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PROLOGUE



Prologue: A Morphing of Being...

October 1998. Having said goodbye to my family, | set off
for another busy week at a newly formed Primary Health Care
Organization (PHCO) located in the central city, not far from
the mam general hospital. | had been appointed to manage a
new PHCO profect: Respiratory Education. My brief was to
deliver respivatory education for PHCO wmembers within the
designated geographical tervitory, and health education services
to non-PHCO members, community health care centres, schools
and some Non-Government Organisations (NGOs). The job was
huge as was the geographical area that | had to cover. This was
a dream job for me. There would be no more of the hosprtal
Shift work typrcal for nurses. | was getting out and about
meeting many interesting people in different locations in a _job

that / loved.

Driving to work that morning [ took notice of the beautiful
leafy riverside landscape. There was not a cloud in the sky.
Perhaps [ had seen this beauty before — but not really noticed. /
was feeling ‘fine’ and my world appeared to be ‘fine’ too. But
the journey became memorable for guite some other reasons.
When [ arvived at my place of work, | parked the car in the
designated car park. | took a quick look at the folder in my
satchel to ensure that all tasks set mn the diary could be
attended to.

My office was located down the corvidor, past the main
boardroom, the Chief Executor’s office and the kitchen. The
Chief Executor Officer was my rmmediate boss and a medical
doctor. [ passed the kitchen area. My boss and several colleagues
were there. They waved and greeted me. “How was your
weekend?” | replied: “Fine”... Someone asked: “Do you want a

coffee before the team meeting?”’ Not wanting to appear



distracted or off hand | replied: “No thanks! See you all soon”. |
didn’t stop to engage in any more conversation. [ could not! /
was in sudden and extreme pain. | smiled whilst clutching my
bag, trying not to grimace or cover my left eye with my hand. [
Just wanted to get to my office, shut the door, hang my jacket
and bag on the door hook and sit down. This done, | clutched
my head. My hands and fingers were tingling. What was going
on? My head was aching. | had a throbbing -painful sensation in
my [left eye. It was now most uncomfortable to focus on things
for long. The lights in my room, although not excessively bright,
seemed to be causing my eyes some level of discomfort, a
Hickering sort of experience. | started to feel rather ‘odd’ as /
sat down at my desk.

[ use this word ‘odd’ quite intentionally because | could not
figure out what was happening. | now experienced a
combination of a dull headache, some pins and needles in my
fingers, and severe pain in my left eye. | was quick to apply my
trusted nursing skills to the situation with a thorough head to
toe assessment n order to make some sense of this feeling, to
find an explanation, to name a condition or even a preliminary
diagnosis. [ could not identify plausible reasons for this odd
feeling.

! had left for work that morning believing that [ was ‘fine’
- a fine and healthy woman. [ returned back to my home that
evening feeling somewhat “less than fine’. | did not know then or
even suspect that | had experienced the first symptoms of an
acute attack of Multiple Sclerosis (MS). Lite as | knew 1t would
never be the same again. | would never be the same again. For
me, as [ reflect back on this day, it constituted a beginning on
the one hand and an ending on the other. [t was also to be the
start of a new relationship with the medical profession and the

pharmaceutical industry. | did not know that then.
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! really did not envisage that this pain would last for long,
or that 1t was too serious. | thought that it would soon pass. /
had recently fielded a phone call from an NGO requesting an
education session for thelr staff on asthma and use of asthma
medications. | wanted to get to my office to look at the wall
planner to see how my week was [ooking and how [ could
accommodate this request. | intended to update the wall
planner so that my line manager and other colleagues could

readily see where | would be at any time. [ had much to do!

! was now late for the weekly staff meeting. There was a
knock on my door. It was my boss. He asked me f | was all
right. | said: “Well not really”. | asked why he had not sent
Someone else to hurvy me along. He said: “I saw you as you
walked past the kitchen. | thought you didn’t look yourself You
never hold your head down to cover your eyes.” — How
perceptive of him!  He did some very quick head to toe
examinations and sent me home mmediately. He aavised that /
should take some stronger migramne like medications and to ring
him in a couple of hours. He offered to drive me home or ring
my husband. | said 1'd be fine to drive myself and would take
the pills when | got home. | drove home, took the drugs and fell

into sleep.

The simultancous ringing of the house telephone and my
mobile phone awakened me. “Gosh!” | thought, “I was meant to
phone my husband and to ring my boss back. | did both right
away. [ felt ghastly and in so much pamn. My boss said “You get
yourself to the hosprtal! I'll phone your GP.” My husband took
me there. | now needed to undergo a whole lot of medical tests.
[ thought what s all this about? | did feel rather apprehensive,
but not afraid. | felt for my husband who was also going

through a whirlwind of emotions himself.
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When 1t came time to hear the results from the many
examinations and tests | had undergone, | could sense that
things were not good. [ schooled myself to keep my head clear
in order to process all the information | was about to recelve.
The Specialist came in to the side room off the reception area
where | was Ssitting. He said he had found significant
mflammation in my left optic nerve, a symptom that can be
indicative of Multiple Sclerosis. He was very caveful to say that
this illness is very difficult to diagnose. More tests for other
parts of my body were needed to give a confirmed diagnosis.
The results of these tests would be discussed with other
neurological specralists, a method of peer review ensuring

accuracy in clinical decisions.

Once | had undergone all the tests, the MR/, blood tests,
neurological tests and ophthalmology testing and the results had
been reviewed, [ returned to the clinie and once again schooled
myself to listen carefully. The Specialist looked at me and said:
“l don’t know how to say this..” [ replied: “Just say 1t how 1t Is
please”. He continued: “You have Multiple Sclerosis. Do you
have any questions?”’ My reply was: “No, not today - but could

You please telephone me tomorrow - thank you.”

As a nurse | was aware that MS s a chronic degenerative
iliness. Previous nursing experiences of caring for people with MS
evoked less than pleasant feelings about this illness. In my
experience young individuals with the iliness were typrcally
placed in long-term geriatvic wards for their short-term cave. [
could never appreciate then as well as [ do now, why individuals
at the prime of therr life were affilicted by this iliness, and more
importantly, why they were nursed in this way.
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Many feelings and thoughts now passed through my head
and hands - this head that was aching, these hands that were
numb. My grandmother came to mind. As [ recollect - she too
lived with a long-term iliness - diabetes mellitus. We had been
very close in life. My grandmother’s native language was Arabre.
She did not speak English or write in western script. To me her
writing was a set of beautiful symbols. | was not taught how to
read or write Arabic, so | could not communicate with her in
the written Arabic form, nor could she communicate with me
i English. We used symbols, hand gestures, and family
translators. For some reason [ now befriend some of my
grandmother’s explanations for making intuitive sense of

difficult (ife situations.

My grandmother reqularly made reference to her inturtive
way of knowing as seemg with ‘the third eye’. She once gave me
a prece of jewellery modelled in the shape of an eye. It is blue
and 1t was pinned nside the coat | wore as a child. It was
intended to be obscure to the external eye. The person beholding
1t, she said, would be guided and protected. Such traditions
may be considered a form of folklore or ‘witchery-craft’ by

non-believers. To me she was indeed a very wise muse.

Years later, my grandmother still has a large presence in
my [life. To this day this ‘third eye’ quides and protects my [ife
and the lives of my famuly. It is no longer pinned in the inside of
the childhood coat | have long since outgrown. It is safely stored
in her jewellery box that she left to me. | now reflect on her
way of her bemng with challenging life experiences as her
ethnographer’s eye. It is in/with this way of knowing that | have
learned how to move forward, in doing so acquainting a new

self, as Carvie with MS.



[ now see through the auto ethnographer’s eye/I- the
eye/self that notices, sees, and writes. | do so comfortably
knowing that a shift of mind and thinking has been shaped by
the influences on my [ife of this wise muse and of other gentle
souls. By living in the moment 1t is with the new I’ that writes
about this un-invited change and social in—fustice | came to
face. | did not invite this iliness nor do [ feel this was a _justified
change in my life. However, this profound change did occur. It
felt as though my personal compass located within my body,
mind and soul had been re-set. | was now re-focusing on

embodied change and experience.

With the eye/l that writes/rights | am now focused more formally on social
change and human action in and around everyday life as | experience it. From a
search of the literature | was drawn to Heidegger’s (1927) Philosophy of Being
and Time; Nietzsche’s (1966) Philosophy on Perspectivism; Deleuze and
Guattari’s (1987) The Concept of the Rhizome; Lewis Carroll’s (2006) Alice’s
Adventures in Wonderland; Ellis’s (2004) Autoethnography as my chosen
method; Moustakas (1990) Heuristic inquiry to investigate extraordinary human
experiences and Marshall’s (1999) approach of ‘Living life as enquiry’. This way
of being and be-coming represents my search for the discovery of meaning and
essence in significant human experience. | also examine the development of
meaning making and communicating meaning emphasising the philosophical
ideas of embodiment and experience in everyday life. From Denzin’s (2003) work
‘Performance Ethnography’ I am learning how these experiences as performance
are connected to the political that becomes the personal and the personal that
becomes politicised. | see an increasing scope to connect my experiences to the
pedagogical that aims to ‘show’ not just ‘tell’ of my embodied experience of the
human body in inquiry. | aspire to connect these insights into my being to the
organization of and care for the people with MS, other similar chronic conditions

and those who care for them.
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General note

Multiple Sclerosis (MS) is a chronic, often disabling, neurological disease. It
affects the central nervous system, brain, spinal cord, and optic nerves. MS is
characterised by recurrent attacks of inflammation and the development of lesions
in the white matter of the central nervous system resulting in neurologic
dysfunction. Attacks can last for varying periods of time from hours to a few days
or for some weeks. Attacks may cause a variety of more or less disabling
symptoms. The progression, severity, and specific symptoms of MS are
unpredictable and vary from person to person.

