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Abstract

This study used a qualitative method to focus om flerspectives, beliefs and
expectations of low back pain sufferers. The retsearas undertaken within a hospital

based pain clinic.

In recent years low back pain research has pratiel; and the epidemiological evidence
suggests that back pain is an increasing probleochMattention has been paid to the
impact of low back pain on the population, andhe increasing cost in economic and
health terms. Biomedical and psychological evideatmeunds to shape acute and chronic
management of low back pain, but there is a dedrthformation about the viewpoint of
those suffering pain. This study attempted to bitimg understanding of the back pain
sufferer to the fore. Issues of quality of lifen@tional ability and the impact of back pain
on their lifestyle were explored, along with théuence of contextual factors in relation

to how back pain sufferers perceived themselveshamdothers perceived them.

A narrative method was utilized to illuminate tjoeirney with pain. Nine interviews

were conducted, and the interpretation and presentaf the narratives generated was
influenced by Ricoeur’'s interpretative theory. Tlaim analysis revealed that
doctorability, agency, control, separation or ataepe of the pain and the concept of
future life were key features within the narrativése analysis highlighted that for the

majority in this study pain arrived uninvited folng a traumatic accident or incident,



and back pain became a chronic condition. It wasyd unwanted and initially it was
unexpected as the usual script for pain is one tfaasient incapacity followed by
recovery. It was precisely this deviation from titem that resulted in difficulties for the
people suffering the pain. Biographical differendeksnot appear to be identifiable in the

themes discerned in the stories, nor in the ovetaltture.

The narratives showed the complexity of establiglaife with pain, rather than a life in
pain. The participants entered previously unknoemitbry, and consequently adopted
diverse strategies to maintain relationships, wamll interests from their former life as
well as developing new activities and managemetiong. The narratives indicated that
some were more successful than others, and cotedradife with pain. Some were less
successful, and the people lived within severetérand led very restricted lives, as such
a life in pain. Three central status claims emeriedugh the narratives: searching for a
cure; resignation; and acceptance, and the reséailtta conceptual model of different

ways of living with or in pain with reference toee claims.

In conclusion, it is the individuals understandiofytheir relationship with pain that
shapes that persons life. People differ in thgniratons, backgrounds and experiences,
and the individual stories indicated such diffeesic ‘Struggles discourse’ provided a
vehicle by which meaningful identity could be resdudrom unfavourable circumstances.
This discursive strategy resonated with the ideaidehtity as a dynamic concept,
illustrated by those with chronic pain when theyngared their former healthy self with

their ill self. It is proposed that being encourdge relinquish aspects of the self that are



no longer meaningful and incorporate pain relatednges to form a new self moves
people from separating from and fighting the paimesigning to the pain, and ultimately

it is hoped that acceptance to a life with pain lba achieved.
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Chapter 1

Introduction

Background rationale

My interest in chronic back pain grew as a consegeef working with people who
were being investigated and treated for low badk.plobserved a gap between the
evidence base employed by health professionalstendnderstanding and needs of those
people suffering from back pain. Professional pcactis based on the technical
knowledge of the professionals not the experiertimwledge of the patient. Current
management strategies are based on the acceptedoa@digm, summed up in the
definition of pain proposed by the Internationakésiation of the Study of Pain (1994),
where pain is an unpleasant sensory and emotioiparience associated with actual or
potential tissue damage. As Carter (2004) clains definition is the cornerstone of
academic and professional thinking about pain,dbhgt also suggests that this definition
fails in a number of ways. Firstly it acknowleddkat pain is emotional, but says nothing
of the individual emotional experience of pain daits to convey the way pain shifts and
changes the landscape of the person’s world. Theititen is too generic, and although it
is instantly recognizable to professionals it seam#ave little resonance for people
experiencing pain. Working within this paradigmsséie context, so that people think

and believe that pain can be effectively assessédreeasured, and ultimately controlled.

In my clinical practice | frequently observed pate being told by the health

professionals that they were receiving good newd that surgery or other invasive

14



procedures were not required for their back paime Took of bewilderment was not
uncommon as people were still facing the same @aihproblems but had been told that
a cure was not possible. Some patients are |efft motclear diagnosis and having failed
to respond to treatment are discharged withouptbspect for any further treatment and
told to ‘learn to live with it’ (Main & Spanswick@Q0). The curative model is relied on
by health professionals and patients, and whenongelr appropriate because of the
chronic nature of the problem patients are movad armanagement approach. The idea
of chronicity is not mentioned early within the jgetory so a change to the medical
approach is a shock to many, as people still hadsdme problem - yesterday it was
potentially curable, today it is only manageableopte diagnosed with chronic illnesses,
such as rheumatoid arthritis and diabetes for el@mgre told of prognosis and
management options from the outset. My clinicalezignce suggested that this was not
the case with low back pain; | saw people in diglhelfrustration, anger and confusion as
it became known to them that a cure was not passiblbegan to frame research
questions: Why do people feel like this? What iske coping with chronic pain day to
day, and does it get better? A brief review ofg¢p&emiology of low back pain provided
a useful starting point to frame the experiencegp@bple with low back pain and

referenced where treatment and management optiemsfrom.

A brief epidemiological review of low back pain
In recent years low back pain research has pratéell Much attention has been paid to
the impact of low back pain on the population, smthe increasing cost in economic and

health terms. The epidemiological evidence sugg#sis back pain is an increasing

15



problem, however there is no evidence that pathoisghanging, rather the problem is
thought to be due to changed expectations andigest (Bandolier 1995). Pain is the
most universal physical and emotional stress thaman beings experience (Waddell
2004). Most people get some back ache at some itntbeir lives. Walker (2000)
conducted a systematic review of international @i showed that 12 — 33% of people
report some back symptoms on the day of interviEgw- 43% report back pain in the last
month; 27 — 65% in the last year; and 59 — 84%oatestime in their lives. The British
experience is not unusual. Most low back pain isthae form of acute, short term
episodes, where 90% of patients recover within feeeks, most without treatment and

many without consulting their GP (McKinnon et aBY9.

The South Manchester study looked at patterns e¥gbence and incidence of new
episodes of back pain over one year (Papageorgial 996). Initially the population
fits into three groups: group 1 includes people vage been free of back pain for the
previous twelve months, equals 62%; group 2 is ame@ of those who have had
intermittent or less disabling back pain during grevious twelve months, equals 32%;
group 3 includes those who have had long-standirsgioous disabling back pain during
the previous twelve months, equals 6%. Papageomrgfial (1996) found that over the
course of the following year about 30% of groupduld develop a new episode of back
pain, though it is not a new episode for some efithAlmost half of group 2 would have
further episodes of back pain, and 30% of groupoBl&/improve and have less severe
problems. However they would be replaced by a coaigpa number from groups 1 and 2

who develop more severe problems during that y@dmis study challenges the

16



assumption that severe chronic back pain will cardi indefinitely, and shows that
people move between groups. However the pool afrebrback pain stays about 6% of

the adult population.

As back pain is not a static problem, Croft etl®98) suggested that the most important
epidemiological concept is the pattern of back maier an individual's life, as back pain

is often a recurrent or fluctuating problem. Thegd this on four observations: that 60 —
80% of people get back pain at some time in theast that most acute clinical attacks
settle rapidly, but residual symptoms and recusrare common; 35% of people report
back pain lasting 24 hours or more each month & 802 have some back pain each
day. Croft et al (1998) consider the strongest iptedof a further episode of low back

pain is a history of previous episodes.

So far then, back pain can be seen as an increpsatstem which will affect most of us
at some point in our lives. A reasonable percentaig@eople will suffer ongoing
recurrent back pain, whilst a small number will estpence chronic back pain. The peak
incidence of back pain is between the ages of 460towith the age of onset evenly
spread from 16 to 40 (Bandolier 1995), reflectingttit is common in people of working
age (Palmer et al 2000). There is little differefice men and women (Lamers et al
2005). There is an increased prevalence of baak wah smoking (Bandolier 1995);
though this could be a coincidence in view of thenplex set of demographic and social

factors associated with smoking.
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Palmer et al (2000) compared two prevalence sure¢yan interval of ten years. The
surveys analysed were based on large samplesesklecian identical manner with a
wide geographical coverage and similar responses.radver ten years the one year
prevalence of back pain rose from 36% to 49%; tileisd was consistent across all ages
in both men and women, and within social classe$ @gions. There was also an
increase in prevalence of less disabling back gzatmer et al (2000) suggest a possible
explanation could be that cultural changes havedeaigreater awareness of more minor
back symptoms and willingness to report them. fuisher postulated that this cultural
shift may also have rendered back pain more adskepss a reason for absence attributed

to sickness.

It has been mentioned that back pain is commoreople of working age and is one of
the leading causes of work loss in the UK. Thenestied total working days lost in
Britain because of low back pain is 52 million;vatiich 85% of people are off for short
periods, and 15% of people are off work for momntlone month (Bandolier 1995). The
longer an individual is off work the lower the clearof returning to work. CSAG (2000)
reviewed the prevalence of chronic pain and fourad bnly 26% of patients classed as
having chronic pain were employed, and 91% werdtditnin household or leisure
activities. Lower levels of quality of life were sxiated with efficiency loss and
absenteeism (Lamers et al 2005). Of this groupeaipfe identified as having chronic
pain 34% had low back pain. The costs of low baak pre estimated to be £4 billion per

year in lost production, with an NHS bill of appnavately £481million per year.
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The impact of low back pain on health services igniicant. Elliott et al (1999)
conducted a large, prospective cohort study ofbaek pain patients consulting their GP,
and found that patients with chronic pain use hea#rvices up to five times more
frequently than the rest of the population. Backnpand arthritis were the two most
commonly reported causes of chronic pain. In anopinespective cohort study it was
found that in the UK 25% of back pain patients edintheir GP; most stop consulting
within three months but 60-80% still have pain @ability one year later (Foster et al
2008). Hadler & Carey (1998) found that seekingedar the first episode of back pain
established a dynamic that predisposed to seekang again. Seeking care was not
related to the magnitude of the pain but ratheowerwhelming psychosocial factors.
Elliott et al (1999) endorsed this view and repodrtieat the response to chronic pain is
not solely dependent on pain intensity and disgbilbbut in fact reflects the multi-
factorial and subjective experience of chronic p&aster et al (2008) continued this
theme and concluded that illness perceptions wepeitant determinants of function and
outcome. The most predictive illness perceptiongevtiee timeline from acute to chronic

pain and the consequences and control patientevedhe pain.

Conventional definitions of chronic pain often @& a temporal component, usually
length of time since pain onset, with no consideradf pain severity or disability. Such
definitions imply that a good outcome of treatmentachieved only by becoming pain
free, whereas in the recurrent course of back pamoader approach to defining pain
may be more appropriate, in which improvement toveer level of pain is a favourable

outcome. Dunn et al (2007) conducted a prospectvert study combining information
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about pain history, current status and likely pags on a primary care low back pain
population. This study has highlighted that it eésgible to identify probable chronic pain

from initial onset without recourse to time scales.

The challenge of low back pain

Back pain and sciatica have affected man througremdrded history, however there is
no evidence that back pain has changed in sewaritequency (Waddell 2004). What is
thought to have changed is how back pain is ungeidsand managed. The participants
within this study formed part of the population ciésed in the previous section, and
their treatment and management have been baseteore¢commendation from these
surveys and others which influence service desigh @ovision. It is now recognized
that present health care and NHS services areisfagabry in back pain management
and are not solving the problem (RCGP 1999). Reuliaspital specialty services and
referral patterns are largely inappropriate forigras with simple back pain creating
unrealistic expectations of cure and establishihgomicity of problems. There is
widespread dissatisfaction with currently availabéevices for people who suffer from
back pain, and medical practice appears at timesngpound the situation by pursuing
policies for management and certification that @ngl the problem (CSAG 1994). Back
pain can be seen as a problem to both patientbeaith professionals; patients may feel
that they cannot get clear information and adviceause, management or likely future
outcome; health professionals cannot always diagany definite disease or offer any
medical cure. Back pain represents one of the ndgallenges in health care today, and

getting inside the experience may be the key t@rstdnding the problem.
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My clinical experience and particular interest awlback pain had highlighted a gap
between the patient and health professional paorepof living with pain. This research
sought to fill this gap, and aimed to reveal theufpey’ from pain onset, generating
knowledge of what is important to sufferers of bgxkin, and indicating where the
journey may take them. People with back pain ateily seen in acute settings and then
referred to the chronic pain clinic. Biomedical goslychological evidence abounds to
shape acute and chronic management of low back, fmit there is a dearth of

information about the viewpoint of those sufferajn.

Aims of this study
This study focused on the patients’ perspective ancbstigated the beliefs and

expectations of low back pain sufferers attendipgia clinic; specifically

¢ the beliefs the study participants hold on whattheecauses of their pain,
¢ what their pain means to them,
+ the experience of living with low back pain,

¢ what the future might hold.

Issues of quality of life, functional ability antle impact of back pain on their lifestyle
were explored, along with the influence of contekfiactors in relation to how back pain
sufferers perceived themselves and how others ipectéhem. The research embraced a
hermeneutic framework to bring the understandinthefback pain sufferer to the fore. A

narrative method was utilized to illuminate therjoay with pain, as experienced by
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people attending a pain clinic. Stories were toid the interpretation of these stories is

presented in this thesis.

Chapter two presents an overview of the literapagaining to pain, and specifically low
back pain. Low back pain has been researched ipedlyf over the past twenty years and
the extensive literature provides a backdrop tostdy. Having worked within the field
of pain management for a number of years | wasadirdamiliar with much of this
literature, and this and my personal experienceeghdhe study. Chapter three provides
the details of the research process. This studynterpretive, and uses narrative
methodology. The process of sampling, data collectind issues of credibility and

rigour are explored within this section.

Chapter four begins with an overview of the thdoedt literature upon which a
preliminary model is based. The chapter then pglo¢srecurrent features, and provides
descriptions and examples as they unfold in theesto After multiple readings, five

themes were identified:

Doctorability

* Agency

+ Control

¢ The future

» Separation / acceptance

22



Two strategies employed by the participants amddhiced in this section, which outline

how the themes are either used to meet pain headtorgive in to the pain.

Chapter five provides a detailed account of theataes from beginnings to endings,
and highlights the importance and influence of tiemes throughout the stories. The
narratives lead to the concepts of living with pamliving in pain, and the relationship
between separating from the pain and acceptinghapter six presents a discussion of
the importance of accepting the pain, featuringdiffeculties and challenges of doing so.
Theoretical constructions from the academic liteaton grieving, hope and illness

narratives are drawn upon to examine a life witim jp& in pain.

Chapter seven concludes the thesis and considersmghortance of asking people to
elaborate their pain journey. A discussion of tin@lications of these findings for theory
and practice development is included. It is hogdeat an understanding of the patient

journey will help to develop approaches to know anpport people to live with pain.

23



Chapter 2

Literature Review

Chapter Overview

Low back pain has been widely researched and wréb®ut, resulting in a great deal of
development in the understanding of the pain erped. Any literature search on low
back pain will highlight thousands of potential t&xbut as the focus of this research is
specifically the meaning of low back pain to suffarand the impact on their lifestyle,
the following review is predominantly concernedhwiiterature in this vein. The meaning
of low back pain is at the core of the literatuewiew with reference to personal and
societal views. Before considering low back pairdepth, a useful starting point is to
address the question of what is pain and considerdifferences between acute and
chronic pain. The back pain literature will then d»eamined, considering the meanings
and consequences for the sufferers. The reviewhighlight that certain biomedical and
psychological views dominate the back pain litemtihowever alternative views are
available, including illness narratives, which ofeen abundance of rich literature from
which useful parallels can be drawn. Pain and suffeare closely linked concepts, and
illness narratives are rich in explanations of euiffy and theories of coping. Low back
pain research is dominated by biomedical approachas together with important
insights from such fields as psychology and sogyla full understanding of chronic
back pain, in particular peoples experience ana&oion of their painful life situation,

is beginning to be achieved.

24



Pain: A Short History of 1deas

It can be argued that ideas of pain over the cestueflect philosophies of science. The
history of ideas about pain serves as an exampheaofy of the major debates current in
science, social theory, health and iliness. Hug@h880) suggests that different meaning
systems entail different models of reality and etéht propositions about what ‘reality’
is, and so different ways of establishing what banaccepted as ‘real’. The history of
pain therefore provides an opportunity to explosthlthe nature of scientific knowledge

and contrasting ideas about pain.

Pre-scientific Models

Pain is ubiquitous to the human experience andbleasn written about in prose and
poetry and depicted in art and music from ancientmiodern times (Sofaer 1998).
Ancient philosophers thought of pain as an emotamn,jmbalance of body fluids or a
visitation from an evil spirit (Carr & Mann 2000)he Ancient Egyptians viewed pain as
a consequence of influences from the gods or spofitthe dead. The Ancient Indians
however saw pain as a frustration of desires bli¢\ed that all joy or pain came from
the heart, whilst ancient China described pain rasn@alance of Yin-Yang and vital
energy. By the B century BC the brain was considered to be thereenft sensation
(Main & Spanswick 2000). Texts from Ancient Greexech as the lliad and Odyssey
placed much emphasis on pain; Homer thought pas caased by arrows shot by the
gods (Rey 1995). Plato believed that pain and pleaaffected the whole body and were

from peripheral sensations and the heart and livailst in contrast Aristotle believed
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that the brain had no direct function in sensorycpsses and did not regard pain as a
sensation but rather a passion of the soul (SAdf@@8). Hippocrates considered that pain
was a consequence of deficiencies or excessee ifiotlu of one of the four humours in

the body (Main & Spanswick 2000).

Aristotle’s theory had considerable influence farntreds of years. Pain was still
considered to be an emotion or sensation expedemcéne heart or an effect of evil
spirits. The brain was thought to play no partha experience of pain, even though by
the third century BC Galen had distinguished tlypes of nerve and viewed the brain as
the centre of sensibility (Main & Spanswick 200Bxain continued to be regarded as a
sensation or an emotion, until a new theory wasekped in the 1% century which
directly stated a dichotomy between sensory andiena factors. Descartes explanation
of pain represented a significant advance on gslgeessors in postulating a mechanism
of pain transmission from the periphery of the beayigher centres in the brain (Main
& Spanswick 2000). The Cartesian theory assumedeat@one relationship between

tissue damage and pain experience, set within istiaageparation of mind and body.

Positivist Models (Clinical-medical)

Physiological theories became the focus of paieaesh in the 10 and 28 centuries,
following the traditional biomedical model of disea(Gatchel et al 2007). These early
theories can be divided into two perspectives. $pecificity theory, based on that
developed by Descartes, proposed a pain pathwiandithe periphery of the body to the

higher centres in the brain, in which pain is cdastd to be a specific sensation
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independent of other sensations (Main & Spanswil02. One of the earliest specificity
theorists was von Frey, who suggested that speedlnerve endings were involved in
the transduction and transmission of painful infation (Gatchel et al 2007). The
summation theory, proposed by Erb in 1895, sugdeasiat touch was experienced as a
painful sensation only when it reached a certaredihold (Main & Spanswick 2000).
Similar to the summation theqgrand within the second perspective is pattern theory
which suggests that pain is not due to the actwatif specific receptors and pathways,
but is based on the intensity of the sensation #ued processing of the pattern of
responses (Gatchel et al 2007). All these theauggest a simple relationship between
tissue damage and pain perception, and as suchvpaifixed to the characteristics of the
stimulus. Although these theories generated musleareh and could explain some
aspects of pain, the theories could not accounpdar in the absence of tissue damage or

the variation in pain between individuals.

Another perspective, relating back to Aristotlenceptualised pain as a quality of the
soul, an emotion rather than a purely sensory e{@atchel et al 2007). Livingston
(1943) supported this perspective, and claimed phaat should be seen as a subjective
state arising from activation of aversive netwdrkghe brain. This constituted a dramatic
shift in thought suggesting that pain was a factanotivating behaviour. However both
the sensory and affective models were unable tdaxpnuch of what was observed
experimentally and clinically, and the inadequatyreatment based on these models led

the impetus for a more complex, integrative model.
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Interpretivist Model

There has been a great deal of development inrtlerstanding of pain from the earliest
theories to the present time, with the culminatainbiopsychosocial models of pain
management developing in an attempt to integragesipal, psychological and social
perspectives The biopsychosocial model focusesotim disease and illness, with illness
being viewed as the complex interaction of biolagigpsychological and social factors
(Gatchel 2005). As Gatchel et al (2007) contend distinction between illness and
disease is analogous to the distinction that camaéde between pain and nociception.
Nociception is the stimulation of nerves that conugormation about potential tissue
damage to the brain. Pain, however, is the subakperience that results from the
transmission and modulation of sensory informatiotandem with a person’s genetic
composition, prior learning and pain experienceaychological status and sociocultural
influences. The picture that we now have of theeglemces people have when they are in
pain and the mechanisms that help to bring thogereences about is very complex
(Davis 2000). It involves all aspects of a person&ure from their physiology and
biochemistry, to their emotional and motivationabka up, to their psychological

processes, to their social relationships, andtgpirawareness.

Professional and lay views on pain and how it carstadied have changed over time,
and a useful framework for considering such chanigeshe notion of scientific

revolutions. Kuhn (1962) introduced the idea ofstiic revolutions, and initiated his
own revolution in the understanding of science. &tempted to demonstrate that

scientific understanding was itself the outcome@ocial process. Kuhn (1962) argued
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that science does not progress according to therieriof falsifying theories because
evidence that does not support a theory becomasfuesearch, and in this way theories
are not falsified but are the subject of continumsearch. Kuhn (1962) calls this ‘normal
science’ employed within a paradigm that charasésrithe practice of science. A
paradigm is a representation of a world view. Smedevelops according to the culture
that scientists inhabit and this determines thesciices and choices of theories.
Chalmers (1982) summarises Kuhn’'s ideas as praggesisrough various stages. The
first stage is normal science where scientists watkin the ruling paradigm, resulting in

a growth of knowledge and understanding within bloendaries of the paradigm. The
crisis —revolution stage occurs when the certaiotythe paradigm is increasingly

questioned and it becomes evident that normal seiémnking is inadequate and new
explanations are needed. As new or revolutionankiig occurs there is a move away
from the old normal science to a new normal scieeoeating a paradigm shift. Kuhn

(1962) suggests that this process is cyclical, vdéhniods of revolution followed by

paradigm exploration.

The current paradigm embodies the complexity ofi pand is completely different to the
historical, scientific and religious beliefs of th@evious 400 years. Carter (1998)
describes how the mind / body duality paradigm ahpwas broadly reflective of the
scientific, reductionist mode of thinking eviderttthat time as scientists investigated the
mechanistic functioning of the body. Reductionisreamt that pain research focused on
the desire to find simple solutions to the chalkeid pain, which led to explanations of

single pain pathways and pain centres. Even whieer shodels of pain were proposed,
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the dominance of pain as a physical entity perdigtéarter 1998). Historically the
strongest tradition in research is perceived tpdmtivism, and this type of research has
resulted in studies which have contributed to tleeetbpment of knowledge in the
pharmacology, the neuroanatomy, and the biochegno$tpain. The power of the natural
sciences lay in the methods of generalisation &straction, and in the capacity to view
phenomena through particular perspectives, withmaythical, cultural, religious and
emotional associations (Rustin 2000).An accumutatb a large body of contradictory
evidence finally demonstrated that this paradigms watenable, what Kuhn would term a
crisis revolution. New thinking about pain led thay to a period of new normal science,

characterised by the development of the gate clothieory of pain.

Scientific — Realist Model

In 1965 Melzack & Wall proposed the gate theorypafn, which has proved to be a
turning point to the understanding of pain in tvay kvays. Firstly pain perception is now
accepted as complex neural interactions where isegujlenerated by tissue damage are
modified both by ascending systems activated bynudti and by descending pain
suppressing systems activated by environmentalpagdhological factors (Melzack &
Wall 1965). Secondly pain is recognised as a psyttysiological phenomenon resulting
from the interaction between physiological and psjogical events. Melzack & Wall
(1965) combined the best features of the spegiftbiéories and pattern theories with the
affective emotional view. They recognized that ¢heras a certain degree of specificity
for peripheral nerve function, but there was alstegree of pattern recognition central to

processing noxious information, and when taken ttoge they formulated that a
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comprehensive model must take into consideratierathplifying effects of emotion and

the interpretive role of cognitive evaluation (Gagtet al 2007).

The gate control theory offered a way of integm@tconcepts of pain behaviour by
providing a model of how psychological factors abattivate descending pain inhibitory
systems and thus modulate pain. The importancesgthwmlogical influences on the
perception of pain have come to the fore, and spmsdly led to research into beliefs
about pain and pain related coping strategies. eTfeetittle doubt that the gate control
theory of pain was a major advancement for pairaeh and management, however as
the field of pain research continues to evolve ddequacy of the gate theory is called

into question.

The neuromatrix theory of pain proposes that paia multifaceted experience that is
produced by a widely distributed brain neural nekyaalled the body-self heuromatrix
(Melzack 2001). The body-self neuromatrix integsatognitive-evaluative, sensory-
discriminative, and motivational-affective compotg&enAn important component is the
recognition that pain is the consequence of th@uwudf the widely distributed neural
network rather than a direct response to sensqmt ifollowing tissue injury (Melzack
2001). The development of this largely hypotheticaldel is based on patients with
spinal cord injuries and phantom limb pain (Gatattedl 2007). Traditional theories have
difficulty in accounting for these situations, bilie neuro-self matrix addresses these
difficulties as it requires no actual sensory infuproduce bodily experiences. Gatchel

et al (2007) suggest that the concept of the neat@nhas potentially important
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explanatory implications for brain function and yades a theoretical framework for the

biopsychosocial perspective of chronic pain.

The gate control theory proposed by Melzack & W&865) had a significant impact on
pain thinking, and a new pain paradigm emergeds Tiheory provided the fuel for a
radical change in thinking about pain, and was askadged by practitioners not least by
being incorporated into the International Assoomatfor the Study of Pain definition
(Carter 1998). The current paradigm is very diffeéfleom what went before as it adopted
a more holistic approach to include biological, gigylogical and social influences to
pain. The appreciation of the complexity of pairs Hagitimated the involvement of
researchers from diverse backgrounds such as psgshadbiomedicine, nursing and
sociology. This interdisciplinarity offers a ricliversity in research paradigms and result
in a more comprehensive understanding of pain. §¢®@ology and anthropology of
science introduced the idea that scientific knoggedame in many varieties. As a result
alternative methodologies, including qualitativel amterpretive approaches in the human
sciences, were recognised. Research using a cotgsuphilosophy has led the way to

a greater understanding of the meaning and coneegsi®@f pain and coping strategies.

Pain is multidimensional; it can equally be sees@sething tangible for which evidence
can be established, or as something less tangilbiehwexists solely within the
individual’'s experience of it (Carter 1998). Pasrusually perceived as being somewhere
between these two extremes. The current consensfisitidn of pain reflects the

reigning pain paradigm, but Carter (1998) reminslshat whilst definitions of pain have
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changed over the last several thousand years,tpalhhas not changed. For many years
pain was seen as something which had to be bowtepuer time the impact of pain

beyond the obvious physical consequences has bewemiral.

Operationalising Concepts of Pain

The experience of pain is essentially an individudernal experience, known only to the
person in pain (Davis 2000). Some definitions ahpaim that pain is what the patients
says it is (McCaffrey 1968), other definitions ingorate some indication of the link with
tissue damage (Sternbach 1968; Mountcastle 198@)Ithrnational Association for the
Study of Pain (IASP) define pain as ‘an unpleasamtsory and emotional experience
associated with actual or potential tissue damagedescribed in terms of such damage’
(p 209 Merskey & Bogduk 1994). This latter defiorti has almost universally been
adopted by those working with and researching gdowever Melzack & Wall (1996)
question the relevance of definitions as they ftrdifficult to accept any definition in its
entirety. Pain can mean so many things to so md#fgreht people that it is important
not to tie down to one particular definition. ThASIP definition acknowledges the
complexity of the pain experience which is not deieed by tissue damage alone, and

therefore seems to be congruent with the curredérstanding of the meaning of pain.

It is worth briefly mentioning the classificatiof jpain, as it has a bearing on the meaning
ascribed to the pain by the sufferer, which will ddaborated upon later in the review.
There have been several attempts to classify tgbgzain; Turk & Melzack (1992)

describe different ways of achieving this. They daliscussed behavioural, cognitive,
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empirical, multi-dimensional and clustering methaaisd concluded that a system should
be used in the clinical setting so that communicaind understanding can be evaluated
(Turk & Melzack 1992). For the most part a simgdlestering system of classification has
been used, employing the categories acute, chi@oic-malignant) and cancer. Clear
distinctions between types of pain are not alwayssible, and invariably omissions and
overlap can result (McCaffrey & Pasero 1999), fearaple acute on chronic pain, or

recurrent acute pain.

Acute pain is a straightforward concept, suggegpaig of sudden onset with a relatively
brief duration that subsides as healing takes p{&teCaffrey & Pasero 1999). Acute
pain acts has an important biological safety meisharthat warns when something is
wrong. It is a classic symptom that prompts pedpleonsult health care professionals, at
which time a diagnosis will be made and a curequifesd (Potter 1998). Acute pain fits
well into this medical model, it is a successfuprgach. In contrast chronic pain is a
complex concept, suggesting pain that exceeds xpeceed duration to recovery or is
associated with a pathological diagnosis. Chroaia perves no useful purpose, as it may
no longer be associated with disease, injury or aeytifiable cause. Chronic non-
malignant pain is persistent and has no endpoiatr(& Mann 2000). Chronic pain does
not fit neatly into the medical model. Applicable both acute and chronic pain is a
general concern to patients of the cause of thaim, ghe likelihood of it responding to
treatment and what they can expect in the futurall Y¥988) suggests that pain functions

more as a basic human drive, like hunger, leadinighly predictable responses. Pain
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always produces some response in the person sgffgre pain but usually also in those

around the person.

Different sorts of pain have widely differing pswtbgical impacts and are perceived
differently by patients and health care profesd®r(idain & Spanswick 2000). For
example pain associated with disease is not nedgssasier to tolerate but may be more
easily understood and managed. Pain differs not ionjuality and severity but also in
its impact on activities of living, quality of lifand work. Acute pain, though very
disruptive, is usually time limited and incapadtithat result are expected to resolve.
Chronic pain by its very nature is ongoing and en¢s a different array of challenges to
the sufferer. People with chronic pain may haverotieen offered a variety of diagnoses,
and this lack of clarity and consistency can beemmely distressing because they may
worry that the real cause of their pain has nombestablished (Main & Spanswick
2000). Main & Spanswick (2000) also suggest that p& short duration can be coped
with reasonably successfully, but chronic pain nexpua much wider range of coping

skills and strategies.

The public have an expectation of health care fmeée cause for a disorder, treat the
cause and thus solve the problem. Carr & Mann (R60@gest that for many people the
symptom of pain is not so straightforward, but ®sscin other spheres of health care
fuels the demand to cure all ills. In the Westerorld we have medicalised pain and
therefore expect it to fit into the model of findia cure. Society has high expectations of

what health care can deliver, and those in paimar®nger prepared to suffer in silence
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(Carr & Mann 2000). However when faced with a péduat challenges the person’s and
health care professionals ability to relieve itimisome cases understand it, frustrations
arise. Chronic pain does not fit into a curativedeloand nor is it identified as a chronic
illness; the consequences that ensue from this ipeeare featured in the following

sections of the review.

L ow Back Pain: A History of Medical |deas

The previous section reviewed how pain had beeme®fand modelled over the
centuries to the present time. The concept of dhgngaradigms was used to elaborate
how the nature of pain has remained unchangedhukhowledge and understanding of
pain have developed. The following section focusese specifically on low back pain
and begins with a review of what low back painfalowed by an overview of the
epidemiology of low back pain. People presentinthviow back pain fall into a very
circumscribed population which generates expegctatad outcomes to both professionals
and sufferers. An elaboration of the nature of ek pain and the epidemiological data
of this population is useful in framing where thebjects of this study are placed

clinically.

