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Abstract

This thesis plots my development as a nurse specialist in spasticity management, a relatively
new specialism that has not previously been researched. To address this gap in nursing
knowledge this thesis demonstrates how guided reflection developed my individua!
professional knowledge and how this informed knowledge about nursing and caring when
working with people with spasticity and complex disabilities.

I utilised a novel narrative methodology which combined my clinical and research practice.
As an organising structure to research and gain insight into my practice | used the six layers
of dialogue (Johns 2006). Through this process | explored my experiences by constructing
story texts, then reflective texts, culminating in a narrative. Creating story text involved
exploring my experiences through regularly journaling. Using a reflective model | developed
the texts and dialogued with other sources of knowing such as literature and art forms. To
further extend the text and reveal aspects of self that were previously unexplored | would
share it with my supervisor(s) and others. To construct the narrative text | assimilated 29
reflective texts into a coherent whole, which represents my unfolding journey, of being and
becoming a reflective practitioner.

This reflexive journey has changed my perceptions of situations and my practice approach.
Significantly | describe that a person with complex disabilities lives in a precarious harmony;
a matrix of highly refined strategies, unique to each person and their family, which allows
them to effectively function as a family unit. It can be a fragile state, easily disrupted through
life events, health and social care practices.

Implications for practice include that appreciating a person’s precarious harmony, is vital to
working in relation and towards a therapeutic alliance. Equally, not acknowledging and
working with a person’s precarious harmony will limit the uptake and ongoing use of novel
technologies.

I summarise my practice approach, as the need to sculpt the practice space, tune into the
other's wavelength to understand, connect with and flow towards maintaining and improving
the balance of the person'’s precarious harmony.

12



Abbreviations Key

CJ: Prof. Christopher Johns

DoH: Department of Health

ITB: Intrathecal Baclofen Therapy

IP: Intrathecal Phenol Therapy

MS: Multiple Sclerosis

MSR: Model of structure reflection

NHS: National Health Service

NICE: National Institute of Clinical Excellence
NSF: National Service Frameworks

UMN: Upper Motor Neurone

13



Preface

My PhD journey and the evaolution of this thesis did not start in a conventional mode, | was not
considering a PhD scholarship nor had | identified a burning question that | wished to answer through
rigorous, intense study. My identification of a gap in knowledge emerged from commencing a new,
novel post and subsequently being involved in an action research project.

[ was the first specialist nurse appointed in the UK dedicated to the role of supporting people to
manage their spasticity. Existing research on spasticity management focused on the effectiveness of
drug treatments or strategies for measuring spasticity and had been carried out by scientists, medical
doctors and professions allied to medicine. Nurses had been involved with publishing information on
safely managing intrathecal services (Gianino et al 1996, Porter 1997), auditing intratheca! outcomes
(Jarrett et al 2001, Jarrett et al 2002), highlighting the need to manage spasticity (Ward 1998, Currie
2001) and describing aspects of the nursing role (Porter 2001, Jarrett 2002, 2004), but there was no
research on the nurse’s rofe in managing spasticity and hence no knowledge that directly informed

me on how to be and become an effective spasticity specialist nurse.

Through my subsequent involvement in an action research study that utilised guided reflection as a
method of data collection, | developed individual professional knowledge about being a spasticity
specialist nurse. Through discussing and debating my narrative with colleagues in clinical practice, at
reflection groups and conferences | realised my insights resonated with their experience. | recognised
there was potential to extend this individual knowledge more generally to nursing and caring when

working with people with complex disabilities.

Therefore the gap in knowledge that this thesis addresses can be articulated as; showing how guided
reflection can inform the growth of individual professional knowledge and secondly how this informs
knowledge about nursing and caring when working with people with complex disabilities.

In addition to learning specific things about my role | also learnt about guided reflection as a form of
narrative research methodology and how this had a wider impact beyond my own self knowledge and
specialism and could influence others considering such a methodological approach. | detail these

insights in chapters 2 and 5.

Research paradigms

Denzin and Lincoln (2005) broadly describe four research paradigms: positivist and postpositivist,
constructivist-interpretive, critical and feminist-poststructural. | heed their caution that as
methodologies continue to develop these boundaries are fluid and may become less distinct. But in
an effort to position my thesis methodologically | briefly describe these paradigms.

Positivism and postpositivism are rooted in the scientific method and form the foundations for
quantitative research. Both perspectives develop an hypothesis and systematically study and identify
links between different phenomena. They also advocate an objective, detached researcher role. The

14



key difference is the positivist perspective stresses ‘theory verification’ and postpositivist ‘theory
falsification’ (Ponterotto 2005).

The constructivist paradigm assumes there are multiple realities and that meaning is co-created by
the researcher and researched (Denzin and Lincoln 2005). It incorporates the hermeneutical idea that
meaning is hidden but through deep reflection can be revealed. The goal is to understand the ‘lived
experience’ (Ponterotto 2005). This paradigm has two main tenets that differentiate it from the
positivist and postpositivist approaches; objective reality cannot be studied in isolation of the person
and the goal is to understand not scientific explanation.

The aim of the critical paradigm is to disrupt and challenge the status quo, the researcher’s focus is
toward emancipation and transformation. The feminist and post structural approaches pay attention to
the influence of race, class and gender on the real world. Emphasis is placed on representing the

‘voices’ of oppressed groups.

My approach

Researching self whilst still in practice required a flexible and adaptable methodological approach. |
used guided reflection as a process of self-inquiry and transformation (Johns 2006). This
methodology is a form of narrative inquiry and philosophically draws on aspects from the
constructivist, critical and feminist- poststructural paradigms, this is explored in more depth in chapter
2.

The manner in which | approached my study could be described as a ‘bricoleur’, a researcher who as
the research progresses utilises, as appropriate, different philosophical influences, methods, tools and
ways to interpret and represent ideas (Denzin and Lincoln 2005). What this process constructs is
described as a bricolage,

‘As the scholar-practitioner interacts with others within a community of practice, his or her scholarly
practice works with the practice of others to create a bricolage, or composite of methods, materials,
actions and experiences, and sensations and perceptions... resulting in a bricolage that is contextuaily
sensitive and which addresses the specificity of the phenomena or problem or decision.’ (Jenlink,
2006, p.6)

To represent my ‘bricolage’ and plot my development as a nurse specialist, | write in the first person
and use a story form to maintain a narrative style throughout the five chapters of the thesis. This is
congruent with reflection a main tenet of my methodology and method.

To structure my research process | have used the six layers of dialogue (Johns 2006), a dynamic,
systematic process of using guided reflection as a mode of self inquiry. | represent my journey as a
reflexive narrative. The six layers of dialogue encourage creativity. | have found participating in art
warkshops, writing poetry and appreciating art, particularly the sculptures of Barbara Hepworth have
stimulated my learning and appreciation of situations. Where appropriate in the narrative | inciude and

15



reflect on these unique experiences, although their definitive impact can be difficult to articulate, their
inclusion demonstrate influences on my development and hence this thesis.

‘The bricolage highlights the relationship between a researcher's ways of seeing and the social
location of his or her personal history.’ (Kincheloe and McLaren, 2005, p.316.)

Thesis outline

The first chapter details my background. | use the ‘forestructure of understanding ‘(Heidegger (1962
[1927]) as a framework to situate myself in the context of the research. This is one of the ways in
which | creatively use philosophy, albeit in a limited way, to bring out different perspectives of

knowing.

In the second chapter | discuss influences from different research methods and situate my approach
within the wider body of methodological research knowledge. | detail my methodological journey,
including my influences, how | have dealt with issues and overcome difficulties within the process of
constructing my narrative. The third chapter focuses on my practice and details the insights | gained,
demonstrating how guided reflection informed the growth of my professional knowledge. These
insights are developed in the fourth chapter to detail a summation of my approach to nursing people
with spasticity and how this can have a wider influence on nursing and caring knowledge. In the last
chapter | critically reflect on the methodological process, my conclusions and its possible influence on,
and use, by others. To close [ consider where | have reached in my transformational journey and

possibilities for future narrative research.

The appendices, fact sheets and protocols are included to provide the reader with optional, additional
information and technical reference. They were positioned outside of the main body of the text as their

initial inclusion restricted narrative flow and | felt obscured meaning.
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1.Background

The aim of writing my background is twofold; to situate seif within the narrative, clarifying prior
influences on my development as a nurse and secondiy to enable the reader to interpret and

appreciate the impact of my background.

Exploring and revealing

Heidegger (1962 [1927]) in his philosophical thesis ‘Being and Time', describes a person as being in
and of the world, which shares a culture, history, practice and language. He suggests that
appreciating a person’s background is vital to interpreting and understanding a person's world. By
interpreting, understanding does not become something different, it is revealed as itself.

To explore and reveal my background | utilise the ‘forestructure of understanding’ which consists of a
fore-having, a fore-sight and a fore-conception:

‘In every case this interpretation is grounded in something we have in advance - in a fore
having...In every case interpretation is grounded in something we see in advance - in a fore-
sight... Anything understood which is held in our fore-having and towards which we set our sights
‘foresightedly’, becomes conceptualizable through the interpretation...In either case the
interpretation has already decided for a definite way of conceiving it, either with finality or with
reservations; it is grounded in something we grasp in advance - in a fore-conception.’ (Heidegger,
1962 [1927], p191).

To clarify my fore having, | reveal what | consider to be significant influences on my practice;
stemming back from childhood through my professional experience, shaping how | think, feel and
respond to everyday situations. To explore my fore-sight, | consider the nature of spasticity, its impact
and management strategies.

| detail the service that | provide to people with spasticity to illuminate the context of my practice.
Emerging through these considerations is my fore-conception; my interpretation of important values
for being a nurse and caring. | articulate these issues in a vision for my practice. | conclude this
chapter by summarising my position as | enter the research and the purpose of this thesis.
Heidegger shares,

‘That which can be articulated in a disclosure by which we understand, we call ‘meaning'...
Meaning is the ‘upon which’ of a projection in terms of which something becomes intelligible as
something; it gets its structure from a fore-having, a fore-sight and fore-conception.’ (Heidegger
1962 [1927), p193).

Exploring my fore-structure will contribute to an appreciation (for myself and the reader) of my history,
culture, language, skilis and activities, which will illuminate influences on how | interpret meaning from
my practice interactions.
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Childhood Memory - 1974

Six clear-glass boxes line the walls,

each contain tubes and an infant.

The room is hot, smells and is noisy,

bleep, blink, shoooo, sounds of the effort to maintain life.

My sister is here.
As a nurse finishes washing her, she looks at me and says,
‘I'm going to go and find her something pretty to wear.’
She returns with an old, washed out,
mustard coloured baby grow.

| turn to my mum and with disgust say,

‘That's not pretty, it's horrid!

When | grow up, | am going to be a nurse and

I'll never say I'll put you in something nice when it isn't.’

At home | would intently watch as my mum fed her,
every four hours, day and night.

Simultaneously; food into the mouth, and tummy tube,
Whilst carefully wiping the expelled food,

from the hole in her neck.

She needed lots of clothes.

We were first in the village to get an automatic

washing machine.

One day whilst lying on her back, she was sick,

| turned her and wiped away the sick, like mum
would have done.

When | found mum, | reported what had happened.
Momentarily she panicked but then relaxed.
| remember the glow | felt, when she hugged me
and said how calm and good | was at
being with my sister.

My sisters short life (Katie Jarrett 1974 - 1975),
was the seedling to my work as a nurse.

This thesis is a culmination of my growth to date,
| hope it nurtures, the development
and progress of others.

21/10/06
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Fore having
Reflection

The first verse of this poem has lain dormant in my memory for many years, 1 think it may have made
it onto paper once, but | can no longer locate that early attempt. It re-emerged in my thoughts when |
was considering how to introduce my thesis and when asking myself, ‘why am | a nurse?' The
subsequent verses flowed from the first with seemingly little conscious effort of thought or subsequent
alteration of text.

Just after writing this poem | attended a workshop1. We discussed how poignant old photographs and
in particular a family album can be, but how often they only contain happy pictures, suggesting an
idealisation of the family. The workshop participants considered the realities of photographing a
funeral and one person shared how he treasures the photographs he took at his mother's funeral.
This discussion reminded me of the photographs | have of my sister Katie and the flowers at her
funeral. | feel privileged that such intimate photographs of her exist and that my family did not shy
away from documenting how she lived.