There are about 2.5 million people worldwide with MS.* Researchers are
investigating numerous aspects of this illness including genetic predispositions,
the potential impact of viral infections, environmental influences, and even the
effects of migration such as latitudes and distances from the equator. Others are
engaged in seeking disease-modifying drugs. Despite all of these studies to date,
there still is no known cause for or cure for MS.

| was diagnosed with MS in 1998. | now write from my body that hosts this
illness. | offer my research as a contribution to the better understanding of how it
is to live with this neurological disease for the better understanding and care for
those who suffer from it. My chosen form of analysis is autoethnography. The
research orientation is drawn from the work of social constructivists, scholars of
sociology, social and management science research, organisational change,
ethnography and organisational learning. My research contributes to the work on
sociology, ethnography, embodiment, and organisational change with
acknowledgment of its potential emancipatory contribution to management

education and management practice.

! www.nationalmssociety.org
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Abstract

Embodiment and experience as a nurse, wife, mother, researcher, and
educator living and working with Multiple Sclerosis (MS) is the focus of this
study. MS is a chronic de-generative neurological illness. It was confirmed in my
being in 1998. Through my chosen approach of autoethnography as method, and
on the basis of my work into and on my ‘self” and ‘being’, | invite a radical review
of the professional organization and medical(ised) treatment of those with MS and
with similar chronic conditions.

My aims are to generate research that goes beyond the passive construal of
the body typical of medical research to a process through which embodiment can
be understood not only as representation of the body but as a significant influencer
of a semblance of actuality or verisimilitude?. In this work I place my experience
in conversation with scholarly voices critiquing embodied experiences of self and
being in the world as heuristic inquiry. The intertwining relationships between
self, body, and work as mutual organisational relationships are examined through
the development of a self-reflexive praxis, in which embodiment, experience, and
meaning-making resonate through autoethnography as both topic of study and
constituent of the research experience.

By drawing on first person narrative accounts of my experiences since the
confirmed diagnosis of MS, | make visible some of the seemingly invisible effects
of living and working with this degenerative illness. | chronicle and analyse my
engagement with a profession whose calling is to care for those, who like me, live
with chronic health conditions that may periodically present as acute or
increasingly debilitating experiences. My voice is clearly present in this text,
bestowing an authorial voice from my body to re-view, re-veal, re-tell highly
personal accounts specifically focusing on how I, the researcher as writer, have
explored the impacts of a confirmed diagnosis of MS on my life and the lives of

those | care about.

2 Oxford Dictionary (1985:839) - verisimilitude /verisi'militju:d/ n. appearance

of being true or real - (verisimilitude is not proof). [L.(versus, true, similis like].
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Through this research, | have explored and enhanced an integrated sense of
self deeply affected by the often-prevailing medicalised change in my identity as |
Carrie, who has MS. | challenge the separation of mind/body, of
conscious/unconscious, of emotion/cognition, and of conceptual/actual as typical
and still dominant in medical specialist approaches to meaning making. | also
question the institutionalised forms of professionalism that sees the medical
encounter as a supreme example of surveillance: the doctor questions and
investigates - the patient is the passive object. | propose that meaning resides in
embodied experience. | tell of my experiences that seem pertinent to the creation
of my best possible life with MS. Yet these experiences seem undervalued or even
absent from my diagnosis and treatment in various aspects of the ‘helping role’

and of ‘professional care’ I was able to access:

| was now being viewed as a disabled person. No abled-bodied person would
tolerate this! | wanted to have some control and rights over my changed life. The best
way forward was to merge my old and now new ways of being to regain some control

and dignity.
(Personal Journal, 1998).

In this research, | focus on everyday performances by stepping consciously
and creatively onto the stage as a life-long member of MS. 1 tell of how, initially
from frustration with the medical professionals but increasingly from a source of
creative self-direction, | explore the transformation of my body through the
performance of reconstructing illness. As a consequence of my attention to
embodied change, | do not view my perceived physical, psychological, spiritual,
artistic, and thus ‘social’ worlds merely as discrete categories of experience
commonly isolated by empiricists. It appears to me that this attention | give
myself is restoring and empowering this fully alert and engaged ‘Carrie who
flourishes’ - even with MS. The research approach brings personal experience,
reflections, and insights to the fore as heuristic inquiry to join a growing genre of
research that embraces subjective matter: the lived experience of research and the
insight of living research as inquiry.

This inquiry contributes to modes of research that are intentionally

transformational. | contribute to the development of research methods, research
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voicing, and ways of writing qualitative research. | connect my research on, from,
and with self to the disciplines of organisational learning, management, and
teaching. My study has implications for those who like me host MS or similar
chronic conditions and for the supporting families, volunteers and communities.
In particular, this research has implications for those professionals who provide a
diagnosis, prognosis, treatment, and care for those who must live with a chronic
condition of any kind. I hope it encourages all people entwined in such stories as
mine, to seek life-enhancing communication as the primary responsibility of care

for each other.
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CHAPTER ONE

Introduction to the Home of the Enquiry



‘Down the rabbit hole’
[lustration by Jenny Thorne, after John Tenniel,

A Macmillan Pop-up Book Alice’s Adventures in Wonderland.
Children’s Books, London: United Kingdom. Re-produced with permission
from Children’s Right Permission Macmillan, Publishers Ltd.1980.



CHAPTER ONE

Down the Rabbit Hole into the Home of the Enquiry

Alice has nothing much to do and is sitting on the
bank with her sister. Life, for Alice, is ‘fine’~ if somewhat
predictable. She was a little bored. She had peeped into the
book her sister was reading but it had no pictures or
conversations in it, “and what is the use of a book”, thought
Alice, “without pictures or conversations?” Suddenly,
seemingly out of nowhere, 3 White Rabbit with pink eyes
runs by. He is wearing a waistcoat holding a timepiece and
muttering to himself about being late. He hurries down a
rabbit-hole. Alice, full of curiosity, decides to follow him.

(Carroll, 2006, p.5).

In 1998 an excruciating episode of pain in my eye and unexplained tingling
in my limbs triggered a search for a diagnosis. Until that day, my life had gone
much as | had imagined. From a wonderful childhood | had been able to choose a
great career. | had a loving family and treasured home. My future seemed secure.
Suddenly, an episode of pain bounded into my life, pain that I, a well-trained
nurse, had been unable to recognise or name. Over the next few days the
speculation that Multiple Sclerosis (MS) might be an explanation for my
symptoms became a distinct possibility. I still had tingling in my hands, legs, and
headaches. It was during a particularly long wait for an appointment with a doctor
who might provide a confirmed diagnosis that | became conscious that something
very important was afoot. Already my mind was searching for explanations and a
search that would eventually become formalised as this research. I took some time
to reflect deeply before | gathered my resolve to face this illness with a research
focus.

In time, my decision to investigate the personal experience of this illness
more formally required a way to organise my thoughts and feelings. | came to
think of Alice, my childhood heroine. Prompted by the inspirational stories of
Lewis Carroll about Alice’s Adventures in Wonderland, I found a way to re-Visit,
re-tell, and re-view episodes of my experiences of MS that | trust will be
insightful, revealing, and useful not only to myself, but to all those who have MS,



to those who have a similar chronic illness, and to all those who care for them, as
professionals or as family, friends, and caregivers.

On the day in question, | had been sitting waiting for the doctor. | had been
waiting for something to happen. | had been waiting, perhaps, for the doctors to
decide what | should do. It occurred to me that I could retell this story of my
confirmed diagnosis and the episodes that followed by looking to Alice as a
model of what it takes to be a good deductive reasoner. I am reminded of Alice’s
surprise by the unexpected and her courage to follow White Rabbit into the
unknown. In the face of repeated challenges posed by my unanticipated diagnosis
of MS, I began to think of my illness as my White Rabbit, an animated creature
that 1 could not help but follow and from whom | was likely to learn a lot. Like
Alice, | would follow White Rabbit into the rabbit hole that seemed like a tunnel
of some kind. Like Alice I slid through this tunnel. I wonder what might happen
next. Curious!

| look around. My mystical tunnel stops at the door of a house. Even more
curious! Pushing open the door, as | do in this Chapter One, | find myself in a
vestibule. | look around and notice an antechamber with a beautifully carved
wooden lectern. | see that a booklet is placed on it. I move closer and to my

delight it is open at this page: “Autoethmography”. | read about the
highlights of the works of exemplary scholars: Ellis, Ellis and Bochner, Marshall,
Denzin, and Moustakas. | read about their passion and achievements in their
contribution to ethnography, autoethnography, and heuristic research. In this
vestibule | also see portraits of people I want to know more about, and | realise |
am in a magical House of Learning. To my surprise, | find Alice enticing me in!
She exclaims: “Welcome to your Home of Enquiry we have much to explore!

Let’s look around us a little more closely before we move on.”