Early thoughts on low back pain
Human beings have had back pain through recordstdrisj the oldest surviving text
about back pain is the Edwin Smith papyrus datnognfabout 150§ (Waddell 2004).

Historically back pain has not been viewed as abdisg condition. By the 7century
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medicine was distinguishing between ilinesses antilbduced the concept of clinical
syndromes. At this time Sydenham classified badk pa lumbago with the rheumatic
diseases, and treatment was by general measurestsgumatism (Waddell 2004). Two
key ideas emerged in the ™ @entury that paved the way for our modern apprdach
back pain. Firstly that back pain comes from thieespthis was discovered by Brown in
1828; secondly that back pain is due to traumaungd this time medicine did not

consider that back pain could be due to injuryclisen described ‘railway spine’ in 1866
as severe jarring of the spine, thus linking injtwyback pain (Waddell 2004). Most

people and many health professionals still regack fpain as an injury.

The rationale of rest for back pain started from #¢" century in response to the idea
that back pain was due to injury. Rest was conettldp be essential for healing,
movement provoked pain therefore must be damagidgtaus should be avoided. There
was little scientific evidence for this strategpwever it persisted until very recently. By
the 20" century, back pain as an injury and a mechanialpm was firmly entrenched
with the view that it should be treated by orthapearinciples (Waddell 2004). Thus the
role of surgery for back pain was established, laddto the belief that back pain is a
structural problem which can be fixed. It is ontythe last twenty years that evidence has
become available to support the view that most kmatk is not a surgical problem and
should be managed with active physiotherapy. Owverdst few decades much has been
learned about back pain, about pain itself and tbow people react and deal with pain,
however we still cannot always offer a cure. In ghamstances the beliefs that people

hold are related to advice and management thatutasequently become outdated.
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Current thoughts on low back pain

Waddell (2004) defines back pain as a mechanicdllem of musculoskeletal origin in

which symptoms vary with physical activity and otiene, and further highlights that the
cause of pain can be any of the spinal structwed,is therefore difficult to know the

exact cause. This helps us to understand the laeKicacy of surgery, especially when

coupled with the knowledge that many symptom fresopte have evidence of

degenerative changes on spinal scans. These chargg@®t always indicative of pain.

Most people suffering back pain present with pairthe lumbosacral region, buttocks
and thighs. Back pain may be very painful, but sievés not related to diagnosis. It used
to be called ‘simple backache’ to reassure patiémis there was nothing sinister nor
serious, however it has been re-labelled as nociHgpback pain because ‘simple’ failed

to acknowledge the degree of pain and sufferinglfglpatients. Less than 5% of back
pain is due to serious spinal pathology, but 99%aifents with back problems present
with pain as the main symptom (Waddell 2004). Paia symptom, not a clinical sign of

a disease, and cannot be assessed directly andfotlee will always depend on the

patients report.

The Epidemiology and Treatment of Low Back Pain

Epidemiological evidence indicates that back paithe third most commonly reported
symptom after headache and tiredness (CSAG 19%#&k Bain is one of the commonest
and most rapidly increasing causes of work loss @emand for health care (Waddell

1999), and is the nation’s leading cause of diggbitising more quickly over recent
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years than any other disability (Labour Force Swyri898). A third of back pain
sufferers’ reported that back pain had restricteeirtactivity (Department of Health
1998). A more extensive review of the epidemiolafyack pain was presented in the

introduction.

Many people cope with back pain themselves andrremek healthcare, but many do not
and it is postulated that the decision to seektheale is multi-factorial (CSAG 1994).
Approximately 5 million adults per year consultith@P with a back pain complaint and
10% go on to consult a complementary practitioRairaer et al 2000). Of the estimated
24% of people who consult their GP, approximateé$o5will have stopped consulting
within one week and 90% will have stopped withireanonth (Croft et al 1998). The
remaining 10% often continue to consult and in m@asyances go on to develop chronic
low back pain (Watson et al 1998). Many of theseppe will have endured a wide range
of investigations, consulted an array of specmlatd often express disbelief that their
pain will ever be helped. Pain is an everyday erpee but the voices of the sufferers

are often lost in health care systems (Morris 1991)

Treatment success is more common with acute low pam, and as the previous section
highlighted the majority of low back pain will spganeously recover within a month of
onset, regardless of the type of treatment. Chréowc back pain is quite a different

disorder, described by Wheeler (1995) as a comgdiearder that must be managed

aggressively with a multidisciplinary approach. Bwcliterature has attributed chronic
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back pain to psychosocial factors (McConnell 20@2ppably because chronic low back

pain does not always respond to treatment direitélae site of symptoms.

Extensive literature exists on pain managementnigoles and outcome measures
(Carragee 2001; Jensen et al 2003; van Tulder 200®re are over 500 randomised
controlled trials published on interventions comigonsed in low back pain and a
plethora of systematic reviews (van Tulder 2002)hdficement of a patients level of
physical fithess has remained an important go#éntreatment of chronic back pain, as
physical disuse is considered to be one of thegbeating factors for chronicity (Vlaeyen
et al 1995; Walsh & Radcliffe 2002). Most treatmenéthods for back pain aim to
reduce pain and are applied with a rationale thatréturn to normal functioning should
lead to pain reduction. Pain control is useful witecan be achieved but can be very
problematic to achieve for this patient group. Mdlsciplinary pain treatment programs
have been advocated since the discovery of thegaaentheory, which include cognitive-
behavioural interventions aimed at helping patiemtgrove physical and psychosocial
functioning and to cope more effectively with pd&Buzman et al 2001; Morley et al

1999).

A large number of population based epidemiologstatlies have occurred over the last
twenty years, providing information for educatiomald clinical services. A selection of
studies have been reviewed in the introduction, @onstrate that chronic low back
pain is a highly prevalent condition for men andnvem of working age, with most

people suffering back pain between the ages of 38 (Bandolier 1995). It can have a
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substantial impact on work and leisure activitiggh associated loss of productivity and
financial implications. Low back pain also has apact on an individual’'s health and
utilisation of healthcare services. Elaboratiornthed effects of low back pain is the focus

of the next section.

Living with L ow Back Pain

So far the review has covered the biomedical sigemm knowledge. A historical review
of the nature of pain led into a discussion on dkénition and classification of pain,
followed by an overview of the mechanics and epidérgy of low back pain. Treatment
modalities were briefly considered, as the culmaradf contemporary knowledge within
the currently accepted pain paradigm. The review norns to the more personal
consequences of low back pain, and begins witltcioseon the effects of back pain and
the impact on lifestyle. The following section wilen focus on the beliefs and meaning

of low back pain.

Chronic pain is a complicated and perplexing coodithat can have grave effects on
sufferers, family and friends. Epidemiological r@sd#, presented previously, highlighted
the economic and social burden of pain. This pathe review focuses on the personal
effects of pain to the sufferers. People with clcdow back pain have had pain for six
months or more and frequently have not been infdrofea diagnosis, often because no
cause can be found for their continuous pain (3df868). Often these people will have

seen several doctors, have had many investigatmas are at a loss to know why
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someone in the health profession cannot tell thdratwthe problem is and take the pain

away. A whole host of feelings and consequences risult.

Physiological and behavioural effects

Living with chronic pain can alter life patternssuoiting in negative physical,
psychological and social effects (Breen 2002; Lamrest al 2005). The physical effects of
living with chronic pain include alterations in idf, resting, sleeping, and can result in
the need for reduced activity and frequent periofisest. Alterations in mobility can
result in the loss of the ability to perform adies of daily living, and eventually
disability, which in turn can result in work los8owman (1991) employed a
phenomenological design to look at the experierideviag with chronic low back pain,
and found that daily activities were altered rekatio work or pleasure; people came to
realize that pain had to be endured. The effectshodnic pain fall within three primary

dimensions: physical, behavioural and psychological

Chronic pain behaviours can be categorized intoresgive behaviours, movement
behaviours, and functional behaviours (Breen 2@®yessive behaviours include such
things as moaning and the use of pain words. Mowenbehaviours are used to
communicate and relieve chronic pain and includeaeing, massaging, and protective
movements. Functional behaviours are used to cafheowrelieve pain and include the
use of socially defined sick behaviours such asedsed mobility, inactivity and bed

rest.
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Anxiety, depression and anger

Chronic pain threatens the patient’s integrity amay engender anxiety, depression and
increased feelings of helplessness (O’Farrell ei393). Most studies of emotional
difficulties in this population report on depressi@and anxiety, however clinical
observation indicates that anger is at least asipent an emotion as sadness and fear in
the experience of chronic pain. Wade et al (19%3essed depression, anxiety, anger,
frustration and fear on visual analog scales, asdosglered that when pain was at its
minimum it was significantly predicted by anger atkiety, and when pain was at its
maximum it was best predicted by anxiety. Frustrativas a significant predictor of all

levels of pain.

Anxiety is a feature of chronic pain. There mayhigh levels of uncertainty about the
future in relation to the course of the pain (Diami& Coniam 1991), or uncertainty in
relation to the impact of the condition on an indual’s lifestyle, or the effectiveness of
treatment (Roy 1992). These uncertainties may flgreat different times and generate
anxiety. There is a marked correlation between pathanxiety, with the anxiety of pain
being generated by the unknown. Anxiety may bec@roese as the pain persists and

short term expectations of relief fail (Wall 1999).

The relationship between pain and depression isptmand has been the subject of
much debate (Banks & Kerns 1996). People suffechmgnic pain frequently seem to be
depressed and there are undoubtedly similaritiesds® people who are depressed and

those with chronic pain; however it is importantdistinguish between dysphoric mood
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and depression. Furthermore debates occur arowndsshie of whether depression or
pain is the primary problem. Research has demdadtrthat although a history of
depression increases the risk for the developmeghmnic pain, pain has a stronger
influence as a precursor of depression (Magni etl@®4). Research shows that
depression is a common correlate of chronic paid, that this population experiences

more depression than individuals without pain (B&h et al 1997).

Although chronic pain can lead to depression itsdoet affect all people with chronic
pain, and seems to occur more often at times aicpéar stress (Turk et al 1995). Turk et
al (1995) also suggest that women and older pdople a greater tendency to depressive
symptoms. When measured on tests such as the Bamlegsion Inventory (Beck et al
1988) the scores of people with chronic pain temde at the low end of the scale
indicating a depressive mood but not clinical depi@. Nevertheless some people in
chronic pain do become severely depressed (Daw8)20hus the person in pain may
report depressive symptoms, dysphoric mood, iifitgbloss of energy, fatigue, loss of

appetite, poor concentration, and of being sociatigiesirable.

Anger is commonly observed amongst people with paohis described by Fernandez &
Turk (1995) as one of the significant elements ainpalong with fear and sadness.
Schwartz et al (1991) acknowledge the high frequevith which chronic pain sufferers’

exhibit anger and hostility. Kinder et al (1986)ggast a greater role of anger in male
chronic pain sufferers, whilst for women anxietyswaore prominent. People may be

angry with many aspects of their situation, randiramm mild annoyance to rage. The
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precipitating factor in chronic pain is often anfuny arising from an accident in which
someone may be held answerable; thus anger mayrdsted to the self or another.
Gatchel et al (2002) concluded that people whabati pain to a specific trauma event
have increased levels of pain severity, emotiomtess and life interference, relative to
people who reported an insidious onset. If the dpama seen as the result of something
intentional or preventable then the anger can bensified (Fernandez & Turk 1995).
The role of anger in chronic pain has not beengtigated in great depth, nonetheless

anger appears to be a salient feature of the ahpaan experience.

Sense of loss

People experiencing back pain may be particuladinerable to the effects of loss;
serious health problems can engulf people in lost@sany types (Gordon & Benishek
1996). Loss may infiltrate virtually all domainsldé, including physical functioning and

autonomy, social relationships, financial stabjlgynployment and family roles and self-
esteem (Gatchel et al 2002). Such changes may idimithe person’s overall sense of
security and well-being, hope for the future anditgbto cope. Loss is a significant

factor for adults younger than sixty five as thewglfthey can never return to their pre-
illness state of health (Siddell 1997). Patientthvahronic pain will have sustained a
significant primary loss of good health and normlaysical functioning, plus secondary
losses determined by the psychosocial contextbeoiliness. Secondary loss is a long-

term, rippling effect that can reach far beyondithigal event and intensify the trauma.
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Several studies have explored persistent pain &aient’s perspective and identified a
number of recurring themes. Osborn and Smith (1888)ied the personal experience of
chronic lower back pain via an interpretative phaeaological analysis. They describe
four themes: searching for an explanation; compgatins self with other selves; not
being believed; and withdrawing from others. Thetipgants in this study shared an
inability to explain the persistent presence ofrtpain despite using comparisons to try
and help them make sense of their situation. Thengwnable to establish the legitimacy
of the pain and hence in certain situations feligeld to appear ill to conform to the
expectations of others. The participants treatedt thwn pain as stigma and withdrew
from social contact because of confusion, fear tloeir future and vulnerability.
Similarly, Carson & Mitchell (1998) in a series odsearcher-participant discussions
identified three themes associated with living wgrsistent pain. The themes duplicate
those described by Osborn & Smith (1998), but dddidea of forbearance because of
persistent anguish, and extend the theme of wiinracoexisting with comforting

engagements.

A ‘typical story of back pain’ is elaborated by Weat et al (1999). Narrative accounts of
the participants lived experience of back pain wamalysed using a phenomenological
approach, which identified the following themese thain takes over; sense of loss; in the
system; they don’t understand; and coming to tefAasticipants described how their
lives were irrevocably changed as a result of hzaik, leading to a profound sense of
loss. People found themselves trapped within ttadtiheare system, the benefits system

and the legal system, which made them feel miswholed and stigmatized. These
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experiences made it difficult to come to terms wiftlir current situation and most could
see no future for themselves. This research iltes$r how those with back pain are
rendered passive and powerless, entrapped by systmh were designed to help and
protect. Fear, loss of self and withdrawal agaatuee in this research, but in contrast to
the previous studies the main focus is on theiogiship between those with pain and
society. Kugelman (1999) examined the ‘lived bodypain’ from a hermeneutical

perspective. He suggested that pain is the prigaetperty of an individual who must

prove that pain exists in an objective manner. dhalysis centered upon the torment of
having to inhabit the intolerable, upon how paimakes the life-world of the sufferer,

and how the place of pain is at the boundary of dnurdwelling, expressed as a non-

place, a prison or homelessness.

Impact on sense of self

Pain can involve the total being of a person (Sof&88), and a number of studies focus
on the impact of pain on the self. Intractable gmssesses the self insofar as it leaves no
aspect of life untouched (Kugelman 1999). WildeO@0corroborated this sentiment, and
stated that some people who suffer chronic, untielgrpain feel taken over by intense
physical sensation and are totally immersed in Borkan et al (1995) in contrast
highlight the shared torment of pain suggesting thaxtreme cases back pain has the
power to become the central organizing principlehef family, with everyone having a
role in taking care of the sufferer. Thomas (2088scribed how peoples’ ordinarily
silent bodies were noisy reminders of changed phlstonditions. People did not

experience pain as a mental representation lochlaea certain part of the body, but
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rather as a total change in their way of beinghm world — an estrangement from their
bodies. Leder (1984) described this situation gmm@dox of pain, whereby pain was
focused upon and became the centre of attentiotstwati the same time people had to

look outside for the relief of pain.

Understanding what it means to the patient to lvigh chronic pain and how this

influences the functioning self in social and aadi contexts was the topic explored by
Hellstrom (2001). The temporal aspects of chrom@im @nd peoples conceptions of their
selves were considered from an interpretive, phemmiogical perspective. People
described a variety of selves. Past selves werallystompetent and active; entrapped
selves were locked into the present; and projestdces as defined by others. Ultimately
people could not think of other situations tharrtbeun painful one. People felt that they
were in a hopeless situation with an uncertainrgytuwvhich was compounded by the
perceived attitudes of hopelessness from healthwarkers. Doctor shopping and living

up to expected, projected identities of ‘the typjzan patient’ were the result.

Increasingly pain is being defined and recognized aubjective experience (IASP 1992)
leaving room for a greater focus on phenomenoldgaca other individual oriented
approaches. Feelings of hopelessness, depressaiiatya comparing previous selves to
current selves and withdrawing from social contete all emerged as constant themes.
Pain is frequently described as overwhelming asdugis the taken-for-granted, usually
pain free world of the sufferer. Many of the effeof chronic pain described above relate

to the quality of life of people in pain.
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Social M eaning of L ow Back Pain

We have seen that pain is a common problem anch@mental aspect of the human
condition. Paulson et al (2002) suggest that paim lme perceived as an intersection of
body, mind and culture, and is therefore open tovaasiety of meanings and

interpretations, both positive and negative. Mdtzgr973) described pain as a highly
personal experience depending on cultural learning, meaning of the situation and

other factors unique to each individual.

Cultural influences

Cultural background will influence the experiencel &xpression of pain. People respond
quite differently to painful stimuli, some may bew® extremely vocal and distressed,
others appear unconcerned irrespective of the isgwar the stimulus (Carr & Mann
2000). A society may value and encourage stoictsmexpect pain to be accompanied by
a vigorous verbal and behavioural response. Inortant to note here that the author is
aware that such claims are open to the idea aliralilessentialism. People from different
cultures can experience and express pain in diffexays, however there does not seem
to be any evidence that people from different cekithave a different sensory experience
of pain (Davis 2000). In many cultures there are tanguages relating to health and
illness: the medical language and lay languagenfidel 1994). The languages reflect
different understandings of disease and ilinessubually the lay language reflects more

cultural values.
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Although pain is neurological information at onedk the pain experience is a cultural
phenomenon. The uniqueness of the individual's e&pee is undeniable, but it is
informed by cultural aspects of situation, behaviand belief (Smith 1998). Various
studies have demonstrated the connection betwekureciand pain behaviour (Zola
1966; Zborowski 1969; Kleinman 1988). Culture ipliwated from the pain to diagnosis
to care. In broad terms cultural factors determuhat is abnormal, and help shape these
emotional and physical changes into a pattern wisiclecognizable to both the sufferer
and those around them (Smith 1998). There are gkynearccepted, socially constructed
expectations of the role of the sick person. Thas wescribed by Parsons (1951) and
these expectations reflect the values and belieflseoparticular society. Even decisions
about what is an acceptable illness, the courgbatfillness and the behaviour expected

of someone suffering from that illness are societiystructed.

Social influences

Social factors can influence the pain experiensgfitnot only the type or bearability of
the pain, but the way in which it is expressed. ¥ay behaving when in pain are
communicated to people from childhood when pargmts/ide examples of expected
behaviour, or encourage or punish particular behasi(Davis 2000). The expression of
pain or pain related behaviour is important in a@iaosetting. There are social and
familial norms to be met, which are communicatea ivariety of ways through school,
media, friends, colleagues (Davis 2000). The pemsgrain will have been receiving this

information throughout their life, and coupled witfifluences from the past and the
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present, including health professionals, will detiee the meaning and interpretation of
their pain. In the words of Wall (1999) ‘there isntinuous development in the child and
adult; experience teaches skills; society addsngthods of help and its prohibitions;
expectation becomes tuned’. Skevington (1995) sstggpeople have ‘a structured
system of beliefs that is widely shared with othargl is constantly changing’. Our
picture of ourselves and the way we would expedidioave is very much related to the

way we expect others to behave.

Beliefs about pain

A significant body of research focuses on assamatbetween measures of pain beliefs
and measures of functioning among people with l@agkbpain (Affleck et al 1987;
Jensen et al 1991). Sufferers of low back pain kalibus beliefs about their pain, based
on prior learning and social influences. Pain liel@e peoples own ideas about their
pain and what it means to them. DeGood &Tait (2089cribed four main elements to
people’s beliefs: beliefs about the cause and megaaf the iliness; beliefs about its
likely duration and outcome; consequences; andlyicare or control. Beliefs provide a
framework from which to make sense of the illnesd Aow to deal with it, including
decisions about health care. Beliefs have also beewn to play an important role in the

persistence of pain and how people adapt to ic(Ri& Morley 2002).

Beliefs can be defined as stable thoughts people magarding their pain problem

(Spinhoven et al 2004). Two important types of défetian be discriminated: attributions

and expectancies. Attributions concern interpretetiof the pain in terms of relevance
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and potential danger, whereas expectancies arglhbowith respect to the anticipated
consequences and include thoughts about one’styalidi control pain and the
effectiveness of these coping efforts (Spinhoverale2004). The following evidence
suggests that attributions such as catastrophiaiy expectancies such as perceived
control over pain mediate some of the relationshigisveen pain and adjustment. Both

attributions and expectancies can have direct radtideict effects on adjustment.

Pain is a physical and emotional stress, and tipacindepends not only on the intensity
and duration of the pain, but also on how peopi¢ dble to deal with it (Waddell 2004).
Von Korff & Moore (2001) found that people with kapain have a number of fears.
Most people were anxious to understand the causthedf pain, but were equally
concerned about damage that may already have edcamd the risk of any future
damage. Fear of what may happen was even more tampoinan present pain. Tarasuk &
Eakin (1994) interviewed people claiming compemsafor back injuries, and found that
many workers felt their back problems were perman&€his belief arose from their
experience of persisting pain and the view thair thecks were permanently vulnerable
to re-injury. Symonds et al (1995) looked at theufe course and inevitability of back
pain. They found that people with a previous histof back pain were more likely to
believe their backs would give continuing problemusd were more negative about their
ability to control the pain and to take personapensibility. The greater the number of
recurrences of pain and the more time taken offkwtbe more negative the beliefs.
People who believed that low back pain is a lifetiproblem sought more health care,

took more bed rest and used more medication (Sdpelal 1995).
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The degree to which a person believes that theylisebled by their pain is a powerful
factor in the extent of their functional impairmeReople’s beliefs about the cause of
their pain and the anticipated effects of treatnvatitalso influence whether they take up
a particular treatment and the likely outcome @t tineatment (Walsh & Radcliffe 2002;
Seers & Friedli 1996). People with chronic pain lécely to be very sceptical toward an
approach that is incompatible with their beliefooatopain. Seers and Friedli (1996)
concluded that the most important thing for peopés that the pain was acknowledged
as real by others and not thought just to be iir tead. Foster et al (2008) conducted a
prospective cohort study of people presenting top&ketices with low back pain and
found that sufferers held a wide range of illnescpptions about their back problem and
as a group these perceptions remained stable ower Those with a good clinical
outcome perceived less serious consequences, edpemer emotional responses such
as fear and anger, experienced fewer symptoms atdthonger perceptions about the
controllability of their problem. People’s percepts recorded shortly after consultation
were important determinants of their future clihicatcome. Medical advice to keep
active and self manage may not make sense to awvidadl with low perceptions of

personal control who believes that back pain israoss long term problem.

Fear of pain
There is increasing evidence that fear of painfaad of hurt and harm is a fundamental
mechanism in low back pain and disability (Vlaegehinton 2000). In the first instance

most people’s reaction to back pain is instincawvel automatic in that they try to avoid
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what seemed to be the cause of the pain. Howewrfay then lead to continued
attempts to avoid that situation, and fear can tmecassociated not only with recurrent
injury but also with pain itself. People with bag&in may believe that physical activity
or work could increase their pain or injure theack, and these beliefs are closely allied
to their conviction that they should not or candot these activities (Waddell 2004).
Waddell (2004) suggested that low back disabilgpehds more on fear avoidance than
on pain itself, where fear avoidance beliefs seemetate more to the uncertainty of
diagnosis than to the severity of the problem. Sieelts have been found to act at an
early stage and contribute to the development ugttthe maintenance of chronic pain,

and in fact can predict outcome in the short andéo term (Klenerman et al 1995).

There are links between beliefs, coping strategrespain behaviour. Recently there has
been a large amount of interest and researchsrfigld (Main & Spanswick 2000; Large

& Strong 1997; Carroll et al 2002; Woby et al 2Q08he common themes that emerge
suggest that beliefs about pain and coping stragegan influence the perception of pain
and its impact. People differ in the coping stregedhey use, some of which are more
effective than others. Dysfunctional beliefs andateve coping strategies can aggravate
illness behaviour and are thought to act as oleaod recovery and rehabilitation. Rose
(1995) suggests that people are trapped in a \8aioale of trying to cope with pain and

getting help. When this repeatedly failed, peoplerhore overwhelmed and isolated.

Pain catastrophising has been defined as an exagdaregative orientation toward pain

stimuli and experience (Sullivan et al 1995). $alfi et al (2001) went on to claim that

54



catastrophising is an interpersonal coping strateggd to maximize proximity or to
solicit assistance or empathic responses from stligh catastrophising patients tend to
receive more support from caregivers (Keefe et D32 People with high
catastrophising cognitions have a lower quality litd than people who were less
catastrophising, and in fact catastrophising is ri@st prominent predictor of social
functioning, mental health, vitality and generahlie (Lame et al 2005; Crombez et al

1999).

Lack of knowledge regarding the nature of theinpaay be particularly common among
individuals with chronic back pain given that wevlaseen in a previous section that
many of these people have no identifiable causdhfeir pain. Geisser & Roth (1998)
studied a sample of musculoskeletal patients redeto a pain rehabilitation clinic. The
participants were asked to complete a series dftopmnaires and group differences were
examined. Participants who were unsure or disagméd their diagnosis tended to
report a greater belief in pain being a signal afnt, and described themselves as more
disabled which resulted in them using maladaptvargy strategies. Participants unsure
of their diagnosis had the lowest levels of peredicontrol over the pain. A regression
analysis indicated that lack of knowledge, a belledt pain is a signal of harm and

catastrophising all significantly predicted incredslisability.

Dean et al (2005) studied patient and physiothstgmrceptions of exercise adherence

using interpretive phenomenological analysis. Sgaieews time as a commodity, which

in turn inflicts pressure on people to prioritizéether they can afford to spend time on
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managing their pain rather than looking for a guigk They concluded that the current
biomedical context of low back pain prevents infrbeing regarded as a normal part of

the human existence and drives people to look fara.

Lay versus professional view of illness

It is not uncommon for people to understand illnesw&ays that differ from the medical
view (Nordby 2004). During the last few decadesdheas been much debate on the
nature of the basic concepts of disease, illnegssakness. Hoffman (2002) observes
that they have been standardized within a framewswkh that disease is the bodily
problem as conceived by the medical professiones is the problem as conceived by
the person, and sickness is the problem as cortteiyeasociety. The term illness can be
used in a variety of ways, but the meaning of gk&s largely shaped by mass media, and
common sense understandings derived from persomadrience or from consultation
with friends and family (Lupton 1995). Nordby (20@ummarises the lay conceptions
associated with illness which include the beliedttiiness is always an acute episode
rather than a chronic condition; to have an illnies® have a substantial weakness; to
have an illness is to be in a state that interfesés normal activities; abnormal
symptoms constitute illness only if they are difficto diagnose; socially deviant
behaviour is a symptom of illness; and that illnesshot part of oneself. Extensive
research has shown that the ways people concenlaexs differ along dimensions such
as gender, education, ethnicity and social class$l@e only conclusion that can be drawn

is that people use the term illness in differenysva
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Lay people view health as a far wider concept tih@biomedical model (Shickler 2005).
Shickler (2005) believes that people want to pgrdie, be involved and have their
experiences of health and illness listened to,iarfdct this process of participation may
itself be important in health and wellbeing outcamdaving an optimistic attitude to life
is a prime factor in maintaining wellbeing, suchttenhancing self esteem and boosting
confidence can provide the tools for people to gamir own autonomy and control.
People with chronic illness need time to reinvéuirt life histories and retell their stories

in order to adapt to a different way of life withdasing a sense of coherence.

So far it has been shown that the mechanisms bghwigople cope with low back pain
are determined by factors not related to physie#thqgdogy or pain severity. In particular
peoples beliefs are influenced by past pain expeeg culture, social and economic
factors. It may also be the case that beliefs airgarced or challenged by their doctor.
Fullen et al (2008) conducted a systematic revied eoncluded that doctors’ beliefs
could contribute to the development of chronic apidisability through over or under

treating, failing to use effective pain control m@activation strategies, and reinforcing
people’s unhelpful illness perceptions by advisimgreased spinal vigilance and
restricting normal activities. Differences in bélieamong specialties may in part
contribute to the frustration many people with Iback pain express after visiting health
care professionals. In a survey of GPs and patieitsiow back pain, McIntosh & Shaw

(2003) found that patients were dissatisfied whih information they received from their
GP, especially regarding diagnosis and treatmeatieiits tended to access information

from a variety of other sources, and the infornmatwas often contradictory and
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conflicted with research evidence. Potentially thauld have an effect on patient’s

expectations.

Biomedical expectations and private experiences

Recent literature highlights disjunctures betweesfgssional and sufferers accounts of
back pain, and draws attention to the complex rielationship between the biomedical
paradigms need to diagnose and the private experief pain (May et al 1999).
Professional paradigms are seemingly maintainechowtt acknowledgement that
patient’s experiences could be at variance. OngHoaper (2003) conducted a research
project to determine how lay and professional pgaroas of low back pain relate to the
use of health care and to subsequent outcome. akienp focus group narratives
presented personal histories, beliefs and expersemd low back pain. The research
highlighted the discrepancy between the personpemence of pain and the medical
assessment. Participants felt that they were atdned to as individuals, which affected
the recognition of their pain and legitimization ibthrough appropriate treatment. The
medical referral system only allows for a specificaefined route to appropriate help,
and lacks responsiveness and individuality. Dissoaeaxisted between professional and

lay perspectives.

One explanation for this could be that the trainoigloctors has tended to inculcate a
biomedical worldview in an attempt to create a essfonal rationality that eschews
feelings, emotions and sentimentality (Nettleton abt 2008). Medical attention is

therefore not focused on the patient but on theadis. James & Hockey (2007) comment
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that the dominance of the medical paradigm ofteraneethat practitioners views are
likely to be at odds with the more subjective aradiable responses to illness of their
patients. Rich (1997) argues that the medical madeépted the implicit assumption of
Cartesian metaphysics that cleaved the personwuadaistinct dimensions of mind and
body, and medicine exists in the physical dimendienause it is an objective science.
This approach is manifested in society’s acceptaftlee medical or curative model and
construes people as passive recipients of careddbam (2006) agrees with the
conceptualization of pain as a medicalised probldnth has resulted in the dominance
of the neurophysiological aspects of pain, and edigrd for the psychosocial
consequences. The dominance of medical ideologychwBakalys (2000) believes
dominates and objectifies the patient, in tandetth wie Parsonian sick role as a means
of social authority, results in the displacemenany subjective experience. The medical
perspective is indispensable and reassuring top#itent but can be overwhelming
(Sakalys 2003). Patients express satisfaction t@tthnical care but their subjective needs

are often unmet. Patients have a medical disaatded illness, which is an experience.

The importance of legitimacy

There are assumptions, expectations and presergptbout medicine that prevail in
society. One such view is that doctors have a hitarean and ethical responsibility to
manage and relieve pain, a view endorsed by thecalgalofession: ‘By any reasonable
code freedom from pain should be a basic human liigited only by our knowledge to
achieve it’ (Royal college of Surgeons and Anadt®e1990). Thus the medical and lay

perspective concur on this point, however paradoxesr when pain relief and diagnosis
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do not occur. For example some doctors can acbaptdiagnosis may not occur long
before a person may accept it; equally some doetdrsuggest the person is at fault if a
diagnosis cannot be reached (Seers & Friedli 198&).theme of legitimacy is enshrined
in everyday language which contains numerous tdongatients who inappropriately
seek medical care, such as hypochondriac and neadingHeritage 2006). People are
labelled as malingerers who exaggerate pain ifietsgain compensation or relief from
obligations, whilst some people are labelled asobiipndriacs if the pain is perceived as
unreal. The onus is then on the sufferer to continm existence of pain with evidence
other than just their word. There is little evidens support of malingering or

exaggeration of pain (Skevington 1995).