Considering the photographs | have subsequently seen of newborn babies, images of feeding and
bathing are commonly captured, as these do of Katie. The significance of these photographs is that
Katie's ‘difference’ her impairment, an oesophageal-trachea fistula and oesophageal atresia, so
hidden to the naked eye, is symbolised in these photographs. Her gastrostomy tube is visible in the
bath and when being fed. Her relentless feeding regime occurred in the kitchen, for anyone to
witness. My dad made the stand, to make it easier for my mum to both infuse feed via the
gastrostomy tube whilst continuing to stimulate Katie's oral taste and swallow development by giving
her food by mouth. This oral food was then expelled via a surgically formed stoma in her neck. Her
impairment was never intentionally hidden. It was part of her and subsumed into family life. | feel this
early acceptance of disability into my family life, as a way of being and living has influenced my
personal beliefs towards people with a disability. How this has translated into my practice as a nurse
permeates my narrative.

Behind words — isolating hidden meaning

The words used in the poem convey the impact of my sister’s life on my own development. In the first
six verses | write from my perspective as a child using non-medical language, however rereading the
poem there are several strong images that resonate with my experience of healthcare and being a
nurse. Intensive care units remain stark and are noisy, often with a heady mix of human and
antiseptic type smells. The use of technology is even more evident as health care professionals
increasingly depend on it, although it could be argued that individual pieces of equipment are smaller,
sleeker, have alarms that can be silenced and that the range of technology available is vast and
growing, allowing for more choice. | feel sometimes this is at the expense of nursing skills. My

! Facilitated by photographic artist Kay Goodridge at Luton University (25" October 2006)
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ongoing practice of palpating a pulse to judge its quality is often questioned by nurses running off to
find an electronic monitor, surely we just need to know the number they claim. Words such as slow,
quick, ‘thready’, ‘booming’, faint and intermittent are fast becoming part of nursing folklore when

monitoring a pulse.

The words of the nurse about the clothes she chose for my sister were probably not intended to cause
offence. However each time | remember the moment, | shudder, as | recall the impact of what |
thought were careless words. This memory highlights the power of language and reminds me of the
need to carefully use words, and to clarify how others interpret them.

Observation is an important attribute as a nurse. The poem captures how | observed and role
modelled the actions of my mum. When Katie is sick, | don't shout for help, but put into action what |
have observed. | deal with it on my own, yet know help from my mum is nearby if needed. This
resembles the way that nurses who, although they would claim to be part of a team, often work in

isolation. | ponder what ‘teamwork’ really means?

| ‘report’ the incident to my mum minimising my emotions as | feedback the incident in a perfunctory
way. | remember not wanting to raise her anxiety. This resembles the oral culture of nursing that |
have predominantly been involved in; provide the facts with little emotion, to give an air of being in
control.

| bask in the feedback from my mum on my action and progress. | need to remember the ‘glow’, or
‘feel good factor’ | felt and the importance of touch, my mother’s hug, to confirm the sentiments of her
words. These memories remind me of the importance of feedback and the manner in which it is done.
They cue me to consider how | communicate with others and remain sensitive to their feelings.

My role development

| have worked within neuroscience nursing since | qualified except for one year where | worked on a
general surgical ward. My career and post registration education is summarised in a timeline (Figure

1.0).
Dates Clinical area Academic Courses
1985 -1988 Training and qualification
1988 -1991 Neurosurgical wards and iTU
D and E grade staff nurse
1992 General surgical Ward
E grade staff nurse
1993 - 1995 Neuro -rehabilitation Diploma in Health studies incorporating
E grade staff nurse neuroscience course
F grade team leader
1995 -1999 Neurorehabilitation Degree in Rehabilitation
G grade sister
1899 - 2000 Nurse practitioner ITB
H grade
2000 - current | CNS spasticity management | Commenced MPhil, an action research study to
H grade / Band 8a evaluate the implementation of clinical supervision.

Figure 1.0: Career timeline.
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What attracted me to neuroscience nursing is its variability and unpredictability. Subtle alterations in a
neurologically compromised person can indicate that significant neurological changes maybe
occurring. To detect and effectively manage these signs requires intense observation and prompt
action. This can involve not just recording their vital signs but vigilance on how the person is behaving

and interacting.

Neurosurgery (1988 —1990)
My first three jobs were in neurosurgery. One of the consultant neurosurgeons when inducting new
doctors to the ward would state, ‘It's a foolish doctor who chooses to ignore the concerns of a neuro-

nurse however junior she or he may be.’

His rational was that nurses spend significantly more time with patients than doctors do and often
notice changes that neurological examinations never pick up. | thought it might have been just a pep
talk for the nurses, until one night when | was not happy with Cyril. Earlier that day Cyril returned from
theatre having had a craniotomy and partial removal of an astrocytoma. All his neurological
observations were unchanged but he seemed different. Sufficiently concerned | summoned the
courage to ring the Doctor in the middle of the night and said, ‘Cyril is not right — but | have nothing

concrete to go on, his 'neuro obs’ show no change.’

| remember a large sigh from the Doctor, but he did come to the ward and within the hour Cyril had a
huge bleed and was back in theatre. The Doctor thanked me for acting so quickly. | could not identify
what cued me to know Cyril was unwell. | could only ever articulate ‘he wasn't right’; somehow | had
learnt through my experience. | was developing the skill to read the ‘whole’ pattern and the confidence
to act on my intuition, not just on changes in the rules or in this case waiting to observe a difference in
his neurological observations. Benner (1984) describes such a transition as moving from proficient
towards expert practice in her ‘Novice to Expert’ model of skill acquisition in nurses.

Value of Teamwork

It is rare for a single discipline to manage the outcome and impact of neurological changes; the input
of different disciplines is required necessitating effective teamwork. Working as part of a
neurosurgical team required relentless observation and an interdependence, this resonated with how
my family worked together to care for my sister, Katie. | learnt that effective teamwork includes
respect, honesty, humour and open communication; set against an atmosphere of working with each
other rather than for someone, for example the doctors.

Neuroscience knowledge is continually evolving and in some aspects remains poorly understood, so
as with Cyril, his care and subsequent intervention relied on my intuition. | am mindful of power
differentials between health care professionals and the dominance of doctors but | feel the gap is
smaller in neuroscience than other health care specialties. | believe there is a reliance on the intuitive
skill of colleagues to maintain safety of care and this requires a greater interdependence between
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disciplines and respectful interdisciplinary working relationships. | appreciated having a role within the

team that other members respected.

Neurosurgical intensive care (1990-1991)
From the wards | moved to neurosurgical intensive care {(ITU). | remember wanting to overcome a
fear of technology. Although | was not conscious of such an influence at this time, it is possible my

experience of Katie in {TU had left me with a negative image of technology.

| didn't flourish. | struggled to gain job satisfaction caring for someone who was sedated and
ventilated. | missed verbally communicating with them, having to rely instead on their family and

friends to achieve an awareness of who the person was.

During a shift so many machines bleeped and burred to court my attention. The rigidity of recording
neurological and ventilation observations governed my timing and interactions with patients. My
practice became routine and controlied. Whilst | was part of a team the work was very isolating, each
nurse would essentially be responsible for one or two patients and their respective bed spaces. There
was an air of competitiveness to maintain the neatness of your allocated area. | do not thrive on
competition and resented this being a primary aim as opposed to direct patient care. There was some

joint working, for instance to turn patients, but it was minimal.

My skill acquisition was predominantly related to managing technology. | occasionally observed the
interpersonal skills used by senior nurses and doctors when discussing the sensitive issue of organ
donation with the relatives of brain dead patients. However, this work was often done in private so

opportunities to observe and develop skills in this area were limited.

My ITU experience was always tinged with the threat of violence either from patients coming off
ventilation or to patients who required police protection for their safety, often from the perpetrators of
their head injuries. | will never forget Steve being weaned from sedation and the ventilator. He was
angry, shouting, hitting out at everyone and ripping out all his intravenous lines. He thought he was
still being attacked and was continuing to fight his assailant. Trying to get away, he fell out of bed not
knowing his body now had a permanent left sided weakness. He was unaware four weeks had
passed during which he had endured masses of neurosurgery to repair his severely wounded brain

following the removal of an axe from his skull.

| didn’'t enjoy working with the potential threat of managing violent behaviour.

ITU was a valuable experience not least for illustrating to me the aspects of nursing | enjoyed. |
realised | thrived on interacting with patients, acutely observing them and responding to changes
without necessarily being reliant on machines. Although | liked to work independently | missed the
opportunities for teamwork and | wanted to work in an environment with a reduced threat of violence.
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| became disillusioned with neuroscience and wondered if it was the right speciality for me, | moved to

a general ward that specialised in pancreatic surgery.

General surgery (1992-1993)

Unexpectedly this experience rekindled my passion for working with people with neurological
changes. Having moved from a highly controlled environment for serious head injuries | was exposed
to the potential mismanagement of patients with mild head injuries who were briefly admitted to
general surgical wards. A majority of these people had sustained their head injury whilst under the
influence of alcoho! and most were homeless. Nurses did not view these people as popular
admissions. | noticed how the care given was minimal and often judgemental. The nursing team
preferred a brief stay often just overnight. | found the early discharge back to the streets without
considering the potential of neurological damage brutal and uncaring.

Positively | was invited to join a working party of senior clinicians to participate in writing a
multidisciplinary policy for the management of people with mild head injuries admitted to general
wards. | was able to use my neuroscience nursing skills to influence the resulting policy and | received
positive feedback on the value of my input from the mulitidisciplinary members involved. This
encouragement led me to reconsider neuroscience nursing. | applied for a Diploma course®. This
modular course inciuded placements on neurology, neurosurgery, intensive care and

neurorehabilitation.

Neuroscience diploma (1993)

During my neurosurgical placement | witnessed pioneering surgical procedures that were being
carried out on people with existing complex disabilities. | struggled to prepare people for the extent of
the surgery they were to endure. | did not address the high probability they would become more
disabled or die, rather than improve. | shudder as | reflect on how poorly | met their information needs.
Whilst they consented and could articulate the risks of the surgery, communication was difficult and |
wrestie with whether they really did understand the risks involved. | do not believe the team or | ever
really addressed their true intentions and hopes for proceeding with surgery.

At the time | discussed my concerns with my tutor. She shared how she had a similar experience
during her neuroscience career. For her the surgical operation had been the insertion of ventricular-
peritoneal shunts. | was shocked; this is now a routine neurosurgical operation. Despite her support, |
was uncomfortable with how people with disabilities were (not) being involved in treatment decisions.
They were being worked on rather than in partnership with. | feel this experience heiped to shape my

vision of working with people with complex disabilities.

? Diploma in Health Studies at the National Hospital for Neurology and Neurosurgery.
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In contrast the practice of the muitidisciplinary neurorehabilitation team demonstrated a partnership
model of working with people. This felt more in tune with my developing values so after the course |

moved to work in rehabilitation.

Neurorehabilitation nursing (1993-1999)

| sensed from my neuroscience course and ward experiences that rehabilitation was seen as the least
desirable area to work for a neuroscience nurse, being physically demanding, unglamorous and slow
pace. Despite encountering this negativity | was attracted to join the rehabilitation team as it had
strong leadership. The nurse manager and specialist nurse were aware of its negative profile and that
nursing within the multidisciplinary rehabilitation team was oppressed. They were working towards
raising the profile of nursing. | knew from my neurosurgical experience that nurses could be vital team
members; | joined the effort to demonstrate the role and value of nurses in rehabilitation.

I wonder now if the negative attitudes | encountered towards rehabilitation were in fact an extension of
negative political and societal attitudes towards people with disabilities. Such negativity is still clearly
expressed in the foreword of a recent report arguing for collaborative participation to challenge
‘disabilism’ within society,

‘Disabilism exists in the under-resourcing of and low status accorded to disabled people and their
organisations; they are left off the policy-making agenda. In all areas of social and political life
disabled people are typically seen as person’s requiring charity and services, not as human
beings with full civil rights.’ (Hurst and Manwaring, 2004, p12).

In contrast to neurosurgery, the focus of neurorehabilitation is not just about controlling symptoms; it
also involves supporting individuals to plan their future lives managing the consequences of a major
ilness. In neurorehabilitation this often involves incorporating the work of managing a complex
disability into their daily lives. Rehabilitation deals with ‘life’ issues in ali their complexity. | found it
physically but equally emotionally demanding.

The rehabilitation nursing challenge came from being with people at the raw edge of learning to live
with complex disability. | was exposed to the harsh realities of sudden and gradual disability, of
patients’ struggle to refashion a lifestyle and master daily tasks previously taken for granted. | saw

lives being radically changed.