The Vestibule of introductions: Taking off my empiricist cloak

The vestibule or antechamber described in this thesis is used to denote a
welcoming space where the [auto] ethnographic self, | Carrie, author of this
document, can meet and greet fellow critical companions. It is a place to introduce

and explain to the reader my choice of autoethnography as the method that is used



to explore the deeper meanings of what it is like to live and work with a chronic
degenerative illness. I meet some key critical companions such as Ellis (2004)
whose methodological approach of autoethnography is so beautifully outlined in
The Ethnographic I, and I am greeted by Marshall’s (1999) application of the
notions of inquiry as method in Living Life as Inquiry to support theorised writing
based on personal experience.

| look around the vestibule I notice a poster with an exquisite image of a root-
like stem growing underground. It has many roots and shoots growing from it in
seemingly random directions. Underneath the poster is this annotation: The
Concept of the Rhizome by Deleuze and Guattari (1987) an excerpt from their
book A Thousand Plateaus. | am intrigued! | see Alice. She is waving to me. In
her hands she is holding a paper scroll. Alice says: “I have been here before, a
long time ago now. At that time | got tangled up in the many shoots and roots that
are embedded in the walls of this vestibule. These shoots seemingly lead off in all
directions and to many rooms. | made some tracings of these shoots so as not to
get lost ever again. I carry this scroll with me when I want to explore”. Holding
the scroll in front of the mirror Alice begins to open it. | am mesmerised! As |
begin to see what is unfurling before my very eyes in the mirror, | see these
beautiful tracings of lines that seemingly go in all directions — just like the roots
and shoots on the poster! On the scroll are points that Alice has labelled: “Doors
and Rooms”. I look to Alice. She says: “This image of the rhizome is what I call
my map!” Alice points to a shelf in the vestibule saying: “There are some books
for you to look at”. And I do!

On this shelf | see some book covers and opened sections of framed writing
that | recognise as Denzin’s (1987, 1989, 1997, 2003) writings on the critical
theoretical positions of interpretive ethnography, performance ethnography, and
critical pedagogy, as ways for enacting a performative text. | look further along
the shelf and spot Hawkins’s (1999) engaging work on reconstructing illness that |
believe will provide a profound consideration of what it means to be human in the
face of illness. These are ideas/books | recognise as ideas | have come across
before. Will | learn more about these ideas in this strange place | have found
myself?

As | move away from the wooden shelf. | see and salute the literary work of

Lewis Carroll’s (2006) Alice in Wonderland displayed in a glass showcase along



the far wall of the vestibule. | can see that it contains a stunning collection of
images, humour, wonder, and wit. Then, a flicker of light draws my eye! | see a
row of mirrors in all shapes and sizes. Some are positioned at seemingly strange
angles. Some have special lighting effects that catch my attention. As | look
around at these mirrors | can see the front and back of myself. | see Alice reflected
at my side. She looks comfortable and secure in this strange place. | know she has
been here before and has been careful to take notice! | feel confident that she will
be my guide and wise muse. As | come closer to a particularly dark mirror, | see a
faint outline of what looks like to me to be the Cheshire Cat. His grin is becoming
much larger as the lighting in the mirror reaches it full power. | see his big grin is
mouthing phrases that look like they may be a list of labels or signage of some
kind. How curious! | no sooner seem to get that he is trying to direct me
somewhere, when he dissolves and disappears!

I look into another mirror. This one projects an image forward. Now | can see
before me a long passage with doors leading off to the sides. On the doors are
labels! Aha! The labels are the phrases the Cheshire Cat has mouthed out. | cannot
see them all clearly, but the ones | can see are inviting me to move forward. |
read a sign seemingly quite close to me "Room of Being and Becoming”. As |
speak the words, a small mirror lights up and flashes the words: "Ontology of
Being...Becoming and Autoethnography. What could it mean? The thought no
sooner passed my mind than the sign on the door not too far from me began
pulsating: 'Room of Demonstrating’ | read. The pulsating soon stops. Closest to
me is a label "Autoethnography exploring the Room of Methodology" | look to
Alice. She is smiling. "Yes!" she says! We must start at that door! I think we will
find many books, author’s writings it is very much like a library.

As | set out to follow Alice | catch a glance of myself in the beautifully
bevelled framed mirror. |1 see myself on the Porch, looking into a set of mirrors
reflecting back at me! | see a Journey taken by Alice and me, a journey that began
with my falling into the rabbit hole. Being the curious person I am, | wanted to
know how deep the rabbit hole was!

As | grew in the pleasure and potential of seeing White Rabbit as a metaphor
for MS, and Alice as my Muse and guide, | realise I must find a way as a
researcher to show what it is that | am seeing, feeling, imagining, and thinking.

The Vestibule in which 1 find myself provides just such an opportunity. Here the
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portraits and images with short annotations provoke my reveries. | am certain to
learn more about these people and their extraordinary work as | enter this still
mysterious House.

I look around the Vestibule in wonder. As | wonder what lies before me? |
am also in awe of this place. In the distance | see a black screen which looks like a
partition of sorts. Curious, | can hear a low pitched sound. It sounds a bit like an
old movie wheel. | am intrigued. I go and look. Behind the screen | see the movie
reel playing images. | see four little icons that are moving around on the screen
and a brief summary of the ascendancy of each. How timely and inspirational!

The screen and icons fill me with what feels like a premonition. | appear to
be given a magical preview of what may be ahead of me in this magical House of
Learning. | will spell them out! Explication of these activities and their influences
will underpin the way in which the research methods are employed within this
study and how interpretations are formed. | set about to create these as four

discreet activities:

) A preview of the topic and mode of enquiry.

i) Explication of the thesis as useful/insightful ways in autoethnographic
research.

iii)  The positioning of myself in the thesis and introduction of the
inspirational influence of Alice, as my guide and wise Muse.
Introduction of the people in the portraits, and the annotations below
their portraits that promise inspirational guidance.

Iv) An illustration of the style of the thesis that is inspired by the
collective wisdom of the authors I have read, the mystical characters
that have sprung to mind, my extensive education and training as a
nurse, and most importantly, my experience of having MS — not only
as an illness now metaphorically represented as a White Rabbit, but as

a teacher leading me into mystical, magical, and life changing reveries.

With attention now focused to the sequencing of my story line, the last icon |
see is David Boje (2001a, 2001b, 2008, 2011). His portrait has two annotations:
Storytelling Organisations and The Antenarrative. What a great place to begin my

deepening enquiry! | start with the introductions from this anteroom, which |



describe as a way forward in search for meaning to my new way of being in-the-
world with MS where, | Carrie, am awaiting to meet with fellow companions on

this search for meaning and enquiry.

Introduction from the anteroom

| place my hat and coat in the anteroom. | have my satchel that contains my
trusted notebooks. Permit me to introduce myself and share the many experiences
| have been exposed to and the many roles | embody: | am a woman, mother,
grandmother, wife, nurse, educator, researcher, PhD student and, a person with
MS (PwWMS). | received my confirmed diagnosed of MS in 1998. As a nurse |
held a number of nursing positions in both private and public hospitals, in the
community sector, and then latterly in nursing education as a lecturer. Being a
nurse | was familiar with looking after others who had been diagnosed with MS.
With regards to my other life roles | did not have a deeper understanding of what
it was like to manage MS. As a nurse | knew a lot about the medical aspects of the
illness and | was highly experienced in providing nursing care for the acute
stabilisation of those patients presenting with the medical symptoms of MS. With
regards to having a good knowledge about the long-term management of MS from
a personal perspective | did not know very much at all. How could I? This was a
new learning experience for me. | was naturally curious about some of the
sceptical comments made from medical professionals about this illness. | was now
a PwMS living and working with MS, and an emergent writer of autoethnography.
| wanted to build on my prior qualitative research experiences this time using
research approach of autoethnography to examine my experiences of MS. |
thought would this not make a fabulous topic to explore as scholarly inquiry? In
August 2008 | embarked upon my doctoral thesis.

My interest in autoethnography began after my confirmed diagnosis of MS.
How | came to incorporate and value autoethnography as a form of enquiry to add
to my portfolio of fruitful research methods is the focus of this research study. |
was completing my Master’s Degree in Health Development and Policy and the
required research component when | was diagnosed with MS. One of the lecturers

suggested | write about this situation that 1 now found myself in. I was stunned. |



wondered who would be interested in this account. Would it be deemed as good
robust research? At the time, | was also teaching primary health care/public policy
and research methods to undergraduate nursing students. | was familiar with both
quantitative and qualitative research methods-methodologies and had taught them.

The coincidence of my diagnosis with my need to complete my Master’s
thesis was fortuitous. The invitation to think about my changes in health
circumstances as a research project now became my focus. | began to research the
qualitative research approaches that might best align to both my desire and need
to think about my life and to do so in a research project that would enhance my
life, and inform my practice as a nurse, educator, and researcher. | chose a
research design hermeneutic phenomenology that included semi-structured
interviews with PwMS and their caregivers and a thematic analysis.

From the findings | noted that communication and listening skills of health
professionals and nurses were issues that needed attention. | found that it was not
so much that nurses did not want to listen but rather that they did not have the
skills to address the complexity, uncertainty, and unpredictability issues regarding
the management of MS. Forester (1980) suggests that by not listening health
professionals may deny themselves the insight, vision, compassion, and ordinary
meaning of others. They abjure their own possibilities of learning, growing and
understanding of who they are collectively and individually. In doing so can
undermine our understanding of who they are and can be.