In a study taking data from an online discussianifo and in-depth interviews, Glenton
(2003) describes the fear expressed by back pdierers that their pain is being

guestioned. Glenton (2003) suggests that feelihg®legitimation can be understood as
a result of failing to achieve a sick role. A lamkproof that back pain sufferers are sick,
including medical diagnosis, appropriate healtle ¢cegatment and visible disabilities, can
lead to accusations, felt and enacted, of malingerypochondria and mental iliness.
This in turn can lead to problems in achieving hisisigns of the sick role, such as
benefits or medication. The sick role still appetrgeflect the expectations of health
professionals, the public and the patient. Doctorability to offer chronic back pain

sufferers a clear diagnosis, explanation, and appears not to liberate the patient from

the sick role but prolongs their dependence ordtwtor.
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We have seen that people with chronic low back,paith symptoms incongruent with
physical findings, could well be engaged in ledsaive coping styles, catastrophising,
feeling less in control and displaying compromipégsical functioning. Reesor & Craig
(1988) looked at such people and concluded thaetlpeople were often erroneously
labelled as malingering simply because no obviathglogical cause for their pain was
established. An initial injury that results in omgg pain way beyond the time at which
acute pain would have been expected to subsidesng neal but more likely to be
associated with feelings of distress, poor copirgisgies and loss of self esteem (Carr &

Mann 2000).

The literature on pain highlights the particulaledimas surrounding legitimizing
symptoms and the limitations of the medical modiéle absence of identifiable signs of
physical damage can make doctors reliant on peo@etounts. Making pain visible
through discourse depends on the ability of thegeto communicate and the doctor to
decode language into disease categories. Having p@n recognized and made
legitimate is a major issue for sufferers, as \aslitheir need to understand the cause of
the pain. Bendelow (2006) described a hierarchgaimh, where some forms of pain are
more socially acceptable than others. For exampla with a pathological, usually a
physical cause appears to have more respectabdiligity and authenticity. Doctors and
patients make sense of and speak about bodily gmrabland illness experiences in
different ways; Friedson (1970) characterizes dsgunction as the ‘professional and lay
construction of illness’, whilst Mishler (1990) ez§ to it as ‘the voice of medicine and

the voice of the lifeworld’.
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Lillrank (2003) asked the question ‘What does tloaite from initial symptoms to
diagnosis look like?’ and people were asked toewtiteir story. The common story
appeared to be biomedical and featured bodily caakeain, followed by narratives on
coping and control. Lillrank (2003) described twata@pmes in the narratives. One
outcome is a medical diagnosis resulting in sattgfa and relief despite the possibility
of a chronic condition. The other outcome is a rhdilemma experienced as a lived
certainty and a medical uncertainty for the persdns research suggested that there is
only one satisfactory outcome which is dependendiagnosis, and this extends our

understanding of how diagnosis is necessary tegela satisfactory outcome.

Causality and diagnosis

The search for causality is well documented inlitlegature (Osborn & Smith 1998). Not
knowing the pain’s aetiology is associated withramreased use of medical services in an
attempt to have pain validated (Wells et al 2008glls et al (2003) examined the impact
that diagnosis has on information processing, aymbthesized that diagnosed patients
would have an enhanced sense of control and lagdtran regarding their physical
condition. The results suggest an association letweceipt of a diagnosis and better
psychological outcomes. Wells et al (2003) suggkttat a label may provide a name for
the patient’'s experiences through which they camensasily communicate, give their
pain a sense of tangibility, validity, or control, provide justification for suffering thus
protecting from guilt, shame and self blame. Diséattion with health care

professionals may develop as multiple encounteitstdabe effective (Carr & Mann
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2000). Without proper explanation for their contmgipain, patients become increasingly
inactive as they associate undiagnosed pain withdudamage, and frequently increase
their medication use. Patients withdraw from ati®gi and social interactions, focusing

more and more on their pain

We have seen that pain has emotional, existentthbaysical aspects (Bendelow 2006).
Personal beliefs and value systems affect how iga@wvaluated and interpreted, and thus
shape the expression of pain. Defining pain anderstdnding pain is a social and
cultural process as well as medical or scientffibronic pain challenges the biomedical
model since it obscures the division between mind body, objective and subjective,

real and unreal, physical and psychosocial.

Chronic low back pain has significant physical, giylogical and social impacts. The
meanings and beliefs people hold concerning lowk h@ain have been researched in
recent years mainly from a phenomenological petsmeclhe issues range from anxiety,
helplessness, a sense of loss, to feelings ofnggmaent and imprisonment. Quality of
life in chronic pain is more associated with bediabout pain than with pain intensity.
Searching for an explanation and not being beliemesl regularly discussed in the
literature and linked with the discrepancy betwées lay perspective and the medical
perspective. The effects of pain, and the beliefld meanings attributed to pain have
been explored, but what is there to know abouhgwvith pain? The next section draws
on the literature surrounding normalization andefls narratives to shed light on this

area.
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Narratives of Nor malisation

For many people managing a chronic condition itaistory of normalization. The
dominant view of society for people living with &ronic condition is one of deviance
and difficulty. Living with pain implies a life flilof limitations on a day to day basis, in
fact a different kind of life from one led duringp@d health. In this context Robinson
(1993) asked the question how do families constantt live an alternate story. The
results indicated that initially life was problematgrated with little life beyond the
condition, but that gradually a new story emergetha problem is reframed to minimise
its significance (Robinson 1993). A certain levEpain was re-construed as normal and

accepted whereby people could focus on abilitidserahan deficits.

Paulson et al (2002) identified a number of themes phenomenological study looking
at living with fiboromyalgia type pain. They desaibliving with a reluctant body, living
day by day, not being the same as before, not bamigrstood, living as normally as
possible, searching for alleviation, and having ntarture hope. They characterised
chronic illness as crashing into a person’s lifel @eparating the person in the present
from the person in the past (Corbin & Strauss 1988)in the previous research Paulson
et al (2002) concluded that an early focus on ks$ burden shifts to a more positive

image of normality, but that this struggle for &etable existence takes a long time.
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The concept of transition

The term transition is often used rather than nésatgon which incorporates the idea of
an evolving construct and change. Transition igéselt of and results in change in lives,
health, relationships and environment (Meleis eR@00). It has been defined as a
process, a perspective and a framework, and awssdarsea defining characteristic of
transition (Chick & Meleis 1986; Meleis et al 200@pr transition to occur the person
must be ready to change, and seeks out informadiwh support in readiness to
proactively modify activities. Bridges (1991) dabed how transitions follow a time-
span, and commence from first signs of anticipatdaod perception through a period of

instability, confusion and distress to an eventadining with a new period of stability.

Transition is a complex process of intense persdeaklopment, characterised by the
idea of moving on. Kralik et al (2005) establisreademail discussion group for people
with chronic illness, and used the responses andathes as data. The collective
response to illness was a strong desire to movéVloning on involved knowing ones
response to illness; developing inner convicticefraining from making comparisons
with a former self; prioritising what is importargharing stories with others; awareness
of shifting self identity; and being in tune withet process of learning. Understanding the
confines of illness was perceived to be liberatiag, the reconstructed self could
accommodate the reality of living with chronic @ks in a way that preserves a sense of

dignity and value.
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In contrast Paterson (2001) undertook a metasyistiloéjualitative research about the
experiences of adults with chronic illness. It tdades the assumptions of previous
models of a single linear trajectory, and suggestshifting process. The shifting

perspectives model suggests that living with chraliness is an ongoing, continually

shifting process, in which people experience a dergialectic between themselves and
their ‘world’. People with chronic illness live ithe dual kingdoms of the well and the
sick, where either wellness or illness takes prened. When illness is in the foreground,
people focus on sickness, suffering, loss and lbuatel seem to be absorbed in their
illness experience. However it serves a useful gag@doo in that it helps people to come
to terms with the illness. When wellness is in theeground people attempt to create
consonance between self-identity and the identigped by the disease. Any threat to
control that exceeds a person’s threshold of talsrawill cause a shift from wellness to
illness. To bounce back to wellness a person negsignise a shift to illness has occurred
and implement changes to resolve or accommodatketsituation. A paradox of this

shifting perspectives model is that living in welés in the foreground perspective,
requires the management of the disease to be fateznen though the illness is distant.

lliness requires attention in order not to havpdy attention to it.

Similarly Delmar et al (2005) outline the conceptachieving harmony with oneself
whilst living with a chronic illness. They descrilaependular movement between hope,
doubt and hopelessness, and suggest that duriagptbcess a person experiences a
rupture of meaning and after a time may find a weay of living, and with it a new

meaning to life. It is not the seriousness of teease which determines how the person
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is feeling, but how they relate to themselves,he disease and to life. Chesla (2005)
suggests that living hopefully in the presencelwbaic illness is probably not something
that can be achieved as a permanent or even & sitabé, rather tension between hope
and despair, suffering and possibility is experezhas an oscillation between the varying
positions. Time orientation is a key factor, as daptypically thought of in the future,
but for persons with a chronic illness the futurelds the greatest risk, it holds
uncertainty and threat. For Chesla (2005) the 8aamce of this lies in the small, quiet
moments of suffering which comprise living with ohic illness. Suffering does not
usually come in big doses or dramatic form, mos$tesng comes in day to day living

with and working out the small tensions that theegs creates

IlIness Narratives

The sociological literature on chronic illness offea framework for understanding the
experience of pain by focusing on the lived experg including narratives of suffering.
Chronic low back pain is frequently viewed as aodit illness, and it would seem
appropriate to consider some of the literaturellmess narratives in order to elaborate a
patient-centered knowledge of illness, from whiangtlels can be drawn regarding low
back pain. Bendelow & Williams (1996) suggest westhé¢o offer a conceptual and
methodological examination of pain which will moaeay from a reductionist emphasis
on pain and sensation to one that embraces thal ssgects, and one way to achieve this

is via narratives and subjective accounts of ikneBy taking account of the social
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contexts of illness, social and personal aspect® hmeen opened up. Cassel (1991)
argues that we should incorporate the concept ffersug, because in some pain
experiences the experience is more holistic and justifies the term suffering rather

than pain. lliness narratives can elaborate theeof suffering.

Much sociological literature on chronic illness dises on the person rather than the
symptom, such as pain (Charmaz 1983; Bury 1982tidiis 1984). Chronic illness has
always been a feature of human existence, butrasearch topic it is a relatively new
phenomenon and affects people in a myriad of w@dinitions can be formulated
around several dimensions, such as time, lifesiylé symptom management (Siddell
1997) but people face crucial adjustments at thesephases: when the iliness is first
diagnosed; when the disease flares up; and whesittiegion must be coped with outside

the presence of medicine (Pollin 1984).

Disruption of self

The notion of self and identity are key featuredloéss narratives, and in fact are key to
this study and as such are discussed in greatail dethin the results and discussion
sections. Bury (1982) framed chronic illness asi@daphical disruption, a concept
informed by Giddens (1979) notion of a criticausition. He interviewed people recently
diagnosed with rheumatoid arthritis, who descrilbethajor disruptive experience, and
highlighted the complex and multi-faceted ways ihiaki the experience of chronic
illness leads to a fundamental rethinking of a @e!s biography and self-concept.

Charmaz (1983) generated the concept of ‘loss 4f, sehere former self images
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crumble away without a simultaneous developmenéaially valued new ones. She
researched the experiences of people with a vadgktghronic diseases, intentionally
confining the analysis to extreme cases. Loss lbfwees a multi-faceted experience for
people who because of their iliness often led ictstt lives, experienced social isolation,
were discredited by self and others, and expergemeaniliation of being a burden on
others. Loss of self extends our understandinghefdoncept of loss, which has been

outlined as an important feature of chronic paia previous section of the review.

Kameny & Bearison (1999) using illness narrativegestigated constructions of self in a
paediatric oncology setting. Cancer threatens tiegrity of the physical, social and
psychological self. In this research narrativesengeen as a means of understanding
experiences. A key issue was the struggle to gaisteny over illness, with the perceived
impact of the illness having a greater influencecoping than the reality of the situation.
Kameny & Bearison (1999) found that coping with afic iliness involves control in
three domains — biomedical, social, and personhé personal domain refers to the
thoughts and feelings of the narrator; the biomediomain is the story of the narrator as
a medical patient and refers to diagnosis, treatrard symptoms; the social domain is
the narrator’'s assessment of family, friends araltheare staff. A sense of agency was
expressed in a variety of ways throughout the tisas, for example the pronoun ‘I’ was
more common in the personal domain, whereas sabpst was expressed in the
biomedical domain, and a sense of losing or gaimogtrol was found in the social

domain.
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Timing and the existence of co-morbidities playso&e in the framing of illness as
disruptive or anticipated. Carricaburu & Pierre995) interviewed asymptomatic HIV
positive men infected through gay sex or medicahttnent of haemophilia. Those
infected through gay sex experienced HIV as bidgegtly disruptive but haemophiliacs
perceived HIV as a form of biographical reinforceméecause they were already
organising their lives around an illness traject@ganders et al (2002) and Pound et al
(1998) discuss biographically anticipated eventmdgrs et al (2002) found arthritis in
old age to be a normal and inevitable aspect ef lide. Pound et al (1998) researched
stroke in an elderly population, and found thatpdeshaving a considerable impact on
peoples lives it was not perceived as extraordinbwy was classed as a normal crisis
because many had already suffered other morbidities to the stroke and thus led

restricted lives.

Where Bury (1982) and Charmaz (1983) consider gigsn and loss, Williams (1984)
took a more positive turn and developed the concdpharrative reconstruction, to
describe the strategies people employ to creat@sesof coherence, stability and order in
the aftermath of a biographically disruptive evehillness. He interviewed people with
rheumatoid arthritis of longstanding duration toplexe the longer term aspects of
chronic disease on self-concepts, in particular wégple chose to select certain models
to explain the onset of their disease when othgilagatory models were equally
plausible. Williams (1984) viewed narrative asiady constituting social reality.

Narrative reconstruction is the reconstitution agghir of ruptures between the body, self
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and world by linking and interpreting different asps of biography in order to realign

present and past and self and society.

These papers underline the importance of lookingiraing, setting and individual
biographies in order to understand the complex waaubble ways in which people
experience and live with illness (Lawton 2003). Hge and stage of the life-course at
which the person becomes unwell is important, ds@ase may be experienced as more
or less disruptive depending upon the point at Wwlitte disease first manifests. It is
equally important to look at the individual’'s whddegraphy. Bury’'s (1982) assumption
that illness always enters lives hitherto untouchgdllness or struggle is challenged by
subsequent research (Sanders et al 2002; Pouhd @& Carricaburu & Pierret 1995).
Williams (2000) extended his original concept ofrative reconstruction and suggested
that self identities are fashioned in a reflexine @ontingent process involving a constant
cycle of biographical appraisal and re-appraisahgBaphical uncertainty may be an
inherent feature of people’s lives and does nofpbincome to the fore in the event of

illness.

Historical and socio-political contexts may be ealito the ways in which illness and
disability are experienced. Ville et al (1994) expld self-perceptions of people with
physical impairments by comparing the experiendebfree distinctive groups — people
with paraplegia, people with severe complicatiohpaiomyelitis and a group without
any physical impairment. The socio-political cortteproved to be key to the

understanding of group differences because of confy to the prevailing social norms.
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Ville et al (1994) suggest that locating the illeexperience in ‘collective’ contexts that

extend beyond the life and biography of the indmalis very important.

In Summary

In ancient times pain was thought to be an emotod the effect of evil spirits.
Gradually over time physiological theories becahm mainstay of pain knowledge, and
specificity and pattern theories dominated the hummaderstanding of pain until fairly
recently. Following a revolution in thinking, theatg control theory of pain took
precedence and resulted in our current biopsychalsagproach to pain understanding. It
can be argued that the affective component of pasgicome full circle from ancient to
modern times, and in fact the development of theoreatrix theory resulted because of

the importance of affective and discriminatory ast

Pain has been defined and classified in many waytsnot without problem as no single
definition can incorporate all the elements engirélcute and chronic are familiar labels
to describe and account for pain and its responkesiever, the current medical
management of pain challenges the sufferers anithhe@fessionals’ ability to relieve
chronic pain. Frustrations inevitably arise, nasiebecause the effects of chronic pain
are easily evidenced in epidemiological studies th& meanings and beliefs that

surround chronic back pain are not so easily pasdkamd dealt with. There appears to be
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a disparity between what patients believe and wantt,what professionals perceive to be

the solution.

The literature on transition and illness narratiy@®vides a useful viewpoint on

managing a chronic condition such as low back pBiansition is a complex process of
intense personal development, and illness narsafraane this development and help to
elaborate patient centred knowledge of illness #red move towards acceptance of a
chronic condition. Framing life with low back pas a journey, a transition, proved to be

a useful device and could not be considered witkoaiblogical and cultural reference.

There has been much development in the understodithe pain experience in recent
years. The experiences people have when they apaim and the mechanisms that
generate those experiences are very complex. tthies all aspects of human nature
from physiology and biochemistry to a person’s eaor@l and motivational make up,
through to social, cultural and spiritual relatibips. When a person experiences pain
their whole being can be involved. Pain presentsynzhallenges to the sufferer and
cannot be considered as an isolated entity. Tiseneuich research evidence involving a
wide range of academic disciplines and professiavi) each specialism having a
different perspective of the same condition. Regedras increased our knowledge of
pain greatly, but | feel that to understand pairrerfally we need to consider the context
in greater detail and take note of where peopleimréheir journey with pain, in an
attempt to get inside the experience. Pain is anetfof the sensory world in which we

live, and as such cannot be considered as anasodatity but must be understood in the
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context of its existence. People who experience pave a unique set of life experiences

that go hand in hand with the pain. These everdseaperiences, past and present, need
to be explored in the context of the pain. Thigegsh seeks to explore just that, and aims
to reveal the ‘journey’ from pain onset, generatkmpwledge of what is important to

people, and indicating where the journey may takeent
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Chapter 3

Methodology

Chapter Overview

This chapter outlines the philosophical underpigraf this study, and proceeds through
the decision making behind and the processes oplgagndata collection, and analysis
incorporating ethical issues and issues of rigtiwwvas noted in a previous section that
back pain can be seen as a problem to both patedtfiealth professionals, and in fact
back pain represents one of the major challengdwaith care today. Biomedical and
psychological evidence abounds to shape acute larmhic management of low back

pain, but there is a dearth of information aboetulewpoint of those suffering pain.

Low back pain has been researched across all heatth disciplines, utilizing both
quantitative and qualitative approaches. As preslipmentioned, in my clinical practice

| frequently observed patients being left with m@ac diagnosis and being moved onto a
management approach; where the curative model éewl initially relied upon it was no
longer appropriate because of the chronic naturehef problem. | began to frame
research questions: Why do people feel like thisfadis it like coping with chronic pain
day to day, and does it get better? | felt thasehquestions fell within the domain of
gualitative inquiry, specifically the interpretiviarena as these questions are asking about
the experiences and meanings ascribed by backsp#erers. Much has been written on
back pain but the voices of the sufferers are otteershadowed by the professional

discourse. This study sought an approach thateithe accounts of those with low back
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pain and the meanings that are within those expes® and focused on the patients’
perspective. The following account provides theratle for the methodological choices

made and the format of the study.

Philosophical Framework

An Interpretivist Epistemology

The study takes an interpretivist approach, as ibased on others accounts of their
realities and the author’s interpretations of themom within the humanistic persuasion
it has been argued that hermeneutic principles rneelde used in order to produce
systematic studies of society. Hermeneutic referstite theory and practice of

interpretation through engagement with the subgecta condition for understanding

social life (Outhwaite 1991). Hermeneutics is aedde discipline which can be traced
back to Ancient Greece, although it was not u 17" century that the discipline of

general hermeneutics came into being. However hegates is now considered to be a
theory concerned with interpretation gained throdgidging the understanding of

researcher and researched. In this tradition thenrstanding and interpretation of the

! The interpretivist approach stemmed from the coesitrist paradigm and emerged as a reaction to the
positivist quest for objectivity. As natural sciendeals with matter which is not conscious, re$eascof

the social sciences argue that its methods cargadtwith social life and should, therefore, be dised
from this arena (May 2001). To speak of cause dfetteis not applicable to researching social fibe
people, unlike molecules, contemplate, interpratf act within their environments. The methods @& th
social sciences are therefore fundamentally diffefeom the natural sciences. People are constantly
engaged in the process of interpretation and ihis we should seek to understand (May 1997). $ocia
theory should, therefore, take account of peomeryday understandings. Constructionism adheres to
relativist position that assumes multiple, appreladte and equally valid realities (Schwandt 1994).
Reality is constructed in the mind of the indivititether than it being an externally singular gnfifansen
2004), and the constructionist position espoudesrmeneutic approach. A distinguishing characierddt
constructionism is the centrality of the interantletween the researcher and the researched.
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social world are necessary conditions for undedstenresearch. Humans engage in
hermeneutic processes of interpretation that irevohaaking meaning out of life
experience. Thus, hermeneutics is recognised dsl@spphy that supports an approach
to health research which focuses on meaning anderstahding in context
(Charalambous et al 2008). The sense of belongirgdociety and the techniques used

for understanding are not impediments to research.

Social life is diverse and complicated by not beamgenable to understanding through
the use of a single paradigm, and as such a nuaflibeoretical perspectives have been
used to explain the meaning of low back pain (TL887; Vrancken 1989; Seers &
Friedli 1996). This research aimed to reveal tharipey’ that some patients take from the
onset of their low back pain through to their catrdestination, generating knowledge of
what is important to patients, and indicating whtre journey took them. This study
focused on the patients’ perspective and invesitgte beliefs and expectations of low
back pain sufferers attending a pain clinic. Asembed frequently in sociological text
facts do not speak for themselves, theory is nedédedterpret the findings (Bulmer
1986). The interpretivist tradition stresses thelmement of the researcher in trying to
unravel the meaningful worlds of the social grobpttare the topic of interest (Layder

1994).

Interpretivist epistemology sees social realitissreseparable from researchers because
researchers construct the world they research kBpar992). Annells (1996) suggests

that ontology and epistemology merge in interpretny because the ‘knower’ is
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inseparable from whatever can be known within thestruction of a particular reality.

This study was based on others accounts of thalities concerning back pain and the
authors personal interpretation of those. Inteipsttepistemologies see knowledge as
created through the interaction of the researchet the researched. Given this
assumption interpretivists focus on the interests purposes of all those involved with
the research process. It must be acknowledgedefdrer that only perspectives of
research participants lives can be gleaned, wighailn of discovering why people do
what they do and to uncover possibly hidden knog#ed he attempt is to try to explain

and understand other realities.

Narrative

Why narrative?

Clinical experience shows that patients tell s®oé their pain problem, and frequently
lead the clinician on a journey through the histofyheir low back pain (Greenhalgh &

Hurwitz 1998). The researcher had observed thgplpaeadily tell stories of actual life

events and it was felt that a process whereby paok sufferers were able to tell stories

of their everyday occurrences would be most apjaitgr

Narrative has been used in the health field to tstded clinical practice and the
experiences of health professionals (Dingwall 1970) explore patient physician
interaction (Baruch 1981), and to elaborate theepaexperience of illness and suffering

(Hyden 1997; Mishler 1995). Narratives have gaimegortance in the study of chronic
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illness as a means of understanding the attemptsaténts to deal with their life
situations and the problems of identity that ilsdsings with it (Werner et al 2004).
Narrative offers the opportunity to understand whaterceived as normal or ordinary, as
well as extraordinary or abnormal (Eggly 2002). idaive is an activity undertaken by
people as a way of organizing and interpretingrtiveirld, and thus allows exploration of
health and illness from the perspective of theysteller. Narrative can, therefore, value
the words spoken by people who historically havenbgeen as marginal (Chamberlayne

et al 2000).

Narrative data, with their emphasis on people’seeigmces, are fundamentally well
suited for locating the meanings people place enetvents, processes and structures of
their lives in relation to pain (Miles & HubermaA%4). Actions always occur in specific
situations within a social and historical contexthich influences how they are
interpreted. Words, especially organized into ieaid or stories, have a concrete, vivid,
meaningful flavour that often proves very convimcto the reader (Miles & Huberman
1994).The aim of the study was to uncover the ptgiperspective of their low back pain
by focusing on their narrated experiences. EIl(@®O05) lists some of the common
themes that run through narrative research whiathdu influenced the choice of
narrative: an interest in people’s experiences amappreciation of the temporal nature
of that experience; an interest in process and gshaver time; and an interest in the
representations of the self. Stories have manygaap and storytelling offers a way to
make sense of what has happened, and all of tiseses are apposite to the current

project.
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This form of analysis complements the research aneahe wider interpretive approach,
as it is the experience, the meanings, beliefspandeptions of back pain that are to be
investigated. Woike (2008) suggests that narradivalysis is a particularly good choice
for researchers interested in complex, subjectygerences as well as intentions and
attempts to find meaning in personal experiencesrdtive research is often lengthy, for
example narrative interviews are opportunities geople to tell long, in-depth stories

about their thoughts, emotions and lives in waysytimay not have done before.
Narrative analysis allows an exploration of lifeéxperiences in all its varieties,

intricacies and untidiness (Smith & Sparkes 2009).

Definition and meaning

Narrative can be defined in many ways. Bruner (J@86ploys a broad definition of the
term used to describe a variety of ways peopleoperthe telling of events, whilst Fisher
(1984) is a little more specific and describes aiare as a series of symbolic interactions,
words and / or deeds that have a sequence and mgefami those who live, create or
interpret them. Thus narratives can be describetisasurses that organize a sequence of
events into a whole so that the significance oheagent can be understood through its
relation to the whole (Elliott 2005). This presetitsee key features of narratives: they
are chronological, meaningful and social in thatythre created for a particular audience.
These key features are apparent within the naestgenerated in this study; all the
narratives are chronological, they are certainlyanmegful as evidenced by the level of
emotion expressed, and were the product of a rnaorcal interview and hence created

for a particular audience. A different time, a drént location and a different interviewer
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would have resulted in a different narrative. D&spi similar format each interview was

different, with individual experiences shaping tiegratives and how they were created.

McKevitt (2000) suggests that there are certaire deatures of illness narratives: they
have a story-like form; they retell events, episodad experiences in an ordered way;
and are concerned with meanings of illness andeso§ for the narrator. Thus they
transform an individual experience into a colleetone. Stories help constitute meaning
and lived experiences and undertake the commuarcati them, but are more than a
personal production (Smith & Sparkes 2009). Nareatiare shaped by the social world,
and thus are social activities. They are shapethéyudience and the cultural repertoire
to which the story teller has access. The narrattirhave a template of previously
learned narratives. The power of the narrative cfr@m the connotative language and
the use of imagery, literary and performative desicsed to persuade the listener to a
particular point of view (Mattingly 1998). Thuspses have two sides, one personal and
one social. Narrative methods are of particulau@ah that they accord significance to
both sides, such that people can be thought alsirdaviduals with capacity to shape
the socio-cultural world they live in, and equadly socio-culturally shaped by the world

they inhabit (Smith & Sparkes 2009).

One of the earliest definitions of narrative carttaeed back to Aristotle, who states that
a narrative is a story with a beginning, a middid an end (Elliott 2005). Temporality is
accepted as a key feature of narrative, and althdagiporal ordering of events is

common to most definitions of narrative, narratiaes not only chronicles of events as
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they configure or plot both chronological and ndmemological events and experiences
into meaningful wholes (Sakalys 2003). Temporakession alone is not a story, it needs
to be linked with the notion of plot. Stories relg the presumption that time has a uni-
linear direction moving from past to present toufet and the plot within a narrative
relates events to each other by linking a prioméve a subsequent event (Polkinghorne
1995). It is the importance of the chronology okmts that distinguishes it from a
description. Temporality is fundamental to estddihg the meaning of events because of
the way that narratives impose beginnings, middkesl ends on what are continuous
streams of happenings. Related to the idea of iplahe notion of narrative closure,
because it is the ending that determines the mganfithe actions and events within the
narrative (Ricoeur 1984). The narratives in thiglgtdid feature a beginning, middle and
an end with a definite shift from past to presenfuture. The ending determining the

meaning of the events was an obvious element wiki@se stories.

Labov & Waletzky (1997) described fully formed ratives as having six separate
elements: the abstract is the summary of the stldjee orientation, that is time, place,
and situation; the complicating action is what atljuhappened; the evaluation is the
meaning and significance of the action; the resmtubeing what finally happened; and
lastly the coda which returns the story to the @nésAll six elements do not have to be
included in a narrative, but at the least shoutduile a complicating action, a temporal
element and an evaluation. All elements featured ¢peater or lesser extent within the

narratives, which are fully explored within the bysés and discussion sections.
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Truthfulness & narrative, the problem of versions

As narratives purport to be accounts of things taetiually happened, an obvious
difficulty arises in terms of truthfulness whichncle considered in relation to the realist /
constructionist debate surrounding this issue. d& ch one-to-one correspondence to
reality or is a version simply one explanation ohaw happened? All narration is
interpretive, discursive reconstruction, a versiamg as such is an attempt to impose an
order and a shape onto a life which is essentiaiknowable. Narrative approaches have
acquired this problematic epistemological statupersonal accounts of past events are
difficult to verify. Atkinson & Silverman (1997) gigested a number of criticisms of
narrative, for example that sociologists shouldsbay analysts not story tellers, and
narratives can have a preoccupation with revelatieading to hyper-authentic,
misleading, sentimental and exaggerated constnstislowever, it can be argued that
the real issue is not about an ‘objective’ accaninevents but a record of how those
events were interpreted and experienced by thelpempd the symbolic importance
accorded to these matters. A narrative is a kinsbaiming up, it is only by looking back
that the real meaning of initial actions can bearatbod (Mattingly 1998). Narratives
should not be treated as social facts, but reqinesry, categorization and analysis.
Narratives have two important characteristics: thely a story; and the story is co-
constructed by both participants. Clark & Mishlek992) caution against reifying
participants stories because a person’s story spexific narrative reconstruction of
illness constituted within a specific social intran at a particular time and place. What
is included in the story and the way in which it@spressed is contingent on that

interaction, as the story emerges in the contextrexfuests, acknowledgements,
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expansions and elaborations. It, therefore, reptssine joint effort of researcher and

researched.

Sampling

The Sample

The research population has been identified asblaek pain sufferers attending a pain
clinic. A sample was drawn from people that attehttee pain clinic based at a hospital
within the North East of England. Miles and Hubenm(@994) suggest two stages to
sampling in qualitative research. Firstly it is essary to set a boundary, which is to
define aspects of cases that can be studied wiikitime limits which connect directly to
the aims. There was a finite amount of time for gtedy and it would have been
impossible to interview every member of the rede@apulation. The boundary has been
defined as low back pain sufferers currently atitegdhe clinic. Information on size of
the population, the prevalence of low back pain aftdnately the number able to
participate was drawn from the clinic. Secondlysame was created to help uncover and
confirm the constructs of the study. Sampling inedl decisions not only about which

people to interview, but also about settings, evand social processes.

Purposive Sampling
This study used the concept of a sampling matrseldped by Reed, Proctor & Murray
(1996). It provided a systematic way of identifyitigeoretically useful cases, allowing

informed and coherent choices, and, thus, allowedtocess of research to be clear and
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public in order to be understood and evaluated. SEmepling matrix addressed questions
of how the sample was selected and why, but alseiged information of who was not
selected. A matrix was developed which identified key variables elicited from the
literature and conceptual framework; gender, ageyitel status, occupation, pain
problem, length of time in pain, surgery, and Healare professional referral (see
appendix 3). Each cell of the sampling frame ise8ally unique; each cell has a few
properties it shares with many others, some prigseit shares with some others, and
some properties it shares with no others. The ehofccases was made on conceptual

grounds.