In neurosurgery | could delay managing emotional issues by projecting them to the future. For
instance, whilst | was aware that pursuing investigations could provoke anxiety, | would deal with this
by providing information about the procedures and the process. | would avoid their emotions by
saying, 'Let's wait to see what your diagnosis is before we try to plan for the future.’

i used the process to always look forward resisting the current reality and the need to manage difficuit
emotions. In doing this 1 also resisted dealing with my own emotions; | kept them at a distance.
Rehabilitation was different; the focus was managing symptoms and merging them into a new life
structure for the person and often their families. | no longer had the pursuit of a diagnosis and
investigations to hide behind. The demand was to work within the current reality.
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First Degree (1996-1999)

My neurorehabilitation knowledge developed further, notably through completing a degree in
rehabilitation. The course was instrumental in introducing me to the Disability Discrimination Act
(1995) and literature that challenged my attitudes and practices towards people with disabilities
(Swain et al 1994, French 1994, Morris 1996). Perhaps because of my family's positive approach to
Katie's disability | had not fully understood the degree of discrimination levelied at people with
disabilities. | started to appreciate how disabled people were marginalized, both in society and health

care.

Examining my experiences was both unsettling and rewarding. | started to challenge the paternalistic
approach | was using in my rehabilitation nursing practice. | recognised how | had not always listened
to disabled people or engaged them in decisions about their care, ignoring their wishes and
knowledge of their own body. Significantly | remember watching a sketch performed by members of
the degree course in which they acted the same scenario in two different ways. The focus was a
teenage girl with moderate disabilities getting ready to go to schoo! to sit some exams. She was
nervous about the exams and worried about being late. In the first sketch the carer verbally
acknowledged all the girl’s fears but encouraged her to dress independently. This was a slow process
exacerbated by the girl's increasing anxiety about being late. In the second sketch the carer listened
to the girl’s worries and helped her to dress so as she was not late. | saw myself in the first sketch,
proud of being what | would have termed a ‘true’ rehabilitation nurse, but this sketch poignantly
demonstrated it was not always an appropriate way to practice.

The value of walking

When working in neurorehabilitation people strove to walk, often at a cost of reduced independence
than if they chose to use a wheelchair. | believe they were driven by negative, societal attitudes
towards disability (Swain et al 1994, French 1994, Morris 1996) where the wheelchair remains a
powerful symbol of disability, despite its potential to be liberating and to promote independence
(Sapey et al 2005).

The English language is littered with metaphors that reinforce walking as dominant to other forms of
mobility. Lois Keith (1995) captures this poignantly in the following poem:

Tomorrow I’'m Going to Rewrite the English Language

Tomorrow I'm going to rewrite the English Language.
1 will discard all those striving ambulist metaphors
of power and success
And construct new ways to describe my strength.
My new, different strength.

3 A multidisciplinary rehabilitation degree run by Oxford Brookes University
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Then | won't have to feel dependent
Because | can't stand on my own two feet.
And I'll refuse to feel a failure

When I don't stay one step ahead.

I won't feel inadequate if | can't

Stand up for myself

Or illogical when | don't

Take it one step at a time.

! will make them understand that it is a very male way
To describe the world.

All this walking tall

And making great strides.

Yes, tomorrow I'm going to rewrite the English Language
Creating, the world in my own image.

Mine will be a gentler, more womanly way

To describe my progress.

{ will wheel, cover and encircle.

Somehow | will learn to say it all.

(Lois Keith, 1995, p57)

| was shocked at the power of these everyday words and phrases. Not just by the negative impact
they could have on a person who uses a wheelchair, but also how insidiously, such words may inform

societal apinions about people with disabilities.

The impact of Lois Keith's poem continues to motivate me to be sensitive in my practice to the power
of words. For example | always challenge the use of the descriptor ‘wheelchair bound' commonly
used in health care communication when describing a person who uses a wheeichair. This
terminology does not suggest the freedom and increased social and physical interaction that a person
using a wheelchair may experience; it merely suggests they are tied to their wheelchair.

Oliver (1993) strongly suggests that it is the rehabilitation professional that promotes walking as the
ideal and wheelchair use as negative. He states an individual who chooses to use a wheelchair and
not to walk threatens the power and existence of the rehabilitation movement. | can appreciate the
perspective that Oliver (1993) describes and now realise that towards the end of my time working in
rehabilitation | was finding it increasingly difficult to work within the rehabilitation model where, despite
attempts to work in partnership with the individual, the professional and societal view dominated.

The degree incorporated a specialist practitioner award that required me to reflect on my practice and
learn from my experiences. To achieve this | commenced clinical supervision with the specialist

nurse.
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My involvement with clinical supervision

Before 1994, | had no experience of clinical supervision but as part of my diploma | completed an
introductory module on clinical supervision. The emergence of clinical supervision within general
nursing was set against a background of a new political culture. The conservative government
reformed the NHS structure, resuiting in a significant strategic change; the implementation of the
‘internal market' into the health care system (DoH 1989). A business culture was promoted where
healthcare was required to pursue efficiency and cost effectiveness. General Practitioners became
fund holders and purchasers of health services whilst hospitals became providers. Managers would
lead on strategic direction and manage budgets, no longer just providing a supportive function to
clinical teams. There was a push toward individual practitioners being accountable for their practice,
which was highlighted in the nurse’s revised code of conduct (UKCC 1992). Clinical supervision was
suggested as a mechanism to develop and sustain the practice of nurses (Butterworth 1992,
Butterworth et al 1997). The NHS Management Executive in their development of the white paper:
Vision for the future (DoH,1993) advocate clinical supervision and offer the following definition:

‘A formal process of professional support and learning which enabies individual practitioners to
develop knowledge and competence, assume responsibility for their own practice and enhance
consumer protection and safety of care in complex situations. It is central to the process of
learning and to the expansion of the scope of practice and should be seen as a means of
encouraging self-assessment, analytical and reflective skills." (DoH, 1993, p15).

I was keen to explore its use; in 1995 | wrote a feasibility study4 to explore options for implementing a
system of clinical supervision into nursing practice on the rehabilitation unit. From this study and in
collaboration with the nurse specialist, we developed and implemented a system of clinical
supervision that we hoped wouid be practical and meaningful. This involved group supervision for the
F, E and D grade nurses and one-to-one sessions for me; the specialist nurse facilitated these

sessions.

One of my supervision sessions became the trigger for my degree dissertation. | had struggled to
support Cynthia a woman with multiple sclerosis (MS), who had repeated admissions for
rehabilitation. Her disease progression was relentless, continually challenging her to make
adjustments to her life. She had only short periods of stability or none at all before her body altered
again. | was influenced by the work of Corbin and Strauss (1991) who suggest that a chronic illness
trajectory goes through various linear stages of crisis, acute, stable, comeback, unstable, downward
and dying. However | felt the process was cyclical where individuals could jump back and forth
between stages interjected with periods of wellness (Jarrett 2000). | carried out a literature review to
explore if the concept of transition was useful in describing the experience of living with chronic
illness. From this review | devised a model of coping: the transitional process of living with chronic
illness (Jarrett 2000, Appendix 1). The main tenets of this transitional model are,

. The concept of transition can be used to describe the experience of living with chronic
illness (Adaptation, adjustment and mastery can describe ways in which individuals
move in their transition process of coping with chronic illness, but they are not definitive
endpoints that have to be achieved before an individual can be considered as well).

* Dissertation to obtain a Diploma in Health Studies
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. A chronic illness trajectory is cyclical and includes periods of wellness, where symptoms
may be absent but the person is described as ‘at risk’ of symptoms reoccurring.

. The management of chronic illness can be a lifelong process and is chiefly carried out by
the individual or families and carers in the home.

My experience of clinical supervision was significant in my development. A subsequent critical

incident demonstrated how it was supporting the nursing team.

1998: Managing the aftermath of an extraordinary incident through clinical

supervision
Death is a rare event on a rehabilitation unit yet in one day we had two cardiac arrests where both

people died. The rehabilitation unit was not situated on the main hospital site and doctors were not
available when the incidents occurred. The nurse’s only support was via the emergency ambulance
service. One of the ambulances crashed on route to the unit; together with a colleague | resuscitated
a person for 45 minutes. The emotional affect on the team, the patients and myself were

considerable.

The system of supervision had been in use for 18 months, the nurses were comfortable with its
purpose and format. To debrief the nurses requested additional sessions. These were successful as
the format was familiar and we didn't feel threatened even when sharing painful aspects relating to
these situations. The team felt the outcome was so powerful that we should share it with other
nursing colleagues; the scenario was presented at the national rehabilitation nursing conference later

that year.5

The effort to maintain leadership

My first degree heiped me to clarify my role in rehabilitation and challenged my perception of
disability. | continued my fransitional journey from ‘working on disabled people’ towards ‘warking with
people with disabilities’, appreciating their fife contexts and how they incorporated iliness into them. In
parallel to this my management skills of leading a team were being constantly tested.

Nursing forms the largest population within healthcare disciplines and | believe has the greatest
diversity of cultures, range of intent for work and educational abilities. Whilst these aspects can
contribute to the richness of what nursing can offer and can be a positive challenge for any nurse
manager, by the end | was exhausted and no longer wanted to manage nurses. | did not like
disciplining staff, but during my time | had to deal with racism, aggression, competitive infighting, long-
term absence, sickness and unauthorised absences. These issues were emphasised when | realised
that my peers from other disciplines only had to deal with a fraction of such issues and were
consequently less stressed. Professions allied to medicine tend not to have the diversity of culture
and ethnicity that nursing offers, therapists tend to be predominantly white, female, middie-class and

degree educated.

5 Johnson J and Jarrett L (1998) Implementing Clinical Supervision in a Neurorehabilitation Unit. Platform
Presentation. RCN Rehabilitation Conference. Harrogate. UK
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| still enjoyed the clinical work, wanted to lead and influence others but managing the team
subsumed these aspects of the role. To survive, | went out of my way to treat people equally, to listen
and allow all to contribute. To maintain a sense of equality | withdrew from having friendships with
team members out of work, | found it very isolating. Despite having a supportive manager | was battle
weary from trying to lead a team whilst maintaining the rules of the organisation.

More and more my administrative duties were taking me away from patient care. | tried different ways
of compartmentalising my work between the administrative and clinical, where possible sharing and
delegating responsibilities, but | got to a stage where my clinical input was no longer effective.
Perhaps this was more vivid working in rehabilitation than if | had worked in another speciality. The
changes people make on a day-to-day basis can be very small. Continuity of care is required to notice
these changes, to give positive feedback to the individual and to have the confidence to support them
to progress further and take risks. This maybe as small as encouraging a person to only use one
hand to steady themselves, while standing at a sink, so as they can start to work towards
independently brushing their teeth.

I missed continuity and effectiveness in my clinical input and was keen to move away from managing

ateam.

Moving to specialise

In 1999 1 started a new role as a nurse practitioner; the impetus to create the post came from the
advent of new technologies to manage two neurological symptoms; Intrathecal baclofen therapy (ITB
— Fact sheet 1) to manage spasticity and thalamic stimulation to reduce tremor.

This post was attractive as | could transfer and further develop my rehabilitation skills. It involved
multidisciplinary teamwork but no staff management responsibilities. Initially, because of my previous
ITU experience, | was concerned about pursuing a role where technology played a prominent part. |
knew the judicial use of technology could assist a person’s transition to weliness but | viewed it as
only part of an overall treatment plan. Discussing this with the nurse manager and specialists who
developed the role revealed they were keen that the person employed developed the nursing aspects
of the role and did not just concentrate on becoming an expert in the technology.

During the first year | worked with five people who used stimulators only one person experienced a
transient positive effect on their tremor. The surgery was invasive with significant recovery periods
and seemingly little gains. As a result the professor decided to stop offering stimulators as a potential
treatment. Meanwhile | was expanding my role to work not just with people using ITB but people with
spasticity in general. By the end of 2000 | became the first nurse specialist appointed in the UK
dedicated to support individuals to manage their spasticity.

During my first year as a specialist nurse 1 did not have regular clinical supervision; | missed the

support and development it had previously afforded me.
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Re-establishing my involvement with clinical supervision
At the beginning of 2001 | attended a meeting convened by an assistant director of nursing to explore

options for training clinical supervisors to improve the provision of supervision to nurses across the

Trust.