For doctors, nurses, and health professionals looking after people who have
MS much of the care is assigned to acute stabilisation of the presenting medical
symptoms. At any one time symptoms such as pain, numbness, eye problems,
vision, loss of balance can present. Many patients may experience one or all of
these symptoms at any time without any warning. In situations like this clinical
management of MS by doctors can be varied and inconsistent. | come across this
article by Rosenberg (1998) who writes in many situations where clinicians face
issues with clinical uncertainty, some practitioners may develop maladaptive
strategies for coping and dealing with it. He knows of six maladaptive types: i)
Dr. Know - doesn’t want to admit to uncertainty; ii) Dr. Dolittle - is unsure about
everything and afraid of making a wrong decision; ii) Dr. Turf - doesn’t make
decisions himself/herself; iv) Dr Delegate - relies on steady stream of well-

informed juniors; iv) Dr. Panic - over investigates every patient then treats them



aggressively; and vi) Dr. Facile - whose philosophy is patients are well most of
time, so why expect the worst - he/she waits till patients become obviously ill
before he/she treats them. | was intrigued!

I’d not seen any writing like this before. Rosenberg’s commentary was
indeed judicious and revelatory. His views led me to reflect on my experiences
with the medical encounter, my research question, and the communication issues
of clinical uncertainty that | faced. | read on.

The needs of communicating and dealing with clinical uncertainty were
now an important part of my investigation into the illness and the care for those
who had it. | carried on reading extensively about illness experiences, not only
the self-help type but those that examine: illness, disability, caring, quantum
healing and storytelling as ways to shed light on feelings of the chaos,
complexity, and uncertainty with chronic illness.

On this search I was drawn to Frank’s (1995) The Wounded Storyteller an
account of the illness experience based on his experiences of cancer and a heart
attack. Frank’s (1995) identification of three basic narratives: restitution, chaos,
and quest were helpful in the development to find my ‘authorial voice’. His
restitution narrative is based on basic plot of a story that yesterday | was healthy,
today |1 am not healthy, | am ill, and tomorrow | will be better. | reflect on the
restitution narrative. It is a narrative that describes the movement about health as
moving back and forth in the direction of health being fully restored. | have MS.
As MS is a chronic degenerative illness | will not totally return back to full health
or full recovery. In finding my ‘authorial voice’ | am learning that a restitution
narrative illustrates illness as transitory. For these reasons | would not be able to
adopt the restitution narrative to my life story.

In the chaos narrative the plot is life will never get better and no one is in
control. There is an attraction to being drawn into the undertow of the illness
experience alone. In the writing of my living story where | am developing finding
my ‘voice’ | can relate to this chaos narrative. In some instances | experience this
feeling of chaos when my MS symptoms flare up. | have pain that at times no one
can control. In the quest narrative, an individual accepts illness and seeks to use
this, believing that something is going to be gained through the experience. In
finding my ‘authorial voice’ | am questioning my lived experience of MS that is

now an impetus for change. Frank (1995) says this differs from the restitution



narrative in that an individual is not just solely seeking recovery from an illness.
MS the illness is becoming the motivator and this quest for social action and
change that | seek with my new way of being-in-the-world with MS.

The exploration of Frank’s (1995) three narratives significantly helped
influence the refinement of my research question. Writing my living story about
how to make sense from illness through a troubled body will ‘show’ how stories
are an opportunity for self-expression and questioning of self-care practices.
Ricoeur (2010) urges a focus with passion on questions. | thought deeply about
this point. As I’ve always aspired to living my life with excitement, feeling, and
fervour. | reflect on these feelings which generate these questions: “Does this
approach contribute to developing and keeping this dialogue evolving as self-
reflexive inquiry? How might others be affected by my focus on self?”

Maybe this says something about the person | am. I had begun another mini
cycle of inquiry about exploring human action and embodiment. Was the
experience of living and coping with a non-curable illness such as MS, one that
was different to experiences of coping with a curable illness or disease? | spot
Mairs (1996) Waist High in the World, Mairs uses her own experiences of MS to
portray and create an ever deeper understanding of the human condition. | then
find another article by Mairs (1993, p. 25) When Bad Things Happened to Good
People. It was in this account that | was deeply touched by Mairs when she makes
an offer to provide comfort and ‘companionship in a common venture’. Here she
asks readers to identify with her plight and gain a heightened emotional sense of
what it feels like to live with MS, to enhance their understanding of the
contradictions that occur. | reflected on her writings as these offered a point of
comparison for my life story. Mine is as an identity and meaning project using
my own experience as an internal frame of reference to explore ways of learning
about my being and becoming-in-the-world with MS. | rummage about and find
Sacks (1984) A Leg to Stand On. He uses his own experience of loss and injury
where through injury, in the midst of good health; he sustains a neurosensory loss
to his injured leg. In writing about his journey in dealing with injury, loss, and
illness he returns with another vision of the meaning of disease. | was enthralled
reading these. Mairs and Sacks provide insight and understanding that through
loss and isolation [whether this is due to an injury or degenerative illness] it is

possible to develop a deeper meaning on experiences of disease.



Still being rather inquisitive | carry on with my search. It is Hawkins (1999)
positioning of pathography - signifying a style of writing of disease that catches
my attention. In Reconstructing Illness: Studies in Pathography, Hawkins
emphasizes the centrality of narrative as ways of refashioning a life disrupted by
iliness or disability, locating illness stories within a larger framework of medical
discourse and cultural practice. In departing from this way of thinking Hawkins
significantly influences this next level of inquiry. | am eager to examine the words
difference, irregularity, and disorder within the context of these constantly shifting
states of meaning in illness. In thinking about centrality of narrative with living
story my thoughts returned to the image of the rhizome seen in the vestibule.

| then see Alice who is pointing to this book by Deleuze and Guattari (1987)
A Thousand Plateaus. What a timely a find! | eagerly turn the pages and read on.
Deleuze and Guattari (1987, p.3-25) developed the concept of the rhizome and
consider the rhizome as an image of thought that has the capacity for
multiplicities. The rhizome is between things and does not have a beginning or an
end - it is ‘inter-being’ How mesmerising!

I remember Alice saying: “The rhizome is my map”. | was attracted to this
concept of the rhizome as | believe it would be highly relevant to my discussion
of lived experience in the writing of antenarrative and my life story. These
rhizomatic pathways will connect self to present and past experiences of living
with MS and coping with flare up of MS symptoms. It is in learning how to ‘see’
and ‘notice’ the multiplicity of these embodied experiences that will give
direction to living story portrayed through antenarrative as human action.

In my quest to develop human action as praxis | am seeking more creative
ways to describe my illness experience. That would be well clear of the traditional
positivist biomedical models of health/disease/illness. In reading about other’s
experiences of loss and illness and the seemingly multiplicity of their thoughts,
and feelings they encountered, I see how useful Deleuze and Guattari’s (1987)
concept of the rhizome could be for the application of exploring lived experience.
It can enable the connection of any point to any other point through an interpretive
construction processes. The rhizome [as concept] seeks to explore these states of
individual meaning, where it brings into focus very different states of meaning

that can be read in any order in any manner. Deleuze and Guattari (1987, p. 3-25)
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describe this as being a ‘map’ that is always detachable, connectable, reversible,
modifiable, and has multiple entrance ways and exits. Fascinating!

This led me to explore other individuals’ experiences with illness and
disability and how they cope. Spiegel’s research (1993) Living Beyond Limits
captures a remarkable account of a women with breast cancer who received social
and emotional support in addition to standard medical care. Spiegel recognises
the essential healing connection between the body and mind. It was this aspect
that 1 was most intrigued to read about. | was interested to learn whether research
that incorporated body/mind focus would also address improving communication
issues with medical doctors and allied health professionals. As one of the
significant findings from my Master’s study was that of communication and
listening skills by doctors, nurses, and health professionals. Spiegel’s research
recognising ways of improving communication was timely as my focus now is to

build on this in my enquiry.

Introduction to the topic and mode of enquiry

In 1998 | was diagnosed MS. MS had interrupted a happy and comfortable
way of life that | had become accustomed to. The search into how I could now
live with the insinuation of MS in my being became a significant focus in my life.
My decision to include a PhD level investigation as part of my quest ignited
vigorous thought about just how | might undertake such research about or into
myself. Many ideas, thoughts, and questions about illness, change, embodiment,
and experience buzzed around in my head. Something called me to look deeper
into myself for the meanings to be made of my new way of being and becoming-
in-the-world with MS.

| yearned for a way of making meaning from this change to my being. Before
me now were many potential research threads. Each would make fabulous
research studies. But I only wanted to do one PhD study, for the time being
anyway! I was drawn to Ellis’s (2009) Revision Autoethnographic Reflections on
Life and Work. In it, Ellis (2009, p. 83) describes her experiences of her husband’s
illness and their many conversations prior to his death; the conversations about

illness, emotions, and introspection, and their intersections as aspects in
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sociological inquiry. Together, as sociologists, they had worked on papers that
sought to bring the study of emotion into studies of human behaviour. When, after
his death Ellis returned to teaching, she was acutely aware that the graduate
teaching curriculum she was involved with largely revolved around thinking
abstractly, building theory, and synthesising results from empirical studies.