A purposive sample was taken; a strategy frequenlgd in qualitative research,
designed to extend knowledge by deliberately samgdihose areas known to be rich in
the type of data required for the study (Reed, tBro& Murray 1996; Denzin & Lincoln
1994). Qualitative samples tend to be purposivetyphecause the initial definition of
the study group is more limited and partly, as Kua®92) suggests, social processes
have a logic and a coherence that random samphodd aeduce to uninterpretable
sawdust. Purposive sampling allows the researchehdaose a case because it illustrates
some feature or process of interest. However,dbes not provide a simple approval to
any case we happen to choose, rather purposive lisgmgemands that we think
critically about the parameters of the populatioa are interested in and choose our

sample carefully on this basis (Silverman 2000).
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All patients actively attending the pain clinic weincluded in the research population,
not all patients on the clinic database. The auttheveloped the matrix previously
described, and manually went through patient rectwdadd the required information to
the matrix. The initial two patients were selectedtwo reasons: firstly they were within
the matrix, and secondly they were due to atteactlinic within a few weeks. Following
their clinic visit, the author discussed the reskawith them, and provided information
leaflets. The people agreed to be interviewed amaitally agreeable time was selected.
Consent and ethical issues were discussed priotg¢ovziew. The other participants were
selected in a similar fashion: they were chosenanteptual grounds which continued to

develop from the previous interviews, as well asvemience for accessing the clinic.

Table 3.1 shows the sample drawn from the matrireNbeople have been interviewed
and were picked to represent gender, age andmalime/ occupational status. The sample
was not pre-specified, but evolved as fieldwork woed. The initial choice of
participants lead to further selection of similadalifferent cases from the matrix, in an
attempt to achieve conceptually driven, sequesaahpling (Miles & Huberman 1994).
The strength of qualitative research design is ithallows for far greater, theoretically
informed flexibility. Theoretical or purposive sahmg is a set of procedures where the
researcher manipulates their analysis, theory antpkng activities interactively during
the research process (Mason 1996). This flexibsitsgppropriate to this study because as
new factors emerged, as outlined in the concedtaahework, the sample needed to
increase to say more about them. Sampling like Hath within and across case expands

general constructs and their relationships, andahagerative or rolling quality, working
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Table 3.1 The sampling matrix

Name Age Gender Occupation LBP +/- Timesince Surgery Health Care Prof. Timesince Gap between
Radiating pain onset Y/N No. of Complementary/ Pain referral Onset &
contacts alternative referral
Annie 66 F Housewife LBP 16 years Y 7 C&A 2 years 14 years
Robert 36 M Sick Benefit LBP, 15 years Y 5 C 2 years 13 years
bilateral leg pain
Laura 40 F Admin Officer LBP, left leg pain 9 years N 7 C 3 years 6 years
Fred 57 M Retired Degenerative sacro- 6 years N 4 C 2 years 4 years
Care Assistant iliac joint
Jane 38 F Civil LBP, leg pain 21 years Y 5 C 1 year 20 years
Servant
Susan 37 F Unemployed LBP 18 years N 6 C&A 1 year 17 years
Jack 35 M Factory LBP 3 years N 5 C 1 year 2 years
Worker
Linda 37 F Admin LBP 14 years N 5 C&A 3 years 11 years
Officer
Clare 40 F Unemployed LBP 6 years Y 5 C 1 year 5 years
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in progressive waves. At each step along the atialetrail sampling decisions were
made to clarify the main patterns, see contradésitify exceptions and uncover instances
where the pattern did not hold. The analytic cosidns depend on the sampling choices

made.

The number of people needed to interview was nsiwvarable statistically; the issue had
to be dealt with conceptually. Choices of infornsargpisodes and interactions were
being driven by a conceptual question, not by aceonfor ‘representativeness’. To get
to the central construct and map out a journeyivhd with low back pain, it was

important to see different instances of it, atefdéint moments, in different places, with
different people. The prime concern was with theditions under which the construct or
theory operated, not with the generalization offthdings to other settings. In this study
a small, relatively homogeneous sample of indivisideving in a specific geographic

area have been interviewed, which immediately saisguestions about the

generalizability of the findings. Multiple case gamg provides confidence that the
emerging theory is generic, by looking at a ranfysimilar and contrasting cases we can
understand a single case finding, which may beiples® ground by specifying how and
where and if possible why (Miles & Huberman 199Bus, the generalizability of this

evidence depends upon the demonstration of howlyitie inter-subjective meanings
are shared (Elliott 2005). Mason (1996) suggestst ttesearch should produce
explanations that have a wider resonance if noeiggizability. However this is not to

say that findings cannot be generalised at all, #itiams (2000) suggests that

moderatum generalisations are possible. If we beltbat everyone is different then it
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can be argued that it is never actually possibleepmesent the background population.
This research does not set out to represent a giqrulbut attempts to build a theory

which may be cautiously generalizable to others.

Ethical Issues

People with chronic pain are potentially vulnerasel it is particularly important, as in
any research that involves the participation ofgbeoto consider the potential impact of
the research on those involved. To date there &as little discussion of specific ethical
issues that arise through the use of narrativesearch. The use of narrative does give
participants more opportunity to become more aotitbin the research process, and to
come into direct contact with the researcher. T thnd the issues of privacy,
confidentiality and anonymity need to be addres3ée. BSA (2002) acknowledges that
social research intrudes into the lives of thoselistl and that whilst some participants
may find the experience a positive and welcome otiegrs may find it disturbing. As
Elliott (2005) highlights this can be a particuissue in research that encourages people
to construct and share narratives about their Iad experiences in the context of a
research interview. Avoiding harm is a basic ethipanciple, but topics may be
discussed that cause a person to focus on unptesigations. The interviewer should be
experienced to manage the interaction and minimasenegative effects of the research
process. As a novice interviewer the research#rignstudy drew upon her experience of
working within a pain speciality and engaging wjbkople who at times displayed a

range of emotions, including anger, sadness and fea
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Privacy, anonymity & confidentiality

Privacy is the control over others’ access to thermation and the preservation of
boundaries against giving away protected infornmatit the beginning of each interview
the participants were assured that only the rekeartad access to the recordings and
transcripts, and that they would be securely stomgithin the researcher’s office.
Confidentiality is an agreement with the participabout what will be done with their
data. Confidentiality and the right to privacy dawo crucial issues in studies where
guestions are raised regarding thoughts, beliefd @&mperiences. Privacy and
confidentiality must be safeguarded because ofefffiects they have on consent and

credibility of research findings.

Narrative raises a particular issue concerninggayvand anonymity. The commitment to
present data holistically in a narrative study ni@hat specific stories and experiences
were likely to be identifiable by people that kndte participants. Despite using
pseudonyms there would be chance of recognitiod,this needed to be made clear at
the beginning of the interview. As Mishler (1986@es people may be happy to be
identified within the research, and it is more hsin® discuss this possibility than to

promise levels of anonymity that are difficult toseire in practice.

Traditionally the research participant is seen aswce of data, which implies that the

ethical principles guiding this approach focus domaming consent to give away their

data and being treated respectfully in doing sdigtEl 2005). However personal
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narratives deal with the meaning of a person’s éifel therefore touch on issues of
identity. People have a great deal of investmerthénstories they provide in a research
interview, and do not simply relinquish informatidrut jointly construct it with the

researcher. The recognition that narrative is boupdvith individual identities raises

important questions about the analysis and the ¢ingfathe analysis on the participant. If
the production of narratives is seen as a cent@gss by which people comprehend
their own lives and establish a sense of self theresearcher’'s deconstruction and
interpretation of the narrative may be damaginge fidpresentation of others is important
to mention here, as the private and personal wardse participants are brought into the
public domain. Issues of disclosure and what theatiges represent need to be
considered. The stories are constructed and noegseptative of an absolute reality,
though this may be the first time that has beenareagblicit to a participant and as such
may have concerns as to how they will be repredeatel the accuracy of portrayal
(Harrison & Stina Lyon 1993). It was important, itei@re, for the researcher to explain
what the research was about in appropriate detad, agree with the participant at the
outset how the research would be presented, andtywvould feature in the research

product.

The researcher was unknown to the participants pimterview. The participants were
contacted by telephone or were visited after acchppointment by the researcher, who
introduced the research. After the preliminary dsston and if agreeable an interview
was arranged. The researcher established the radttive research and outlined her

research role to the participants. As highlightezlresearcher is an experienced member
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of the pain management team and felt able to dehlahnical issues if they arose. The
participants were aware that the interview wassaaech meeting not a clinical meeting,
and the research was conducted within a hospitat@mment, specifically in a research
wing, away from the usual clinic setting familiarthe participants. The role of the
researcher needs to be explicit at any given tand,hence the positions of nurse and
researcher were declared to the participants, whmas would acknowledge the
researchers knowledge base as a clinician. Ocadbliorquests for clarification about
medical matters and treatments were sought. At soas the researcher would

acknowledge the question and if appropriate anshvectly.

Explicit confidentiality agreements about where tlaev data and analyses would be
stored and who would have access to them were yedgreed at the beginning of the
interview. Furthermore, written information was wyided to this effect on the
information and consent forms. It was important ttee people being studied had full
information about the study and that their conseas freely given. Informed consent
was sought at the outset, participation in the ystwds voluntary, and the participants
were assured of confidentiality and privacy. Pgtaots were also made aware that they
had the right to refuse participation in the stashd could withdraw at any time. The
participant was given an estimation of how long ititerview would take, and asked for

consent to tape-record and transcribe the interview

Anonymity refers to the lack of identifiers in thhesearch product. The unique and

personal nature of the data may make it relatiealyy for participants to be recognised.

92



Attempts to minimize this risk include paraphrasiramd the inclusion of analyses
without actual reference to the event. The pardicipvas given a pseudonym so that the
researcher is the only one to match true identitih tapes and notes. Anonymity cannot

be guaranteed and this was made explicit at theetut

The research was undertaken within an NHS Trusthean North East of England.
Approval was granted from the Trust. Written agreethwas sought from the consultants
within the pain clinic to access the database aldcs patients attending the clinic.

LREC approval was granted for the design of thdystu

Data Generation

As it was the intention of this study to discoviee beliefs and experiences of a group of
low back pain sufferers and employ a narrative \@ig| in-depth interviews were chosen
as the method of data collection. Interview camged as a mechanism for understanding
how individuals make sense of their world and adhiw it (May 1997), and many
authors have described the richness and detaibtaf gathered at in-depth interviews
(Polit & Hungler 1993; May 1997). In terms of metlobogy, the qualitative interview
has been the research tool used to learn abouhdlights, experiences and feelings of
the participant. The meanings that individualsilaite to events and relationships can be
understood on their own terms providing a greateleustanding of the subject’s point of
view. Flexibility and discovery of meaning charaite this method, as interviews can

yield rich data into people’s experiences, opinjoatitudes and feelings, which are
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important considerations when examining beliefs amgectations of low back pain

sufferers.

Narrative Interviews

The unstructured, or depth, interview is often dbsd as a form of conversation
(Burgess 1982), and one of the attractions to ésearcher was that this method married
well with the development of narratives. It wasided that a standard set of questions
would be too narrow and would restrict the reseatshperspective. The unstructured
interview, however, is a theoretical construct mattit may appear to be without a
structure but the interviewer has had to estabBistiramework within which the
interviews can be conducted. In this sense theruststed interview is planned but
remains flexible resulting in a guided, interactigenversation (May 1997; Polit &
Hungler 1993; Glesne & Peshkin 1992). Developingataves requires that the interview
process is refocused. There has been a growingeaess of the role of the interviewer in
helping to construct and not just to collect bigmaal information from interviewees
(Hollway & Jefferson 2000; Holstein & Gubrium 1995)he interview is not just a
means of collecting data but is itself a site fog production of data, as Barbour (2001)

suggests qualitative data is always generated.

Traditionally, the interviewer is in control of thocess, selecting the questions to ask,
probing areas of interest. To a certain extent teisains true within a narrative
approach, but the questions are much more operdeartte the narrative is constructed

by both interviewer and interviewee (Mishler 1986gss questioning occurs by the
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interviewer, it is much more like a conversatiorthwa shared sense of control. The
interviewee becomes a ‘teller’ or ‘narrator’ in anersation and takes the listener, the
interviewer, into a past time (Riessman 1993; Gay2l05). A personal narrative is not a
simple chronology nor is it a linear process, peogart with their stories in many
different places. When following the story, thediser is pulled in and interprets it in the
light of their own experiences, as such the narratal listener co-create meaning. The
interviewee is encouraged to tell their story amdals the flow. There is, however, still a
degree of direction by the interviewer in initigithe dialogue and probing to clarify
meaning. The aim of the interview should be to state the interviewee’s interpretive
capacities and the interviewer should activate atime production (Mishler 1999;

Holstein & Gubrium 1995).

Nine people were interviewed, drawn from a samphmagrix discussed within another
section. Each interview lasted between one to tardrand yielded a large amount of
data. The appropriate length for a research irgarvs open to debate, but ninety minutes
has been proposed as an optimum length (Herman@0@2). The interviews conducted
within this study range from forty-five minutes two hours. What is more important is
the idea of listening to, and not suppressingjespand negotiating with the interviewee
an optimum time. The aims of the study and the eptal framework directed the actual

interviewing technique and generation of the nareat which is discussed below.
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Conceptual Framework

Identifying the main elements in the data accordmgome theoretical scheme was an
early stage of analysis (Silverman 2000). A conegptramework was developed at the
outset, based on the literature review, which ssiggkematters to be investigated and the
direction of the conversation in the interviews.b#came apparent after the first two
interviews that the conceptual framework (appentlixwas slightly at odds with the
stories being told, and as such the conceptualdwark changed en route. At the outset
it was anticipated that health care professionatailev play a central role in the
development of understanding that patients hatheif tow back pain. It was speculated
that different professional groups would imparbmhation differently and this may lead
to a lack of clear understanding for the patierdwidver, as the initial data was collected
this did not seem to be a key consideration to pheicipants. Subsequently the
framework was revised (appendix 2). Miles & Hubemm@994) suggest that as
gualitative researchers collect data they revisar tframeworks, make them more
precise, replace empirically feeble concepts wittrermeaningful ones, and re-construe
relationships. Conceptual frameworks are simplydheent version of the researcher’s
map of the territory being investigated and askim@wledge of the terrain improves, the
map becomes correspondingly more differentiated iatejrated (Miles & Huberman
1994). The resultant set of analytic categorigsgblighted in the interpretation sections

as recurrent features (Mishler 1990).
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Interview Guide

The original questions that sparked an intereshis research formed the basis for the
aims, and together with the proposed conceptuatdvezork formed an informal guide
from which the interviewer asked questions. Thiglgus highlighted in appendix 5. The
guestions were broad, particularly the opening jimesand as the interview progressed
and a form of conversation developed the guidernecamore of a reference rather than
an actual script. The interviews remained flexibled relatively unstructured. Issues
raised by the participants were adopted into thesgions and conversations of
subsequent interviews, but the latter interviews abintain elements absent or unprobed
in the initial interviews. There was also an eletnehdeveloping experience by the
interviewer which coloured the data collectionjtlas interviewer’s experience increased
so did her ability to probe and unpick key issuedmached by the interviewee. The
iterative approach to data collection, study desagymd framework development is
depicted in appendix 7. The inherent flexibility qgtialitative studies gives further
confidence that a level of understanding of the issyes emerged (Miles & Huberman

1994).

At the outset of an interview the researcher askednterviewee to tell them about their
pain. This allowed the interviewee to choose wherstart their story, and as addressed
in the previous section implies something of theamance and significance of events to
the narrator. However it is important to be awdya some people might find it difficult
to respond to such a broad question. It is geneeateed that questions in interviews

should be framed in everyday language rather tbal®gical language (Chase 1995).
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Narratives are most likely to be elicited if simpgleestions that clearly relate to life
experiences are asked. The interviewee was ergedired continue their account to
completion, after which questions and comments beoached by the interviewer in a
conversational style. If the interviewer wants tew@&urage the production of narratives
they must also be a good listener, and should aatedrupting a story which may cut off
a whole area of information. Glassner and Loughlli®87) call this approach a
‘methodology for listening’, and are, thus, con@atrwith ‘seeing the world from the
perspective of our subjects’ and suggest interviesponses are treated as both culturally
defined narratives and possibly factually corremtoaints. The notion of ‘facticity’ will
be addressed below. In this study all participaesponded to a broad opening question
and provided detailed narratives, but at timesrduthe interview short answers were

given without any elaboration despite questioning.

Recording & Transcription

The interviews were tape-recorded and transcrieghe recording was important to
allow the interaction between the researcher aediriterviewee to be the focus. Full
attention could be given to the interviewee rathan needing to take notes. It would be
impractical to remember the stories and resporesa$,make notes after the interview
given the length of the interview. Hermanowicz (2P@dvises that it is now considered
good practice to record all interviews, since datald be lost. Immediately after each

interview the process of transcription began.
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Transcription should be recognised as more tharask because decisions about
transcription need to be addressed as part of rlag/tec process (Wengraf 2001). A
transcription is always a compromise because ih@anapture all of the meaning and
nuances communicated during the interview. Trapsons often erase the context along
with some crucial non-verbal data and are inesdgpsdlective (Miles & Huberman
1994). The more detail provided in the transcripg more clues for interpretation. The
aim when transcribing in-depth interviews is togeme some of the additional meaning
conveyed by the use of intonation, pauses, and modyuage (Elliott 2005). Transcripts
can be done at different levels of detail, from tlees’, pauses, word emphases,
mispronunciations, and incomplete sentences, wii@tgl expressions, explanatory
gestures, and tone of voice can be included, tonaoth apparently straightforward
summary of the main ideas presented by the speékelean transcript focuses on the
content of what was said, and makes it easierad, rdnough provides no information as
to the manner in which it was communicated (EIIR@05). The researcher adopted the
former style, and field notes taken during the rvitav allowed annotation of the
transcript to include facial expressions, gestuaed tone of voice. Some editing did

occur in the form of punctuation.

Interviews and medical consultations are exampliestwations where particular types of
stories are required, and institutional settingsh ceestrict narratives. Medical
consultations are usually time limited and focus hoestory taking, which invariably
means closed questions in a directed format. Teeareh interview, in contrast, guides

the participant through a process of self explorgtwvhere individuals are encouraged to
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seek self knowledge and share this with the rekear@dicCabe & Holmes 2009). It is
hoped that by allowing the voice of participantd®heard in their own words, by being
open to questions and information gathering fromigpants, by adjusting the research
agenda to reflect the ideas and concerns that mp®rtant to participants and by
recognizing the socio-political context the tramfital approach is left behind and a move

toward a reciprocal relationship emerges.

Truthfulness & respondent validation

Interviews are a tried and tested method for @tigitespondents’ perceptions. However
people rarely attach a single meaning to their pgpees, rather there may be multiple
meanings of a situation or of an activity represdriy what people say to the researcher,
to spouses and to others (Gubrium 1997). Holsteid &ubrium (1995) raise the
important methodological issue about whether inésvwresponses are to be treated as
giving direct access to ‘experience’ or as activawystructed narratives. Stories do not
provide a transparent account through which wenlélae ‘truth’ (Hollway & Jefferson
2000). The assembly of narratives in interviewaligays a two-way process. Therefore,
the interviewers’ questions must not be treatedaasways to the authentic account but
as part of a process through which a narrativelledively assembled. By abandoning
the attempt to treat respondents’ accounts as paltgntrue’ pictures of ‘reality’ we
highlight the methods through which interviewersl anterviewees in concert generate

plausible accounts of the world.
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The concept of measuring truthfulness sits uneastly in-depth interviewing, where the
researcher is aiming to elaborate a detailed dqesmmi of experiences and meanings
(Elliott 2005). Two opposing claims have been rdiseaddress the issue of truthfulness
and narrative interviewing. The first claim adv@satthe use of narrative interviews
because they empower the respondent to set thelagewl prevent fragmentation of the
experiences, implying that narrative interviews duwce data that are more accurate,
truthful or trustworthy than structured interviefslishler 1986). The second claim
stresses that narratives are never simply repbagperiences, rather they make sense of
and therefore inevitably distort those experien@esber 2000; Atkinson & Silverman
1997). However, it is not necessary to assumetttgaperson will provide an objective,
truthful account, but that it is preferable to obta story that reflects the interpretations
and values of the individual. It would seem to barenpertinent to ask whether narratives
are produced specifically for the research or wdethose told in interview are related to
those told in spontaneous conversation. Cox (2628)gests that the fact that the
interview is not the only interaction in which pé®@xpect to give an account of their
life means that it is difficult to draw a distinati between the interview and real life. This
would lead to greater confidence in the veracitingdrviews. However it does need to be
pointed out that stories told in interviews may @& naturally occurring stories in
everyday conversation, as it is usual to recouatdotes but rare to provide an extended
account of life experiences. This does lend weighhe argument that the meanings and
understandings people attach to their experieneesaa necessarily preformed, and that

telling stories is a jointly constructed, meaningkimg activity.
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Respondent validation, or member checking, is tteetige of asking participants to
confirm or dispute the researcher’s interpretatipidliams 2000). The crucial issue is
how far the researcher's understanding of what wasig on in a social setting
corresponds with that of the participants (Brym&88). When undertaken it is hoped
that this will enhance the transparency of the aese process and lend weight to the
findings described. This study did not employ thractice, as participants were not
invited to comment on the interpretation, beyoratiitation and summing up during the
interview. Concerns regarding what could be vaéidavere based on the fact that even if
participants were able to corroborate the datay tbeuld at best agree with the
researchers interpretations of their interpretatioBased on their experiences of using
respondent validation, Emerson & Pollner (1988) &idor (1997) point to several
difficulties with its use, and highlight the neeal te sensitive to its limits if seeking

reassurance about one’s ability to comprehenddbialswvorld of others.

The interview process requires an evaluation ofréisearcher’s role. The characteristics
of the interviewer will influence the intervieweadcahence the type of data collected
(May 1997). Issues of reflexivity are subject tortifier exploration below. The
relationship between the interviewer and the ingsvee plays a crucial role in data
obtained. Researchers have their own understandingis own convictions, their own
conceptual orientations; they too are members gfadicular culture at a specific
historical moment (Miles & Huberman 1994). The wsker needs to study their
characteristics and the potential influence onrésearch. This is of practical concern as

well as epistemological and theoretical concerrthla study | felt that it was necessary
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to preserve the presence, concerns and experidnogself as the researcher, so that
subjectivity would be a visible part of the projestd thus available for examination by
the reader (Miller & Glassner 1998). A biographynisluded within the thesis, as well as
an overview of the rationale for the study. My bgdund knowledge of pain
management and health care practices could leadhdo possibility that details,
complexities and subtleties within the interviewsl alata could be seen and deciphered
that would elude a less knowledgeable observer.civViquestions to ask, and which
incidents to attend to closely were relative to tingoretical interests and review (Miles

& Huberman 1994).

Narrative Analysis

People appear at all times to be telling storiesutilpast, present and future. Plummer
(1997) argues that to exist in society is to tédlries; there is an unavoidable social
expectation that we can and will give accountswtelves and the world around us, and
he goes on to suggest that the social world exhitie same qualities of flow,
development and creativity as we would experiengeai conversation. Clinical
experience, as previously mentioned, suggestedottggile suffering from low back pain

like to tell their stories.

Abductive reasoning strategy, of which narrativalgsis is an example, is based upon

the hermeneutic / interpretivist tradition. In thisstanceabductionis the process of

producing social scientific accounts of social lilg drawing on the concepts and
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meanings used by social actors, and the activitieghich they engage (Blaikie 1993).

Interpretivism uses meanings and interpretatiorsjyes and intention which people use
in their day to day lives and which direct theitiags. In abductive reasoning strategy the
research begins with the researcher describingpdngcipant’'s everyday activities and

meanings. Something is only significant to researslif the researched tells them that it
is part of their social reality. However the useabfluctive reasoning strategies would be
sterile if confined to merely reporting peoplestagnts. To counter this, once categorical
distinctions emerge and interpretive frameworksiargosed the researcher has moved
beyond the essence of the people’s descriptiortheaetically dependent description of

social reality.

Narrative analysis takes the story itself as itfecbof investigation (Riessman 1993).
Analysis in this study is concerned with the tejliof the experience, not simply the
content. Narrative analysis can reveal the undaglyneanings of a story, and in this
research allowed the researcher to understand hewstory teller interpreted their
experience of back pain through an examinationhef text as well as the content.
Traditional approaches to qualitative analysisroftacture texts to aid interpretation and
generalization but this would eliminate the sequa¢nand structural features that

characterize narrative accounts (Mishler 1986).

Coffey & Atkinson (1996) describe analysis as avpsive activity throughout the life of

a research project. In this study analysis wasmoply one of the later stages of research

and did not come after data gathering. The researidilowed this recommendation,
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such that transcription immediately followed theemiews and the data was analyzed as
the study progressed with the research questiomsind, in order to test out methods,
findings and concepts. As the researcher cycle& bad forth between thinking about
the existing data and generating new data, anapysiseeded whereby bits of discrete
information came together (Miles & Huberman 199Phe analysis and the activity of
data collection formed an interactive, cyclical gges and contributed to the whole

process becoming a continuous, iterative entergsse appendix 7).

Qualitative research, like this study informed lyiaterest in narrative, is about more
than just allowing the voices of the participardsbe heard. The words used have been
edited and filtered through a theoretical framewhiott 2005), and the analysis places
the narratives within a social context. Narratisenot merely repetition of a story, but it
is a newly re-formulated description, and as sscable to cast new light on that which
has previously been experienced (Frid et al 200Q3rrative analysis places the
individual in the foreground, and seeks to undextdne choices people make and the
constraints and assumptions as well as the desiswghich structure their lives
(Chamberlayne et al 2000). The data has challetigedesearcher to understand the
individual’'s current attitudes and behaviours and they may have been influenced by
time and place (Hagemaster 1992). The data focasedaturally occurring, ordinary
events in natural settings, and provided a storylwdt ‘real life is like’ for people with
low back pain. The data is grounded as the inflasrut the local context are not stripped
away but are taken into account, and have beercparty important in reframing the

initial concepts.
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There is no common definition, method, techniquenode of analysis when applying a
narrative approach (Denzin 1994); the author héectsal Ricoeur’s (1991) approach to
interpretation due to his focus on the constructibstories as a primary form of mental
representation and communication, and not justhenirhportance and impact of stories
(Skjorshammer 2002). Ricoeur (1991) claimed thstbay is constructed by mimesis and
emplotment. Mimesis refers to cognitive imitatirgfsevents and incidents in actual life,
whilst emplotment is a dynamic linking process veigr a succession of events,
incidents and heterogeneous elements are trangdornte a unified story. A story

imitates life by configuring the succession of acfi and events into a plot, in other
words a meaningful, coherent picture, and for thiooccur there needs to be internal
coherence within the plot, otherwise known as coemace. Concordance is made up of
events having a beginning, a midpoint, and an amnd, ultimately leads to the story
having wholeness. Ricoeur (1991) argued that thesethree levels of mimesis. Level
one is composed of incidents, events and expesemncereal life’, filtered through

language and culture. Level two is where a namasitructure is imposed through the
story telling process and results in a story thakes sense. Level three occurs in

responses by the listener which either correctoofirms the story.

Interpretive Theory

This study aimed to understand the experiencesoplp living with back pain, and so
the research had to enable people to express @éRperiences. The participants were

invited to tell their stories and as they did theuld reflect on the events they were
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recalling, thus new meanings could be establistsethay discussed their experiences.
The telling of these experiences and the joint tan8on of narratives between the
researcher and the participants was then followedhk process of interpretation. A
review of Ricoeur's work helped clarify some issues relation to interpretation,

explanation and authorial intent.

Appropriation and distanciation

The interpretive framework used in this study neletteallow a shift from a description
of low back pain to an interpretation of living witow back pain, creating a means to
capture multiple interpretations of the experienoéghronic pain. Ricoeur elaborated
upon the relation between explanation and undedstgn(Charalambous et al 2008).
Ricoeur (1981) viewed hermeneutics as a theornnifrpreting text as a whole, which
did not involve understanding the intentions of #ughor but involved an understanding
of the meaning of the text itself. Ricoeur (198Epexted that interpretation allows
actualization of the meanings of a text and thisueg throughappropriation which is
the perception of new meaning. To understand theainge (the text) is to follow it's
movement from manifest description of what the tagts to what it talks about, here the
text discloses possible ways of being in the winkt can be appropriated (Wiklund et al
2002). To interpret is to appropriate the intentminthe text, by seeing things in a

different way (Ricoeur 1995).

Distanciation was another concept discussed by éric§1995). Distanciation is the

presupposition that we can distance ourselves foompre-understanding in order to
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perceive new meaning. This is not to claim objettjvather it entails a reflective ability
to be aware of one’s horizon and partially detaobmf it (Sandage et al 2008).
Appropriation and distanciation culminate in und¢ensling (Ricoeur 1995). Thus
according to Ricoeur (1995) we cannot understaiytharg new until we understand it in
a way that changes our perspective, and that ispodsible if we are willing to distance
ourselves from our pre-understanding. Distanciatttempts to remove the authorial
intent and the idea that the meaning of a texdessonly with its author, which allows
researchers to move beyond the notion that only wrderstanding is meaningful or
correct (Geanellos 2000). Thus the interpreteible & approach the text with an open
mind and thereby appropriate its sense throughuse of the explanations the text
provides the reader with (Charalambous et al 20R&)oeur (1995) was working from
the premise that situations of speaking and wrigrg different and that written texts are
already somewhat distant from the author’s minde Plrpose is to present the text
within its historical context so that understandamgerges from the present in light of the

past.

Ricoeur’s three phases of analysis

Ricoeur’'s hermeneutics suggested a theory of irg&pon, the goal of which is to
achieve a new and deeper understanding of beitigginvorld (Dreyer & Pedersen 2009),
in this case of being in chronic pain. Ricoeur ®sjgd a theory rather than a method,
formulated around explanation and understandingghwproceeds through three phases
of analysis from the whole to parts of the texteTbllowing theory / method informed

the analysis. A naive reading is the first intetgtien of the text as a whole and provides
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the direction for further analyses (Sorlie et a2 The first naive interpretation has the
characteristics of a qualified guess and givesna dfi the researchers pre-understanding
(Wiklund et al 2002). This guess is related to tireaning of the text and provides the
first understanding of the relationship between wiwle and the parts of the text. A
structural analysis is then undertaken which examparts of the text, and is intended to
validate or refute the initial understanding obgéainn the naive reading. Here the text is
de-contextualised and it is possible to understhadneaning of the text by studying the
structure. Emplotment is the way by which a seqa@ievents is fashioned into a story
(White 1973). According to Polkinghorne (1996) thiet includes specification of the
problem with orienting actions and events; orgamsaof actions and events into a
narrative with a beginning, a middle and an end, @arification of the point of the story
and thereby the meaning of actions and eventssirhetural analysis is conducted firstly
as a search for narrative structures as outline®ddkinghorne (1996), and then as a
search for deeper structures to underpin a newrstatheling. The final phase is a critical
in-depth interpretation based on the researcheesupderstanding and conceptual
framework, the naive reading and the structuralyaisma Ricoeur (1984) argued that a
text has always more than one meaning, and, threretoere is more than one probable

interpretation.