Journal entry- January 2001
in the packed room of senior nurses from across the Trust | hear myself say,

‘Whatever system of training clinical supervisors we choose we have to consider ways of
evaluating the system. We need to learn why supervision has previously been embraced and
maintained in some areas and not others.’

In this meeting | mentioned three times the need for evaluation. Professor Christopher Johns® (CJ),
invited to the group to share his expertise on clinical supervision and potential training options,
suggested that an action research study could run parallel to the method of training he was proposing.
The trainee supervisors could become co-researchers and evaluate what promotes and constrains
their efforts to implement supervision. Such a piece of research could form part of a Masters degree
programme. This sparked my interest, a year had passed since | completed my first degree and | was

considering the options for a higher degree.

Seizing the opportunity

Clinical supervision had previously been integral to my nurse experience, education and development
and it seemed a logical step to facilitate an action research project on clinical supervision. | was
particularly driven by the prospect af receiving supervision again. With a minimal knowledge base for
spasticity nursing that consists mainly of reviews (Gianino et al 1996, Ward 1999, Currie 2001, Porter
2001), | saw the opportunity that regular reflection and supervision could afford me to develop skills in
my new role, plus to appreciate what a spasticity nurse is and could be.

The action research study
| agreed to facilitate the action research project. | registered on a Master of Philosophy program at

City University in October 2001 and Professor Sally Glen became my second supervisor.7

The focus of the action research study was to evaluate the implementation of supervision across the
Trust. Data was collected through focus groups and individual supervision sessions and reviews. One
aspect of the evaluation design was for trainee supervisors to feedback their experiences of receiving
supervision. | began a supervisory relationship with CJ. We arranged to meet every six weeks for
approximately one hour and agreed to be committed, confidential and honest throughout the process.

¢ Formerly from Luton University now Bedford University

7 Throughout the duration of my research Prof. Sally Glen regularly reviewed my written work and we spoke on
the telephone or met to discuss my progress on a three monthly basis In my final 18 months (2007 - 2009) Dr
Paul Godin from City University joined my supervision team to ensure I had continued support from City
University as Prof. Glen moved to Wolverhampton University.
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it was my responsibility to bring a story to discuss and we agreed the structure to record our

supervision sessions (Figure 1.1). My first session was in March 2001.

Session: Datle:

Progress on action plans and key points fed-back from supervisor on written text.

Integrate significant issues discussed in this session into the text.

Summarise significant issues that emerged from the discussion/written description.

List literature discussed

Summarise actions to consider or take before next session

Reflections on how it felt to be supervised.

Figure 1.1: Structure for recording the outcome of each supervision session.

Action research outcomes

Twelve course participants (out of a total of 45) volunteered to be co-researchers but only seven
actively participated; these represented individuals who had volunteered for the course. The success
of action research depends on the intent of the co-researchers to be involved in the project and their
commitment over time (Hart and Bond 1995). The other less committed and forthcoming co-
researchers and had been sent on the course by their managers which may have contributed to their

lack of involvement.

The active co-researchers did suggest solutions to the problems we encountered, contributed to the
development of a Trust-wide strategy and raised the profile of clinical supervision in their respective
areas, but the amount of data collected was low which only allowed superficial analysis. The main
findings are summarised (Appendix 2) and highlighted below.

The term ‘supervision' is a significant barrier to nurses trusting and becoming involved in the process.
They view the term and hence the process as suspicious and similar to what Gilbert (2001) suggests
in his review, as a form of surveillance. To overcome this barrier some co-researchers adopted
different terms such as ‘guided reflection’.

Finding the time for supervision was another significant barrier. The co-researchers felt there was
scope within their clinical areas to incorporate supervision but it would require a review of how time
was effectively used and a reconceptualisation of how supervision or guided reflection is perceived,

however this theme was not pursued in detail.

Considering my previous experience of clinical supervision, a surprise finding was that nurses rarely
used supervision to discuss their skills and interactions with patients, preferring to discuss conflict
resolution with colleagues or preparation for promotion.

The chief nurse's response to these findings was directive; nurses across the Trust should discuss
their care of patients when in supervision. Mantzoukas and Jasper (2004) suggest the potential of
reflection to liberate and raise the consciousness of individuals was seen as a threat by powerful
others, (doctors, senior nurses and managers). To minimise this and maintain their own power;
knowledge gained from reflection is advocated as inferior to that obtained from a positivist approach
(Carper, 1978, Mantzoukas and Jasper, 2004), or more simply reflection is belittled as a tool of

31



development. These issues suggest a tension between clinical supervision being used as a
professional tool to support and develop individuals, versus an organisational tool to protect and

monitor standards of care.

Related Political Backdrop

In 1994 Beverley Allitt a nurse working in England was convicted of murdering children in her care. An
inquiry into this shocking story emphasised the need for maximising patient safety when being cared
for by nurses (DoH 1994 - Clothier report). Following this report a succession of significant papers
stated that cfinical supervision could potentially safeguard standards of care (DoH 1994b, UKCC
1996). This moved the purpose of clinical supervision away from the development of the individual
nurse as outlined in the previous definition (DoH 1993, p15), towards the protection of patients and
the organisation. In our action research study it appeared that nurses were ignoring the
organisational needs and choosing to focus on their needs of confiict resolution with colleagues and

career advancement,

In 1997 the newly elected labour government started to plan to modernise the NHS with less
emphasis on the internal market. A detailed framework was published; A first class service: quality in
the new NHS (DoH 1998), it included three main initiatives. Firstly, evidence for practice was to be
appraised through a newly formed department the National Institute of Clinical Excellence (NICE).
Secondly, how patients should be cared for throughout an iliness trajectory was to be mapped
through National Service Frameworks (NSF’s), this included a NSF for long-term conditions pertinent
to people with neurological conditions and disabilities. Thirdly, there was an emphasis on monitoring
the performance of Trusts both centrally (Commission for Health Improvement) and locally through
clinical governance strategies. To compliment these initiatives the nursing, midwifery and health
visiting contribution were outlined in the document ‘Making a Difference’ (DoH 1999). This document
emphasises commitment to lifelong learning and development of clinical excellence; valuing the
contribution from reflection and clinical supervision to achieve this;

‘“The learning that takes place at work through experience, critical incidents, audit and reflection
supported by mentorship, clinical supervision and peer review can be a rich source of learning.’

(DoH,1999, p30).

Whilst this acknowledges the value of experiential learning, the undercurrent of monitoring outcomes
and safe guarding standards to protect the organisation persist.

| ponder the challenge | face of accommodating a model of supervision or guided reflection to learn
about self and develop my clinical practice in an environment focused on outcome, such as the NHS
is today. The subsequent chapters will explore this and the tentative idea from the action research
study that nurses need to conceptualise clinical supervision differently in their daily work. Moving
towards using reflective practice as a way of ‘being’ a nurse in day-to-day practice.
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A change in focus: From action research to narrative
With completion of the Trust strategy and the sharing of the outcomes across the Trust the co-
researchers decided to end the action research process as we collectively felt we had met our original

aim of evaluating the implementation of clinical supervision.

Initially | only viewed my supervision sessions as part of the overall action research design. However
the aspects relating to my development took on a life of their own. At my second university annual
review meeting in 2003, | presented the existing data and collectively the reviewers, my supervisors
and | agreed it was insufficient to pursue deeper understanding of the impact of clinical supervision
and with the lack of further co-researcher involvement had limited scope for development. However it
was agreed that my individual reflexive work did have the potential for development to PhD study.

A fundamental aspect of action research is group collaboration towards effecting social change
(Winter and Munn-Giddings 2001, Waterman et al 2001). In only developing my involvement from the
original design | was moving away from the group collaboration principle of action research. | needed
to concentrate on an individualistic methodology and moved to develop a narrative approach. A
narrative approach retains elements of action research in that it involves social action.

‘Narratives are socially constrained forms of action, socially situated performances, ways of acting
in and making sense of the world. Narrative researchers often write in the first person, thus
‘emphasising their own narrative action. ' (Denzin and Lincoin 2005, p.641).

| discuss my approach in detail in chapter two.

Summary

Throughout my career | have not followed a master plan to reach my ultimate job. | have been keen to
develop and progress but also to master the job at each level, so | have only ever looked toward the
next potential post, for instance as an E grade | worked towards being an F grade. | have seen nurses
who although were promoted quickly never consolidated their skills and were ineffective in their senior
jobs; often they became disillusioned and left the profession. | am keen to maximise my experience to

avoid disenchantment.

The following poem summarises my career and how in particular | have moved from requiring visual
cues that | am a nurse to no symbols and a reliance on self. | felt an earlier version of this poem was
too descriptive and took more of a narrative than poetic form. Inspired by an article on using ‘haiku’ a
Japanese form of poetry (Biley and Champney-Smith 2003), | rewrote the poem. The haiku form only
allows 17 syliables in a pattern of five, seven and five syllabies in the first, second and third lines
respectively (Cobb 2002). It should also contain a seasonal element and an image or picture that
‘attempts to say something without saying it' (Biley and Champney-Smith, 2003, p40).

Whilst my poem is not true to the Haiku form, | have tried to follow the sequence in each verse and a
sense of change is suggested through my career progression. My images are too obvious to suggest
an alternative meaning. | feel though the discipline of being concise has added a dramatic flow to the
verses. The poem acts as a metaphorical springboard from which | dive into discussing in detail the
nature of spasticity and the context of my current role.
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Towards being a nurse

My first uniform
Odd colour turquoise
But, oh the excitement

Tools to personalise,
attached every day
scissors and forceps,

Badges and fob watch,
ownership displayed by
‘patient’ name bands.

‘Medi-swabs’ clean,
deep pockets to store,
how the bugs grow.

Qualification,
my buckle is my symbol,
| am a staff nurse.

Bugs still grow
Angst of Infection Control,
Teams proliferate.

New protocols, rules,
No regalia now,
Harbours infection

STUDENT NURSE
LOUISE JARRETT

Unigueness gone
no tools to hide behind,
except my navy dress!

Patients distant.
Dress halts all talk
not asked to care,

| still want to nurse
My core purpose thwarted.
Unexpected gift,

Lifting and handling?
New guidelines, no dresses
Must be trousers.

Status not visual.
| wear the same uniform,
I'm in a team again

With less symbols
that I'm a nurse,
| need to use self.

Rehab is brutal.
No diagnosis to mask,
or overnight stays.

It's lengthy work,
facing harsh realities,
but | can still hide.

Solving problems
or setting goals.
| must look beyond.

Next step specialism,
people with complex
disabilities.

Health not iliness.

No uniform now
or regalia to attach
just my name badge.

Working with people
I’'m rule bound but freer.
I am just Lou.

On my journey
| have learnt ‘how to do’
Now to develop self

| must work at my
core skills and vision
of being a nurse.

Foundation stone
B on wall of

)y rehabilitation unit

(1897)

For the benefit of a

class of patient

Inadmissible to any

other convalescent

home in the

- kingdom

LOWUISE JARRETT
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Fore sight

Previously spasticity management has been subsumed into the roles of rehabilitation nurses, disease
specific or pain management specialist nurses. My reflexive narrative will explore what it is that | do
and need to do, to be an effective nurse specialist in spasticity management. As a foundation to this
evolving knowledge | will outline the nature of spasticity, its consequences and potential treatments.
To put this in context | will outline the service and my current role. As this is a young service its
development and associated protocols throughaout the research period have always been in a state of
flux and transition, the most up to date are provided for technical reference (Fact sheets 1-6,

Protocols 1-7).

What is spasticity?

Spasticity is a neurological symptom and may be experienced by people with multiple sclerosis,
cerebral palsy, stroke, brain or spinal cord injuries. It may also feature in less common conditions
such as tropical or hereditary spastic paraparesis (Thompson et al 2005). The true nature of spasticity
remains unclear. The most common definition used is:

‘A motor disorder characterised by a velocity- dependent increase in tonic stretch reflexes
(muscle tone ) with exaggerated tendon jerks, resulting from hyperexcitability of the stretch reflex,
as one component of the upper motor neurone syndrome’ (Lance, 1980, p485).

A European working group, EU-SPASM8 (Pandyan et al 2005) who collaborated to review spasticity
measurement have challenged the Lance definition specifically in three areas:
Limb stiffness is not only as a result of neural changes as normal visco-elastic properties of soft
tissues also contribute (Dietz 2003).
Spasticity is not solely a result of hyper-excitable stretch reflexes. Activity in afferent, supraspinal
pathways and changes in the o motor neurone are also important.
Spasticity is not just a ‘motor disorder’ as cutaneous and proprioceptive afferent activity is also
involved.