Sociology, she realised, did not appear to concern itself with personal stories
and feelings. The focus was on theorising, generalising, and manipulating
variables primarily in positivist modes of enquiry. Ellis (2009, p. 84) questioned
why prevailing social science approaches omit introspective data by writing in a
way that makes detailed lived experience secondary to abstraction or statistical
data. In Final Negotiations (1995) she writes about the experiences of caring for
her dying husband and the themes that she drew from this experience. These
themes involved negotiating hope and reality, along with hope and truth telling, so
that she and her husband could live the best lives possible given the confines of
his illness. Ellis (2009, p. 94) says that as she wrote the stories in Final
Negotiations she felt it important that they evoke reader’s emotional experiences
and be useful for all of us. She wanted them to offer sociological understanding of
grief, illness, relationships, doctor-patient communication, care giving, illness and
dying and it to be also useful to the ill, their caregivers and for all of us who will
suffer loss someday. Ellis records how some of her colleagues questioned the
value of narrative understanding and the therapeutic usefulness in sociology.
Some were suspicious of her claim that writing evocative narratives about oneself
can contribute meaningfully to the sociological imagination. Her discussion of
these suspicions helped me to be more aware of some of the critical responses that
I may encounter as | commit personal experiences to the public domain. The risk
of criticism did not deter me.

| was deeply moved by the work of Ellis and her claim. It was the notion of
sociological imagination that caught my attention | wanted to incorporate this
notion in my autoethnographic enquiry. My desire was to do exactly as she
advocates for: to write evocatively about experiences with as much rich detail that
would be illuminated by reflection and the reflexive process questioning the
relationships between research accounts, own social world, and self.

My thoughts about the use of imagination for my inquiry were initiated, as

the cliché says, by ‘being in the right place at the right time’. | remembered seeing
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on the programme of a seminar I was attending that use of ‘imagination as
method’ was being discussed by Michael Hayes (2012), a scholar whose research
was a focus on intersection of education, social justice and global citizenship.
From his presentation entitled: Imagination as method: Poiesis in ethnographic
research, | learned about how the use of imagination as method could offer new
transformational potential in the field of ethnography for creating a just,
sustainable, and caring society.

| recall leaving this seminar feeling so excited about this opportunity to re-
direct my research to ‘imagining’ possible new worlds like Alice did when she
bravely enters into a new world and takes care of herself. | take out my notes from
my satchel and re-read them. Imagination is a form of poiesis [or making] in
which learning and understanding is generated through imaginative and
generative activities of the researcher that is intentional and transformative. Hayes
(2012) suggests that in highlighting the poetic and imaginative qualities that
already exists in ethnography and fore-grounding them a method, this will enable
researchers to re-direct their research to imagining worlds of possibilities. This
was a fantastic opportunity to reflect on the imaginative and poetic qualities that |
intended to bring to my inquiry to address the management and care of those
individuals who have MS in a more humane manner.

As MS is central to my ‘self” and the embodied relationship I have with it
and with others in my social world. The use of poiesis would be both in the focus
of crafting imagination in this autoethnographic enquiry and how it is
conceptualised and presented in living story. Attention to my experiences, and
layers of reflection, would be the means and mode of my enquiry. I would
contribute to enhancing the use of imagination as a study option to be used in
learning organisations for understanding human action, embodiment, and
experience. As an emergent autoethnographer instead of doing to or describing the
situation as it is, I am making it anew as | conduct my inquiry. Imagination,
images, and imagery would be central to my work a work of reflection and self-
reflexivity.

Whilst thinking about how to be reflexive, | encountered a fortuitous
opportunity to meet Ann Cunliffe, scholar of and advocate for reflexivity as a
developmental and emancipatory process in our lives. In her (2011) seminar on

Research Methodologies — why be reflexive? | learned that being reflective in my

13



writings could be a form of self-reflexivity. It was an opportunity to explore what
constitutes my social and organisational experiences in my every day interactions
with MS. | could (and would) explore possible meanings and interpretations of
my (re)actions, and the way my reflection on these experiences came to be the
starting point for this PhD and came to entwine inquiry and action in new ways of
being. Attending Cunliffe’s seminar clarified points of relationality, meanings,
and epistemology as theory, issues for form, design, research practice, and
strategies for the potential criticisms | would face using reflexive inquiry.

| reflected deeper on Cunliffe’s points and how these relate to the writing of a
living story. Relationality - describes the type or element in the research inquiry
and nature of the relationships. As self is central to this inquiry I draw on Ellis’s
(2009) concept of relational ethics which are heightened for autoethnographers.
Ellis says researchers do not exist in isolation they live connected to social
networks. In using personal experience in their work, autoethnographers not only
implicate themselves but others. Meanings/living story seeks to explore states of
meaning as dimensions of the study. These dimensions are central to the design of
the project that does not have the traditional start, middle, and end. My living
story is a continuum; there is no traditional conclusion as such it is situated in the
middle. The meanings of what my experience entail are located in living story.
Epistemology — how does the inquiry serve as for theory of method or grounds of
knowledge? Reflecting on these insights helped me enormously to (re)define my
‘so-what?’ questions, the questions about the implications for writing my research
as | now intended to do.

My attention now focused on aligning the process of reflection and
reflexivity with the writing of living story of my confirmed diagnosis of MS and
embodied experiences. My growing understanding of the value of including
narrative, life story, self, and identity was aided by Watson’s (2009) Narrative
and Autobiography notion of the dialectical relationship between the
internal/inward facing aspect of identity work and the external/outward facing
aspect. It influenced my approach with the writing of my life story and the process
of reflection/reflexivity on it.

The evolution of my story illustrates this internal/inward process of reflecting
on a MS experience, illustrated in reading about it as well as it then transitions the

external/outward response illustrated by emotion, and neuropathic pain |
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experience. As | write about this transition of self as a person-without-MS to now
being Carrie a person-with-MS. | argue that this is an example of the application
and understanding of Watson’s notion of narrative identity within this
autoethnographic account of my life events involving many different
interpretations, meanings, and phenomena of this life transition.

Prompted by Ellis and encouraged by the work of Watson, | committed to
making my lived experiences my primary focus for this research. Re-living
personal experiences helped me to (re)clarify my purposes by placing importance
on evocative detail. This requires a different genre of meaning-making. | have
chosen to use storytelling, metaphor, and image as my way of doing this research.
My attraction to the use of metaphor in reading and writing of emotional

experience is threefold:

a) it allows focus on image as a creative force in personal story telling
b) it contributes to growth and diversity of autoethnography, and

c) it evokes and inspires a commitment to greater social justice.

This threefold summary will be used in the writing of my life story. My
attraction to the use and value of metaphor is also an example of what Lakoff and
Johnson (2008) in their work Metaphors we live by suggests is a device of the
poetic imagination. In using metaphor in my living story it allows self to explore
the matter of the extraordinary rather than the ordinary. In the re-writing of my
life reflections that evolved and from re-reading, revising my journal entries that |
have kept all my adult life, but particularly those written around the time the first
symptoms of MS appeared in my life. It was the use of metaphor | was most
drawn to describe the extraordinary experiences | was experiencing they were
most certainty not ordinary ones at all! At that time, writing about experiences in
my journal was quite a therapeutic thing to do. I not only recorded my immediate
experiences and sense-perceptions of these impressions, | also wrote to explore
opportunities to reflect on the many different ways | could visualise the changes
to my life. 1 had an incurable progressive neurological illness. I had somehow to
try to work out a frame of reference as a way that | could deal with all the anxiety,

uncertainty, emotion, and my growing sense of curiosity about it all.
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Being the curious person that | am, | wanted to investigate notions of self,
body, and work as basis for a deeply philosophical and personal approach to
examining human experience. These were the notions that would now form the
shape of this enquiry along with Deleuze and Guattari’s (1987) the concept of the
rhizome. Alice had adopted this concept as her ‘map’. | was assured that with
Alice as my guide, | would be well served in finding ways to explore learning
about writing and doing autoethnography in the many rooms | was yet to discover.

By drawing on my experiences of MS | wanted to illuminate aspects of the
experience of receiving my confirmed diagnosis of MS. | had been well trained in
the positivist sciences. Yet, | could not see how its methods of hypothesis testing
would serve me. The positivist approach to scientific enquiry relies on objective
repeat experiments. |1 began to explore the notion that my experience of my
experiences couldn’t be replicated. Nor could the experiences of others be the
same as my experiences. | needed a different research paradigm for my research. |
wanted to incorporate my creative and imaginative self in this approach. Existing
qualitative methods of ethnography, critical theory, and heuristic inquiry as
approaches to researching human lived experience became my starting point.

To incorporate my experience in a unique way in this thesis I returned to Ellis
(2004, 2009) and Marshall (1999, 2001). My growing interest led me to find
Chang (2008) Autoethnography as Method, and Moustakas (1990) Heuristic
Inquiry. By drawing on aspects of these works | set about to craft my enquiry
using my chosen method of autoethnography. In it I show how the first person
narrative, as an emergent process, can be used to explicate the research question
that I have sought to explore. My question became: “What are the relationships
between self, body, and work as mutual organisational relationships? | ask this
question for myself, and in relation to those individuals who have MS. For
consideration are the implications and recommendations from this inquiry
intended for those carers or health professionals who look after persons with MS,
or similar chronic health conditions.