Thus according to Ricoeur and his ideas of appatipn and distanciation, interpretation
arises through a dialectic movement between thelevhod the parts of a text, and
enables a shift from what the text says to whadlks about. This process moves from

pre-understanding to explanation to understandmgnterpretation develops. Ricoeur
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(1981) argued against a dualism between undersigrnaind explaining, and instead
suggested that they are continuations of each atetin fact prerequisites for being able
to achieve productive interpretations. Howeverrehaust be critical distance as well as
belonging for methodical appraisal of the sens¢heftext, as well as for the event of
understanding. Ricoeur’s theory provides a wayooking at the meaning of a text in a

way that makes appropriation of new meaning possibl

Ricoeur focused on textual interpretation, takingpiaccount language, reflection and
dialectical movements between explanation and wwtaleding (Dreyer & Pedersen
2009). By following this method it was hoped thhe tresearcher would be able to
achieve a comprehensive understanding. The intatpre was performed in the three
phases previously outlined. Following transcriptafrthe interviews the texts were read
in order to acquire a sense of the text as a whalaive reading. These first repeated
readings were done with a conscious effort towatdsanciation, and resulted in an
initial impression of what the researcher underdtth@ texts to be about. The structural
analysis followed providing an interpretation of attihe text says and an interpretation
of what the text speaks about. In this researchtwha text says refers to the
identification of recurrent features and the useqabtations. The quotations were
interpreted and structured in order to say somgthieaningful about suffering chronic
low back pain. What the text speaks about has fraemed as the narratives, and again
guotations are used to illuminate the journey wiglck pain from the beginnings, through
the middles to the ends of the stories. Finally ¢hgcal interpretation was undertaken,

and is presented with relevant literature to argoe interpretation. The naive reading,
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the structural analysis and the researchers prerstahding were taken into account, and
this interpretation led to the formulation of aitiad understanding of living with pain or
living in pain. By conducting the interpretationopess in several steps there is the

possibility of presenting different levels of inpeetation.

Rigour

Rigour is central to the debates surrounding thadityuof qualitative approaches (Rolfe
2006). Rigour is closely linked to concerns of dali and the accuracy of what is being
measured, and in terms of qualitative study thig malude the accuracy of information
and the interpretation of the data. The contrakskarcher bias has been emphasized as a
way to ensure rigour, and to this end reflexivijwde seen as a useful tool for informing

the whole research process.

Reflexivity can be thought of as a focused reftatton the researcher’s ability to be
unbiased, whilst also recognizing and considerimggéffect of any existing biases on the
research (McCabe & Holmes 2009). In this way re¥liéx indicates an awareness of the
identity of the researcher within the research @sec Reflexivity is the process of
analyzing how various elements affect and transfirenresearch (Roberts et al 2006),
particularly how the researcher affects the reseprocess and the participants, and how
the participants affect the researcher. Some relse employ reflexivity as a means of

controlling the effects of researcher bias, forregke by bracketiny Others use it as a

* Bracketing is a process where researchers attemptognise and set aside their personal belidfsea
beginning of their study, but remain aware of thneughout the entire research project (Speziale &
Carpenter 2007).
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tool for gaining new depth in research, as a mdshafor informing the researcher and
the research process. However, as Allen (2004)eargualess the actual use of reflexivity
becomes more explicit it will remain a device facarding studies the appearance of
academic rigour rather than enhancing the undetstgrnof the research process and
strengthen the quality of studies. The researcitendt attempt to eliminate or control
social influences but sought to identify the rabel ampact of these forces on the research
process, including the researcher’s theoreticatcgtaand the socio-historical location

(Allen 2004).

A gualitative study can be evaluated accurately dnts procedures are sufficiently
explicit so that readers can assess their apptepgas and the research standards that the
researcher has assumed are appropriate to the(stukiyand Miller 1986). Verification
entails checking for the most common biases thasteal into the process. Huberman
and Miles (1998) discuss a checklist to consideemdissessing bias: data overload,
missing information, over-weighting findings; thedisence of first impressions or
dramatic incidents; selectivity and overconfidemcthe data; co-occurrences taken as
correlations; and finally unreliability of informah from some sources. However,
Barbour (2001) cautions researchers to use ch&hlisely, as rigour can only be
strengthened in research if the evaluation criteriaembedded in the design and
analysis. Critical qualitative research requiresrsearcher to have a solid theoretical
framework to guide the strategies of data colleciad data analysis (McCabe &
Holmes 2009). The previous sections discussing @adlaction and analysis gave an

overview of the considerations made regarding tulless and generalizability. As
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Higgs (2001) advises it is important to embed #search in methodological

understanding and identify criteria for assessesgarch from the outset.

A number of processes can help to strengthen tiedb quality assurance; adopting a
systematic approach to sampling, checking inteaticat with research participants,
checking the interpretation of the interview makriand including quotations in the
report. There is never one ‘objectively’ valid ingeetation of a social situation. All that
is possible is culturally and historically situategcounts leading to a number of
interpretations (Blaikie 1993). Truthfulness of waess derives not from their

correspondence to meanings but from their abititgdnvey situated experiential realities

in terms that are locally comprehensible (Holsteid Gubrium 1995).

A reflexive approach was adopted, which Koch andiHgton (1998) suggest results in
a form of sign-posting allowing readers to seejust ‘what is going on’ but also to see
the influence of the researcher on ‘what is goimy @uring the research. The final
research product includes the literature, the dateerated, the analysis and discussion as
well as the professional and personal positioniighe researcher within a social and
political context. This will allow the reader to dée whether the text is believable or
plausible. Whilst acknowledging that all researchoants will be partial and shaped by
the biography of the author, the researcher hammated to make this account as
informative as possible, providing insights intce tneans and circumstances of its

production.
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In this study, the researcher and the researcheslaped a shared understanding of life
with back pain. The researcher had knowledge of ffeory and experience of working
with people suffering low back pain, and the pgsaats had experience of living in pain.
Together both contributed to the narratives creard any resultant understanding.
Some philosophers take the position that objegtistiould be maintained by ignoring
previous experience or by bracketing pre-understgsd(Husserl 1931; Merleau-Ponty
1968), however, Gadamer (1975) would argue thaktiosvledge and experiences of the
researcher do not impede the ability to understaatter that to interpret requires the use
of ones own preconceptions. Thus the researchdarddcher work background and
previous understanding of back pain, a descrippiowhich is included in a later section.
Ricoeur’s interpretation theory has contributedthie process of interpreting peoples
narratives of their life with low back pain, andsh&elped to achieve a deeper
understanding of the journeys and worlds of thobe articipated in this study. The
following sections describe the analysis and intgiions derived from the data, and are
presented as a naive interpretation, a structuralysis featuring the recurrent features
(what the text says) and narratives (what thetedks about) and a critical interpretation

where the concept of living with pain or living ain is introduced.

114



Chapter 4
Recurrent Features of the Stories

First Stage of Analysis: Naive Reading (Ricoeur1)98

Chapter Overview

Earlier it was noted that Ricoeur (1981) descrithede levels of mimesis, which roughly
accord with the stages of narrative analysis: negading, structural analysis and critical
interpretation. This chapter outlines the naivedirgg of the data which is the first
interpretation of the text as a whole, and providtesdirection for further analyses. The
following chapter features the structural analysisere the text is decontextualised and
the meaning of the text is explored by studyingstracture and sequences. Chapter six
is an elaboration of the final phase, the criticerpretation, and is based on the pre-

understanding, the conceptual framework, the naaading and the structural analysis.

Narrative analysis allows the researcher to keeptélkt whole rather than fragment it.
Formal coding (in the sense of grounded theorya(88 & Corbin 1990)) is not being
used in this study, but through continued readfgthe source material it was possible
to capture the essence of an account — what istartnsy a person’s life across its
manifold variations (Miles & Huberman 1994). Quotesm the participants’ stories are
included in the report. The importance of includiegresentative examples as part of an
audit trail is addressed in the section on rigdlre people in this study use very vivid
and sometimes quite strong, emotive language toesgptheir story, and are typical of

people talking and telling about pain. The quotadigelected are true to the words used
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by the participants, but any discussion thereafts softer language to consider the

claims made.

Initially it was thought that differences in therraives would be produced by differently
positioned individuals in terms of life experiencéness experience, and gender. The
following paragraph summarises the biographicdkedinces of the sample. The sample
was made up of six women and three men, aged betthagy-five and sixty-six. Two
women and one man had young children; one womaroaedman had older children;
one man and three women had no children. Two woanenone man were unemployed
because of their low back pain, one man and oneamonad retired early due to pain,
and two women had changed jobs as a consequetioeigbain. They had all received a
diagnosis of chronic low back pain, with four oktth also suffering radiating leg pain.
The length of time that had elapsed since ons¢hefpain ranged from three years to
twenty-one years. Four of them had had surgerytHeir pain problem. All had seen a
number of health care professionals, the leastgbémur separate practitioners, the
greatest being seven. Three women saw both coowvahtand alternative practitioners,
the others including all the men saw only convardlqractitioners. All the participants
had been referred to the pain clinic between onkthree years prior to interview, and
the gap between pain onset and referral to theatamged from 4 years to twenty years.
However, no major or gross differences were idaftié in the themes and features
discerned in the stories, nor in the overall nareastructure. Subtle differences and

tendencies were noticeable and are alluded tceifiafowing sections.
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After the initial readings of the stories and asliptinary analysis progressed, common
recurrent features became evident. These recufeatires are artificially abstracted
from the narratives for the purposes of illustmatidbecause in reality they are
interconnected dimensions of living with low backim During the preliminary readings
of the data, story elements emerged that were contmall the narratives. These story
elements are referred to as recurrent featuresnititiis study and are presented in table
4.2. When the transcripts of each narrative werkdat, the features were apparent to a
lesser or greater extent in each narrative, howtheyr did not always occur in the same
part of the story, in the same order nor were tiesd to the same effect. The recurrent
features, or themes, are discussed in some detdils section, which is then followed by

a section where the narratives are discussed @il eeth reference to these themes.

Table 4.2 Recurrent features and their dimensions

Recurrent Feature Dimensions

Doctorability

Agency External = escaping control
Internal = exerting control
Control / dominance Pain / self
Good days / bad days
Fighting
Future Looking for a cure
Resignation
Looking forward
Separation /Acceptance
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Doctorability — the quest to establish medicaltietphcy

Doctorability & legitimacy

Doctorability refers to the idea that a patient msmtisfy the health care professional,
usually a doctor in the first instance, that thayda problem requiring investigation and
intervention. Heritage (2006) proposed the ternctdability’, and suggests that when

visiting a GP a patient must assert the existerfca problem which they lack the

knowledge, skill or expertise to manage on theimovhe patient must project the

problem as one which is properly handled by medegbertise and intervention.

Legitimacy is important to patients, specificalhat the visit to seek medical care should
be properly motivated by an appropriate medicablenm (Heritage 2006; Horton-Salway

2002; Seers & Friedli 1996). The experience need®tdescribed and labelled by expert
language, in order to provide sufferers, familiad amployers with a benchmark against
which the experience may be evaluated (Kelly & driéP96). This concern helps to

explain the peculiar conflict we sometimes expergewhen we go to the doctor — we
want to be told that we are well, but we also wolikd to have had good reasons for

believing that we were not.

At societal level legitimacy is enshrined in evaaydanguage which contains numerous
terms for people who inappropriately seek medi@akcfor example hypochondriac,
malingerer and crock, and is present in contemgqvapular culture (Heritage 2006). It
is highly probable that socially competent peopeenha tacit knowledge of the rules of

the game; from childhood we are schooled in thesrudf engagement with health
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professionals (Carter 2004). For patients a dobterproblem is one that is ‘worthy of
medical attention, worthy of evaluation as a po#dliytsignificant medical condition, and
worthy of advice and where necessary medical treatnfHeritage & Robinson 2006).
The need to make the problem ‘doctorable’ reliesh@nassumption that doctors can roll
up their sleeves and find the answer, and as satianpgs believe in the medical model

(Rhodes et al 1999; lllich 1976).

The data suggests that all the participants us@dhien of doctorability to some extent;
they all provide a ‘convincing’ argument as to witmey sought medical care and how
they passed through a gateway into the medical olonhanda gives an example of

doctorability.

(8) 12-17

it was the lifting and twisting which did somethihbelieve to my right hand

side ligament wise, and then | was sort of in afgtain with that for about a

week or so and then the left hand side began tct tedly to it | think,

muscle spasm and all of that kind of thing and teebsequently | think it

was about a month or two | started getting scipith and erm a lot of

discomfort in my back wise and it just got aggradatrom there really but

that was initially what happened to it.
Linda uses a combination of lay terms and techrierahs within this extract. Initially the
injury is described as occurring after lifting atwdsting, both of which are known as
potential agents of low back pain, and this esthbk the notion of a reason or cause of
the low back pain. Linda then introduces the idéavbat she perceives to be the

resulting problem in technical language, a ligammoblem, which she then elaborates

upon and subsequently proposes muscle spasm atit¢ ain. The timescale detailed in

119



this extract highlights that medical help was sdughly after a period of time had
elapsed and in fact the pain had progressed andvgrte. The initial wait prior to
seeking medical help and the description of poé¢cause provide examples of the need
to establish convincing arguments to access health and suggests the impression of
cognitive reasonableness, the underlying ratiorsaind the judgment. This maps
Linda’s reasoning and judgements and ultimatelyptiesentation of a dilemma requiring
resolution (Witenberg 2007). All participants higjited the need to establish a

doctorable problem; similar to Linda, Annie related

(1) 18-25

| got woken up and tried to get out of bed one nmynbut couldn’t with

pain along the back you know, this was throughntigét, nobody about, you

know, with this horrible pain, so | got my feet downto the floor and when |

stood up the left side from the hip down to the tong was all pins and

needles, all down from there to the toe, so thistwen for a week and |

thought this is no good I've got to go along and #e doctor, so | went

along to see my doctor and she lifted my legs asted me to see, and she

said that that was alright lifting up my leg, shadsit wasn’t hurting with

that, and so she thought it was a trapped nerve.
This extract highlights the importance of the onartl severity of the pain to this
participant, the pain woke Annie up and is descrias ‘horrible’. Again Annie attempts
to manage this pain for a week before finally dexgdhat medical help is required. The
fact that this lady lives alone, and the severftyhe pain, are used to justify why health
care is sought. The examination by the GP confidnsie’s belief that this was a
genuine problem by conferring a diagnosis. Thigagttis much less technical than the

first extract but they both highlight the importanaf providing a convincing argument.

Jane in contrast focused on technical details ahtt@es a surgical resolution.
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(5) 18-23

| started to go downhill probably about 6 years,agm and the bad sessions

were getting longer and the good sessions werengethorter and that was

when | was getting a lot of pain into my legs ahd pain in my back itself

was actually a lot worse, a lot more intense aoduldn’t get the relief from

it that I'd been able to get previously, erm andntH had a fusion, L3-4

fusion
Jane feels that the pain is worsening and desciiaes sessions which occur more
frequently and for longer. Relief from the pain wasving more difficult to get. Here
Jane is establishing that the pain needed to bk wéh surgically because she had
previously been able to manage the pain but nowasd at such a level the pain was
unmanageable. This suggests that Jane had doskeattould and then asked for help.

Having surgery justifies this approach and attelsutause to a physical reason. Susan,

however, did not have surgery but equally justifies pain with physical findings.

(6) 21-25

| had some x-rays and it was just horrendous whedw, there were two

curves in my spine, erm my pelvis twists this wayn I've got an extra

vertebra at the base of my spine, and it was jude @ shock to see all that

and it was like well actually yes there are mectanireasons why I'm in

such pain, erm and it sort of affects my sciatiocvaen my right hand side
This extract describes a diagnosis received framirpractor not a GP. Susan obviously
has confidence in this diagnosis which she feeldigns the genuine nature of her back
pain by establishing physical reasons for the péhe tone of the extract suggests that
Susan is relieved to find mechanical reasons foipha, though uses superlative speech

to account for the findings. This could be to eeswe understand the degree of pain

from which she is suffering and that this is a geayroblem.
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Diagnosis & authenticity

The importance of diagnosis and authenticity ofrthain would seem to be key features
here, the participants needed to establish a genpinysical reason for the pain and
attribute cause. Most respondents were driven Hiculties in performing their daily
activities to seek the cause of their pain (MciysHTangum et al 1998). For people with
chronic back pain these issues are intensified ey fact that the problem may be
invisible both externally and internally. Pain the&nnot be seen or confirmed by
objective signs threatens a crisis of meaning (fen 1988). Thus while in other
conditions a positive test may be feared, for baak patients a positive result confirms
a real problem. Tests have the power to legitirps@ and can contribute to a sense of
alignment with medicine, or alternatively can adign patients with inconclusive or
negative results (Rhodes et al 1999). Most imagésgs fail to provide a meaningful

diagnosis for chronic back pain.

Each participant lists the investigations and lmeedire professionals they engage with in
chronological order, and encounter a series ofssté#m@at they must go through.
Interestingly most retain their own views on thauses of their pain, which seldom
reflect the views of the clinicians. Two extracte taken from Robert’s story to highlight

this point.

(2) 39-41,

When | seen Dr G he reckons it was just a weak,daakl still say like from
being a child and getting my leg twisted and tlzeug | have got one leg
slightly longer than the other, you know.
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and later,

(2) 148-149,

....and you’re thinking why I've had 3 operations ayou'’re telling me

there’s nothing wrong, why | know there’s somethimgng
Here Robert disagrees with the expert view thatas just a weak back. He has had a
number of investigations and surgeries for low bpaln, but firmly believes that it all
stems from his childhood problem. This opinion leeen dismissed by the medical
expert but holds firm with Robert. This could becdase having a congenital
musculoskeletal problem is a much more obviouseafigain and something solid to
base a management plan on rather than somethioglapee. Further on in the interview
Robert explains how the surgeons continue to sudigasthere is nothing wrong with his
back now. He finds this unbelievable and stateshb&nows there is something wrong;
the implication being that after three operatidresr¢ has to be something wrong because
there is no resolution of his pain. It would sedrat the original problem that resulted in
surgery was considered genuine, but this changeetical opinion now causes Robert to
guestion the ongoing legitimacy of his back paintifs not supported by a medical
diagnosis. An often cited reason for the lack alenstanding between the patient and the
doctor is the disparity between the explanatory eeaf illness held, such that the
patient speaks the ‘lifeworld’” and the doctor sgeakedicine’ (Lupton 1995; Mishler
1997; Bendelow 2006). Medicine constructs the saivigy of a patients experience and

thus shapes diagnosis. Laura also has a firm vieth® causes of her problems.
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(3) 135-138

| just don’t think there’s anything that can be dait the moment. Erm | think

adhesions have caused a big problem with the painadhesions are funny

things, you’ll know, trying to get a doctor and ping him down to admit that

adhesions are probably what's causing the probdeimpossible
Laura believes that adhesions are contributindiéopiain now. Her original surgery did
not relieve the pain; she describes the pain derdiit to the presenting complaint and
this is what leads her to believe that adhesiorscausing the problem. Laura firmly
expresses her view on adhesions despite not béiegt@ get her doctors to commit to
this view. By describing adhesions as ‘funny thirgfse is allowing the doctors some
leeway in not firmly committing to her view. It cloube that the expectation of pain
relief after the surgery now leads her to suspeat & new problem has occurred. As in
the previous example if the original cause of bpalkh has been removed then another
problem must have occurred for the pain to stilcbasidered as genuine. It would seem

that participants buy into the medical view on @wuery decidedly, or they do not. There

appears not to be a grey area.

The importance of diagnosis

Perplexity and frustration are partly remedied byadficial medical diagnosis. Hilbert
(1984) suggests that people in pain search foragnaisis, and are motivated to do so
because they hope that diagnosis will bring treatnamd cure and locate them with
others sharing the condition. Diagnosis is reldtethe legitimation of sickness and can
be associated with narrative reconstruction (Wikal984). Diagnoses for chronic pain
sufferers are often long in coming if indeed theyne at all. Hilbert (1984) goes on to

say that medical evidence suggesting that there ne#ising wrong forces people to
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consider whether they were experiencing realityexdly. Medical science is the ultimate

criterion that something is truly wrong.

The data suggest that the presentation of a complatermined to be ‘non-doctorable’
can deprive the patient of authoritative medicadpsut for their claim to enter the sick
role, limiting financial and other benefits (Heg&a 2006; Glenton 2003). ‘Chronic
disease leads clearly to a different and perhap® mamplicated way of being sick — it
requires a different, longer lasting performancetafkenberg 1986). The degree to
which a person’s experience of illness is accepdetied to the degree in which this
illness experience is transformed into sicknesat th the degree in which it becomes
socially meaningful (Frankenberg 1986). Thus peopit® experience bodily suffering
but who fail to gain acceptance for this sufferibg the medical profession find
themselves with illness but without sickness. Tick sole’ (Parsons 1951) is limited in
describing the realities of low back pain, buttill @ppears to describe the expectations
of doctors, families and back pain sufferers (Gan2003). The sick role concept has
come to be seen as inappropriate for chronic drescause, it is argued, it is based on an
acute medical model of sickness (Crossley 1998)hikacute model the doctor-patient
relationship is central, but for long term illnesseich as back pain, where doctors have
little biomedical insight to offer, the doctor-pati relationship is seen as far less

important. In this approach the authority of prsfesal technical knowledge and

% The sick role concept was first developed by Res$2951). To achieve the sick role is to achieve
recognition of ones suffering and is also a sdiiahse to be exempt from particular duties foieeg
period of time. The exemption requires legitimatinna medical doctor because of their ability tenitify
objective biological or pathological signs of diseaThe sick individual is not expected to get Wwglian
act of decision alone but is exempted from resgmlityi for their condition and must be looked after
return they are expected to display a visible gttetim get well, including a desire to co-operatéhwvhose
seen as appropriate and competent.
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competence assumed in Parsons model is challengkdha persons own ability to

master their situation is emphasised (Crossley 1998

If diagnosis or adequate management is not achi¢ved the data suggests people
continue in their quest for this. Lack of diagnosean lead to chronicity of pain, and
ultimately result in people being given vague label non-specific back pain or back
pain syndrome (Wells, Pincus & McWilliams 2003).aug use of medical services in an
attempt to find medical answers to legitimise aatidate pain follows. Lack of diagnosis
may be related to a lack of perceived control anudeased helplessness (Banks & Kearns
1996). Wells, Pincus & McWilliams (2003) found thatlabel provided a name for
patient’s experiences and allowed them to commtmiozore easily, give their pain a
sense of tangibility, validity, and provide justdition for suffering thus protecting them
from guilt, shame and self blame. However currentiglines do not advocate the use of
labels or diagnosis among chronic pain patientsnyaf the participants had seen
numerous health care professionals during thee timth pain ranging from traditional to
non-traditional practitioners, for example neurgeans, orthopaedic surgeons,
physiotherapists, psychologists, pain speciale&atapuncture, chiropractors, reiki, magnet

therapy and flotation therapy.

It could be that the pervasiveness and acceptahdbeomedical model by all the
participants explains why biographical differenaks not seem to feature within this
theme. People seem to fully understand and engagjeeir role position in relation to

medical practitioners, for example as previoushntimmed the sick role (Parsons 1951)
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still seems to describe the expectations of doaarspain sufferers. It may be that role
position and the need to provide a convincing amgunare enough to transcend any

possible differences in personal biography.

Agency — who'’s making decisions?

Agency has been defined as the belief that onarchate and sustain movement along
imagined pathways to goals (Snyder et al 1991).n&dgdaps the individual's perceived
capacity for initiating and maintaining the actionscessary to reach a goal, whilst a
pathway, is the perceived ability to generate uteone's goals. Snyder et al (1991)
describes successful agency as goal-directed degian. Agentic thinking is reflected
in such self-talk as “I can do this”, “I'm not@ng to be stopped” (Snyder et al 1998),
and is particularly important when the initial restare blocked as in chronic illness, and
the necessary motivation must be channelled tonalte pathways (Irving, Snyder, &
Crowson, 1998; Snyder, 1994). It is possible tosater that people exhibit high or low

agency in all areas of their life, and this is essl true when managing low back pain.

Thus, in this discussion agency describes the mbdeting or action needed in order to
achieve an outcome, and is framed as passive @ewcy) and active (high agency). The
terms active and passive mirror a frequently usedodomy in relation to coping with

pain, where active coping refers to strategies weezbntrol pain or to function despite
pain, and passive coping is related to withdravand surrendering control over the pain

(van Damme et al 2008). These concepts can bedelatthe notion of locus of control,
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which is a theory much discussed within the paierditure. Locus of control is a term
used to refer to the extent to which people belitat they can control events that affect
them; an internal locus means the person beliehagstihey can control their life, whilst
an external locus means that some other person coms$tol their life and decisions
(Bates & Rankin-Hill 1994). Internality and exteliha represent two ends of a
continuum (Rotter 1975). An internal locus of cohtpromotes the likelihood of

minimising, tolerating and reducing pain (Bendel&wvilliams 1996).

(2) 9-12

when | was born one of my legs was twisted inwasdsthey twisted it back
and | was going there til | was 14, you know, amdak thinking it might be

something do with that, so | asked to go to thesyiital) and they done x-rays
and says no problem at all with it.

Robert has asked to go to a specific hospitaldpezific team whom he knew as a child.
He is unsure whether this is a new problem or alpro related to his childhood

condition, but asks to go back to the hospital Iz weated at. Here Robert has taken
control in initiating medical help and has cleaskés which he manages to convey by

taking charge of his situation, which highlightsaative strategy. In contrast, Jack adopts

a passive stance.

(7) 142-147

he turns round and he goes ‘I don’t know why yowoming, because there
isn't anything we can do for you’, | says ‘I knohat but I've just got to keep
my employer happy, I've got to do what them tell toedo, cos otherwise
I'm like trying to be awkward and don’t care abauy injury’, | says ‘It's
good of them to pay for us to come, so if you teédm that you cannot do
anything then that’s your prerogative but I've godo it til then’
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This extract was a reconstruction of a dialoguabeh Jack and a physiotherapist he had
been referred to, and highlighted a passive resgpamereby Jack declined control. He
either was not able or did not feel able to exeritml in this situation despite agreeing
with the physiotherapist that this therapy was Ineliping. By engaging in the therapy
Jack can be seen to be participating in his owa aad seen to be taking it seriously; he
was also complying with the sick role. If, as imstinstance, the therapy did not help it

was not his fault, and directed us to view the fmobas severe.

Agency can be seen as having both passive andeaptixcesses. Most participants

actively chose to engage with health care in pagsan initial visit to their GP.

(8) 26-27

Initially | saw physios, erm | paid for a privataysio first of all, | then went

to the GP and got referred to an NHS physio
Linda had previously described the onset of hem pabblem as occurring at work whilst
working with physically disabled children. She &ety pursued help by referring herself
for physiotherapy, and then sought medical helpnMie situation was not resolving.
This highlighted an active approach in taking health seriously. Musculoskeletal pain
is often dealt with by physiotherapy and by tryihgs first suggested a tacit knowledge

of health care systems. Only when this proved wressful did Linda seek medical help.

Similarly Fred highlighted initial contact with miethe.

(4) 12-14
| was on night shift and in such pain | went bagkHe doctors and you're
definitely off work now
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Fred had sustained an injury at work, visited hi lauit chose not to take time off. This
extract highlighted that despite his best effdnts pain was so extreme that he had to go
back to the doctors who signed him off work at thaint. Fred initially adopted a very
active approach and took management of his pamnhist own hands, but when this did

not succeed accepted the medical view that timeva$f required.

Passivity & the medical journey

Participants seem to externalize their pain andniégmagement as the pain becomes a
longstanding problem, and the active element séermbange and a passive approach is
adopted. However three participants were brougharnteemergency department at the
onset of their pain, and were passively engaged tte start. Whether active or passive
initially, people described a series of steps tiaty went through on their medical

journey whether they wanted to or not.

(3) 320-327

My GP’s been fantastic, erm, very understandingn,ef've seen a
psychologist and she was marvellous, she wasgasiiyrhelpful and gave me
loads of confidence. my gynaecologist, lovely feldad | think, | just think
that he just didn’t know what else to do at the &igh), and then he referred
me to a bowel doctor, who, | don’t know, he was ¢time who suggested |
was depressed, | don’t know

Laura listed some of the doctors that she had emieced during her time with low back
pain. She highlighted how nice they were, and gdhehow helpful they were, but
seemed to question how effective they or theirttneat strategies were. Laura was

describing a sequence of steps she went throughnaitreal gain in pain management.
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She seemed to go from speciality to speciality euthquestioning the rationale, but
adopted a very passive approach despite continuahdering what the point of it was.
Clare, in contrast, did not question the rationblg simply described health care

encounters.

(9) 27-33

| started having physio on my neck and then | mowed to having

acupuncture for a couple of years and | must atireibcupuncture was quite

good but very short relief, very short relief, smlty once | started it was

after | had my neck operation and my back still mfagetting any better, the

doctor then says ‘Right we’ll send you for anotkearay on your back’, and

that come back and they said everything is finaglg and | says ‘Oh right

then’
Clare listed the practitioners seen during thissphaf the pain journey. We can see the
time-frame is more than two years but this was gdiagown by Clare; it seemed that the
focus of this extract was to highlight the contmyinature of the pain and the inability to

reduce it rather than the length of suffering. Elas adopting a passive approach.

Adopting a passive or an active approach to painagament does not seem to be related
to age, occupation or length of time since painetni appears that all the participants
adopt both active and passive positions during floeirney depending on the situation
rather than always acting actively or passively.wdweer, three of the women who
engaged in alternative therapies could be descaleshowing active agency in pursuing
not only conventional therapies but those deemetk ratiernative or less mainstream.

Age was not important here, nor occupation, andefbee it is not possible to suggest
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more than a tendency to active approaches by woasenpt all the women engaged in

this.

Agency, legitimacy & causation

Managing agency is another concept that appearttebidata and followed from the idea
of passivity and control. Describing a morally abde activity, for example work, just

prior to the onset of pain will help establish cien and therefore legitimacy of the
back pain. People vary in the extent to which tfem} obligated to legitimate a medical
concern (Heritage 2006). Some conditions scarcetyire elaborate justification, for
example accidental injuries, whilst those with arenimsidious onset frequently manifest

a concern with the legitimisation of the condition.

(8) 7-12

| worked with deaf children who some had additidmahdicaps, and physical

or mental or additional to being deaf, and thedant that actually created

my back problem was a child we had he’d broken lbag while doing

whatever he was doing in school one day and haldhimaplaster cast off and

the nurses at the hospital had said don't let hithgmy weight on it for 24

hours, so myself and a colleague were lifting himo ithe bath and it was the

lifting and twisting
Linda described a challenging environment and fagbtéd a very specific incident that
she knew caused her back pain problem. The inciseolved a young boy who had
broken his leg and suffered from other handicapsthese were not detailed specifically.
The actual mechanism of injury was depicted amgjfand twisting whilst putting the

child into the bath. The impression was given thatla could not be blamed for this

injury because of the nature of the boys needsthaidothers had instructed a certain
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course of action. The injury resulted whilst sheswadertaking her expected duties. This

was a feature of Jack’s story too.

(7) 7-11

so it just happened at work, | was working on aenixy myself lifting heavy

things and there’s supposed to be two of you onabeand the other lad was

running another mixer which the manager had told td, and | complained

about my back and asked for a break just to resbatk, and sat down in a

seat and couldn’t get back out of it
Jack had a heavy manual job in a busy factory. Hertold of working by himself on a
job that required two people. His manager had uesdd single working and was seen,
therefore, as responsible for the resulting injudgtancing Jack from any blame. To
further distance himself from blame, Jack inforrhégimanager that his back was hurting
and asked for a break to rest his back so as tableto continue with work. He was
unfortunately unable to resume work as he couldgettback out of the seat and was
eventually taken to hospital. Jack leads us tcebelihat this incident occurred because
he was working in an unsafe way outside of his @nand this lends authenticity to his

claim for legitimacy of his problem. Alternativefuthenticity can be claimed following

an accident, as in this extract from Jane.

(5) 6-10

| fell off my horse and had a fractured L3 and bAd that took me about 6
months to get over that and then | started to det af pain and | got pain in
my back and then | started to get pain in my leggkw| hadn’t had initially,
erm and | had surgery

Jane was only seventeen when this accident occiginedell off her horse. At seventeen

Jane was, and would be expected to be, pain freetheerefore the pain and subsequent
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surgery are directly related to the accident. Aaident confers absolute distance from
blame and establishes an immediate genuine reas@aih. Fred coupled both work and

an accident in the next extract.