(Stevenson and Marsden 2006)
A new definition was proposed, spasticity is:

‘disordered sensori-motor control, resulting from an upper motor neurone lesion, presenting as
intermittent or sustained involuntary activation of muscles’. (Pandyan et al, 2005, p5)

More simply spasticity can be described as stiff muscles that resist passive movement and is one
component of the upper motor neurone (UMN) syndrome, which can occur as a result of acquired
damage to any part of the UMN in the central nervous system (Greenwood 1998). Several symptoms
can be associated with the UMN (Figure 1.2). Pain can also be present with these symptoms but not
always. A possible description of why spasticity occurs is outlined in fact sheet 2. The ongoing need
to review the definition | feel shows that both the clinical and scientific community continue to develop
their knowledge on the aetiology of spasticity. The nursing perspective is critical to this debate and
threads through my narrative.

¥ | was a member of this group
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Often an individual will have a combination of the UMN symptoms, health care professionals routinely
use ‘spasticity’ as an umbrella term to represent a person’s unique presentation of these symptoms,
Throughout the narrative | use the term spasticity predominantly to refer to its specific meaning of
stiffness, however occasionally | use it more generally such as when referring to my job title, nurse

specialist in spasticity management.

Positive Negative
(Additional motor activity) (Reduced motor activity)
Spasticity (Limb and trunk stiffness) Weakness

Spasms (Involuntary movements of Limbs and trunk.) | Reduced dexterity
Clonus (Repetitive muscle movement often associated | Reduced postural responses
with feet tapping on wheelchair footplates)

Associated reactions
Positive support reaction
Brisk tendon reflexes
Extensor plantar responses

Figure 1.2: Features of the upper motor neurone syndrome (Adapted from Stevenson and
Marsden, 2006, p4)

Spasms and weakness

The main challenge to managing spasticity is it can co-exist with spasms and weakness it is their
interaction and subsequent impact on a person’s functional abilities that can make management so
challenging (Sheean 2001, Stevenson and Marsden 2006). Spasms are sudden involuntary
contractions of muscles that can cause gross limb and trunk movements (Figure 1.3). These can
produce three different patterns, flexor toward the body and extensor away from the body or adductor
where the legs pull towards each other (Stevenson and Jarrett 2006).

Flexor Extensor Adductor

Figure 1.3: Different presentation of spasms

Spasms of the trunk can cause a person to arch off a bed or away from the back of the chair. These
movements can be very powerful and cause a person to fall out of their chair or result in injury to
carers. Positively some people can use their extensor spasms to walk or transfer.

Muscle weakness can also be a feature, which seems paradoxical that some muscles are stiff and
others weak. These symptoms resuit from changes to different descending tracts, the dorsal reticular
spinal tract (spasticity) and the corticospinal tract (weakness). These tracts are anatomically situated
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close together; a negative effect on one often results in changes to both resuiting in the co-existence

of stiff and weak musclesg.

For some individuals effectively treating their spasticity with medication exposes the previously co-
existing but now unopposed weakness. For some the impact of this on their function can be more
adverse than the presence of spasticity and weakness together. For instance minimising a person's
painful spasticity may expose the extent of their weakness and they are no longer able to walk. The
choice becomes living with pain, spasticity and able to walk or being pain free, weak and unable to
walk. Managing spasticity and spasms is an ongoing balance between maintaining function, whilst
minimising the effect of weakness and other symptoms related to the UMN syndrome.

Biomechanical changes

As well as the neural component of spasticity and spasms, if muscles, tendons and connective tissue
are not regularly moved changes to their intrinsic properties can occur (Carr and Shepherd 1998).
These changes can also contribute to the feeling of stifiness felt when passively moving a limb and
can significantly affect function (Dietz 2003). These bio-mechanical changes can lead to the
development of fixed postures of limbs known as contractures. These can be prevented but once
formed are notoriously difficult to treat and can cause further problems with function or comfort
(Thompson et al 2005).

Consequences of Spasticity

The degree of spasticity and spasms can vary from person to person, day to day, hour to hour and
can impact on many daily activities. For instance it can affect physical activities such as walking,
transferring, washing, dressing, picking up objects and sexual activity (Thompson et al 2005). Safety
in sitting and lying can also be compromised due to spasms or persistent poor positioning (Jarrett
2002). The ongoing presence of spasticity and spasms can have an emotional impact on for example,
mood, self-image and motivation (Ward 1999, Porter 2001, Currie 2001, Thompson et al 2005).

The occurrence of spasticity and its associated symptoms can span the trajectory of an individual's
neurological condition and its management tends to be ongoing over time; for some this will be a

significant amount of their lifetime if not all.

People with spasticity can range from having no visible impairment to complex disability. They can
span the trajectory of being totally independent with no mobility restrictions to being total bed users
not able to sit in a chair, with significant cognitive impairment and dependent for all care. Despite my
post being specialised in the management of one symptom, how people present and the degree of
competing needs they can have is diverse. My rehabilitation experience is vital to help people
manage spasticity within the context of their disease process and lifestyle.

® The exact mechanism of this continues to be debated but the reality remains spasticity and weakness can
coexist.
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However spasticity and spasms are not always detrimental and they may even be positive in
improving vascular flow and assisting in transfers and walking (Losseff and Thompson 1995). From
my experience in rehabilitation | feel walking remains the most valued form of mobility in society -
despite this view being challenged by leaders of the disability movement (Oliver 1993) - and hovers in
the background of my spasticity management practice. | need to be mindful in my future practice that
‘to walk’ can be a goal or dream even for individuals who have not walked for years, or who have
contracted legs. Therefore the treatments of spasticity need to be carefully selected and reviewed
over time within the context of an individual's aims and aspirations.

Management and treatment of spasticity

There are two fundamental management strategies that need to form the ongoing basis of any
spasticity management plan. These are the management of trigger factors (Figure 1.4) and ongoing
physical activity including active or passive movement of joints through their full range (Jarrett 2006).

Cutaneous stimuli Visceral stimuli
+ Altered skin integrity e Any systemic or localised infection
— Red or inflamed skin * Bowel dysfunction for example
— Broken skin constipation, over flow or diarrhoea

— Infected skin o EIaddgr dysfunction fOl'. example
infections, retention or incomplete

— Pressure sores emptying
— Ingrown toenails

« Tight fitting clothes or urinary leg bag
straps

« Uncomfortable orthotics or seating
systems

¢ Deep vein thrombosis

Figure 1.4: Cutaneous and visceral stimuli, which can aggravate spasticity and spasms (Jarrett
2006).

Management and treatment strategies can be viewed on a continuum from mild to severe spasticity
(Figure 1.5). Often the available drug treatments are not used in a linear progression but are used in
conjunction with each other (Figure 1.6).
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MILD SEVERE
SPASTICITY SPASTICITY

>

Ongoing self-management with support from health and social care teams

Oral Inpatient Botulinum intrathecal Intrathecal Surgical
medication rehabilitation toxin baclofen phenol options

Figure 1.5: Options for spasticity management (Jarrett 2006).

Oral
medication

Botulinum
toxin
Inpatient
rehabilitation . Intrathecal

baclofen

Surgical /

options

Intrathecal
——p | phenol

Figure 1.6: Spasticity treatments are often used in conjunction with each other (Jarrett 2006).

Current Service

An outline of the core team and the evolution of the service is summarised in fact sheet 3. The service
has distinct pathways for treatment following assessment in the multidisciplinary clinic. | am involved
predominantly in the assessment clinic and lead on the intrathecal baclofen (ITB) and phenol (IP)
pathways (Fact sheets 1 and 4).

Iintrathecal therapies

My role has involved deveioping and maintaining a robust clinical governance framework, where
elements of risk are clearly identified and structures are in place to minimise problems whilst
maximising the benefit of intrathecal baclofen and phenol drug treatments. This has required
facilitating different disciplines to develop appropriate protocols. For instance skilled nursing care for
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the trial periods is extremely important and for this reason | developed specific care plans and nurse
specialist competencies to ensure the individual is managed appropriately to minimise risk. To meet a
national demand for these protocols they have recently been published (Jarrett 2006a).

Each treatment has a similar pathway that my role extends through; clinic assessment, in-patient
assessment, measurement, trial, treatment, ongoing management and troubleshooting if problems

occur. A typical weekly job plan is as follows:

Monday Tuesday Wednesday Thursday Friday
Am | Answer help-line queries: Clinic preparation: Liaison with community teams
Assess and iP or ITB trial (T8 trial IP treatment Pump clinic
measure person Surgical Assessment clinic
admitted for trial implant of IP outpatient clinic
pump Surgical implant of
pm | Assessment clinic | Team review of | Team review of | Team review | pump
Surgical implant of | person with person with of person with
pump spasticity. spasticity. spasticity.
Education and Education and | Education
support of support of and support
person person of person

Answer help-line queries

Essence of my role

The two main aspects of my role include supporting individuals in their use of intrathecal treatments
over time and managing the service (Protocols 1-7). The latter involves the organising of clinics,
management of equipment, participating in the writing of business cases to develop the service, audit,
lecturing locally and nationally, the education of medical and physiotherapy staff rotating through
service and more recently the management of a second nurse specialist post.

With regard to the clinical aspects of my role { lead on the education of the person, supporting them
through the process of considering and having an intrathecal treatment. These are not trivial decisions

for a person {0 make.

Intrathecal Baclofen Therapy

Intrathecal baclofen therapy (ITB) involves spinal injections, surgery, and adjustment to living with an
implant, frequent hospital appointments and responsibility for acting promptly if symptoms persist or if
side effects occur (protocol 3, 4). The pump is implanted by a neurosurgeon. | go to theatre to prepare
the pump for implant and importantly to record the length of catheter implanted. This is vital
information for the accuracy of future drug calculations and to prevent overdose. Once the person is
awake in recovery a medical registrar and | program the pump to commence treatment.

The pump design requires the reservoir to be refilled regularly; this is routinely done in an outpatient
setting. | organise this clinic and run it together with a neurology registrar. At each clinic appointment
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a spasticity management review is completed, the pump refilled, dose adjustments made and any
further education with regard to tone management discussed (protocol 5).

Intrathecal Phenol Therapy

Intrathecal phenol therapy (IP) also involves spinal injections but is destructive in nature (fact sheet
4). A person suitable for IP will have a complex disability involving both physical and cognitive issues,
it is vitally important that | appropriately pace the education to ensure the individual and or their carers
have enough time to assimilate what is being proposed (protocol 6). After clinic | maintain regular
telephone communication with the individual or, if they are unable to verbally communicate, a
nominated contact person. | have designed our service so as repeat injections can be given with the
person attending as a day case. This causes less disruption to their daily routine and complex care
regime (protocol 7).

Teamwork

| also lead the provision of a 24-hour hospital based advice line to support individuals using
intrathecal treatments and their community teams. My intent is to always engage with the individual's
primary care team as early in the process as possible and to maintain contact throughout. This
encourages their involvement in the decision making process and allows a sharing of information and
knowledge between us. The team can include the general practitioner, district nurse, community
physiotherapist, occupational therapist and wheelchair seating service.
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Fore conception

The previous section focuses mainly on the technical side of spasticity management. It is the
knowledge | routinely use when asked to describe spasticity management, and is included to
contextualize my narrative, yet | know it doesn’t adequately reflect what | do as a spasticity specialist
nurse. It reflects my technical position as | enter this research to explore what spasticity specialist

nursing may be.

By reflecting on my career to date, my fore-having, | recognise the importance of technology but view
it as an adjunct to nursing and caring. Watson (1999) in her theory of nursing describes that Nursing
consists of,

"...knowledge, thought, values, philosophy, commitment and action with some degree of
passion....As such, human care and caring is viewed as the moral ideal of nursing.’ (Watson, 1999,

p53-54).
Mayeroff (1971) suggests, ‘To care for another person...is to help him grow and actualise himself.’
(Mayeroff, 1971, p1).

These perspectives suggest a human response to nursing and caring rather than just the technical
aspects | have so far portrayed as spasticity nursing. So how would | articulate my understanding of

nursing and caring as | enter this period of research?

First supervision session: March 2001.

CJ looks at me intently and asks, ‘What is your vision and values as a spasticity nurse specialist?
What do you aim to accomplish?’

A hot feeling spreads across my body, my mind is racing, and | fee! unable to articulate my views. As |
strive to articulate my vision and values, | feel passionate and realise these issues are important to
me yet | have never considered them before. | am challenged, finally stumbling over my choice of

words and rambling | summarise:

My role is to lead on the safe administration of intrathecal baclofen and phenol drug treatments (Fact
sheets 1 and 4), supporting people with spasticity in their use over time.