Through autoethnography | am searching for more creative ways to
communicate lived experience with others, especially those employed as health
professionals. This next level of curiosity led me to explore further the meaning of
illness. I find myself drawn to Toombs (1992) The Meaning of IlIness developed

out of her own experience as a patient with MS and in particular her experiences
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of communication problems with doctors, resulting from a fundamental

disagreement about the nature of illness.

I was vividly reminded of a moment described in my own journal:

I have pain. It is located in my left eye. The doctors get me to read an eye
chart. | can do this. The pain and throbbing is so intense it even starts to make me feel
nauseous. | can't tolerate too much bright light or movement. The doctors ask me
many questions - | try my best to answer. All | want to do s to lie down in a dark
room- and get some pain relief...why is this so difficult? Why don’t they want to listen?

(Personal Journal, 1999).

This entry includes some of the descriptions of doctor-patient
communication. | am the patient in pain watching and sitting and asking
questions. I now want to explore more deeply some of the challenges of living
with MS, especially some of the communication issues | remember encountering
when seeking care for an acute flare up of MS symptom. | had from the outset met
some remarkable people who for some reason came into my life at this time. At
the time of my confirmed diagnosis there was the visiting Ophthalmology
Registrar who happened to be working here. He had extensive work experience in
the area of Ophthalmology and with MS patients elsewhere. He was the visiting
Ophthalmology Registrar | was seen by that explained clinical uncertainty about
MS in such a positive manner. His admission that he didn’t know everything
about MS made me feel like | was not such a difficult patient with a difficult
problem. His outlook on managing clinical uncertainly was noteworthy.

Now looking for much deeper learning’s of the concepts; illness, loss,
change, and uncertainty and what this now meant for me, | did not want to resist
the impulse to explore. | felt a persistent call to write my story. It would become
the focus of my PhD. | did not however want to portray my experience as some
heroic biography, groomed of its uncertainties, angers and fears. Sometimes
characters that incorporate dysfunction, deviance and psychological drama seem
to always hold ones attention in a story line. My desire was to scope a good story
line grounded in a more transformative style of telling one’s own story. | would
set to work to seek a way to learn and live fully in harmony with life, being ready

to encounter some risks along the way as I look inside myself being-in-the-world
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with MS and proceed through becoming-in-the-world with MS. Like Alice, | was

ready to explore!

The positioning of the thesis as ‘insightful’ in a useful sort of way

This thesis is an autoethnographic account of my being and becoming-in-the-
world with MS. It is written as first person narrative. A personal story of a
profound health change is used to illustrate how research accounts enriched by
reflexivity and the addition of autoethnographic detail can provide a look into
what Van Maanen (1979), describes as the ethnographers own taken-for-granted
understandings of the social world under scrutiny. | focus on reflection and
reflexivity as process for learning and understanding more about the illness
experience and my perspectives of being newly diagnosed with MS. | commit in
this inquiry creative and alternative ways of understanding human experience. |
do this on behalf of all those persons who have MS, and for those people who care
for them. This work is also for the medical staff, nurses, and allied health
professions who deliver health care to persons who have MS, or similar chronic
conditions, and to their families, or significant others.

| offer initial autoethnographic vignettes of my experiences of my medical
encounter whilst seeking help with an acute flare up of optic neuritis. These
vignettes are expanded more fully in later parts of my work. I reflect on the actual
event and the lessons that can be learned from it in which the doctor and patient
perspectives seemingly collide. | detail how my feelings moved repeatedly
between hope and frustration, anxiety, uncertainty, and the practical implications
on the matters to be attended with and decisions that had to be made.

Through use of autoethnography [as a process] it is intended that the findings
of my enquiry will have implications for a range of fields: i) medical education
and research, particularly in nursing; ii) the management of health related
processes; and iii) the orientation of support services for the people who have
such conditions and the people who care for and about them. | want my life
stories to evoke reader’s experiences and be useful for all of us those who are ill,
their caregivers, and all of us who are afflicted with either an illness, a chronic

illness, and, or loss someday.
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| undertake to ensure that my life stories are meaningful in their context by
drawing on my memory and insights into my life pre and post experiences of my
confirmed diagnosis of MS. The use of Deleuze and Guattari’s (1987) the concept
of the rhizome, Boje’s (2001) rhizomatic antenarrative pathways, and Ellis’s
(2009) notion of introspection will be crucial to the development of the person |
am becoming with MS and the way | am positioning myself in this enquiry.

Positioning my-self in the thesis- introducing the inspirational influence of Alice

Initially it felt strange to be at the starting point of a PhD about myself. |
understand, however, that a moment in time has its origins in the moments before
it and so ‘the story of me’ prior to diagnosis has some relevance. So much has
happened to me since my parents embarked on one of the biggest changes to their
personal and family lives to emigrate first from the United Kingdom to Malaysia
and then, subsequently to settle in New Zealand. Yet these details are important to
why and how | came to believe in the value of doing a PhD about myself.

My place of birth was in a small rural hospital in Kuala Lumpur, Malaysia.
Life in this tropical country was what every young child could ever dream of. It
was delightful and exciting. Many adventures to the local botanical gardens,
seaside beaches, zoos, and aquariums are just a few of my wonderful childhood
memories. It was the life threatening event when | was only 19 months old that
‘high jacked” some of this nostalgia. It was on one of those usual summer
vacations my parents would take annually that a most memorable event took place
at Pankor Island, Perak, Malaysia. The island is located on the North West
Peninsula; the Malacca Strait surrounds the North West aspect of the island. | am
re-calling this event after (re)reading my late mother’s notes about the family
holiday.

On June 1960, my mother took me for an afternoon swim. It was a beautiful
still sunny afternoon. There was not a cloud in the sky nor breath of wind to be
felt. My mother stood on what she thought was a piece of seaweed. This was not
the case! A Portuguese Man-of-War, a type of jellyfish surfaced from the low tide
mobilising all of its defences to attack. They are known to inflict an agonising and

lethal sting and its tentacles are over 30 feet long. | happened to be in the way!
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The jelly fish’s body and tentacles wrapped around my neck, chest, and left arm. |
yelled so hard that the beach had to be closed down. Others around at the time
came to see what all the noise was about. My father who was swimming further
out in the water could hear the commotion. He saw people waving from the beach
and could hear them calling. He promptly swam to shore.

The local fishermen on the island familiar with dealing with jellyfish attacks
took a hand full of sand and rubbed this onto my neck, chest, and arm area to
release the suction from its tentacles. | was taken to the local hospital and given
anti-venom treatment. Seriously ill, my parents were told by doctors to expect the
worst. | was not expected to survive! | remained in hospital for two weeks. |
recovered. | survived the attack! However, following that ordeal my mother noted
that | would react in a most violent way to most of my childhood immunisations.
Even at the time doctors couldn’t adequately explain the reasons for these
episodes they termed as an over ‘active immune system’. My father often spoke
about what effects a venomous attack could possibly have had on a child’s very
immature immune system. He was understandably interested in this phenomenon
as a scientist and concerned as a father. To this day we still speak about this
dramatic day on Pankor Island.

We travelled frequently to the United Kingdom where my father held a
number of posts as an Analytical Chemist/Scientist. He held many prestigious
jobs within the scientific community in Africa and Malaysia where he
collaborated with the local people supervising numerous field trials. As a
consultant he provided scientific expertise to local industries in Africa and was
commissioned to contribute to scientific research on the staple cotton crops grown
and harvested in Egypt. In Malaysia, he provided scientific research on the
fertilizer requirements for this staple crop, of rubber.

| arrived in New Zealand in 1965 with my parents and two brothers, one
older than me, and one younger. | was eight years old. | resumed my education in
the local Catholic schools and in time | gained my State Nursing registration. |
married and with my husband | began a very busy and happy partnership of
raising two children and renovating our home. | have been nursing now for thirty
five years. At the time of writing, | have been a partner to my husband for thirty-
nine years, a mother for thirty-eight and a grandmother for two years. In my

nursing practice and in my personal life | have always had very strong interest in
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social justice and an ethic of care, an interest largely influenced and nurtured by
my parent’s own aspirations to the qualities of caring and social justice. | care
about others. | have a strong sense of responsibility to care for those who may
experience periods of loss and vulnerability in their lives.

