange me ?
of domains: is it a chance thing? i is it because | have not looked after myself
enough? (Put on a lot of weight, poured myself into raising the children) i is it
caused my years of anxiety and depression? i is it genetic (mother had IBS)

1 did God allow this to happen to teach me about trusting in him?

Ann sees cancer as real (not just a thought) but as latent. It triggers fear but

tisafear Ayouore able Sbeovseroomeafraid e.g. o
She compares cancer to the Hulk, as a big thing with the emphasis on - ngo.

| t maenstad ft h aldngsidesherd .

412



Cancer has been-uipachkailtd 6of a&&hwalkein the
due to her battle with depression) was o
for my family ... and for Godo. .. t her e
A T h e rse muichsneed in the world that [CINICINOIONIES andjsort of | nt o
do something positive to help the situat
sever al aspect s: Aito give back in som
finiteo, Al fieselmotrreatv ad aumibtl b ¢t iot tmerd | i f e

her diagnosis has coincided with the fAenm
of meaning and purpose linked with raising children has come to an end.
This sense for action is expressed non-verbally when she repositions the
sheet of paper from her lap to her feet, indicating that this symbolises wanting

to do something. She suggests doing a sponsored walk, something that
pushes her phy&ée. i SAnin i s wr i
book about finding peace in a turbulent world and trusting in God which takes

fear away. She considers this writing in the first place as a catharsis.

The transition Ann seems to explore is also expressed by her pointing out that

she was diagnosed with cancer whi l e | iving 1 n a new
gat her o while she is now in the process
Arose cottageo.

Il n the background i self wknhdepgessior sinpeesheiwvasn c e 0 f
40. She was hospitalized five times. She left a high powered job to raise her
children. She feels this took away her self-identification and self-esteem.
She wonders whether she has had too much time to think as she
acknowledges that her fear has not been about real issues (in contrast to

cancer) but about thoughts in her head.
wi || face health challenges in my |ife
dispute with neighbours but developed in an extreme anxiety about the state

of the world and that bad things woul d happen. She tal ks

~

thebatttewi t h t he neighboursdé and having a #l

Ann does not express a strong sense of change of self. The people around
her treat her Nj ust as meo whith hahbmpotf
happened). She also had always thought something physical would happen
that would make her think this (life?) w

For Ann her GPs have been the most | mpor
(non-verbal: shapes paper into a heart). They sent her for the screening test

and are also now readily accessible. Non-verbally she positions them in the

room but at a distance. She reflects on the fact that she has not thanked

them for sending her for the screening.
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Figure 28: Ann's expression with shells & stones
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APPENDIX E2: Interpretation of chosen shells and stones

1. Representation of cancer

Ten out of the twelve research participants chose an object (shell,
stone, wood) that was spiky or square, big and mostly dark to
represent cancer at the time of
description.  Objects chosen to represent steps from diagnosis to
finishing treatment decreased in size. Cancer in the present was
represented with a rounded, small stone or shell by 11/12 participants.
This conveyed a feeling that cancerwas s een as Ol ess
threateningd Most objects had a lighter colour which may represent

cancerbeingdébet t er unfdeingét bedithéaepss il

Tony engaged in the exercise differently from the others. Only one
stone was chosen to represent cancer. It was neither big or small and
rounded. If this were to be interpreted in terms of his experience of
cancer, it may express his wider narrative that from the start cancer
was experienced in a very factual way. He fully trusted that it could be
removed. This was supported by only needing surgery. The one
stone may speak of being less affected but may also suggest that if |
had met Tony earlier in his survivorship that the body schematic
structure of his metaphorical comprehending would have been
structured as it is now or that he moved through the steps quite

quickly.

Wendyd shoice of stone was also slightly different: triangular and less
sharp. This may be related to the amount of time that passed, i.e. 20
years, a characteristic that also may have played ar ol e i n
choice, who was more than seven years post diagnosis. Dan who was
diagnosed about 10 years ago was the only one who chose a piece of
wood, but explained that this was because it suggested growth which

he saw as the essence of the threat of cancer

di agnosi s

har mf ul

nessao.

Tonyds

0



2. Representation of self

Not all chose an object to present their self at the time of diagnosis.

Those who did chose something small, blank or woolly. This gave the
impression of a diminished sense of power. The process towards the
present was presented with objects that gradually got bigger. The self

at present was unanimously presented with objects that were smooth

and O6ébeautifuldéd (e.g. hear't shaped
Where the body schematic structure of the metaphors and expressive
space and kinaesthetic O6sheetd exerci
the participants, this is not reflected in the objects they chose to
represent their present self vis-a-vis cancer. There was perhaps one
exception: 10/12 chos e a 0 b iog shell shile 2/#2 choose a
remarkable small, beautiful one. The latter were Ann and Linda, the

only participants who had not reached the second anniversary of their

diagnosis.
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APPENDIX E3: Individual primary metaphor work document

(example)

Table 17: Individual primary metaphor work document (example)

and comments “It is never far away.”