My vision is to work with the person with spasticity, their family and carers, jointly sharing our
knowledge, expertise and experience to maximise the positive impact of spasticity on the person's
lifestyle.

| value working with people over time getting to know them, respecting their experience and
knowledge of living with what is often a complex disability and understanding their chosen lifestyles. |
appreciate giving support, advice and my skilled input actively communicating and being part of a
team with a common purpose to help others. Within relationships | value, honesty, transparency,
openness, humour and collaboration with both people living with spasticity and colleagues.
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Research and people with complex disabilities

| am passionate about working with people with complex disabilities and including them in my
research. Tee and Lathiean (2004) and Gelling (2004) suggest that often people with complex
disability are excluded because research designs are paternalistic and restrictive or the research
environment is inaccessible. | believe individuals should have the opportunity to be involved in
research. | do not want to exclude people because of their degree of cognitive impairment or because
they are unable to physically sign consent forms or read information sheets. These people are at the
core of my practice, it is my interventions with them that | want to explore and excluding them would
not give a true representation of my practice context. Their input is vital to understand what | do or
need to do. | feel conventional qualitative methodological approaches that utilised interviews or focus
groups would prevent them from participating and could therefore limit uncovering what is significant
in my spasticity nursing practice. Guided reflection as a research methodology is inclusive in that it
allows me to reflect on my interactions with people with complex disability.

| recognise the values | bring to this research include; working with people rather than on or for and /
appreciate that people living with neurological conditions are often in a lifelong process that fluctuates
between periods of wellness and iliness.

Reading the words of Blackwolf and Jones the importance of appreciating my values is strengthened,

‘Identify your values. Come to know what you believe. Come to know what is most important to you.
Come to recognise when your values are tested. Only when you stand up to the test, are your
values truly validated and confirmed.’ (Blackwolf and Jones, 1996, p13).

| recognise my narrative as a way of ‘testing ‘and refining my evolving values.

In summary this study will address how guided reflection can inform the growth of individual nursing
knowledge and secondly how this informs knowledge about nursing and caring. To close my
background | have summarised the key steps in my development and the attributes which | believe
are important for successful communication with others. These issues have influenced my vision and
role development to my point of entry into the research (Figure 1.7).
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Learning through clinical

supervision

+ Positively improving my
clinical skills

+ Triggering topic for degree
dissertation
¢ Action research

Valuing teamwork

Role modelling my mum’s approach

¢ Neurosurgical: interdependent team

¢ General surgery: joint work on protocol

+ Rehabilitation: role clarity, working
‘with’, not ‘on’ people.

*

Appreciating the role of technology
¢ My sister

¢ Intensive care

¢ Thalamic stimulators

+ Intrathecal baclofen

Differing attitudes toward disability
¢ My family’s positive approach to disability

My Vision is:
To work with the person
with spasticity, their family
and carers, jointly sharing
our knowledge, expertise
and experience to maximise
the positive impact of
spasticity on the person’s
lifestyle.

M ]

Humour

—

Honesty

Balance
of
Power

Openness

&
¢ Clinical experiences
¢ Education: degree Transparency
KEY STEPS and INFLUENCES ATTRIBUTES

Figure 1.7: Key steps, influences and attributes towards developing my vision as |

enter this research period.

44



2. Constructing a reflexive narrative.

In this chapter | present a reflective account on how | constructed this thesis as a coherent and
reflexive narrative. | weave together issues of methodology and method illustrating my use of
reflection as a process of self-inquiry and transformation. Whilst ideas guided me, | had to find my
own way, for as Clandinin and Connelly (2000) emphasise, there are no prescriptions or formulaic

approaches to narrative.

The methodological approach

My methodology is guided reflection as a journey of self-inquiry and transformation towards realising
my vision of spasticity nursing as a lived reality. This journey of being and becoming is represented as
a coherent and reflexive narrative that adequately plots my transformation and an analysis of those
factors in practice that have constrained me.

This approach to narrative as self-inquiry and transformation is grounded in the work of Christopher
Johns, which spans twenty years of continuous research and development. In 2002 he published his
research book 'Guided reflection: advancing practice' in which he first set out his methodological
template for guided reflection as a process of self-inquiry and transformation.

In constructing his methodological framework Johns explored and integrated diverse philosophical
influences’, seeking to weave these ideas coherently into the wholeness of his approach. He stresses
the point, as do Clandinin and Connelly, that narrative is a broad idea that has no formula for doing it
(Johns 2006, Clandinin and Connelly 2000). At its core, John's approach is grounded in a critical
social science (Fay 1987) with influences from reflective theory (Schon 1987 and Meizrow 1981) and
hermeneutics (Gadamer 1975 and Heidegger 1962 [1927]). He favours a pragmatic approach to
hermeneutics, one that moves towards finding meaning in reflective text rather than becoming
involved with the deep philosophical roots of hermeneutics (personal communication 2008). As | detail
under method (p64) this pragmatic approach is fundamental to the second level of dialogue and
moving from identifying significance to insight in my texts.

Johns has also been influenced by feminist writers (Woolf 1993{1929], Cixous and Ciément 1986),
evolutionary consciousness (Wilber 1998, Newman 1999) and empowerment theory (Friere 1970 and
Kieffer 1984). Later in this chapter and in the subsequent narrative (Chapter 3) | pick up how some of
these writers have influenced me.

John's ideas continue to evolve, but a revised template (Johns 2006 - Figure 2.0), was the most
influential to my methodological framework. it was my starting point to appreciate the philosophical
influences that have informed the development of this form of narrative methodology.
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Critical social Hermeneutics and Narrative Inquiry
science and Dialogue
Empowerment

Guided reflection as a

The feminist slant process of self inquiry | Ancient and
and transformation spiritual wisdom
Auto-ethnography Reflective theory Chaos Theory

Figure 2.0: Methodological influences grid (Johns, 2006, p56)

Developing my Bricolage: My philosophical influences

Reading Johns's approach to narrative | was inspired to approach my own research from this
perspective. This was for several reasons; it meant | could stay in practice yet research self through
my experiences shared in clinical supervision. The process combined support and development for
both my clinical and research practice. Through the use of a methodological grid and six layers of
dialogue it offered a systematic approach to self-inquiry beyond other narrative approaches, that also
lacked a vital emphasis on transformation for example the narrative approach described by Clandinin
and Connelly (2000) and the autoethnographic approach described by Bochner and Ellis (2002).

As | began to dwell within the narrative approach | began to formulate my own unique approach, just
as Johns advocates, each practitioner must find their own way to travel this journey (Johns 2002).

As discussed in the preface, this careful selection of different influences towards creating a
methodological framework resonates with the process of constructing a bricolage (Denzin and Lincoln
2005) and with the following description of contemporary narrative inquiry;

‘...an amalgam of interdisciplinary analytic lenses, diverse disciplinary approaches and traditional and
innovative methods — all revolving around an interest in biographical particulars as narrated by the

one who lives them.' (Chase, 2005, p651).

My interpretation of these philosophical texts was unique because of my fore-structure, skills and
intent. | entered this research from my own exclusive position and needed to pay attention to the
specific ideas and texts that resonated with and informed my research process, as Koch (1995)

suggests:

‘The philosophical assumptions that underlie a ‘method’, and whether those assumptions are
consistent with the researcher’s own view, seem to me to be the necessary starting point of

inquiry.” (Koch, 1995, p827)
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Similar to Johns, my methodological approach is situated within narrative inquiry and is heavily
influenced by reflection and critical social science perspectives, with other approaches such as
autoethnography, hermeneutics and chaos theory being blended into the whole of my approach.
Unlike Johns, my application of this methodology is only minimally influenced by feminism and not at
all by ancient wisdom.

The Johns methodological grid anchored me to a process but didn’t stop me from appreciating other

influences. | want to emphasise the significance of aesthetics in influencing the expression of my text
and insights, notably sculpture and poetry, | represent this as ‘Aesthetics’ and personalise the grid by
positioning it alongside (Figure 2.1). Johns does not suggest that the influences have a hierarchy but
in my interpretation some have been more significant than others. In the grid | have used descending
font size to denote the heavily influential to the least.

Critical social Narrative
science and Auto- Inquiry
Empowerment | ethnography
Guided reflection .
The feminist slant as a process of A“Ciemgg ;Pifitual Aesthetics
self inquiry and
transformation
Hermeneutics Chaos

and Dialogue Reflective theory Theory

Figure 2.1: My Methodological influences grid (Adapted from Johns, 2006, p56)

Narrative

Narrative research has been gaining popularity in nursing over the last twenty years, particularly in the
areas of nursing education (Diekelmann 1993, Benner 1996, Lindsay 2006) developing nursing
competencies (Benner 1884) and as a key feature in professional and scholarly debates on nursing
(Benner and Wrubel 1989, Benner et al 1996, Johns 2006). Narrative is a broad term that
encompasses different approaches and has roots in different disciplines for example education
(Dewey 1963 [1938), Clandinin and Connelly 1994, 2000), anthropology (Bateson 1994) and
psychology (Polkinghorne 1988). ideas from these authors influenced the narrative approach and |
have drawn on specific issues in my appreciation of narrative methodology.
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Dewey suggests that experience has both a personal and a social perspective. Although people need
to be understood as individuals, they have to be viewed in relation to a context, with others and their
environment. In addition, experience has continuity, experiences beget experiences, leading to each
moment being influenced by a lived past and an imagined future. This back and fore movement that
forms the continuity of experience resembles how | have presented my background in chapter 1,
where | detail my entry into this research influenced by the Heideggerian idea of a forestructure.
Polkinghorne (1988) highlights the temporal nature of experiences within an evolving narrative that
has a beginning, middle and end. He also suggests that narrative needs to demonstrate an

awareness of causal connections between events, so as the experiences become more meaningful to
the person, thereby promoting their future agency. This strengthens my appreciation of paying
attention to the temporal position of my texts and how they interrelate. He also highlights the
importance of a story line or plot that links the seemingly disparate aspects of the texts together. |
recognise that providing the reader with such a focus provides one way for them to make sense of my

narrative.

A key issue | take from Bateson (1994) is that as a person engages in writing their own narrative they
change, both as an individual and how they understand the world they live in which is also under

perpetual change.

These ideas contribute to the need for reflexivity in narrative (Johns 2002, Guba and Lincoln 2005,
Murray 2008). Etherington (2004) suggests there are many ways to interpret reflexivity within social
science research. She summarises that reflexivity is;
¢ A dynamic process of self awareness between the researched, the data and researcher at all stages of
the research process.
e ‘.. acirculating energy between context of researcher and researched’ where both have agency’
(Etherington, 2004, p36).
e ‘..not the same as subjectivity...it opens up a space between subjectivity and objectivity that allows

for an exploration and representation of the more blurred genres of our experiences’ (Etherington,

2004, p37).

| interpret reflexivity as appreciating connections between past and present reflections, projecting to
the future possible forms of effective interaction. | expand my appreciation of reflexivity in a
subsequent section when | discuss the process of constructing my narrative (p86 and 97).

Practice is narrative

Chase (2005) describes narrative as ‘... retrospective meaning making — the shaping or ordering of
past experience.'(Chase, 2005 p656).
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As | have developed, my appreciation of narrative has deepened and narrative has become very
much a way of my being rather than merely being a retrospective meaning making process. Mattingly
(1994) describes that ‘healers’ (in her study an occupational therapist), shape therapeutic interactions
by organising them according to an evolving plot that is part of a larger narrative structure.

‘ The notion of therapeutic emplotment offers one way to examine the social construction (and
reconstruction) of iliness and healing as a fluid, shifting process influenced not only by molecular
condition, institutional structures and cultural meanings but also by the exigencies of the concrete
situation.’(Mattingly, 1994, 811-822).

Mattingly (1994) concludes that any clinical encounter is narrative, likewise Clandinin and Connelly
(2000) state narrative inquiry,

‘... is the best way of representing and understanding experience...narrative thinking is part of the
phenomenon of narrative...narrative is both the phenomenon and the method of social sciences.’
(Clandinin and Connelly, 2000 p 18)

These views could be summarised as, ‘practice is narrative’ and resonates with how | have evolved to
view my practice as a narrative unfolding.

Doing Narrative

A key feature in the theoretical texts is that narrative theories do not detail ways to do narrative
inquiry, they do not prescribe method. Narrative researchers instead describe the processes they
have engaged in and from this draw out issues to consider relating to method (Clandinin and Connelly
2000).