(4) 5-8

| got injured at work, | got attacked by a patjdnivorked for the NHS and |

was thrown backwards very heavily, and erm, anitld fire extinguisher and

that damaged the bottom of my back, | just todk ibe more bruising as you

do, I used to get knocks a lot
In the interview Fred went on to describe how heked with adults with autism in a
long term care setting. He particularly pointed thdat he was attacked at work, by a
patient. He detailed the mechanism of injury asigpéiirown backwards and hitting a fire
extinguisher. Fred then qualified this descriptlmn stating how it was common to be
attacked by patients, it had happened to him befodeinitially he dealt with it by saying
it was just more bruising. Only when the pain peexi and began to get worse did he
acknowledge it as a serious problem, which we @odfurther in the interview caused
him to retire. Establishing a cause to confer autibity and legitimacy to the problem is

important and this is achieved by highlighting thtia injury happened whilst pursuing

his usual line of work with troubled individual$ was normal to be in this situation.

Five participants described accidents involving kyarar or sporting situations which
immediately distanced them from any blame. The rotsteries mentioned equally
credible activities or occurrences to account Fairt pain. Certain props were used, for
example working with deaf children or adults withtiam, to complete the displacement

of agency, ensuring an escape from control. It astablished the fact that the
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participants were leading fruitful lives and didtnovite pain. Thus pain depends on
factors beyond their control and this facilitatée tinhibition of behaviours and the
depletion of active coping strategies (Torres e2G09). These points will be discussed

more fully in the next sections.

Control / Dominance — the pain or me?

This recurrent feature of the accounts referenbedidea that at times the pain was ‘in
control’ and dominant and at other times the persas ‘in control’. Related to this
concept are the notions of good days and bad dagsfighting a battle. This is different
to agency because this describes the person’soredhtp with the pain rather than the
relationship with healthcare services. Charmaz 31 @3plored the fluctuations of living
with chronic illness and described how this gereztat day to day existence. Good days
permit routine and even unscheduled events, whéradslays force the person to focus

on the present and only immediate needs can bedetido.

(8) 490-493

If I was in control | wouldn’t be here, | know I'mever going to get rid of it

but | want to try and get back to some feeling"eé lgot more control than it

has
The opening remark ‘I wouldn’'t be here’ can be ¢deied to mean two things; firstly
that Linda wouldn’t actually be attending the paimic and subsequently a research

interview which was where she was when the commest made. Secondly that Linda

would not be in the situation, emotionally, phy#iiceor socially, that she finds herself in
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now. She immediately stressed that she had noatpatrd that although she could begin
to think the pain would never go she needed totfestithere was some hope of her being
in control. She was acknowledging that control dashift between herself and the pain.
The pain was not referred to directly in this estrdut referred to as ‘it’. This could be a
means of distancing from the pain, and was probdbhe to allow the idea of control
and dominance to be explored by the person. Iptie is part of you, then it becomes a

moot point to discuss control. Similarly Clare &t control.

(9) 273-276

it's ridiculous, the only thing | would say | cootrnow in my life is my

medication, it's the only thing | seem to have cohbver, and everything

else is just controlled (laugh) by my pain
Clare attempted a light hearted approach to theeis§ control which probably belies the
true depth of emotion felt. The fact that Clareedaeverything’ was controlled by her
pain, suggested the overwhelming nature of chrpaio. She did not acknowledge or
allude to the possibility that she could regaintomnin any other area of her life than

medication. However she did refer to the pain ag pain’, which seemed to suggest she

owned it though was powerless to control it.

Bad days
The participants all relayed stories of good dayd bad days, a concept identified by
Goodacre (2006). For the most part people had geetays when the pain was constant

but just about bearable and they could functioscahe capacity. Personal ability was
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usually not at the same level of activity or funatias prior to the onset of pain, and was

very precarious in that the situation could woraeany time.

(4) 65-68

it brings it down to a bearable level but not whatould class as a workable

level, erm because you're ok, you know | can do thilalgs, mess about, but

then I've got to change what I'm doing, either ddwn or, it's an up and

down existence, that's what | call it.
Here Fred was describing an average day, whengdinemedication had some effect and
the pain was bearable. However he then describedhilifestyle was disrupted by the
pain because he could not settle to any one tluingpb long. His pain was bearable and
he felt ‘ok’ but not comfortable or pain free sathe could continue his pre-morbid
activities. The pain was constantly there to remima that he must attend to it with

analgesia and regular positional changes. In ceinflane painted a very vivid picture of

her pain but did not feel the need to rely on aesiky

(5) 117-119
A minor degree of leg pain, | have a little at thement but | wouldn’t say it
was really bothering me, so I'm aware that up tloatf of my lower left leg
that I've got a sharp sensation there but | woul@wen think about taking
something for it
Jane described quite a graphic picture of the jpaierms of severity and location. To her
this was a minor degree of pain and one that sheldvoot consider taking extra

analgesia for. This description could be takenHer general level of pain, constantly

present, but causes minimal interference with hegryelay activities. Jane is very
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familiar with her pain and easily described itsgarece even when it was not overtly

troubling her.

Bad days were described as inevitable. They coatdirounannounced or they could
creep up over a few days during which time the pas steadily increasing. Days could

start ‘ok’ and turn into a bad day part way through

(2) 285-287

nothing you can do, you try reading, getting irgtlytbut on a bad day you
just cannot. | try talking to the dog and playinghathe dog, and you know it
gets frustrating, you're fidgeting all the time alike you’re not on a good
day

Robert described the restlessness of a bad day, HeowWidgeted and could not get
interested in anything. He compared this to a gimgdwhere presumably he could settle
and felt less frustrated. The implication here Wed# Robert was attempting to continue
in his usual pursuits but was thwarted, hence thstrition, but he did not suggest he

gave in to the pain and stopped trying. Linda hgitted similarities to Robert, but relied

on a different coping style.

(8) 432-435

A bad day’s where | feel physically | can hardlyt gp and stand and not be
able to stand very long, sit very long, walk veoynd, it's that I've got the
treble thing of any of them aggravate it, erm angou do one, anyone of
them for too long it's going to be lying down, Iahd say if I've got to go to
work then | have to drag myself in, it's kind oftgyour teeth and try and get
on with it, but | kind of find myself huffing anduffing and like trying to
control it a bit, trying to relax your back, andstreally difficult, yeah.

138



Linda talked of her restlessness in not being &bkat, walk or stand for too long, but in
contrast to Robert she talked of her solution whigds lying down if she had the
opportunity. This was a very explicit account o ttontrol pain had over her, when she
stated that ‘it's going to be lying down’, we couldar the inevitability in this statement.
Linda used vivid language to describe the struggbe had to go to work; the difficulty
in relaxing and the physical effort needed to detreé and stay there. Clare, however,

offered a different coping style again.

(9) 543-551

just maybe not even getting out of bed, or gettingof bed and making your

way downstairs and just getting as far as the ese#tird that's it, not even

have the energy unless somebody came to go arttigolgettle on, | have my

medication set out for the day ahead, | would heaeeuple bottles of water,

go in the sitting room and | would be on the se#iéeay, maybe half asleep,

watch a bit of telly, never ever have the energyetad and you wouldn’t

think reading took much energy, but just on dals that when | try and read

| just instantly go to sleep, but | mean | may adlwot get out of bed.
Clare gave an account of a bad day, but againntrast to Robert and Linda she did not
even attempt any of her usual pursuits. She tolthaisshe may not even get out of bed,
and if she did then she might as well not have dretth to. Clare’s day involved minimal
activity due to her low energy level, however siterbt directly mention the pain in this
part of the extract. Clare implied these bad dagscemmon in that she had already
prepared for this eventuality by ensuring her maiibhen was set out and water was

available. Unless someone visited her, she wowdgl eh the sofa all day and would

attempt nothing.
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It seemed that during a bad day pain was at thredrtwrt of the mind and the participants
could focus on nothing else. Work was very difftcia pursue and any kind of activity
was severely disrupted. Most people described eotgbable to do anything. At these
times all the participants described the pain asantrol. Bad days suggested a clear
inseparability of mind and body, which was in stadatrast to the mind-body duality of

modern medicine (Bendelow 2006).

Good days
Good days, however, were much less frequent thdrobaverage days, and were highly
sought after. People described them as days whenféit normal again and could do

anything

(3) 251-254
| mean when | go to work | usually have a good dayne days | can be sat at
work and | can still be in pain but | enjoy my jeb much | just work through
it, I'll just sit there and work through it, ermgubecause it's what | like
doing and I'm thinking ‘I'm not letting this beateti.
Laura clearly enjoyed her work, and would tolera¢e pain. Maybe the pain was
not always present when Laura was at work, butays evhen the pain was present
she could work through it. Laura was able to petphin out of her mind because
she was actively engaged in something she reajbyed, and could take control of
her situation. She was not letting the pain becadmminant. Going to work was

important to Laura, and it was the work that alldw&ura to have a good day. For

Jane going to work was routine not the means twoa glay.
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(5) 343-347

Getting home from work, I've had a good day, ‘coomelet’'s go here’, ‘let's

go and do this’, ‘let’'s go to the pub’ and it's juket’'s go and drown our

sorrows’, ‘let’'s go for a walk’, you know ‘come oogme on, come on’ rather

than I'll go and sit down for a bit, and it is abpoh | don't know, yes

wanting to do things, having the energy, not thiigkabout pain.
Jane however always went to work but that was rnatwnade it a good day, having
energy and enthusiasm was what made it a goodml#lyis extract she had been to work
and still had energy to do other things, she wagmoking about the pain. Jane does not
say the pain had gone, but she was not payingtatteto it, she was not thinking about
it. She wanted to continue in her activities whdllsé could, and was very much in control
of her situation. The ability to do everything wabat made the day good without the

distraction of pain. Not everyone worked, but gatays were still achievable as Clare

highlighted.

(9) 481-485

if it's a good day I'd think ‘Oh my head feels difent’, I'm not thinking

about having a crap night and | think | don’t know a good day | feel it

sounds strange but you feel like 1 don’t know tfee light in you, | don’t

know you’re happier, like you feel happy for no apgnt reason, it sounds

ridiculous but | feel when | have a good day likattl feel lighter in myself,

it's a funny feeling but | just feel like lighter.
Clare in contrast to the previous participants dat work. To her a good day still
involved a distraction from her pain, but she diésd feeling light. Clare explained this
as a feeling of happiness for no apparent reashis. Juggested that the pain was still

present, as an obvious reason for happiness wauklal teduction or resolution of pain.

Clare clearly stated there was no apparent reasmnye can surmise that pain was
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present but she was not focusing on it. She waserdrating on the lightness and was

describing a happy, positive state.

On the whole good days were good from the stad,the participants described being in
control. The data suggested that average days @l dpys can turn into bad days, but

bad days never turned into good days.

(4) 294-296

When I'm having a bad day and it's leading up ftaee up, no, nothing from

the start, and it will stay a bad day, you seenf gsu’re constantly looking

for a, for a position if you're sitting to get dtle bit of relief
Fred summed this position up in this extract whwas an experience mirrored in all the
narratives. Fred described how a bad day was loed fine start and would remain that
way. He suggested a restless existence, constaniting for some relief from the pain,

but which always remained elusive. Despite his lkéfsirts Fred was unable to subdue

the pain.

On good days everything was achievable, work amidigc with a feeling of lightness
and energy. All the participants craved good days some suggested that good days
could be achieved if certain factors were fulfillddr example taking rest days, or not

over-doing it, as Susan highlighted.

(6) 136-139
you just soldier on as best as you can but it's thet best thing to do, |

suffered, | suffered until about Monday with thatecand then it started to
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ease off again because | managed to get myselbadadn the afternoons for

an hour and a half just to refresh the batteries.

Susan has previously described a very busy daylvimgp hospital appointments,

shopping and Brownie classes. She felt that shetdhv&dep going despite knowing that
her pain was becoming unbearable; she had comntgnagd people that she did not
want to let down. Susan acknowledged this washebest thing to do but in her words
‘soldiers on’. Here Susan used a war metaphork{sk®v for further discussion). On one
hand Susan could be describing a good day as $ievad everything she set out to do,
however she suffered for the experience and hacdegort to rest to overcome the
intensity of the pain and recoup her energy. I #tract Susan over does it but still

managed her day out, whilst in the next extrace twscribed activities to avoid.

(5) 129-132

| know that sitting down triggers pain if | sit dowor a long time, | know

that stooping forwards so things like gardening amgkding | just can't, |

absolutely can't do them, so there’s that applyprgssure whilst you're

stooped over, so | know there are specific thihgs kdo that can create it
Jane was able to list the activities she felt umabldo. She had had pain for all of her
adult life, and had developed an awareness of wdt trigger the pain. She had fine-
tuned this to the degree that she was able to ibesoutright triggers and situations that
could be tolerated for a short time. This extractcomparison to the previous one
suggested that Jane was managing her lifestylepamdin tandem, rather than Susan

who appeared to meet her pain head on by not adkdgmg what she could and could

not do and suffering the consequences. There wealigation over time that more good
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days could be achieved by adapting lifestyle rathan struggling to maintain previous
levels of activity. Pacing comes into the narradias a possible solution, leaving behind

the bust or boom approach.

Fighting an ongoing battle

All participants talked of the idea of an ongoirgjtle between the pain and themselves.
Metaphors have been used in everyday speech agddge throughout history (Byrne
2008). Sontag (1988) quoted Aristotle’s definitioh metaphor as ‘giving the thing a
name that belongs to something else’, and wenba@iaborate that using metaphor was
an ancient mental operation that spawned most kafdsnderstanding. The fortress
image has a long pre-scientific genealogy, and Ixdrme (1627) described illness as an
enemy that invades and lays siege to the bodyekst(Sontag 1988). Military metaphors
have come to infuse all aspects of illness, whelwlies are invaded, bodies mobilise
defences and medicine responds aggressively (SA®88). Military metaphors have
become prominent, and are not only used by megieedonnel, but by society in the
wars against poverty or drugs for example, andnayvidual people when they fight,
struggle and battle illness and disease. Peoplesys®#ols and metaphors to draw
attention to aspects of their experience that mightoverlooked (Stanworth 2005).
Therefore, given this cultural tendency it was nopsse to find that fighting was
frequently mentioned in a number of contexts witthia data; for example fighting for a
good day, or fighting to achieve certain goals, eodld be closely linked to the concept

of control and dominance.
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(3) 273-278

do you know | could quite honestly say | probabéyé more good days, not

so much in the sense that the pain’s not therdécause I'll fight through it,

so I'll fight for a good day (laugh) more, and irtk that's something that’s

come lately really. Although it will knock me, ydumow, I'll fight through it

and then as | say by the Friday I'll spend the daybed, You know,

sometimes | think it's worth it (laugh), you knowecause then | can look

forward to the weekend, You know, sometimes it ksame for longer
In this example Laura was describing an ongoinfebathere needs to be an opponent to
fight, and although Laura did not explicitly stakat she was fighting the pain, she did
describe fighting through what we could interpretilae challenges of pain. Later in this
section there was a discussion on pain being sep#wathe person, and this extract
provided an example of that. Laura suggested thiat\was separate to her, and therefore
was the opponent in her fight. She described aipestxperience of fighting for a good
day where pain was still present but she was inrabrThe idea of a battle was seen
because this fight was not a one-off event but @atitoal encounter where control
switched between her and the pain. Interestinglyrdavas able to feel dominant to the
pain whilst at work and at weekends, but was dotathéy the pain on the other days

when she clearly gave in to the pain and spendalyan bed. Similarly Susan highlighted

the idea of control, and introduced the notion@isequences.

(6) 566-568
you’ve got to do what you've got to do, but alwatsthe back of my mind
there’s this voice saying you shouldn’t be doingtttyou’re going to pay for
this and really, probably should be listening tatthoice a bit more.
Susan did not explicitly mention fighting in thigtect but it was included to illustrate

the point of control switching from person to paand the feeling that it was out of their
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control. Susan implied a struggle to achieve winat siust do with a permanent voice
telling her that there would be consequences. Skeoavledged that she should attend to
that voice more often but did not, and that wasreliee notion of fighting or resistance
to the pain was suggested because she did nat tsthe voice. Susan was struggling to
stay in control, but knew that the pain would bendwnt at times. In contrast Clare

described advanced preparation to allow for arviagti

(9) 377-384

what | tend to do is if | know I'm going somewhef# just go to the

hairdressers and get my hair done and then | ktiswlone and | don’'t have

to think to myself ‘God | can’t hold a hairdryerébause you couldn’t go out

if your hair wasn't done on a night out could yds@ they always give us

stick, they’ll go ‘You're always getting your haidone when you go out’, and

instead of explaining it all which would bore théondeath | just say ‘I like to

get it done like that’ cos then | know I'm not gig myself the excuse of you

can’t go because you can’t do your hair, go tohiiedressers and get it done
Clare highlighted the idea of preparing for an eévé&gain she did not explicitly mention
fighting, but illustrated how tenuous her grasp waser the pain at times. Once her hair
was done she knew she could go out, she was oetiag the pain to flare up by actually
having to do her hair herself. Clare interestirgiiggested that she was not giving herself
the excuse of being unable to go out, when theestiblluded to the problem being with
the pain not herself. This was an example of howirltgato prepare in advance is
perceived as unusual and related to pain, wheadnshe asked for confirmation in this
extract of this being a normal situation. Clareoaisentioned the necessity of having to

justify her actions to her friends, which she desti to do in terms of pain but puts the

onus on to herself. This could be because the wam invisible to her friends and to
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make it real to them she had to describe it, wincturn reminded her of the control it

held over her.

Paying the consequences
The idea of fighting for a good day was expressgdniany participants and this was

closely associated with the idea of suffering afteds and paying the consequences.

(4) 262-265

at times if | do anything out of the ordinary, ednusually say I'll pay for this

tomorrow (laugh). If I've walked that little bit ¢éofar then it's going to catch

us the next day, and there’s no getting away froat, tout | think everyone

else is the same, or could be the same.
Fred introduced the concept of ordinary into thecdssion. He described how anything
out of the ordinary would cause the pain to flgpeand he would suffer for it afterwards.
He knew that it would catch him up the next dayvdis almost like ‘tit-for-tat’ inasmuch
as Fred seemed to be describing a game. Fred beuid control one day but if he
overstepped the mark then the pain would be inrobttie next day and he would pay
the consequences. Fred highlighted what all thecgzants described, that ordinary was
redefined as anything that did not aggravate the. @aut of the ordinary was not what it
once was, but in fact referred to anything that Mqarovoke pain, for example walking

too far, or going on a long journey. These wereuallal events in people’s lives before

pain became a problem.

The concept of fighting, as it appeared in the ant®y could be construed in two ways;

firstly fighting involved doing whatever was necagsto ensure a good day for a certain
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occasion, and this involved passive and dynamimetes. Secondly fighting involved
doing what you would normally do and strugglingotingh. When fighting, people
perceived themselves to be in control of the paitrvdhen consequences occurred, which
inevitably meant a bad day would follow, the paiaswseen to be dominant. Control
shifted between the pain and the person; sometingegerson was the winner sometimes

the loser.

Baszanger (1989) believed that people always seekdintain control over the pain.

This control, which is effective only in certairtugtions, is aimed not only at lessening
pain but also at maintaining both personal intggaitd the presentation of a competent
self which the pain experience tends to destroterpting to control the pain continues
because the person believes that the pain will Enhe.data in the current study, however,
suggested that control passed between pain andrpesd whilst the person wished to

be in control the pain would be dominant at times.

Anticipating Futures — where do we go from here?

The idea of time

Before we can relate to the future, it is necessatyriefly allude to the concept of time.

Consciousness cannot be without a sense of pasterror future, and the concept of
time is central to the matter of consciousness (#&lal990). Time is central to

understanding the natural and social worlds, butnis of the most taken for granted

aspects of human life. Adams (1990) suggestedathanderstanding of how we use time
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and how we organise social life by time can onlyubeertaken once we elaborate the
nature and function of time. However there lieslandma, as little consensus exists how
to define time. McTaggart (1927) identifies twotttistive ways of talking about time,
objectively (B-series), for example calendar tirmaed subjectively (A-series), where the
A-series of time consists of statements compride@lative terms such as past, present
and future which are fundamentally context depenhdgénman time always includes the
dimensions of past, present and future as humansarscious beings for whom these
dimensions matter. In this case human time as @mtation to past-present-future is

dependent on memory, intention, aspirations as agefjrowth and decay.

Heideggern(1962) thought of time as a horizon, and thus wids ® distinguish from the
boundary effect of time. Life is organised, regethtind structured in relation to some
sense of scale, and as such living an ‘in-timet sbrexistence is reinforced by clocks
and calendars. However, Heidegger (1962) suggektgdunlike boundaries which are
independent and fixed, horizons are relative tar tweners and to contexts and cannot be
reached. This concept recognises that time has sairdeelement, the irreversible
directionality of time from birth to death. Lookirgf time and horizons is particularly
pertinent to stories of chronic back pain, becaeeeh story portrayed the person in the
past, the present and the future. Embedded witHinear time frame each story was
more than a chronology because of the context lamghérsonal representations of time.
The temporal aspects of the self were actualiseghianic pain, requiring the sufferer to

rethink and reconfigure the past and future (Helist2001).
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Looking for a cure

The future was not always mentioned directly in tizgratives, but was alluded to in
three particular ways. Firstly, there was the ideé&oking for a cure; which seemed to
be in fact a continuation of the original aim. §pective of the length of time that back
pain had been suffered, people could still be logKkor a cure. They could pursue this
vigorously and actively sought practitioners topheair take a more long-term view that

they would be ready when something curative cammegal

(3) 368-373

well | saw my GP the other day and, erm, | gave Huite a hard time really

(laugh). I had loads of questions to ask him, and of the questions was

‘have | been written off?’ (laugh) he said ‘no, bme’ll tell you when we

have! (laugh) And the other one was about adhasamtually, and he said

that nothing, they can't really do anything at timnute, but that doesn’t

mean to say that in the future it's not going t@mfpe. So maybe one day

there will be a cure, who knows
Laura, like all the participants, had a continwdationship with her GP. Despite having
pain for many years she still had many questionasto him, and suggested that their
relationship was harmonious and quite light hearfduds could be because the pain was
so longstanding that maintaining a close relatignskith her GP authenticated her
situation. This and further aspects of identityhwidw back pain are considered below. It
also reflected the fact that despite surgery andeanaus investigations her pain was still
undiagnosed and she remained hopeful for someftmtpthe medical profession. Laura

felt that she gave her GP a hard time becausergfdrsistent search for help, but equally

was pacified when it was stated that there wasimgtto be done at present. She
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continued to be optimistic for a cure in the fuiuegen though she only pursued help

from her GP now, unlike Annie.

(1) 27-33

So | had this back x-ray which came back that | hatlone slipped or

slipping and arthritis. And that was that, so thery son rang up a

chiropractor to see if they could.... | had to tryawh thought was my last

hope.
Annie in contrast to Laura was still actively sewkihelp from a range of practitioners.
She relied on medical diagnosis but when treatnveag not forthcoming from the
medical profession she took it upon herself to peirscomplementary therapies. Annie
used quite dramatic language to convey the impoetasf continuing her search for a
cure, when she declared that visiting a chiroprastes her last hope. It also implied that
a medical route to a cure might have been whataseexpecting, if her last hope was

chiropractic she obviously rated complementaryapiers as a second line option. Annie

was still actively seeking a cure.

Resignation to the pain

Secondly there was the notion of resignation iratreh to the future. Bendelow &
Williams (1996) interviewed chronic pain patientd)o expressed the feeling that their
lives were totally dominated by the pain, and thare was no hope for the future as the
pain would never disappear. Bendelow & Williams 98P suggest the group display
classic features of resignation, a term coined byzlkth (1973). In this situation people
dwell upon their condition; feel psychologicallytcoff or isolated from others; feel

hopeless or depressed as a result of their congdlitidicate that they are missing out on

151



social activities in which they previously engagedyhich are enjoyed by other people;

and express the view that illness has come to daniheir life (Herzlich 1973).

In this discussion resignation referred to the &bdodea that the pain was here to stay, and
the data suggested that people treat that positorehegatively. An attitude of stoicism
may also have a role in influencing the level gluatinent to chronic pain. Yong (2006)
reported on findings from the illness coping litera and concluded that stoicism
affected not only a patient’s willingness to repsyimnptoms but that it could have a
positive or a negative impact on adjustment. A fpasresponse involved a suggestion of
coming to terms with the pain, and an admissiothémselves that the pain was here to
stay despite their best efforts. It alluded to htpet things may improve but the pain
would be present. In contrast a negative responggested that the pain would always
be present and may even get worse, however comitgyms with the pain was not an
option. This was different to looking for a cureechuse no hope was expressed for a

positive outcome, and there seemed to be no engagemactively looking for help.

(8) 499-505

| don’t want to accept that this is the level lahand this is where I'm going
to stay or it's going to get worse, I'll only acddpat it's going to improve

(laugh) 1 haven’t accepted that this is where I'cas | don't think this is

where I'm at, | think there’s an improvement to had, definitely an

improvement, there’s got to be, | have to have bleaguse if | don’t then god
knows what state I'll be in you know, I've got &y tand focus on a positive
future.

Linda was striving to focus on a positive futuree $rad accepted that the pain was there

to stay but would not accept that it would remdithat severity. She stated that she had
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to have that hope of improvement because she ecmildnagine how she would cope if
the pain stayed the same or got worse. This seéonleel a conditional resignation to the
pain; Linda was resigned to the pain being preseriter future life but only on the

condition that it would improve from the currentéd Fred discussed resignation too.

(4) 172-176

but | know it's there and | know you’ve got to apté to a point but at times

you think ‘why the hell should | have to put up kvihis?’ But if you know

it's not going to go away, you can't let it takeen\everything, it does bit it's

a case of fighting it. I've always been a fighteit there are days when you

think I've had enough of this
Fred in contrast was resigned to the pain on thaleytbut still described a struggle. He
guestioned whether he should have to put up withpian, but then acknowledged that
the pain was not going to go away. Fred contineedattle and stressed that he will not
let the pain take over everything, he suggesteththdad always been a fighter but there
were days when he could not fight. Again fightireesis to be a significant aspect of

identity in low back pain. Fred implied that he hadigned himself to the presence of

pain in his life but would not come to terms withit would be present on his terms only.

The struggle to make changes in their life and Iabtthe pain take over everything
highlighted the battle with suffering, and the detimation to alleviate their own
suffering. Suffering occurred in the whole pers@naastate of distress induced by the
threat of loss of intactness or disintegration fratmatever cause (Arman & Rehnsfeldt
2003). Suffering is one of the oldest human expers (Copp 1974), and can also be

described as a constant struggle between hope @ape@ldssness, meaning and
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meaninglessness, reconciliation and broken-heasgsd(Rehnsfeldt & Eriksson 2004).
Key features of suffering are the notions of enayirstruggling and sacrifice. People can
conceptualise, analyse, attack and to some exteltre chronic pain, but its existence is
potentially present in everyday life (Raholm 2083ople fight against suffering, and the
sacrifice of a life that is collapsing. Frank (19%fas written extensively about suffering
and illness, and described narrative surrenderciwseemed to be what Fred in the above
example was experiencing, and may be what Clare exgeriencing too as it was

difficult to determine if she had resigned to tlanp

(9) 625-627

Because when you hurt yourself you always get bdtia’'t you? And that’s

what | did, | was in an accident, | hurt mysel§hould get better but | know

I’'m not, just have to wait and see.
Clare described an interesting dilemma, she stagedeference point as ‘pain always
goes when you get better’, however, her pain hathieed. She reinforced her belief that
you get better after an accident by stating it éyi@nce in particular relation to her own
scenario. Clare then acknowledged that she would get better, but immediately
guestioned this when she said that she would jagé ho wait and see. Clare may be
resigned to the pain, but because it did not fibhvaer belief system, which was the belief

system we are socialised into, she could not fatlgept that it would not get better. This

notion also supported the need for continuing nmeddins/olvement.

The medical perspective frames illness in objectiapersonalizing terms, which may be

indispensable and reassuring to the patient, eslhem the acute phase, but can become
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overwhelming when beyond medical help (Sakalys 200@e et al (1994) described the
importance of the prevailing historical and socaHgcal context on the ways that iliness
is experienced. Conformity to social norms is intaot in locating illness experiences
within collective contexts that extend beyond tie of the individual concerned. Thus
we can see that Clare’s beliefs were conforminthéosocially accepted norm that pain
goes as recovery takes place, and medical hel@ssikt this process. People use socially
available themes, ideas and images, identifiedirgerpretive repertoires’ (Potter &
Wetherell 1987 to provide subject positions which confer rightsl obligations. One
such subject position is pain patient, with therattant right of medical management, and
the obligation to keep trying to get better. lllgeslentity is entrenched within an

individual and social context.

Looking Forward

Thirdly there was the idea of looking forward tee tfuture which captured a positive,
motivated approach. Lifestyle adaptations and ppcactivities featured in these
narratives, with a view to what may be achievedtha future in work and social

relationships. Goals could be considered, and thasetalk of real hope for the future.

® ‘Interpretative repertoire’ is a theoretical coptdeveloped by Potter & Wetherell (1987). They
recognised that language allows for multiple versiof an event and were interested in the way that
individuals construct their versions to do thingariations in language use can shed light on whgs t
people construct their accounts. Potter & Wethgi€lB7) argued that a range of accounts of the same
phenomenon would contain the same relatively isti@rrconstant language units which they called
‘interpretative repertoires’. As such they are biuding blocks speakers use for constructing e&isiof
actions, cognitive processes and other phenomeamarepertoire is constructed out of a restrictadyeaof
terms used in a specific stylistic and grammafiashion, often signalled by certain tropes or feguof
speech. A repertoire may be used to constructiposifor ones self or others.
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(2) 336-341
| know I’'m not going to get any better, | know I'stuck with it now, | can
still see something positive, even as | say if m'cget to work I'll get a
computer and even if | can’t do that I'm resignedathat | can do. | mean,
roughly, I've only worked 2 years in the last tamda did enjoy it. | was
getting out and about, but I've just got to changend go to clubs or
something, you know, join a chess club, you know'ye got to start instead
of sitting in the house feeling sorry for yourself
Robert was beginning to address the future. He nesigined to the pain but could see
something positive and phrased this in relativenggrnf he could not go out to work then
he would get a computer. Robert acknowledged tkahdd to change and modify his
expectations, there were things he could do but #Wnauld just be different to what he

was managing in the past. Robert had set some ahddbong term goals, and indicated a

positive approach to achieving them.

To separate or to accept

Accepting pain

Acceptance was considered here as a separateefeatiinwvas very closely linked to the
previous feature. Acceptance involved having ditticor painful experiences without
functioning being influenced to any significant deg (Vowles et al 2007). Acceptance
did not imply a blind pursuit of activity in spitef pain, but argued for behaving in
chosen ways with pain contributing towards a fall @atisfying life (McCracken 2005).
Risdon et al (2003) identified eight different exaaty accounts of acceptance of chronic
pain, and despite the diversity all accounts shamdmon features: the need to focus

away from pain to non-pain aspects of life, a rexogn that cure of pain is unlikely, and
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a rejection that acceptance is a sign of persailalré. In this discussion acceptance was

a very positive statement that suggested pain bad Imcorporated into the person’s life.

(8) 484-486

Yes it's part of me but | try to separate fromaihd | think that's my coping

mechanism as well because it's almost like | féglditting there, sort of just

to the side of you and it's you kind of push it gveaalittle bit | suppose that's

how you can look at it.
Linda felt that the pain was part of her, but conéd to treat it like an unwelcome
extension of herself. She acknowledged that it paxs of her but tried to push it away.
Linda described sitting separate to the pain andhipg it away as her coping
mechanism. She then suggested that was how she beal to consider the pain, and
may be this was the first step to completely adogptpain as part of oneself.