Summary Rosy Metaphor Primary metaphor | Meaning
Pat expresses in several ways that cancer is never far away Emotionaly intimacy | cancer is
present for her, &.g. She puts it on the table is proximity present

Positioning cancer high up does nof resonate
for Pat, because that would mean * If it was
up there | would have put it on the shelf and

forgotten about it.”

not forgotten

In conclusion “uhm, up there is when | feel

down there and

brings

good and everything's great. And | seek to
ackieve that. Bul down here and dosebyis | S0ee Y
the reality.”
But she has folded the sheet a few times and 2/Processes are but she does
says “But | do not allow it (fear) to take over” ... motions through a not let it impede
linear sequence of on her forward
locations focus
“because that is compromising the way 6/Suspension of
forward”. Action is The
Stopping Of
Movement + Good is
Forward
She concludes “it is there but it is also contained cancer is
contained”. . present but
contained
“(cancer) impinges on my blank sheet (Iife Cancer impinges | Imperfection is dirt
without fear) ... on my blank sheet
but it is contained
She also point out though that the folded paper Being in control is
“keeps lifting up, you see, now and again” and being above / Moves
now and again
(Doing it differently here) means | am happy 1o | go with the flow of | Circumstances Are | willing to
go with the flow (of what cancer brings)... what cancer Fluid engage in the

circumstances
as they present

| am bald and I'm wanting to keep an open
mind about the things that arise.” ...

accessible to
awareness is out

“not setling things in stone.”

not setting things
in stone

“When issues do come that mean | have to
step out of my comfort zone ... grasping the
moment and not allowing that (the
(uncomfortable feelings about) the challenges)
1o spoil that.”

stepping out of my
comfort zone

States Are Locations
(interiors of bounded
regions in space) +
Acquiesing to a
situation is taking an
object

willing to
engage in the
circumstances
as they present
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APPENDIX E4: Group primary metaphor work document (extract)

Table 18: Group primary metaphor work document (extract)

Rosy - Blank Mark - Cancer stored - Noel - A
Canvas - Present chapter in my
Present Conceptualisation of life - Present
Conceptualisa | Cancer conceptualisat
tion of Cancer ion of Ca
ARRIVING / Approaching the Have VM (... And
reaching ending (it is getting to | arrived (it is forgotten
destination back of the garden in the past) about it) |
now) AM FREE
FROM
Sequence | make sure the I make sure
appointments | can getan
happen (a bit like appointment
adoption - although if needed
adoption is more
about going on a
journey)
PURPOSEFU VM (... In
L ACTION i such a way)
directing
PURPOSEFU LOW PROBABILITY | ABSENCE VM (folded it | "a lucky
L ACTION - inactive but OF ACTION ) escape"
Force (agent, potentially accidently (due to the
recepient, active VM "90 % fact that he
not) happy that it will not went for
come back" medical
advice in
time)
POSITIONING S & CA SAME S &CA S & Cancer CAIN
(position of SPACE BUT NOT IN in same CORNER
self towards SEPARATE + SAME space but OF MY LIFE
clinicians or POSITIONED BY SPACE - patient tries - NVM puts
towards SELF Cain back Another era | to keep self itin his
cancer) pocket - stored on in life - Have | and cancer back
my computor - at escaped ca | separate : pocket - VM
the back of my - in the bin "Cancer "like the
garden impinges on | memory on
my blank a
sheet (life computor"” -
without VM "ltis
fear), but in getting to
the small the stage
parts that it where it is
does down the
(impinge) it end of the
is garden" -
contained" VM/NVM "If
I had an
elastic
band |
would ...."

S & Cancer
in same
space but
patient
tries to
keep self
and cancer

separate :

"Cancer
impinges
on my
blank sheet
(no fear),
but in the
small parts

S & Cancer
in same
space but
patient tries
to keep self
and cancer
separate :
"Cancer

impinges on
my blank
sheet (life
without
fear), ...)
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MOVEMENT

ON A PATH
but not self-
propelled
(moved by
external
forces in a
positive
(Eplay1) or
negative
(Jksurgery)
way

Time is
movement in
space

Time is
movement in
space

420

cancer was
a phasein
my life

LOW PROBABILITY NO
MOVEMENT VM "90 | MOVEMEN
% happy that it will T The
not come back" cancer is
EXPECTS NO Aistati
MOVEMENT
S & CA SAME CA&S
SPACE + NOT IN
EVERYDAY SAME
SURROUNDINGS SPACE + IN

EVERYDAY

SURROUN

DINGS "Ca

is a chapter

in my life" -

"a phase" -

NV+V "l put

it down. ...
NVM - | could probably
have expressed that by
folding the sheetin a
way that it
unfol d. o
ALWAY PRESENT BUT | IN THE PAST Self is more Cancer is not
STORED VM "itisinthe | "Caisa present than present in the
background but never chapter in cancer; present
disappears" my life" -"a cancer

phase” present is

conceptualise
dasina

corner




APPENDIX E5: Pl u © beeliofle@dationsd

Figure 29: Pl ut chi kmaionsdbwheel of
(Plutchik 1980)

421




























































































































