To promote a systematic approach to my inquiry | have engaged in the six layers of dialogue (Johns
2006). As | detail my experience of this process in a subsequent section | will describe the influence
of narrative themes. In summary, threads from narrative theory that permeate my thesis can be
summarised as, appreciating context (Dewey 1963 [1938]), reflexivity (Johns 2002, Guba and Lincoln
2005, Murray 2008), plot (Mattingly 1994, Poikinghorne 1995, Murray 2008), agency (Polkinghorne
1995, Chase 2005, Murray 2008), temporality (Polkinghorne 1896, Clandinin and Connelly 2000,
Chase 2005), effective writing and appreciating the influence of guidance and feedback (Clandinin
and Connelly 2000, Bochner 2001).

Reflection

Reflection is a term readily used in general conversation and has been incorporated into nursing
discourse through processes such as clinical supervision (p25).

Schon (1983) challenged the epistemology of knowledge, when he suggested that the problems most
important to individuals and wider society were not addressed by the dominant research approach,
technical rationality, where scientific theory and technique is applied to solve problems. He reinforced
the value of learning by reflection, as a particular form of professional knowing that, although was
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personal, contextual and situational, extended practice knowledge and was the knowledge most

readily used by professionals in practice.

Mezirow (1981) discussed the need in adult learning for a critical reflection that leads to emancipatory
action or what he describes as perspective transformation.

‘...of becoming critically aware of how and why the structure of psycho-cultural assumptions has
come to constrain the way we see ourselves and our relationships, reconstituting this structure to
permit a more inclusive and discriminating integration of experience and acting upon these new
understandings.’ (Mezirow, 1981, p 6)

Reflection can have different layers of interpretation, in my work | adopt the Johns (2004) definition,
as opposed to any other, as | find it the most helpful and the one that closely resonates with my
practice and philosophical approach. Johns (2004) describes reflection as:

‘... being mindful of self, either within or after experience, as if a window through which the
practitioner can view and focus self within the context of a particular experience, in order to
confront, understand and move towards resolving contradiction between one's vision and actual
practice. Through the conflict of contradiction, the commitment to realise one’s vision, and
understanding why things are as they are, the practitioner can gain new insights into self and be
empowered to respond more congruently in future situations within a reflexive spiral towards
developing practical wisdom and realising one’s vision as a lived reality. The practitioner may
require guidance to overcome resistance or to be empowered to act on understanding.’ (Johns,
2004, p3).

Mezirow (1981) situates critical social science at the core of reflection and Johns has emulated this in
his definition of reflection. Being mindful of self relates to the idea that reflection always takes place in
the present moment, even when reflecting back on experience (Johns 2006). Being mindful involves
being discerning with previous knowledge so as one can appreciate a situation for what it is, whilst

considering how best to respond.

Reflection and Critical Social Science

A main tenet of critical social science is to stimulate people to reflect on their circumstances and to
change those practices and policies that cannot be justified (Fay 1987). It encourages people to
improve themselves, similarly through my research process | am striving to improve my practice by

working toward desirable practice.

However in my situation | have to hold the nature of ‘desirable practice’ in tension as | do not know

what desirable practice is in spasticity nursing, as it has never been written about before. | therefore
work towards a vision, informed by my fore structure and different sources of knowing but one which
is tentative, open to challenge and ready to be adapted as my appreciation and understanding of my

role evolves.

Contradiction
Reflection highlights contradiction between one’s actual and desired practice; understanding my
current reality is a basis for change. As [ strive towards realising my vision, a vision that requires
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perpetually refining, contradiction provides a source of energy to understand and improve my future
practice.

This parallel's Senge's (1990) idea, that the gap between our current reality and our vision, can be
viewed as creative tension or a source of energy to take action (Figure 2.2).

Understanding current reality

Creative Tension /
....... Contradiction
......................................... (A source of energy)

Visioning where | need to be

Figure 2.2: My visual representation of contradiction as a source of energy

This process requires me to be open to change, and may require me to confront difficult issues, or
those | have been unaware of before. To maximise and convert this source of energy | have used my
supervisors, as catalysts to guide my process. For instance, | have discussed the struggle | had to
verbalise my vision (p44). Through guidance | was able to articulate embodied moral values that | felt
were important when working with people with complex disabilities. Fashioning these into my vision |
am better able to recognise when my practice is in contradiction with my desired outcome.

Transformation
Guided reflection as a process of self inquiry and transformation encourages a systematic approach
to promoting an individual researcher’s agency and transformation, in my case towards being and
becoming an improved and effective nurse specialist in spasticity management. To transform is a
cornerstone in critical social science as Fay (1987) suggests, to bring about social change a person
needs to move through three different stages;

o Enlightenment, understanding why things are as they are.

o Empowerment, having awareness, the ability and courage to take appropriate action

towards change.
o Emancipation, the realisation of change towards transformation.

These stages are implicit in Johns (2004) definition of reflection and how | interpret it in practice.

Guiding reflection

To work towards my vision and realise desirable practice, | reflect on my practice, identify
contradiction and start to appreciate why things are as they are. Becoming ehlightened or revealing
seif can form a basis for change, but it can be difficult to do, a guide can be invaluable to explore
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strategies to act and consider the potential consequences of my actions. In the process of
enlightenment a guide is imperative to reveal self,

‘Critical social science is committed to discovering a coherent pattern at work in the affairs of
people, albeit a pattern which lies beneath the surface of social interaction, hidden from the social

actors themselves’ (Fay, 1987, p69).

Through my research process guidance was critical to pursuing my vision and co-creating meaning |
discuss my experience in a subsequent section (p78-81).

Having explored action to take in future situations | feel empowered. As | start to incorporate these
into my actual practice | become emancipated and move forward in my journey to become the
practitioner | want to be.

‘The emphasis on being acknowledges the existential moment of the unfolding moment, whilst
the emphasis on becoming acknowledges the transformative nature of reflection.” (Johns, 2002,

p9)

However, Fay (1987) also identified that people do not change rationally; their progress toward
transformation is often impeded. He described these as ‘limits’ and refers to three in particular;
embodiment, force and tradition (Fay 1987). Fay stresses that in order to understand ourselves we

need to address these limits.

Embodiment encapsulates both physical and emotional aspects of self that are developed through
conscious and unconscious influences. Force is a type of power appropriated by people for self
determination (Fay 1987), Johns uses the term power as he feels it is more liberating (Johns 2008-
personal communication). Gadamer (1975) discusses authority rather than force and notes,

‘That which has been sanctioned by tradition and culture has an authority that is nameless, and
our finite historical being is marked by the fact that the authority of what has been handed down to
us- and not just what is clearly grounded- aiways has power over our attitudes and behaviour.’

(Gadamer, 1975, p280)

Constructing chapter 1 not only situated my thesis in a context it helped me to consider aspects of my

‘tradition’ that influence me. Fay (1987) suggests,

‘Human beings are forever set within particular traditions which, in being appropriated, partially
define their identity. They, of course, are not passive sponges in this process; they affirm some of
their inheritance and they reject other parts of it; they cultivate and they transmute; they embrace,
they recombine in novel ways, they create. But all of their activity always involves the appropriation
of materials given to them by their tradition; it is the very stuff out of which their development and

change is made.’ (Fay, 1987, p164)

Embodiment, force and tradition are influential in the way that | view my world; | use guided reflection
to explore these issues. My thesis analyses the factors that constrain me, detailing what limits my

practice space and realising my vision.
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Hermeneutics

Heidegger's (1962 [1927]) idea of ‘background’ influenced the way | shaped my background in
chapter 1. By setting out clearly where |, the researcher/ practitioner is coming from, enables the
reader to position me contextually and subjectively as the writer.

Hermeneutics involves the reading and interpretation of texts. It is about discovering and
understanding meaning, not just in parts but a deepening appreciation of the whole (Gadamer 1975).
The interpretation of a text can be limited if there is distance between the author and reader in time,
social background and culture. However, if the context of a text is known the reader will reach greater
understanding (Fjelland and Gjengedal 1994). Finally, Gadamer's (1975) ideas about co-creation of
meaning is fundamental to Johns’ perspective on guidance (discussed on p 105) and hence my

experience of it.

Dialogue

As | practice and create my texts the idea of dialogue is vital, Bohm (2000) describes this as,

‘...a stream of meaning flowing among and through us and between us.'(Bohm, 2000, p6).

Johns suggests that, ‘Dialogue is the flow of guided refiection.’(Johns, 2002, p32). Bohm (2000)
describes that being in dialogue, is to be concerned with meaning and appreciating experiences in
detail, it involves actively listening, and paying attention in interactions. It requires a sensitivity,

detachment and suspension of assumptions.

Tufnell and Crickmay (2004) capture the creativity and temporality of dialogue in the following
description,

‘Creating becomes a conversation when we enter into dialogue with whatever we are doing. In this
conversation we are drawn along in the moment by moment flow of sensation, interchange and
choice, rather than flowing a predetermined intention or idea. Conversations grow as we listen and
explore — a constantly shifting process of discovery that changes in momentum, rhythm, clarity or
chaos as we work.' (Tufnell and Crickmay 2004, p41)

My texts need to capture my dialogue and when reading and rereading them | need to be open to the
potential of new meanings. This continues as | dialogue with other sources of knowing and my guide,
to the extent the intent of our dialogue is to fuse our horizons'® and co- create meaning. Co-creation
does not mean that | accept all that CJ suggests, the process is about jointly sharing ideas and
influences towards new meaning. My narrative does not depict the intricacies of all these dialogues
but does represent my co-creation of meaning from these interactions.

Some reviewers of my work have asked for specific examples of when | changed the perceptions of
CJ. My intent is not to chart change in others. | engage in intentional dialogue to co-create meaning,
to further my understanding of events and to gain a greater awareness of self. Co-creation occurs

' Horizon is a metaphor used by Gadamer (1975) to represent a person’s normal vision and understanding
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through dialogue, by the sharing of ideas the perceptions of those involved are shaped, leading to
new understanding and appreciation. My narrative depicts how co-creation has influenced my
transformation. To appreciate CJ's individual growth would necessitate a dialogue with him or his
respective narrative. The following extract from my narrative shows an episode of co-creation as CJ
and | strive to capture my evolving vision. The dialogue echoes the above quote from Tufnell and
Crickmay (2004) as we are, ‘..drawn along in the moment by moment flow...’

July 2007: Revisiting my vision

I share with CJ my reworked vision,

To tune in and flow with a person’s experience; appreciating their ever evolving life pattern
whilst we work together to integrate spasticity management strategies, the use of drugs
and technology to promote their health and widen their life space.

We talk in a poetic form as we discuss the insights that have led to this rewording of my vision.

| muse,

Tension between chronic illness and the medical model
Nature of relationship with the person

Shaping space

CJ takes the flow,

Sensing the connection with the whole
Positioning self

Finding the wavelength

[ interject,
Sensing the wavelength

CJ responds,

Touching the wavelength

Flowing with the wavelength

Mindful of expectation

Poise threatened by the carelessness of others
Shaped through ignorance

| continue,
How do | move boulders that litter our journey?
Tripping not just myself but also the precarious harmony that people with spasticity seek to grasp

CJ summarises,
Lives in balance easily rocked

From this we expand my vision,

To tune in and flow with a person’s experience and precarious harmony with weliness,
where weliness is an ever shifting phenomena carefully crafted through experience;
appreciating their ever evolving life pattern whilst we ethically work together and with
other colleagues to integrate spasticity management strategies, the use of drugs and
technology to promote their health and widen their life space.
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Narrative, the development of expertise and co-creation

The work of Benner (1984) and her colleagues (Benner et al 1996) has been highly influential in the
development of nursing and in particular, has underpinned the ready acceptance of narrative as a
way that expertise can be identified in nursing, however Nelson and McGillion (2004) feel this

acceptance has largely been uncritical.

Analysing the method used by Benner et al (1996), they suggest the structured approach used to
gather narratives and the way in which the nurses were prepared or ‘coached’ led to only certain
types of narratives being shared. These tended to either depict a confessional perspective from the
nurse or situations where the nurse is a hero figure and the patient a mere accessory. Nelson and
McGillion (2004) suggest the claims from first person accounts should not go uncontested.