Interestingly she personified the pain by givinthig ability to sit next to her. Jane on the

other hand embraced acceptance.

(5) 404-409

| think that sort of the pain and it's limitatio@e much more part of me,
same way as big nose is and long legs are, you krsoall sort of part of the
same bundle, part of the same package, it's naragp anymore, | really
don’t think it is, I've never really thought of tihis way before, | was always
really aware that pain used to be something isftictipon me but | now |
think actually the pain is just part of me.

Jane in contrast to Linda completely accepted thie, pdescribing it as not separate
anymore. She suggested that this is a recent uaddmsg; previously she felt that the
pain had been inflicted upon her and she was triongjstance herself from it. Now she

was much more aware that the pain was part ofrhéra same way that bodily features
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were. This extract formed part of a broader disomsen acceptance of pain, and Jane

was using a very positive frame of reference toulis and describe herself with pain.

People described themselves as a person with pgain a significant aspect of their
identity which will be considered below. It seemiedorm part of their identity, although
not all participants were quite so accommodatihgnplied the person had more control
and was not dominated by the pain, and thus alloaredptimistic approach of being

able to look forward and the realisation that tifast be lived regardless of the pain.

Separating from the pain

The stories described pain coming to the partid¢pand taking on a form of its own, to
which the participants inevitably succumbed despiteg to rid themselves of the pain
via the medical and alternative therapy routeshénprevious extract Jane described pain
as being inflicted upon her. Pain was describea separate entity, it was rarely referred

to in the data and when it was referred to wasukeat]y called ‘it’.

(8) 480

| don’t want it (laugh), it's an ‘it’, it's alien.
Linda actually referred to the pain as ‘it’, anéaly stated that she did not want it. She
went on to say that the pain was alien, and byrtieans the pain was not part of her but
also different to the rest of her. Linda articutht®w she was separate to the pain. At this
stage she could not consider the pain to be pdreoénd used quite graphic language to

describe the pain. Laura had a similar relationghipain.
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(3) 49-51

| get it slightly above my coccyx, across, it colbie in the right or left side

and | find that when it's in the left side it sheatown my leg, so it's a bit of

sciatica, you know, when it's on the left side.
Laura again described the pain as ‘it’. She, likehe participants, had a very intimate
knowledge of where the pain may occur, what it it and what the consequences may
be. Laura provided a detailed description of thm pathout actually referring to it as
pain, and seemed to imbue the pain with the akititghoose its area of influence, for
example whether it's on the right or left side. taadid not discuss whether the pain was
part of her or separate to her, but did give thpression that it was separate because of
the distance she implied when describing the @i suggested it was a separate entity
because of the notion that it could choose wheraffexct her. Susan adopted a similar
approach and related this to fighting.

(6) 581-583

| put up more of a fight, but it definitely takeses when I'm having a flare

up, it wins that battle and then | withdraw, spdimge in bed, don’t go out,

but I'm not giving up just recharging.
Susan very clearly depicted the pain as a sepandity. Again she described the pain as
‘it’, and pursued the theme of fighting a battléaeTpain could be seen as her enemy, and
she stated that during a flare up the pain would &nd she would retreat and recharge
ready to pursue the battle. Susan implied that shisation had happened many times
before, she was aware of the outcome but was readgntinue and this would suggest

that she was the victor occasionally. Maybe whes whs not experiencing a flare up,

she could see herself as winning the battle. Tl no suggestion in this extract of the
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pain being part of Susan, quite the opposite ih flke pain was certainly separate and

given its own identity.

In contrast, Vrancken (1989) discussed this conoé@t separate entity and suggested
that pain requires an opponent and inevitably eseatsplit within the individual himself.
The pain sufferer creates a dichotomy betweenwath is hurting and that which is
trying to control the pain. For the sake of integthe pain sufferer makes an ‘it’ of the
body and an abstraction of the pain (Vrancken 198@thermore the medical profession
focuses on the ‘it’ of disease rather than thegpatiwhich is a prevailing societal view of

good doctoring (GMC 2006) and forms the ‘habitusmedicin€ (Bourdieu 1990).

Despite not owning the pain, the participants talké the pain as a powerful presence
that could take over life, isolate the suffereexjuce work opportunities and influence
family and social relationships. For some partiniga acceptance was the stage when
pain was no longer separate to them but part ahthEhe male participants had a
tendency to talk of loss of identity in relation ¢hanging or lost job opportunities,
whereas the female participants certainly talkedwaoirk and the impact this had

emotionally but tended to relate identity more #jpeadly to social roles.

" Bourdieu (1990) described ‘habitus’ as the assumptiexpectations and presumptions about medicine
which prevail in wider society. The medical professare required to reproduce medicine as an aftstra
system which results in an objective, trustworti®jiable, competent and fair mode of healing (édth et
al 2008).
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Summary of Recurrent Features and Dimensions

The features have been discussed at length withig dection. All the participants
described doctorability and the necessity to corevithe medical profession of a genuine,
legitimate problem which would authenticate thesatment and status as a chronic pain
patient. The stories identified how at certain Smeetive or passive approaches were
adopted, and how control moved between the pensdrihe pain. Closely related to this
was the notion of good days and bad days, andttines highlighted the importance of
fighting and struggling. Three status claims werent discussed, describing where the
participants felt they were at: searching for aecuesignation and looking forward. The
final feature was concerned with whether the paas felt as separate to the person or
whether it had been accepted by the person. Flgis4a representation of these features

and dimensions, which are listed in no particulaieo.

Two key strategies were noticeable throughout ttogies. The first strategy was
‘meeting the pain head on’, where people engagedhattle with the pain and fight for
control. Here the people were less passive andinua@ily striving for improvement.

Improvement could be a cure or substantial paiefredr could be acceptance of the pain
with its associated improvement in quality of lif€his strategy aimed to promote

independence and enable people to do things.
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Fig. 4.1 A visual representation of the relatiopdhetween the recurrent features and strategies
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The second strategy was ‘giving in to the pain’evehpeople described a reduction in
social relationships and activities, and job los$esssivity in managing the pain was
evident with a usual endpoint of resignation. Liwesre ruled by what could not be
achieved rather than what could. This strategyltegurom people feeling unable to
implement choices and direct their own life. It wbunot be possible in this study to
declare if these two strategies are mutually exatusr whether people move between
them. However, the stories told suggest that oraesgly is adopted and movement does
not occur between the strategies. The adoptionstfasiegy would seem to be related to

the understanding and belief structures held.

How the key features were played out in the padicts lives were highlighted through

their stories of their daily experiences. The sgas used influence these features. The
above diagram highlights the recurrent featured,iadicates how certain dimensions are
more aligned with the two strategies. Where no dsiens are mentioned, the feature is
influential in both strategies. One could have expe differences in the stories in respect
of gender, social roles, employment status andlagehe experience of pain seems to be
a leveller in that there appear to be no grossemlffces in the stories based on
biographical information, rather the differences arore subtle at the level of ‘tendency’.

The focus of the next chapter is how the recurfeatures are presented in terms of

sequential organisation.
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Chapter 5
Sequential Organisation of the Stories

Second Stage: Structural Analysis (Ricoeur 1981)

The previous chapter outlined the thematic contéreccounts of living with low back
pain; whilst this chapter proposes the way in whiavarious recurrent features or story
elements are organised into a narrative sequenae.Wiole story’ is indicative of an
individual's experience of life with pain, and g&velues to claimed identities and
management of agency. The chapter begins with @&mview of a theoretical model
drawn from key papers. The research to be descohb#uhes a theoretical view against

which this current study will compare and contrast.

Firstly, Kotarba (1983) charted the process of stipent to chronic pain and becoming a
‘pain-afflicted’ person. Using pain biographies identified three stages in this process.
First there is the onset stage, which is perceiteedbe transitory, and amenable to
diagnosis and treatment. At this stage pain israiagd as real by doctors and classed as
having a physiological basis. The second stageeroscthe emergence of doubt’, where
there is an increase in specialist consultationd,the possibility that treatment may not
work. Patients however may still feel in control kgeking care. Kotarba (1983)
describes the third stage as the ‘chronic pain iapee’. Following the shortcomings of

treatment the patient may now be labelled as hasimgnic pain syndrome, and enters
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the elusive search for cure, which may well donenteir life resulting in a long term

process of medicalisation.

Secondly, Breen (2002) used a concept analysitatdyctransitions in the literature on
the concept of chronic pain. A random sample ofsimg;, psychology and
neurophysiology literature published over a thiygar period was used. Breen (2002)
reported that by the 1990s phases could be recanis the development of chronic
pain. The first phase is linked to the sensoryrdigoation of pain and the individual
may self treat the pain as if it were acute painrily the second phase the person
realizes that the pain is not subsiding but s#llidves that a cause can be found and
aggressively seeks a cure. It is in the third phlaaethe person understands that the pain
is chronic, and previous experiences influenceathikty to cope. The final phase sees the
modification of lifestyle and behaviours to compatesfor the impact of chronic pain on

living.

Breen (2002) identified two consequences of chrgain: living with pain, and coping
with pain. Living with pain adversely alters lifaferns resulting in negative physical,
psychological and social effects. The effects deedr include alterations in eating,
sleeping, the need for inactivity, reduced mohilidepression, anger, hopelessness,
helplessness, isolation and loneliness, and patefai loss of work and social roles.
Coping with pain was seen as limiting the advefféects by reducing stress and pain
intensity. Strategies used included cure-seekingawieurs, medication use, surgery,

exercise or reduced activity, distraction, medmatand seeking social support. Thus,
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living with pain was construed as a negative situatand coping with pain was seen as a

more accommodative solution.

Thirdly, Bendelow & Williams (1996) charted the lopnd despair of attenders at pain
relief clinics in London, in a small scale quainat study. They found differences in
attitudes towards the overall effect on people/edi which could broadly be divided into
two categories. The first group expressed the rfgethat their lives were totally
dominated by the pain, in that there was no hopehfe future as the pain would never
disappear. Bendelow & Williams suggest the grougpldy classic features of
resignation, as defined by Herzlich (1973). Theosdcgroup in Bendelow & Williams
(1996) study reflected a similar sequence as aboveéhere were marked differences in
their styles of adjustment. Although the peoplé tee quality of their lives had been
severely affected, they could still envisage argaee’ future. This group employed
elements of active denial, seeing their life asitilé® against the pain, but they more often
expressed what Radley & Green (1984) refer to acaammodative style of adjustment.
Pain was incorporated into their lives and was stép for in a more positive manner.
The accommodation group appeared to feel less atigadl and less defensive about

being in chronic pain.

Kotarba (1983) and Breen (2002) suggest a seqliemtreement through the phases of
the chronic pain experience. Breen (2002) talkedolvdises quite generally whereas
Kotarba (1983) described a definite endpoint abellad this as chronic pain syndrome.

This is the position reached following adjustmdntcontrast, Bendelow and Williams
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(1996) did not discuss a sequence of phases, ggested that it is the attitude of those
in pain that influence coping styles and adjustntemtards two particular positions —
resignation or accommodation. Table 5.3 comparesthiee studies cited here, from
which a theoretical model can be drawn. Peopleain pass through phases to reach a
position of accommodation or resignation, which rbayclosely related to chronic pain
syndrome. The remainder of the chapter considersairative sequence of the stories in

relation to this theoretical model.

Table 5.3 Comparison of key findings in relatiorptases

Breen (2002) Sensory
discrimination of

pain

(Phase 1)

Kotarba (1983) Onset of pain

Bendelow & (unspecified)

Williams (1996)
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Phases in the development of chronic pain

Each participant reflected their unique life exprde in a series of phases; before the
pain, the onset of pain, living with pain, adjustito pain, and the future. Narratives, as a

type of story, generally have a beginning, a micaid an end (Lillrank 2003).

As Denzin (1989: p.37) suggested:
‘A narrative is a story that tells a sequence wéngs that are
significant for the narrator and his or her audencA narrative
as a story has a plot, a beginning, a middle andnah It has an
internal logic that makes sense to the narratanakative relates
events in a temporal, causal sequence. Every narrdéscribes
sequences of events that have happened’
The phases of being in pain mirror the story stmecbf beginning, middle and end, and

are represented in the following table 5.4.

Much literature has been written on narrative arsgtuisive forms, on sequencing and
chronology (Edwards & Potter 1992; Mishler 1986;ddg 1997).This literature has
informed the following analysis. The interviews weconversational, and the data
obtained flowed between the researcher and thécipartts. However the participants’
voices were dominant in that most of the dialogues wheirs with minimal clarification

and questioning by the researcher. The data censitlong stretches of speech

interspersed with short or one word answers, argliels are considered as narratives in
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this discussion. Stories offered by people as msp® to interview questions are

culturally acceptable ways to talk about illnessaa{Meson & Barrie 1998).

Table 5.4 Phases of a journey with pain in relatmthe structure of the story

» Before the pain Communication Effects
Beginning Scene
* The onset of Setting - Claiming legitimacy
pain - Establishing doctorability
- Linking agency &
causality
e Striving for Making the pain ‘real’
diagnosis &
cure Story - Referencing loss
Delivery
e Living in pain Middle - Ongoing struggles
‘Telling
« Adjusting to the Tale’
pain

Setting the Scene — opening sequences

The ‘onset of pain’
All three key papers mention ‘pain onset’ eitheredily or indirectly. Kotarba (1983)
talks of the ‘onset stage’ and is concerned witlgdosis and treatment. Bendelow &

Williams (1996) refer to onset indirectly, by stafithat the people in their study had
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emerged through Kotarba’'s (1983) first two stagdse importance of medical input,
medication and other forms of treatment were dyetiscussed. Breen (2002) links the
first phase in the development of chronic painhe sensory discrimination of pain.
Onset of pain is the beginning of the story in #b®ve papers, and is also where the

participants started their narratives.

All opening remarks within the narratives inclutie date of onset or the age of onset of
pain. The first question asked of the participams ‘Can you tell me about your pain?’,
and interestingly all responded with a startingedat age followed by a chronological
sequence of events and contacts to the current Tiheerecollection of the circumstances
is significant in that it was not solicited but wa®duced spontaneously. Wooffitt (1992)
suggests that this is not unusual, and is parthef dultural set of communicative
competencies with which people are equipped to #&dlkut their experiences. The
participants provided a description of the routimeumstances of the environment at the
time of their experiences and a reference to thsir awareness of the actual problem.
Descriptive items were selected to provide for tbeeryday circumstances of
extraordinary events (Wooffitt 1992). The particisahad a choice between verb tenses;
they could employ an active present tense or thejdause a passive past tense. Wooffitt
(1992) suggests that the present tense presergexctive, ongoing quality of the event
being described, a character that is lost wherp#ssive tense is used. Different tenses

and movement between tenses was noticeable withintbries.
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The following extract, which could be taken fromyaof the participants, shows how
precise ‘factual’ information is used. The actualems are not ‘facts’, but the
categorization of the events transforms them ifjeas of significance (Smith 1978). If
something is to be constructed as a ‘fact’ themutst be shown that proper procedures
have been used to establish it as objectively kn@md it must be seen to appear in the
same way to anyone. The reader of these accougigsen an opportunity to judge for

themselves, based on the presentation of a calteofievents (Smith 1978).

(1) 17-47

Well the problem now which started in 2001 is, wélgot woken up and
tried to get out of bed one morning, but couldnithwpain along the back you
know.......... so this went on for a week so | went aloiog see my
doctor...... and so she thought it was a trapped ndive, been taking
medication since 2001, it was the back end of 2001.and | went on into
2002 still taking medication when the doctor dedidleat there was nothing
more pain medication wise that she could do for me.so | had this back x-
ray which came back that | had a bone slippedippisig and arthritis.....so
then my son rang up a chiropractor to see if trmyd; so | went there and |
had 10 weeks seeing a chiropractor, that took m&W®g003, then | had 10
weeks of acupuncture which | thought | would hawesee if that would
help.....but then the pain came from that side ihts $ide, the same, and it's
stayed like this since 2001...... so then | had askedchippodist what she
thought, cos | go every month to her, and she theae’s a pain clinic at the
general hospital....... so | had to go back and seedltor and | said to her,
you know that I'd heard about this pain clinic aswuld | be referred there,
maybe they could help me but she said what I'llisléll refer you back to
the doctor that you saw about your shoulder an#,Heeent back and | saw
them and they sort of referred me to here, you ktimevpain clinic at the
RVI.

This is an extensive extract to highlight the clological sequence of events and
practitioners seen. The supporting information abbow Annie approached the
practitioners and what interaction she had with faenily has been excluded. Annie

catalogues all contacts with health care practisnin chronological order and
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repeatedly mentions the date during this sequenNoaffitt (1992) stated that emphasis
is placed on locating precisely when and where ®svand experiences happened to
establish objectivity. This suggests how importdnvas to engage in health care and
pursue a range of therapies to relieve the paialsth highlights how seriously Annie
wanted to be pain free, and therefore how bad the was, in that she continuously
sought help for what amounted to a number of yeamaie established her credentials of
‘sharing’ the medical goal of cure. The reportirgtloe dates and time scale not only
establish the duration of the problem but highlitite length of suffering that had been
endured despite all attempts at cure and relied. dirset and duration of the pain were of
such significance that they were repeatedly meatprand remembered without any
hesitation. The mechanism of injury was detailed \ary little attention was paid to a
description of the pain. It seemed that justify@mgyenuine problem and detailing the
efforts to escape the pain was more importantaihytihan describing the severity. This
could be because there was an assumption thaathemas severe because of what had
had to be tried to get rid of it, and the duratadrthe problem. The pitfall of not being
able to justify the genuineness of a problem wasgogeen as a malingerer. Asher (1972)
defined malingering as the imitation, production emcouragement of illness for a
deliberate end, and suggested that the consciogsisant action of malingering is a rare

condition, as it risks a social judgment, and pasputation at stake.

Seeking cure

Breen (2002) suggests that people in the onse stay initially choose to self-treat, but

by the second phase the person in pain realiséghtbgpain is not subsiding but still
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believes that a cause can be found and aggressigeks a cure. Both Kotarba (1983)
and Bendelow & Williams (1996) recognise the impade of making contact with the
medical profession. The narratives were all simitathe above example and listed all
contact with health care professionals, all thers@ind all changes in the pain for better
of for worse, providing a potted history of thep@urney. The catalogue of events and
continued attendance at health care appointmentdraatments detailed the continued
search for a diagnosis and cure. It might be thially this research interview was like
any other meeting with a new health care profesdjaand the groundwork was being
laid by summarising the journey so far. As Clark Mishler (1992) report clinical
interviews are structured in ways that limit pat#ropportunities to tell their stories.
Although patients initiate the meeting and thewlpems are the central topics, doctors
control the process. A clinical encounter usuabgibhs with the doctors opening request
for the patient’s complaint followed by specificegtions. In this study the initial request
for information concerning pain may have been vigvas any other by a medical
practitioner. The participants may have been attertb medical questions and tried to
respond appropriately (Clark & Mishler 1992). Stgri typically begin with an
introductory section that orients the listenertie events, and may include time, place,
prior events and comments on the significance. d3ise are disclosed through such
accounts and objectively include a problem andoactaken to remedy it, without
reference to personal agency initially. Thus, theseounters initially reflect the
biomedical model of disease, and highlight theimitsion between ‘troubles telling’ and

service encounters (Jefferson & Lee 1981).
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The underlying common denominator in these chrayiodd sequences is failure. If a
cure or adequate management had been achievedstheould have stopped at that
point, but instead it contains visits and revisits the GP, specialists, surgeons,
physiotherapists and alternative therapists. Theicgzants were managing their
responsibility in that they had fulfilled the dendisnrmade of them by attending the health
care practitioners. This helped to confirm theats$ as genuine and the seriousness of
their quest. Related to this idea is the concepgtesbism. In our everyday life we have
the mundane, taken-for-granted routines which sustad maintain the fabric of our
daily lives, but when pain disrupts the ‘everydasgiex heroic element emerges in which
everyday is viewed as something to be tamed orugabgd in the pursuit of a higher
purpose (Featherstone 1992). The modern day vieWweodism still has a traditional
emphasis on courage in the face of external damger,emotional expression and self-
sacrifice (Seale 1995), all of which can be hearthe stories. Featherstone (1992) used
the phrase ‘ordinary heroes’ to describe how dyiegple fought internal and external
enemies, courageously passing through stages &ptacce. This concept is equally

applicable to chronic pain and will be picked ugetan the discussion.

Doctorability in the narrative

Doctorability, as previously discussed, is importanthe beginning of the narrative.
Kotarba (1983) specifically describes the imporean€ doctorability within the ‘onset’
stage, where pain is diagnosed as ‘real’ by phgsgand thus has a physiological basis.
The process of communication through which medid&lgnoses are sought and

disclosed appears to be a time of congruence bettheetrajectories of medical course,
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social career and personal narrative (Robinson )1980biomedical diagnosis may
coincide with the legitimation of sickness and bsaxiated with narrative reconstruction.
Before and after this process the trajectoriesatiept and medical practitioner may be
very different. The participants were trying to yice a convincing argument as to why
they sought medical help initially, and subsequenthroughout their journey. They
provided a detailed description of the injury orsenof pain to establish a reason for
seeking medical intervention; once through the wgageinto the medical domain a

diagnosis would authenticate their pain and itseau

(2) 14-16

| wasn't happy with that, so | went back to the tdos and asked for d'®

opinion. | went to see Dr G and he told us thathiadl a trapped nerve down

my right leg.
In this instance Robert described how he went badks GP to ask for a second opinion
because the initial referral was inconclusive by pviding a diagnosis. The second
consultant offered a diagnosis which Robert foucckptable, and Robert translated this
into lay language as a trapped nerve. The attaihofendiagnosis confirmed the genuine

nature of the pain. This was the case for Fred though after a number of

investigations.

(4) 24-26

After a lot of tests, MRI scans and what have yoeytfound the sacroiliac
joint, the right sacroiliac joint was showing sigsfswear which is an unusual
joint to wear, and that's what was causing the pain
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Fred highlighted that the diagnosis was eventuddlgided upon after a lot of tests. This
determined the authenticity of the pain by suggegsthat the diagnosis wasn’t easily
established because it took a number of tests, vewe was then considered to be
reliable to Fred because it took that number dbtdsred then stressed the diagnosis and
qualified the tests undertaken by highlighting thathad an unusual problem. The fact
that the problem was unusual was the justificatammpursuing the tests and confirmed

the genuine nature of the problem.

Narrative construction of self-efficacy

Breen (2002), Kotarba (1983), nor Bendelow & Witlig (1996) mention the concept of
‘agency’, locus of control or self efficacy. Bre€A002) refers to behavioural and
psychological coping strategies, and the evaluaik cognitive components of the pain
experience, whilst Bendelow & Williams (1996) foaus the physical and psychological
sequelae of chronic pain though do mention ‘actieaial strategies’ in relation to an

accommodative style of adjustment.

Agency featured early in the narratives within #tigdy. The beginnings of the narratives
suggested that participants either adopt an aapyeoach by choosing to pursue medical

help, or adopt a passive position by accessingtheate following an accident.

(1) 21-24

when | stood up the left side from the hip downth® big toe was all pins and
needles, all down from there to the toe. So thistwa for a week, it went on
for a week and | thought this is no good I've gotgo along and see the
doctor
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Annie attempted to manage the pain for a week beseeking medical help, she then
actively pursued going to see the doctor. She adop@tn active approach to the
management of her pain, by initially taking care lodrself and when that was
unsuccessful she approached the doctor. Agaircthikl be a device for avoiding claims
of hypochondriasis, by establishing that she ditl rneh immediately to the doctor. In

contrast to Clare who avoided such claims by diaecess to health care.

(9) 7-12

| first started getting the back pain cos | wasoimed in an accident in 2001

with a car accident, my car was hit from behindabyarmoured truck and it

pushed me underneath like another truck that wa®im of us, so erm when

| initially went to the hospital they just checket/ neck as they do and sent

us away and | started getting really, really backiy@ain, lower back pain and

neck pain and the doctor just kept saying ‘whiplashinothing wrong with

your back’
Clare delivered this dramatic account in a veryttereof fact’ way. She described being
hit by an armoured truck, being taken to hospitad being told she had whiplash
without relaying any of the gravity of these sitaas. Having been in a car accident
Clare immediately accessed health care as a passiygent. She described the accident
and in so doing established justifiable reasonhéuing pain. The initial opinion of the
medical team was claimed to be probable neck pmuhlevhich were investigated, and
she was then discharged. Clare may have been newops accident in view of the
comment ‘they just checked my neck as they do &md gs away’; it suggested prior
knowledge of hospital assessment and managemenén\Vihack pain started Clare

continued to pursue help but was told that thers m@hing wrong with her back, this

diagnosis was apparently made without further itigaBon and relied on the previous
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assessment at the time of the accident. The pagp®ach adopted by Clare continued
although she tried to take an active position imtacting her GP when the pain
developed. Clare suggested that she kept askingsEhe@bout her back pain but was
always told the same thing, and this seemed toligighher passive role as she did not

move the process along.

The journey mapped out in the beginnings of theatiaes then fluctuated between
active and passive approaches as further doctdneaith care practitioners were sought
to establish a diagnosis. Once a diagnosis waswaaihithe management of pain was
externalized initially, and responsibility and aggrwere handed over to health care

practitioners, and a passive approach was adopted.

Biomedical beginnings

The beginnings of the stories tended to be biona¢dicthe language and phrasing used,
ranging from highly medicalised, jargonistic spediacfough to a lay interpretation with
minimal use of jargon. The beginnings of the s®riecluded a lot of ‘factual’ data,
supported by dates. The previous section on retufeatures provided examples from
the data to support this claim. This links backh® notion of doctorability where there is
the expectation of including factual data to geteera medical story and the dates
specifically provide plausibility and a relevannhé frame (Wells, Pincus & McWilliams
2003). The medicalised beginnings also help coostegitimacy of the problem and
helps establish causation. Similarly Lillrank (2Dp@Rscribed a common story of low

back pain sufferers who had been asked to write gtery from initial symptoms to
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diagnosis. The beginnings of the stories were itoleéal time, and were very biomedical
in the search for bodily causes of the pain. Mdditiagnosis was perceived as
satisfaction and relief despite the possibilityaothronic condition. This highlights the
importance of diagnosis to low back pain suffer8ywavoiding a discussion on severity
in the beginning and focusing on diagnosis pardictp were avoiding a socially

constructed, humanistic version of their pain.

A further early feature of the narratives relatec@giency is the tendency to link causation
and culpability together; if a reasonable cause ieastified then the participants could
not be blamed for the pain. The narratives highiédhthis management of agency by
incorporating a morally credible activity, for expl®m work, into the beginning to
establish legitimacy and causation. A number ofigpants described accidents, which
immediately established causation and distancech hhem blame. A variety of props
were used to displace agency and indicated how haipy and healthy the participants
were before the onset of pain. Managing agenchi;iway and establishing legitimacy
for the pain may be ways of escaping control, betasdso related to the sick role. Parsons
(1951) described the sick role as a means of nalsiing decision making and becoming
exempt from normal tasks, but those entering theeare obliged to view being as sick as

undesirable.

Pain descriptions tended not feature in the begmnirhe stories described pain as

happening to them, as though the participants wassive recipients. The narratives in

the beginning rarely talked of the pain directlfteathe initial mention it was alluded to
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as ‘it’, ‘this’ or ‘that’. Kameny & Bearison (1999%uggest that distance from iliness is
created by replacing a possessive with a deterpsoan the example of low back pain it
would be ‘the’ pain rather than ‘my’ pain. The bagngs suggest that pain was a
separate entity, it was described as being inflictpon the participants, was unwelcome
and not to be tolerated. The beginning cataloghecehergy and enthusiasm expelled in

trying to get rid of the pain.

Telling the tale — Narrativising pain experiences

Narrating the physical and social impact of pain

The delivery of the narratives outlined the plod &ime characters involved. The ‘middles’

tended to be personal in the language used; theg mech more expressive than the
biomedical beginnings. This shift in language colb an example of code switching,

and suggests a significant change in alignment detwspeaker and hearer (Goffman
1981). Goffman (1981) refers to this as ‘footfhgrhe participants used anecdotes and

descriptive language to elaborate on events andt&ns.

(8) 290-294

my back has made it so that | always make suredgbtemy car, | don’t drink
which is a good thing because of the tablets tHave to take, and really
that’s kind of a, that's been a longstanding tHaegause of my back, because
| know that if my back is particularly playing ugdn just go and I've got my
car and | can just head off home and there’s nebmy there, from a social
point of view | make sure I'm a driver

® Footing is present in almost all conversation. €switching implies a shift in and out of the besis at hand, a change of tone, or
an alteration in the social capacities of the pesqwesent. Footing however is code switchingti&beaviour that does not involve a
code switch. Such that a change in footing imgiehange in the alignment taken up by ourselveso#rats and expressed in the
way we manage the production or reception of agraitice. A change in footing is another way of tajkibout a change in the frame
of events. In the course of speaking, people catigtehange their footing, and is feature of nalttaikk.

180



This extract provided an example of how social diveere implicated. Linda was

describing how she always took her car when she a@nsocially. In this small excerpt

she established that she was unable to drink beaduger medication. However this was
not the reason she gave for always driving whemgaut socially. She took her car
because she needed the security of knowing thlagérifback became problematic she
could go home, and that was one less thing to wabgut. Linda insisted on being a
driver. This excerpt also reminded us indirectlgtthinda had longstanding pain which

was severe enough to warrant strong medicatioR.ré@ounted a similar tale.

(7) 58-63

| could hardly walk at first, | found it very hatd stand up and stuff like that,

| mean my legs | did get exercise, | used to goafevalk with my wife, one

leg would go dead, no feeling in it whatsoever] bad to sit down until that

one the pins and needles came back and actualtyfegding it again, then

you’d go for a bit further and then the other ormuld start going numb, they

used to take turns and it was very rare that the glathem would go

together.
Here the physical difficulties encountered whenkJaes first troubled with back pain
are highlighted. He described how walking and dtapdvere extremely hard. He
provided a very detailed picture of the sensatieftsand the consequences of physical
activity. Even though pain was not mentioned dlyechis extract presented a very vivid
account of the limitations of physical activity attfte impact of pain on everyday life.

Jane highlighted the impact on her work, but paltidy stressed the disruption to her

personal life.
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(5) 101-106

at work as much, erm because | find that | getrsgrassed in something that

| wouldn’t move from my desk, | wouldn’t move frommmeeting, | could be

in a 3 hour meeting and | wouldn’t move at all, dhdn when the meeting

finished | just couldn’t stand up, if it was a dfilt meeting | just wouldn’t

be aware of it throughout the meeting and it wottlte until the end and

then that evening that it would erm really catchaugh me.
In another part of the interview Jane told us hbe lsad changed career to accommodate
her back pain, but that work was very importanhéo and she would never miss work
because of the pain, which may be a means to disstaerself from a charge of
malingering. In this extract she highlighted thdl tthat pain could take. Jane
acknowledged that she could be distracted frompthia by her work and become so
engrossed that she would not move. This would tead to her not being able to stand,
and the consequences would catch up with her. ifljidied that severe pain was the

result, and her personal life was ultimately disedp The pain had some impact on her

work life, but more so her home life.

The emotive reaction to pain

The middles of the narratives tended not to be esatipl with little reference to dates or a
particular time-frame; rather specific examples aveelected to highlight a point or an
experience. The middles, though obviously locatdtthivthe middle of the narrative,

draw on experiences from the beginning to the drileopain journey. The middles were
very personal accounts told in the first person fadquently detail the emotions felt at
the time and on reflection. The stories exhibitedneples of what Hochschild (1983)

called emotional labour. The concept was first tigved by Hochschild in 1983 and
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describes the induction or suppression of feelingorder to sustain an outward
appearance that produces in others a sense of tegied for. It is frequently employed to

sustain people in situations that are often denmanaid difficult.