Combining full time nursing work and study was an important dimension of
my life. After many years of clinical nursing practice both in private and public
hospitals | set about investigating teaching nursing theory and nursing research as
preferred components of my professional development. In 1995 | undertook a
career change into nursing education. | sought to make sense of change and
changing circumstances of health related issues. Unbeknown to me at that point,
the changes to my own health signalled one of the biggest changes to my life and
the lives of my family members. It has also turned into a most profound learning
experience with value that extends well beyond my personal development. The
irony, looking back, is that part of my lecturing responsibilities was the re-writing
of the teaching component in the nursing study guide for the course: Disability
and Chronicity. | was teaching this paper and supervising nursing students in their
clinical practice placements in the caring for people with chronic illness when |
was diagnosed with MS.

| came across articles about effects on environmental, genetic, latitudinal
effects, incidence of MS and an innovative hospital approach on disease
management. | will outline aspects of these in coming chapters. | have since
wondered then if the attack by the Portuguese Man-of-War all those years ago
could have had any long term effects on my immune system. Could it have tricked
my immune system into initiating immune attacks on its own nervous tissue? |
still have the dark brown marks on my body. There is no known family genetic
history of a neurological illness on either maternal or paternal side that we are
aware of. | am left wondering about environmental, latitudinal factors. Jelinek
(2005, p. 36) a Professor in Emergency Medicine who also has MS writes there
are many theories as to what causes MS. In effect, somehow the immune system
seems to ‘see’ the myelin in the Central Nervous System (CNS) as foreign invader
and like overcoming an infection, it tries to get rid of it by attacking it. A virus or
viruses may somehow trigger the process in susceptible people. Was | one of

them?
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Regardless of its cause, | now have MS. Its presence in my life has changed
some of my views of disability and chronicity. My priorities have shifted and
changed. 1 do not dwell on the questions: “How did it happen?” or “Why me?” 1
do have to contend with associated MS symptoms of pain, eye pain, tingling in
my arms, hands, fingers, legs, feet, toes, and ghastly on-going fatigue. This
struggle, however, does not stop me from aspiring to make better use of my illness
experience. This spurs me on. | am instantly reminded of this moment described
in my journal. It was when | first started experiencing some unexplained
responses to a prescribed booster of Hepatitis B Vaccine | was required to have. |
was working in the surgical ward and recovery room of this hospital. | remember
the shift well. | record:

I am rostered on an afternoon shift working in the recovery room of the
hospital. I had a dull sort of head ache but didn't take any notice of this and kept on
going. We had a busy afternoon theatre list to get ready for. | make my way to the
ward to collect the patient and take him to theatre. | arrive in pre-operative room and
handover is given to theatre staff. On leaving this area | experience a severe headache
I clutch my head and walk over to side of the corridor. Thank-goodness | didn't have
any more patients to look after. My colleague took me to a spare room to lie down. |
never did finish that shift. The anaesthetist doctor came out to check on me in
between seeing his patients and then sent me home. | then spent the next six week
recovering from this unexplained attack. | couldn't tolerate light or movement. Even
tight clothing was uncomfortable. The headaches, pain in arms and legs were
excruciating. | had a very bad chesty cough and swelling around my neck. | had
numerous blood tests taken. My General Practitioner had been given blood test
results. He told me: “The tests show a query positive result of brucellosis”. He thought
this very unlikely as | had never lived on a farm nor consumed unpasteurised milk
products. He felt then the tests didn't add up. | was very ill and had used up all
accrued sick leave. | returned to part time work at the hospital

(Personal Journal, 1998).
During the months that followed my confirmed diagnosis of MS |

experienced many confusing situations, doctors and specialists appointments,
hospital examinations, and even a work place interview that made no sense at the
time. It was a time of anxiety but also a time during which my desire to better
understand my situation was growing. This diagnosis generated in me a search for
a way to create meaning to this profound change in my life and the newly
attributed identities of a disabled/woman (scholar/mother/nurse/educator). My life
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had been turned upside down. Initial feelings that | had to negotiate with were: i)
that the illness is so unpredictable; ii) there were no clear guidelines to show how
this illness is best managed; and iii) much uncertainty still lies around what this
illness means.

Let me explain. For me each hour and each day is so different. Its
unpredictability is a real challenge when attempting to make short or long term
plans. | wanted to be able to talk about my experiences with my family and
colleagues openly and effectively. | now experienced an overwhelming sense of
curiosity followed by a need to explore my new situation. The experience of
Pankor Island was for ever etched in my soul and, on my body! My need for
greater understanding about uncertainty was immediate. A keen journalist, | took
copies of all my notes from the start. I found an article: “Healthy Self Doubt” by
Dr William Rosenberg (1998, p. 14), a senior lecturer and honorary consultant
physician at the University Of Southampton School Of Medicine. He says: “The
expectation that a doctor has all the answers is as bad for patients as it is for
doctors. The prevalence and impact of uncertainty is probably underestimated. For
example, no one yet knows the cause of MS but more commonly the uncertainty
arises from our own ignorance and is of a more personal or ‘subjective’ kind. We
may feel uncertain without really knowing why; this sort of uncertainty demands
our recognition. Or we may be aware of our ignorance but unable to find answers
to a question. | was thrilled to have found this article then as it coincided with the
timing of my diagnosis. In time I chose to formalise my enquiry. Research work is
work that | love. Research into my situation seemed an appropriate response to
this challenging predicament.

The decision to explore my experiences as an enquiry suitable to achieve a
PhD raised significant ontological, epistemological, and methodological issues. It
was clear to me that the research approach | would engage with needed to reflect
the way in which I wanted to interact with my family, my friends, colleagues, and
the disabled community of which | was now a life member.

The research process had to reflect my strong aspirations for balancing
curiosity and harmony with my way of being. It was necessary to seek a
qualitative methodology that offered alternatives to traditional research methods.
My desire was to choose a method that would provide a legitimate and authentic

research space for me as the researcher [of my condition thus my emerging self]
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to explore, describe, discover, and serve my creative side. | wanted a process
whereby | would be able to merge my scholar self with my artistic self. Questions
of research process thus occupied me before questions about the questions | would
subsequently frame. Van Maanen (1990) suggests that the questions themselves
and the way one understands the question are the important starting point of
research. In general, | would agree. In this instance, however, the reverse was my
experience. Van Maanen goes on to suggest that the method chosen should serve
to express a certain harmony with the deep interests that shape an individual in the
first place. 1 wanted my lived experience to resonate and be accessible with the
experiences of others. | wanted to ensure that, as far as possible, my
(re)presentation was authentic and could be made relevant to those with similar
life experiences.

Because there is a very close, perhaps inseparable relationship between the
subject of this enquiry and that of me as researcher, there is a need to consider
these aspects regarding: i) design of document; ii) its selection as method of
inquiry in relation to the research and the researcher; and iii) the emotional and
professional aspects of its presentation when it moves from my desk into the
public domain so that what is disclosed does not cause undue harm. My aim is
that it generates helpful insights and contributes to transformational change in the
practice of care for those in similar circumstances and those who care for them.
This approach of placing the ‘self” central to research provides for the illustration
of a richness of the material, but also vulnerability. Ellis (1995, 2007, 2009) raises
a point about an ethic of care. This will be further discussed in Chapter Two.

Aspects of care and social justice have always been a constant beacon in my
life and now influence the way | think about and undertake this inquiry.
Explication of these influences largely underpin the way in which | have sought to
think about which research method would be most appropriate for my enquiry,
how | was going to undertake it, and how to apply a reflective analysis to the
numerous journal entries which constitute what a positivist might call ‘the data’. I
am ‘the living data’. As well as my gravitation to social justice and caring that
my parents instilled into me, | also adore being with and around people and
learning of their experiences. | had read numerous autobiographical accounts
about others who had profound revelational changes to their own health and lives.
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In searching for a way to further my studies of myself and my life with MS 1
met Associate Professor Maria Humphries. It was 2008. I had been living with
and recording my experiences of MS for over a decade. We talked about many
things with regards to my wanting to use my experience of MS in a creative way
and representation of it as a PhD research study. Maria introduced me to critical
social theory, Marshall’s (1999) Living Life as inquiry, Reason’s (1993)
Reflections on Sacred Experience and Sacred Science, and many other papers,
which provided [for me] the encouragement to step away from the positivistic
paradigm I was so highly trained in. It thus provided opportunities to present at
conferences, publish, and engage in many conversations that have influenced the
positioning of this thesis in the interpretivist genre of enquiry.

| read books on heuristic inquiry and articles on living life as inquiry. | felt
the insights found there would illuminate the richness of my narratives and add
depth to my chosen method of autoethnography. Through my research I intend to
reflect on the ‘curious harmonious being with deep interests’ that would help
shape my emerging being and becoming-in-the-world, in part through the very
process of this research.

My inspiration was emboldened by my reading of Ellis (2004) The
Ethnographic I; Ellis (2009) Revision: Autoethnographic Reflections on Life and
Work; Ellis and Bochner (2000) Autoethnography, personal narrative, reflexivity;
Chang (2008) Autoethnography as Method; Moustakas (1990) Heuristic Inquiry;
Denzin (2003) Performance Ethnography: Critical Pedagogy and the Politics of
Culture; and Denzin’s (2003) The call to performance. | had now seen distinctive
portraits of following eminent researchers: Ellis, Ellis and Bochner, Denzin,
Chang, Moustakas, and Marshall. I felt in awe of such company and had to pinch
myself! Was | really standing here in front of all these amazing people who have
selflessly contributed so much to literature and learning?

Ethnography, autoethnography, and the move to the development of a call to
performance autoethnography were influential and galvanised my intentions to
craft my research as an autoethnographic enquiry. This required a choice of style,
and the selection of authors that would guide my work. | also wanted to ensure
epistemological and ontological congruence throughout the life force of this
thesis. Why introduce all these people here? | do so because they are fundamental

to the way that | as researcher have i) a unique understanding of the topic; and ii)
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for the audience to be able to see more clearly who | am in this work and what
were the issues that emerged.