The process of co-creation used in guided reflection as a process of self inquiry and transformation,
could be thought to similarly ‘coach’ a specific type of narrative to be formed, but in my experience it
has answered the claim from Nelson and McGillion that first person accounts need to be contested.
During my research process | have developed a style of writing my narrative that allows me to
interpret self, within a framework of dialogue with wider sources of knowing and co-creation with
others. Co-creation is not about being coached to say or do things in a particular way, but is
intentional dialogue to appreciate different perspectives of a situation, which in its process creates
new awareness and understanding in all participants the guide and guided.

There is a continuity of flow where the self is continually questioned or ‘contested’. Further, whilst
there is structure in the process of reflection, from using the model of structured reflection, this is
loosely applied for guidance rather than being a rigid process to follow. The situations that | have
reflected and written about are my interpretation of events and behaviours from which | strive to learn
from to imprave my future practice. | do not feel this is a process of confession to self or others, but an
appreciation of self and whilst | learn from both positive and negative situations | am not motivated to
learn through depicting myself as heroic, but by appreciating self as being in that moment, in that
situation. My text in chapter 3 demonstrates my interpretation of being in the moment.

A further challenge to this form of research came from a colleague who suggested that, ‘The process
seems like a sort of shared self indulgence.’

| responded, ‘The process is not merely to share information but is intentional to co-create new
understanding of self and situations. The intent is that this appreciation informs my future actions,
hence transforming my practice and positively impacting on the immediate or future experiences of
those | engage with.’

Self Inquiry - Autoethnography

Pinar (1981) suggests that ethnographic studies provide detailed descriptions of events and what
happened when, but ‘fail to describe lived experience’ (Pinar, 1981, p176).
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Pinar suggests that in ethnography what people are thinking and why they behave in certain ways is
lacking, further there is little regard to the position of the text in relation to wider social issues such as
politics. Whereas these issues are addressed in an autobiographical method, which,

‘.. cultivates the specificity of ourselves, the particularity of self and situation.’ (Pinar, 1981, p186).
For Pinar whilst autoethnography may lead to greater understanding of self and this in itself will lead
to change in the person, the main focus is for greater understanding of self rather than change.

‘We write autobiography for ourselves, in order to cultivate our capacity to see through the outer
forms, the habitual explanation of things, the stories we tell in order to keep others at a distance.’
(Pinar, 1981, p184)

In June 2007 whilst discussing this chapter and my philosophical influences, Paul Godin’ asked,
‘What are the similarities and differences between your approach and auto-ethnography?’

| replied,

‘They are both similar in strongly exploring self-inquiry but different in that the intent of auto-
ethnography is to describe one’s own situation whereas my approach is to transform self.’

To some extent | still believe this, although autoethnography like guided reflection is not a static
process and is continually evolving in the quest for appreciating experience and being. Bochner and
Ellis (2002) describe the potential for autoethnography to evolve and blur boundaries between
different approaches, in particular social sciences and literature and in doing this lead to change in
self and others. Holman Jones (2005) moves autoethnography to be considered as,

‘... a politics committed to creating space for dialogue and debate that instigates and shapes social
change.' (Holman Jones, 2005, p763)

Extending the work of Pinar, these authors suggest that autoethnographic texts are not just to
stimulate thought and change in self, but also in others. Denzin describes that autoethnographies,
‘...move from the inside of the author to outward expression while working to take readers inside
themselves and ultimately out again.” (Denzin, 1997, p208)

Some authors have suggested criteria for reviewing autoethnographies (Denzin 1997, Richardson
2000, Bochner 2001). Holman Jones (2005) integrated and extended these and | summarise those
that | have found pertinent to consider when constructing my text.

¢ How well do | depict the participation, responsibility and obligation of others in the formulation of my

text?
e How well do | document my dialogue with other sources, showing my partiality and reflexivity?

e Does the text create a space to engage others to dialogue?
e Dol critically analyse self within the narrative?

e Does my text evoke action in self or others?

e Does my text demonstrate political and or social change?

Aesthetics

In their book on reflective writing Winter et al (1999) discuss that the creative process is an act of
‘self-exploration’, that can be both enlightening and therapeutic. They draw on the work of Dewey
(1958[1934]) and propose a direct link between aesthetics and reflective practice.

56



‘...we possess a general capacity for effectively representing our experience in artistic form; we
suggest that in order to realise our capacity for reflection we can (and should) draw upon our intuitive
grasp of aesthetic processes as well as our capacity for conceptual and logical analysis.'(Winter et al,
2005, p180)

| am using the term ‘aesthetics’ to frame my appreciation of art and its influence on my narrative
construction. | have found certain pieces of art instrumental, either to help me determine meaning
from my situation and past events or to re-energise myself to progress with my study. Tufnell and
Crickmay (2004) suggest that images and metaphors can be an effective way to discover aspects of
self and reveal hidden meaning.

‘In this world of connections or image comes the complexity of our feelings holding together the
otherwise fragmented field of our experiencing. In the images we make or find we discover hidden,
neglected and forgotten aspects of our lives. These images give shape and form to what we sense
but cannot fully see...Through our images we discover not one, but many (often conflicting), layers
of meaning, meanings revealed slowly as we explore the details of what we have made.’ (Tufnell
and Crickmay, 2004, 119)

This resonates with how when | struggled to express myself orally or in prose, | interpreted

sculptures, a painting or wrote poetry as a way of explicating my feelings and current understanding

of situations. This was often spontaneous although as | began to appreciate it as an aspect of my

method | became more intentional (such as visiting the monaliths in Cornwall p190).

Whilst | include ‘my art’ at junctures in the narrative where it was most useful and 1 try to explain its
influence, the actual process of moving towards ‘'meaning’ and a greater appreciation of the particular
situation does not always feel conclusive.

‘Works of art leave us with a sense of something understood but never fully or finally.’ (Winter et al,
1999, p204)

Chaos theory

Practice is chaotic and indeterminate, even with intent | don’t know what is going to unfold. The
essence of narrative theory is to create order of my past experiences into a reflexive whole, to reveal
patterns of my practice. Chaos theory and its claim that understanding often emerges from a sense of
disorder (Prigogene and Stengers Cited in Wheatley 1999) has been instructive in helping me to
appreciate the complexity of the process. Holding this idea, that there is an apparent order in disorder,
helped me to remain engaged and work through situations that felt in disarray. This has contributed to
the shape and form of my narrative.

Feminism

Influences from feminism have not been overt in my methodology and method, except with regard to
the coherence and authenticity of my writing (Belenky 1986, Woolf 1993[1929], Lather 1986, 1993)
which | discuss in the following section (p83-86). Although, it is possible subtle hints of feminism have
been at play, as | strive in my contribution to knowledge, to make visible in my practice that which is

invisible or to:
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.light a torch in that vast chamber where nobody has yet been’ (Wolfe, 1945, p76).

In trying to uncover the hidden nature of caring, its subtle nuances | have needed to find space to
express myself in a health care world still dominated by patriarchal values and empirical research.

This links with the critical social science aim of transformation and emancipation.

Ancient and spiritual wisdom

Aspects of ancient and spiritual wisdom such as how Native American teachings emphasise the
importance and value of the environment they live in (Jones and Jones 1996) are influential in my

narrative but not overtly in my methodology or method.

Why this methodological stance?

My application of this methodology was formed to address the gap in nursing knowledge that no text
has previously explored; spasticity nursing from the perspective of the practitioner. To date only
technical aspects of spasticity management have been previously published (Gianino et al 1996,
Porter 1997, 2001, Ward 1999, Currie 2001, Jarrett et al 2001, Jarrett et al 2002, Jarrett 2004). This
thesis not only constructs new knowledge but develops existing knowledge and draws together other

forms of knowledge.

Criticism towards guiding reflection is largely levelled at it being used as a powerful influence to
constrain or shape the development of an individual rather than to enhance and allow individual

agency.

Gilbert (2001) in a critical review argues that both reflective practice and clinical supervision can be
viewed as powerful management tools that exercise surveillance and constraint, as both processes
encourage practitioners to make their practice visible by detailing how they work. Rolfe and Gardner
(2006) state reflection and clinical supervision are,

‘...at best a form of repressive self-surveillance, and at worst a deliberate managerial strategy to
produce a docile and compliant workforce.’ (Rolfe and Gardner, 2006, p 594)

Rolfe and Gardner (2006)"" define two strands of reflection; ontological and epistemological. The aim
of the ontological approach is personal growth through use of an enlightened guide and they cite the
work of CJ (Johns 2004, 2005) as an example. The epistemological approach is concerned with an
exploration by practitioners of their own ways of thinking about their practice. Rolfe and Gardner
(2006) suggest that the latter approach does not invoive a confessional and is therefore not seeking

power, so is not at risk, like the ontological approach, of exerting power over the supervisee. They

state,

' Drawing on the work of Foucault
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‘The epistemological project of reflection is concerned only with improvements to practice, and
makes a very clear distinction between the person and the actions of the practitioner.’ (Rolfe and
Gardner, 2006, p599)

Relating these issues to my experience of guided reflection | felt CJ used his power in an
emancipatory way to liberate my own power rather than in a forceful or coercive way to shape my
views. Rather than becoming or remaining docile, | was able to use my guided reflection space to
recognise any docility and plan strategies to rise above it.

Rolfe and Gardner (2006) make an assumption that, who a person is can be detached from and
explored separately to who they are as a nurse. | disagree, in my experience both aspects contribute
to the whole of my being and have value in being viewed as interrelated. As my narrative unfolds the
tensions between my practice and vision dominate the texts, for instance in the very first reflective text
(p107-111) if | merely looked at the behaviour and actions of the characters involved, | may not have
admitted or exposed my negative attitude towards nursing homes. Yet | believe this realisation about
myself, was crucial in learning about how | was behaving as a nurse and the subsequent influence of
this insight on my nursing practice threads through the narrative. If | had not addressed this | would
not have been working toward an aspect of my vision, of being with people.

Maintaining ownership of my thesis

Undoubtedly | have been heavily influenced by CJ's work and approach; my readers might argue my
thinking has been shaped to uncritically accept his way of thinking. However throughout the research
period | have been conscious of this potential criticism being levelled at my work and have therefore
strived to be discerning and to determine the content of my narrative. For example, CJ felt that it was
important to capture interactions with my colleagues to provide a wider sense of the context in which |
was working, whereas | felt a greater sense of learning and development when | concentrated on my
interactions with people living with spasticity. We compromised that | would predominantly focus on
my interactions with people with spasticity, presenting only minimally my interactions with colleagues,

to provide a flavour of my working environment.

CJ opened a methodological field for me but did not constrain my exploration of it. He guided me to
shape my own field, at every turn mindful of his influence. Once we settled into a regular routine of
supervision | felt the relationship was balanced and congruent. | felt able to work at my pace and to
exert control, for instance | would often terminate our sessions when | felt saturated and unable to
extend my thinking any further.

As this is a new and evolving methodology, when considering the best way to present my thesis | did
take a lead from CJ; although, through co-creation | could still influence the process. This occurred
particularly when we reviewed sequential versions of the narrative, which | had written in different
formats, to consider how best to present my insights.12

12 p98-100
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CJ has never directly observed my clinical practice; the experiences | have shared were my
interpretation of events. He has no vested interest in my practice per se but is interested in the way |
shaped and applied my methodological grid as a method, seeking to learn from this research
relationship. | believe this focus has contributed to me feeling in control and not under surveillance in
my practice. | was able to use guided reflection to appreciate and overcome any docility | may have
had.

Method

As outlined in chapter 1 my narrative has evolved from an action research study to evaluate the
implementation of a system of clinical supervision (p30-32). As part of this study CJ became my
clinical supervisor, between 7/4/01 and 16/7/04 we met for 29 sessions and | wrote structured records
from these sessions (p31). In these guided reflection sessions | have shared experiences, CJ has
challenged and supported me to see myself and beyond myself, to visualise new ways of being in
practice.

Since these sessions we have continued to meet every eight weeks, to deepen my insights within the
texts and to construct my narrative through a continual dialogical relationship. Together we have
dialogued towards co-creating meaning, represented as a reflexive narrative (Figure 2.3).

View - View

Guidance
High Support and High Challenge
Significance to Insight

|

Dialogue
Deepening Insight

Co-creation
Meaning

Figure 2.3: The dialogic process of co-creation

60



Using the six layers of dialogue (Johns 2006)

In 2006 Johns published the six layers of dialogue (Figure 2.4), a structure that seeks to integrate
reflection as a systematic journey of self-inquiry presented as a reflexive and coherent narrative. The
practicalities of Johns’ philosophical influences are woven into the six layers of dialogue