The style of the thesis and the scholarly companions | chose for this journey

All life entails adaptation and change. Some changes can be foreseen, others
cannot. A constant but unpredictable change in my life is MS. | was now keen to
write about these adaptations to my personal life experiences as a research project.
This thesis would be written in first person. It is an autoethnographic account in
search of and understanding of my being and becoming-in-the-world with MS. As
such it is an evocative and personal account expressed in style of first person
narrative. In thinking about the positioning of the ‘7 in this enquiry | return to
Ellis (2004, p. xix) The Ethnographic I. Where Ellis posits these questions for
consideration: What is the role of the ‘I’ in ethnography? Is the ‘I’ only about the
eye of the researcher? Might the researcher also be subject? Might the ‘I’ refer to
the researcher who looks inwards as well as outward? And what can be gained
from making the ‘I’ the part or even focus of ethnographic research? Why
highlight these questions here? | do so because reviewing these questions are vital
to me as a researcher engaging with writing a first person narrative account about
my confirmed diagnosis of MS.

As a reflexive genre of writing, autoethnography situates self within context
of a culture, sub-culture or group, and studies one’s experience along with that of
other members of the group (Duarte, 2007, p. 2). Ellis and Bochner (2000, p. 740)
write that it is therefore a personal style of research characterised by confessional
tales, which do not figure in more conventional style of academic writing.
According to Duarte (2007) autoethnography has no pretence of objectivity. Ellis
and Bochner (2000, p. 741) argue that it is the researchers’ own experience that
becomes the central focus of investigation. I took note of these scholars’ views
and was reassured that my choice to place ‘self” at the centre of enquiry was the
right place to posit my stories and breathe life into the more passive empiricist
ways of describing and conveying lived experience of illness and MS.

By immersing my-self in the research | could now see that the potential for

the personal construction of a life event was able to take place, an approach that
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would focus on shifts of consciousness in the construction of meaning rather than
solely relying on traditional empirical methods of data collection, validation, and
analysis for meaning-making. Through transitioning from a healthy and active
person without MS to Carrie the person with MS, being immersed in this
experience provides much rich and evocative detail to construct meaning. This
shift in my thinking reignited a desire to revisit Ellis (2004, 2009) The
Ethnographic | and Revision: Autoethnographic Reflections on Life and Work. It
was captivating (re)reading Storying the ‘I’ and Revisioning the ‘I’ and how Ellis
advocated for use of ‘I’ not to be excluded in her writing. | thought seriously
about this point and given that the nature of this type of work that includes
immersing self in the project - how could one not incorporate use of ‘7’ in it? Not
to do so in my view would certainly compromise the design of autoethnographic
research and its goal to provide accessible and evocative literary texts. Use of
positioning the ‘I’ in my living story will do this. ‘I’ care deeply that my stories
will have the transformative and revelatory potential and impact to improve care
for those persons with MS and for those people who care for them.

It is through an autoethnographic lens that I would be learning how to notice
and identify with myself as an emergent autoethnographer who is interested in
studying personal life and poetics of social experience. | identify with the role of a
narrator/writer who with use of autoethnographers eye/l focuses on the
construction of ‘I’ in the story and its meaning rather than following positivist
ways of focusing on data collection, validity, and presentation of evidence. In
doing so | do not subscribe to neutrality; instead my focus is to reveal my own
experiences of MS, the management of acute flare ups of its symptoms and
associated challenges with access to care. | believe being immersed in this enquiry
and writing about it in this report was this realisation that prompted me to (re)
appraise more critically my experience of MS. | was now both an insider and
outsider. Stepping back to reflect on experience would develop meaning to be
found in good stories of ‘being there’ as example of concrete experience. My
autoethnographers’ eye/l would now become the useful researchers ‘accessories’
to access rich evocative texts. My desire is to record my life story.

| learned from the books that | had read that the most effective way when
describing personal experiences was with use and positioning of ‘7" and poetics. |
again returned to Ellis (2004, p. xix-xx). She says: “I wrote this book for those
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interested in autoethnography and for those who want to incorporate the ‘7’ into
their research, writing, and teaching”. It was inspirational! | needed a way to
approach writing about the multi-layered issues of my illness experience within
the text of this thesis: i) the recording of introspection; ii) the examination of
emotional experiences; and iii) the forms of narrative and imagery that would
provide a legitimate but ingenious way of achieving this. Ellis (2009, p. 17) makes
reference to this action as the re-visioning of the ‘7’. This action will be expanded
on in Chapter Three and Four where through my autoethnographers 1 /eye, | story
the ‘I’ and in final chapter where | write as | Carrie, who has come to terms with
MS and lives with it but who is not defined as a passive construct nor constrained
by it. My story will always be open to (re)vision. It is a continuum. MS never
goes away completely it is always with me.

Other influences that have helped shape this thesis are the writings drawn
from the philosophers Heidegger (1927) On Being and Time, Neitzsche (1966)
Beyond Good and Evil, Charles Lutwidge Dodgson (aka Lewis Carroll) and his
inspiring stories about Alice’s Adventures in Wonderland (2006) from which |
draw on aspects of animation, fiction, and imagination. In this thesis the White
Rabbit becomes an animated version of MS (the illness). Alice’s candid approach
to life is the character that | aspire to emulate. She is not trapped by the confines
of roles or requirements of everyday life. She is courageous in her pursuit of
understanding. She is puzzled but not destroyed by the seemingly unexplainable.
To draw on my creative and imaginative self, Alice provides the essences of wit,
humour, and whimsical ways of exploring reversed meaning. She helped me to re-
shape my insights for discovering, meaning-making, and communicating meaning
as an integral part of my life.

While in medical terms I am [still] Carrie who has MS (as in a medical
condition of the body to be treated), in this research I am [now] Carrie who is in a
relationship with MS. | chose the Alice stories to craft an internal frame of
reference for my thesis to show how | Carrie, once diagnosed as having MS, now
is Carrie who lives creatively with MS. To show this transition, | draw on a
metaphoric depiction of the White Rabbit as an animated depiction of MS with
whom | have formed a life-long relationship. Initially my following the White
Rabbit was erratic and full of confusion. It became increasingly intentional,

interactive, and reflective.
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| was now committed to research from the point of view of the person who
has MS, with many of the private, confusing, and often distressing moments laid
open for observation for the knowledge that such exposure might bring. After
much searching | had chosen autoethnography as the orientation that would best
achieve this aspiration but not without some concerns. For a nurse trained in the
positivist sciences, this seemed a highly risky choice. However, it seemed that
with MS and its unpredictable manifestations now an unavoidable aspect of my
life a fluid research process seemed appropriate.

I next introduce autoethnography as an example of where researchers own
experiences becomes the phenomena under investigation. Borrowing concepts
from heuristic inquiry 1 describe how personal research is a valid research
method, and in drawing from living life as inquiry, I show how applying notions
of inquiry as method help to explain ways for meaning making. It is in a form of
narrative writing where in an e-merging theory and story from the eye/l that
writes/rights as being, acting in the world shown through thinking and poiesis.
These narratives creatively display embodied experience that is drawn from body
to convey lived experience which is illuminated by autoethnographic vignettes
showing specific incidents. In these stories, | am present and | show how | feel.

What an interesting time | have had in this Vestibule. In here I am now
intrigued! 1 want to find out what thoughts and ideas lay behind the choice to
display images of these people and cryptic referral to their work in the portraits
and their labels here on display. | look forward to learning more about the
characters | have met here, the work they have done, the links I may find to those
who have inspired them, and the application of their ideas to life! I now see Alice
standing by a door at the end of the vestibule. Above the door is a sign:

Autoethnography: The Room of Methodology. Full of curiosity, I follow her in.
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CHAPTER TWO

Autoethnography

Exploring the Room of Methodology

‘“If we knew what we were doing, it would not be called research, would it’?

A. Einstein. (n.d).
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CHAPTER TWO
Autoethnography
Exploring the Room of Methodology

As | enter through the door held open by Alice, | find myself in a room that
looks a bit like a library. There are many shelves of books and journals. The shelf
adjacent to my eye level is labelled Philosophy. Another is labelled Metaphor and
Storytelling and there are a pile of nursing medical journals. In this room 1 also
see many tables, trolleys, shelves, glass bottles, and books of different sizes. On
one of the shelves a small book was poking out as if it had not been properly put
back on the shelf. The cover has: “Autoethmography” beautifully printed on its
face. What a curious find! I sit and begin to read this book. This is what | find: An
introduction to the philosophical basis of autoethnography, and short history to
this research approach. It describes the ‘processes’ of doing autoethnography, the
forms this may take, and the ‘product’ typically produced i.e. writing
autoethnography is the product. The potentials, issues, criticism, and the
[relational] ethics that arise in the ‘living’ of autoethnography are reviewed with a
discussion on issues of reliability, generalizability, and validity as they arise in
this research tradition. | plan to take copious notes many of which | will leave
here in the Room of Methodology [as my Chapter Two] and more that | plan to
carry with me as | intend to see how well | can apply these ideas in my own
research practice of performance autoethnography that I feel most drawn to.

Introducing the research approach

“He who has health has hope, and he who has hope has everything”...

(Arabian Proverb, n.d).

As a newly diagnosed person with MS | was searching for a process that
would enable me to make sense of this situation that | was struggling to
understand. My need for understanding was immediate. | wanted to tell my story

of my journey to understanding. | experienced this pressing desire to explore my
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situation as a formal scholarly inquiry. In my view, this was a circumstance
requiring non-traditional research approaches. The idea of telling my life story as
personal narrative facilitated by my use of the Alice stories and metaphors had to
be congruent with my way of being as a woman, wife, mother, nurse, academic
and person with MS. My focus as