(4) 135-139

but you've just got to get on and that's it, bdelk, | felt very bitter and | still

do but I don’t dwell on it, | try to shove it todtback of my mind, erm which

is difficult because every time you move you've gwdt pain and, you know

where it's come from, you know, I just think if &in’t gone in that day and

if that hadn’t happened then I'd be living a nornlié¢ and I'd still be

working in that job.
Here Fred told of his feelings of bitterness whveé might surmise are directed at the
pain itself and the situation that caused it. Fnexs involved in an accident at work
which he described as a physical attack by a patierd talked of having felt bitter at
the time, but reflected that he still felt bitteedause he was reminded every time he
moved where the pain came from and what life migghtike now if it had not occurred.
There may be some bitterness towards himself fogatiing better after all these years.
Fred suggested that he does not dwell on the ®itubtit the text suggested otherwise as
he described the difficulty in trying not to thirkbout it. The ‘what if' thoughts
mentioned in this extract are counterfactuals beedley take the form of mental replays
of situations where the outcome is altered to bposppe of the fact. Davis (2001)
suggested that counterfactual thoughts have be&edito higher levels of emotional
distress, have been known to persist for many yaa can disrupt effective coping by

shattering self confidence and optimism. Annie mhd talk of bitterness, but commented

on the need to re-engage with life.
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(1)

for me | felt a bit down when 1 finally got homegivl was in my dressing

gown for about a week, a fortnight. | just felt, Ik didn’t feel right, I

couldn’t be bothered you know. Then after a whikadl to be made bothered

because my daughter and father brought in a ptilgpy, tucked inside their

jacket. Who was going to look after the puppy? Is tmade me, you see, |

had to get my clothes on and get with it. | thih&ttwas the hardest part, was

trying to accept and | felt that | was no good way really.
Annie described the time immediately following semg when she realised she was
unable to return to her previous work. She desdriieeling down, unable to dress, and
generally not feeling right which she qualified $tating she could not be bothered. This
implied that Annie was previously an active ladgyrd working, who got on with life.
This description of her emotional self summed up plerceived losses in her life. On
reflection she considered how she felt ‘no goodgspmably because her role and
lifestyle were called in to question. Annie wenttonsay how her daughter and husband
brought a puppy home and so she had to re-engaitelifé, and was made to be
bothered. This suggested that her family were awhheer change in emotions and that
she was acting out of character, and tried to vestile situation for her by giving her a

reason to become more active. It provided anotk@mele of adopting a passive stance,

which was a feature not unknown to Laura who dbsdrthe impact on her family.

(3) 224-228

It's the feeling of guilt you get from not beinglakio do things with your
children because you're too tired or whateverjnkiwhen they were smaller
it was worse, it's quite a lot of stuff that | havebeen able to do really just
because I've been so exhausted or whatever, tfatie.

In this melancholic excerpt Laura reviewed the dsishe could not do with her children

and described how that ‘kills’ her. She told of fieeling of guilt because of being too
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tired ‘or whatever’, where ‘whatever presumably ane pain. By not naming the
phenomenon, and stating ‘whatever’, Laura is boddup interest and inviting the
listener to come to their own conclusion. Wooffit992) would argue that by not naming
a phenomenon this suggests a sensitivity to thdskif negative assumptions that may be
attributed. Laura’s children were involved in tiessdes and impact of her pain because of
the things she could not do with them. It couldtbat she felt guilt because she was

unable to exclude them from her pain, it did nat jaffect her.

From a psychological perspective the above examatessuggestive of a grieving
process. Grieving is what happens in response realement, and allows the person to
give meaning to experiences and actions. Bereaverm&ans ‘the state of being
deprived’, and implies suffering and the loss ofoleimess (Attig 2001). Suffering and
loss are common denominators to chronic pain amdavement. Bereaved people not
only have to cope with the loss of their loved obef also have to make major
adjustments in their lives because of the secondamgequences of their loss (Stroebe &
Scut 2001). Bereaved people have to restructureraimterpret aspects of their life
narratives, and re-evaluate and if necessary malddy understanding of their place in
the larger scheme of things (Attig 2001). CS Le{#i876) wrote in his diary that people
suffer in the sense that they feel helpless andepegs in the wake of events they could
not control, and feel great anguish as losseshamgght to be irretrievable, resulting in
fear that their distress may never end. The stgresented above resonate with this
description of grief. In this population grievingrcbe described therefore as the struggle

to come to terms with pain and the process of pyittves back together.
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Pain and middle adulthood

This seems to be the part of the story where tinécgeants ‘make the pain real’, in that
they use real accounts of what the pain feels lik&t it means to them, what impact it
has on their life, and how important it is for théonbe rid of it. Avoidance of physical

and emotional suffering is a common occurrence whhonic pain, whereby people
attempt to control or limit their contact with exjgmces perceived as pain provoking
which is likely to restrict overall functioning (MBracken & Keogh 2009). The effects of
pain were clearly depicted in the middle sectiore/joling vivid accounts of the impact

on personal and working life. According to Eriks@®80) work is most crucial during

middle adulthood. Erikson (1980) organised lifeoirtght stages, extending from birth to
death, and he classified the age of thirty fivéftg five as middle adulthood. Middle age

is when people tend to be preoccupied with meaalivgbrk and with issues surrounding
the family. People expect to be ‘in charge’, angirtiyreatest fear at this time is inactivity
and meaninglessness. Faced with major life chaogegresent an ‘identity crisis’ with

the struggle to find new meanings and purposeshMdithis is familiar within the data.

Back pain is common in middle age (Palmer et al0200SAG 2000), and all the
narratives highlighted the disruption to work amde®rs as well as social and family life.
Some participants had had to give up work or taayaetirement because of the pain,
which had great implications financially but alseergonally and socially. Other
participants had had to change jobs to accommdbatpain and felt their chosen career

was no longer an option for them.
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(8) 329-334

It stopped the job I loved, | left college at 1&ldid only been doing it about

4 years, maybe 5 years and it was all | wantedtavas work with children,

so I'm angry that it's there and because now thet ¢jot a bad back every

application form, I'd applied for other jobs to taynd get out of the school |

was in because they were making life so diffictitre time, but they all had

the question on ‘Do you have or ever suffered feoback problem?’
Here Linda described the anger and frustratiorasgingy to leave her job which involved
working with children. It was whilst working in thijob that Linda sustained her back
injury, and she claimed that the school was makfedghard for her, though interestingly
she did not acknowledge the limitations that bdté and the school had suffered because
of her ongoing back problem. The difficulties withthe work environment were
displaced onto the school not herself or the bak.prhe excerpt highlighted the loss
and sorrow felt at having to change career at sugbung age, and the anger at being
denied further employment in this field. Despite kathusiasm for continuing to work
with children she perceived that it would alwaysdemied because she could not get
beyond the question of ‘Do you have back pain?’sTimext extract detailed a similar

experience to the previous example, but highlighitedstark contrast between the before

and after jobs as described by Jane.

(5) 185-193

I've changed my career and part of that was ernutaimy back, erm it was a
decision that | made when | had the surgery. | wasking in investment
banking, had a very good job, very high salary, eworked half of my week
in London and half my week in Amsterdam, | worked & Dutch bank, so
I'd leave home at 5 o’clock in the morning and tityAmsterdam, fly to New
York or fly to wherever and get back late at nigtn worked exceptionally
long hours, commuted, always knocked and hasslddastled on the train
and | just thought no it's not worth it anymore,lstow work for the council,
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a 5 minute drive and 37 hour week maximum, doingething very similar

each day.
Jane had already sustained her back injury primotomencing the first job but was in
remission to a degree from her pain. It was duheaghectic lifestyle that pain started to
increase and become disabling, which resulted ithdéu surgery. Jane provided great
detail about her job and status, including salang described a typical week. In contrast
her current role is somewhat downplayed, which satggl a perceived loss of status.
Jane has acknowledged, albeit somewhat despondehéy these changes were

necessary to accommodate her back pain.

Participants described loss, feelings of worthlessrand low self esteem (Gatchel et al
2002; Charmaz 1983). In these stories back pa&amed to strike at a time when people
were most productive in their life with far reachirtonsequences. They were sad,
sometimes tragic stories. A feature in many of éhascounts was the loss of inter-
personal contacts, within the work and social doxwiaDne consequence of this may be
to increase a person’s dependence on the family ssurce for sustaining self esteem
(Harris et al 2003). However as Morley et al (206@hlighted there is evidence that

people in pain may regard their condition as a earid the family and this could impact

on family dynamics.
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The ‘Emergence of Doubt’

Kotarba’'s (1983) second stage concerns the ‘emeegehdoubt’, where treatment may
not work and there is an increase in specialissalations, but people in pain still feel in
control in seeking best care available. This isilanto Breen’s (2002) finding that the
second phase is based on the belief that a canskecbound and so a cure is pursued.
This is the case for the participants in this stude ‘middles’ expanded on the detail of
the pain journey. Visits to health care practitisn@nd alternative therapists were

outlined, and often the search for a cure was eddb0.

(3) 172-174

Well | just try and fight my cause really, | jusy tand see if there’s anything

else the medical profession can do. | found tha pkasses useful, but | find

it just a waiting game at the minute
Laura offered a typical scenario of staying in towwith the medical profession.
Maintaining relationships with medical professiadlecame a source of emotional
support (Carricaburu & Pierret 1995). Most partaifs were in regular contact with GPs
and specialists for review appointments, but fewewstill being actively managed with
new investigations or treatments. Laura suggestet tt was a waiting game,
occasionally checking with the medical professiondny developments or new options.
Even for those participants who have come to testis the pain, the chance of a cure
remained a hope. Living hopefully in the presenicpain is probably not something that
can be achieved quickly, since hope is typicallyutiht of in the future but for people

with pain the future holds the greatest risk, ngmeicertainty and threat (Chesla 2005).

The narratives tended to reflect the passive natdir¢éhe participants, in that they
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followed guidance and referrals made by the expbey encountered, even when the
hope of a cure was becoming more elusive. Bend€R#¥d6) described an increased

emphasis on socio-cultural variables as people tieefain to be validated.

Some participants described their views on the esud their pain which may be at
variance to the medical opinioan example of ‘emergence of doubt’ (Kotarba 19883).
this section of the narrative people questioned thdreanything could be done to
alleviate the pain, and began to disagree withmbdical opinion if a firm diagnosis had
not been given, or had been given but was not gtonglieve the pain. Chronic pain
brings uncertainty — diagnostic uncertainty, symmptc uncertainty and trajectory
uncertainty (Robinson 1989). The medicalisatiorpaih can be seen as the reliance on
medicine to cure pain (lllich 1976), but can alsodeen as a method of control by the
medical profession, where ultimately the patieny el that the medical toolbox is not
being used in their favour (Seers & Friedli 1996).

(2) 148-149

and you're thinking why I've had 3 operations amaiye telling me there’s

nothing wrong, why | know there’s something wrong,
Robert described an internal conversation betw@mséif and his consultant. The actual
encounter of being told there was nothing wrong leiqurobably have occurred, but
Roberts’s response was what he believed to be luiedid not say at the time. He
showed his incredulity at being told there was nabfem, when his body and life were
affected daily by the pain. However he chose tdligfpt medical interventions rather

than personal anecdotes to strengthen his argumgaiin this confirms the passive
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approach adopted by participants when conferrinth wiedical professionals. Most
participants at some time question the medical voewtheir pain when it becomes a

chronic problem, as in this extract from Linda.

I(Ss)as\;vzfndrosteopath who diagnosed that I'd had &jpsed disc, | don’t know

whether that's actually true given the circumstansimce, but at the time |

believed that
Linda voiced a concern regarding the veracity ofliagnosis which she originally
believed to be true. The original diagnosis by @nefessional was overturned by a
subsequent diagnosis. Linda was unsure whethervahted to completely give up on the
first diagnosis. This could be because it was jihsit the first diagnosis, but the
subsequent diagnosis was by a medical consultasg#dban radiological evidence and
seemed to carry more weight. Linda was caught letvero considered opinions, both
by practitioners that she valued, and so addedht@neisting twist to her journey. Linda
then had two diagnoses to question and would bar&nce to one of them. Disputing a
diagnosis is a contravention of the sick role, presly described, because responsibility

must be handed over to the doctor to diagnoseeClamwever, highlighted the problem

of a lack of diagnosis.

(9) 38-39
I've recently been for another x-ray on my back #mat has come back as
clear, so nobody seems to explain where my backgpfom.

This extract provided an example of how the lackadirm diagnosis left participants

wondering where their pain was from. Clare hightégh this enigma. She had had

191



another spinal x-ray which was reported as clead,stated that nobody knew where her
pain was from, and as such links uncertainty ofjdesis with identity, which will be
considered in the next section. At this point Claceually acknowledged the pain as hers,
but was still without a diagnosis, and thus remaingth all the attendant problems of
perceived authenticity and responsibility. Claréemed to ‘nobody’ rather than the
medical profession. This could be because Clare theemedical profession as lacking in
status as they order tests and then cannot suggegstable explanation, but does not
directly voice this problem as belonging to the roalprofession and so does not offend

the sick role.

Good days and bad days revisited

The theme of control and dominance features withexmiddles of the narratives. The

participants talked of good days and bad days. ddmeept was raised spontaneously by
some, but when raised by the interviewer the ppd#ids related to the concept and

discussed it at great length. However this condept not seem to be captured by any of
the three papers upon which the theoretical modsl established. Kotarba (1983), Breen
(2002) nor Bendelow & Williams (1996) directly corant on issues of control nor the

day to day struggles or fluctuations in pain, tHolBendelow & Williams (1996) do

allude to the battle against pain.

(4) 237-244

A good day, erm one similar to today actually, yegah | feel a bit laughy
(laugh), erm yeah that's a good day when | canepaih and not have to
think, oh you know it's starting to get really §tibut yeah and as well to sit
down at lunchtime if | feel tired just drop off sbeep, you know, just for half
an hour, it doesn’t hurt anyone (laugh). But a k&Y is when every
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movement is, it seems on a bad day as if fromdpeot your head to the tip

of your toes it just seems as if it goes right tigim, but mainly the lower

trunk but every time you move you can't find a mgtplace, you know

you’re not taking in what you’re doing.
Here Fred summarised what all the participantsrde=st in the narratives. He contrasted
a good day with a bad day, but interestingly ditl aiually mention the severity of the
pain. In other passages pain severity was mentioneal bad day, but rarely was a good
day associated with being pain free. Fred streseedemotional and psychological
aspects of a good day, but focused on the phyagacts of a bad day. There was an
element of increased severity with a bad day btitenough to suggest that this was the
only factor that made a day bad. On good days #ie was still present but the person
felt they were in control, they described more peeds agency; activities could be
achieved and work undertaken. On bad days thewasdescribed as being in control

and nothing could be done to relieve it; the paokton a persona and the belief

expressed in the narratives was that the pain wguthen it was ready.

(4) 251-253

Well it's like when | get a build up, a flare upatts it, it's like a build up to

that, it seems as though nothing is going to changatil it's ready to put

itself out or ease down.
Fred went on to describe how the pain was in comind it would decide when to die
down again. He seemed to be describing the pamfas, initially flaring up and then
putting itself out or easing down. He quickly tadgee option of easing down into the

scenario, presumably because putting out impliesia free state, something long out of

his expectations. This notion of the pain as seépavas seen here because of its ability to
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control the situation. Fred saw the pain as sepdratause it would decide when to ease
off, and he referred to it as a separate entiti Wt own persona. Fred was similar to the
other participants in their stories of the domirea the pain, and reflected a passive

attitude; they were unable to alter the coursdioigs and would wait it out.

The middles show how most days were average, threvpas constant but just about
bearable and the participants could function in eocapacity. The stories clearly
highlighted that this level of activity was lesathbefore the onset of pain, as described

in the next extract from Clare.

(9) 238-244

Without a doubt it takes us out of society, it takee out of like | was always

at work | was always like the one that plannedgasies, other than like my

normal job that | did, | was the one that plannéeé parties, booked

everything, if anything was happening in the stooeganised it, | was right

in the thick of it, | did everything, | went to eyg¢hing, but when you’ve been

such an active person, | used to work in a bar aftek but | had to stop all

that
Clare recalled a very busy time of her life, anel éimtire passage was clearly tinged with
regret. She had a busy job, and on top of thatnsgd a hectic social life plus having a
second job. The purpose of highlighting life befared after pain, was to demonstrate
that the pain was uninvited and this discussiorticaad to determine its authenticity.
Clare suggested that life before the onset of pas busy but fun, in contrast to her

present life where she had had to stop all work reldice her social life considerably.

Where Clare focused on her social life, Jack dbsdrthe impact on his family.
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(7) 115-119

| used to take the bairn on his motorbike and dottangs with him, digging

worms and all sorts, and most of that's been kndake the head now, I

mean running, if | try running with the bairn aftarfew minutes | can

actually, 1 don't know if it's the bones rubbinggether or just something in

my back that starts grinding and making a squetcimaise and that's me

knackered
Jack highlighted the impact of his pain on his fgnife in this extract. He described a
few of the activities that him and his son wouldtdgether, and with sadness stated that
these had mostly had to stop. Jack provided a wigrg account of what running would
induce, but did suggest that he occasionally treedun, presumably because he did not
want to stop every activity with his son, or tripdriodically to see if his situation was
changing. It could be that this graphic descriptiaas included to stress the seriousness

of his condition and the genuine reasons why hddcoo longer engage in his pre-

morbid activities.

Good days were highly sought after and tended tmfoequent, in contrast to bad days
which were perceived to be more regular and oftevitable. Over time the narratives
suggested that more good days could be achieveddbapting lifestyles rather than
struggling to maintain pre-pain levels of activiBacing was mentioned in the narratives
as a positive coping strategy, but did not tenéetdure until the end of the narratives.
People described being introduced to pacing irptie clinic, which invariably occurred
towards the end of their pain journey. Participasgemed to be taking more personal
agency in their management decisions towards tldeoérthe journey, and this could

explain why pacing was seen as a positive copiragesty.
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The desire for an ordinary life

The middles of the narratives described how orgiie became a constant struggle. All
the participants talked of the idea of an ongoiatilé to maintain normality, between the
pain and themselves because these events weratadinVhere are similarities here to
the idea of heroism, where new and extraordinarguonstances occur in an otherwise
ordinary life (Seale 1995; Featherstone 1992). Agthis idea does not appear

prominently within the existing theories.

Featherstone (1992) contrasted the everyday dt®lving around the mundane and
ordinary, with the heroic life incorporating the teordinary which threatens the
possibility of returning to everyday routines. Tparticipants wanted to maintain their
ordinary life, but required extraordinary trials efrength to attempt this. Ordinary
pursuits became extraordinarily difficult, and #steries suggested heroic endeavours of
struggle and self sacrifice. Fighting was viewedMtwy participants as a positive response
but would incur penalties in the form of sufferirgfterwards and paying the

consequences.

(6) 565-568

If I bend over for too long for sure that's going &tart things going,
sometimes you've got to, you know what | mean, yeugot to do what
you've got to do, but always at the back of my mihere’s this voice saying
you shouldn’t be doing that, you’re going to pay tlois and really, probably
should be listening to that voice a bit more.
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Susan was describing an everyday experience ofehols tasks, nothing out of the
ordinary, which would cause her pain to increadse 8id not directly mention pain
increasing but rather it was alluded to as ‘starigs going’. Susan did acknowledge that
at times she could pay attention to her internatevdhat told her she would pay the
consequences. However, she qualified this by sayirag although she knew pain
increase would be the likely outcome, certain thihgd to be done, she could not stop
everything that may trigger her pain. Fighting cbble construed in this text, because
there was an implied tension between Susan anghdahe In contrast to the previous

example, Laura elaborated on a special event.

(3) 464-467

| did go out to the Tuxedo Princess, is that thatBdor my 48 about 3

months ago or something, 2 or 3 months ago, andahasnderful time,

danced and stuff, you know, but boy did | suffex tiext day (laugh) but, you

know, | had a good time and sometimes you've judttg, you can't let it

rule your life totally, you know
There was no mention of pain during the party, emtact Laura stated how she had a
wonderful time, presumably unbothered by the p&ler usual activity levels were
exceeded with reference to dancing, however theatgtime’ was followed by a day of
suffering. Laura was able to justify the sufferibg acknowledging that she had had a
good time, she suggested that you could not haeewstihout the other. Again as with
Susan, Laura did not mention pain directly, butghé was given great power as Laura
suggested that it should not have total contromiist by implication have the greater

share of control, and this was where fighting esdethe context when Laura stated that

she would not let it rule her life totally. Thesetracts show that fighting tended to be
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construed in two ways; firstly fighting to achiesaegood day for a particular reason, and

secondly fighting to achieve normality.

Control moved between the person and the painiciamts described themselves as
sometimes the winner and in control, sometimesldeer and the pain was in control.
This was related to the notion of good days anddasa. When the pain was dominant,
participants talked of fighting the pain in diffateways; some fought to stay at work,
some fought to conquer it with therapies. Not bdiegten was an important concern in
the narratives. During discussions of fighting,npended to be referred to as separate to
the person; it took on a form of its own. The p@aok on a very powerful presence which
the participants did not want to own, but must card to fight and distance themselves

from.

The Final Stage - Ending of the story

Kotarba (1983) describes the ‘chronic pain expeeéms the third stage of the model,
where people may return to the lay frame of refeeeand seek help within the chronic
pain subculture. This experience could be altevebti described as ‘chronic pain
syndrome’, and is exemplified by the continual elesearch for cure or relief that may
dominate a person’s life, and relies on medicabsabf their predicament. In contrast
Bendelow & Williams (1996) outline two possibiliseresignation or accommodation to

the pain. Breen (2002), however, does not statartaicplar category, but suggests the
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final stage is when lifestyles are modified to cemgate for the impact of chronic pain.

Features of all three are recognisable within shisly, with additional elements.

A biopsychosocial summary

The endings of the narratives tended to be thd §nmmary of where the participants
were, in similarity to existing illness narrativeBury 1982; Williams 1984, Kralik et al
2005). Endings were mentioned in the beginninghef narratives as the destination of
the journey so far, but only in so much as theyestahat fact without any explanation.
The endings of the narratives were more than thaty sometimes acknowledged the
medical endpoint, for example attending a painiclimaiting for a scan, but described

where they are socially and psychologically as well

(4) 412-417

So as | say the pain is constant but there’s aflpeople who would rather be

in my situation than the situations they are in] sappose I've got that to be

grateful for, but life would have been differentdhia not happened, you see

the thing is, as I've said, yeah I've been told going to get worse but one

thing | don’t do is look down the road and thinkatlisort of state am | going

to be in, in 10 years time, | mean because wik Ihere in 10 years time? |

don’t know, nobody does.
Fred began to summarise his condition by restétiag the pain was constant and was
expected to get worse. He interspersed this witlingents to reflect his position in
relation to other people. Firstly Fred suggested there were people worse off than him
and for that he should be grateful, but Fred gaeeimpression that he was not grateful

possibly because this was the expected responker rdtan one genuinely felt. He

gualified this by saying that things would have rbekfferent if the incident had not
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happened, and this was the basis of his difficultigeing grateful for what he had. Here
Fred was benefit finding (Tennen & Affleck 2005heve he was able to identify positive
aspects to an adverse life circumstance. Beneittifg has been shown to influence
mood but not pain intensity (Affleck & Tennen 199&econdly Fred suggested that
nobody could know what the future holds, and so ld/awot look down the road and
consider how he would be. This was an attempt pbstive spin following a bleak
comment on the likelihood of pain progressing.Hase few sentences Fred summed up
his dilemma of being grateful for an advancing p@ondition, and highlighted a little of
the psychological and social challenges he fagethd next extract Susan described the

range of emotions and feelings that resulted fraroragoing pain.

(6) 416-422

| know I'm irritable but that's as far as I've evgot, frustrated yes but yes

reluctant to look forward which is quite sad, to itie quite logical the way

I’'m thinking but probably to anyone else they prolgathink I'm a complete

fruit loop, you know anybody whose not trained yaow what | mean, but

to me it's logical not to get excited about theufe{ you know when this

could all turn out to be rheumatoid and get wols#,then it might not and

have | wasted all that time?
Susan acknowledged irritability, frustration ancekictance to look forward to the future.
Susan blamed pain for all of these feelings antisezhthis was a sad position to be in,
though countered this with the belief that it wdegical way of thinking. Susan provided
an insight into her emotional and psychological. sge initially suggested that this was
a logical standpoint for her, but equally could sd®ers may differ in their opinion, and

in fact questioned her own logic at the end. Howé&gsan only admitted that this would

be the view of lay people, she suggested thatedaprofessionals would agree with her.
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Susan did not really seem convinced by her ownraeg, because she did acknowledge

that she could be wasting her time.

Three status claims

- Searching for a cure

There appeared to be three status claims in thatinas, describing where the people
feel they are at. The status claims also describeduture, although the future is not

always mentioned directly, and can be framed instpe or negative way. Firstly, there

were those people who were still describing a @ristruggle to make sense of the pain
and were searching for a cure, in line with Kotaslthird stage (1983) where people

were considered to have ‘chronic pain syndrome’wace embedded within a process of

medicalisation.

Q) 27 - 33

Is it me thinking all this pain over the years, yowow you go to the doctors

with one thing and you come out with two, but Inthisince | was 60 I think

my health is all, you know I've never been awaylyeaith different things,

anyway my whole body has had an MOT, so then | igéexred here by Mr

W and I'm just so pleased that something showedrutghe x-rays and MRI

and everything because, you know.
Annie was optimistic that a cure could be foundsjie having pain for a number of
years, Annie continued to pursue medical help, ianthis extract felt exonerated for
doing so. She described a regular attendance aBRsrwith a number of complaints,
pain being one of them. Annie was very heartenat dhproblem had been identified on

x-ray and scan, but did not even mention why, pregaly because the answer was so

obvious - that a cure could be a possibility. thamticated her pain problem.
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Annie, and to some extent Laura, found relief ie #icknowledgement of physical
findings, and an ongoing interaction with the madiprofession. Investigations and
interventions were sought after to authenticatepaim and establish a genuine cause.
The pain was still described as a separate eatity the participants continued to attempt
to distance themselves from it. Biomedical langutegeded to be used in this type of
status claim. In this particular group, the peredistatus claim was similar to where the
people described themselves at the beginning of theries. There were elements of
personal agency in that participants were pursa@ngure, though control fluctuated

between the person and the pain.

- Resignation

The second type of status claim was one of resmmatvhere the pain was discussed as
here to stay. This could be described in positivenegative ways. A more positive
approach highlighted a coming to terms with thengavolving an admission that the

pain would be present but that there was hopeeositlnation improving.

(2) 336-338
| know I’'m not going to get any better, | know I'stuck with it now, | can
still see something positive, even as | say if m'cget to work I'll get a
computer and even if | can’t do that I'm resignedvhat | can do
Jack had reached an awareness that the pain wgsingtto go away, a situation he was

not happy about because of his description of beitugk with it’. However he did offer

some suggestions for how he could manage hisddepmmodating the pain. Jack had
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clearly thought about his options and framed thera positive though realistic way. He
acknowledged there may be limits, but gave the @sgion that he was determined to
move on, resigned to the fact that he knew whatowéd do rather than attempting to live
life at his pre-morbid level. Jack did not see fasn improving, but did see hope for his
life improving. A more negative response suggedteat the pain would always be
present and may even get worse, and therefore gotmiterms with the pain was not an
option. In contrast to the previous extract Claffered no hope of improvement in her

situation.

(9) 608-614

my main aim now cos | know I'm going to be on medicn for years and

years, they told us that I'm never not going todmemedication cos he says

my neck, the deterioration of the discs will in@eay 3% every year or

something like that to give you a rough idea, s lasically saying I'm

never going to get any better and he can’t opexatehe said what they are

looking at is maybe the long term medication so ¢fang to say | would like

to be able to drink and then I'll put up with whete | need to put up with
Clare had one aim at this time, to be able to dsmgially again. She had been unable to
drink for a long time because of her medicatiord feit that she was more likely to join
in with her family and social group if she couldntiralcohol. Clare framed this argument
as a coping strategy, if she could drink she waultup with whatever she needed to.
However it seemed that Clare had little to contnoher life because the pain was so
dominant, and changing her medication to allow teedrink was all she felt able to
control. Clare based her argument on medical adtheefact that her pain was expected

to get worse, there were no surgical solutions, ametication was going to be

longstanding. Clare was resigned to the pain wihenagsknowledged she would put up
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with whatever she had to, but there was no optinf@mman improvement in the pain or
her lifestyle. This version of resignation alignshat described by Bendelow & Williams
(1996), who suggested that people in this groupdeminated by their pain and could
express no hope for the future as their pain woelder go. They framed this group of

people as having entered into a ‘chronic pain caree

Either response featured some degree of persoraicgg as participants began to
describe being more in control and learning to it the pain. The language used was
personal, little reference was made to medicinassiociated health care in relation to
helping them manage their lives, and participamssussed how they would move on

themselves. The language used implies a futuretatien.

- Acceptance

The third status claim was very positive in cortttasthe previous endings which had
both positive and negative elements. This endinglired people accepting the pain and
participants described looking forward, being ableontrol the pain and incorporating it
into a description of the self. This is similar‘é®@commodation’ described by Bendelow
& Williams (1996), where a ‘pain-free’ future coulte envisaged whilst incorporating

pain into their lives and adjusting to it in a mpesitive manner.

(5) 437-441

Much happier about the whole thing, | do still getys when I’'m cross with
having pain but those days are just so few andbéaween, | always used to
want to turn back time to that day when | had theident and | suppose
because it was such a moment in time that changelifennow | just don'’t
even think about that.
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Jane talked of acceptance of the pain in this@eadi the narrative, and this small extract
revealed how she was more settled and happy wittsiheation. Jane had previously
elaborated how the pain was now part of her, amhlgpacknowledged that it was part of
her self and she accommodated it as she did forormer feature of herself. Here Jane
was describing how she was happier now that sheabeepted the pain, and the days
when she was angry and frustrated were so infrequkeme suggested that she had
accepted the pain to such a degree that she nerléimgught about turning back time. It
seemed Jane was no longer focused on looking bdagkembracing her future and

looking forward.

Lifestyle adaptations and pacing activities feaduia these few narratives with a
motivated, optimistic approach described. The futwas referred to and participants,
specifically Jane and Robert, discussed goals amat waay be achieved in work and
social relationships. Pain was incorporated intdlscussion; it was no longer distanced
but rather included as part of the person. Accegamas achieved because pain was no
longer separate and had to be factored into al@smf the person’s life. The narratives
used personal language with no reference to megjieind talked of real hope for the
future. The participants had the control and weo¢ dominated by the pain, but
highlighted the realisation that life must be livexardless of pain. McCracken et al
(2004) proposed that the ineffective struggle tm gantrol over pain that is essentially
uncontrollable should be abandoned because acceptfpain may foster a sense of life

control.
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Summary - From medicalised beginnings to persomdiings

The participants constructed a narrative of thaingourney, where the opening section
was framed as a well rehearsed chronological a¢anfuthe landmarks of this journey.
The beginnings were medicalised not only in thgleye used, but in the effect created.
The participants were trying to establish a stofygenuine pain witnessed by many
health care professionals and alternative prangti® in an attempt to prove the
authenticity of the pain and their response to thah. In British culture it is not
appropriate to claim ill health without a genuim@ason, and the concern would be to be

labelled as a malingerer (Heritage 2006).

Telling the tale was the main body of the narratimed was filled with examples of the
consequences of pain. It was here that the pain mede real for the listener, and
provided accounts of the struggle to remain in @dnand live a normal life. The
participants used very personal language, givinglwexplanations of what it was like to
have pain and what the pain meant to them. Theme neasequence to these sections;
anecdotes and experiences were recounted from &agepin their journey from

beginning to end.

The endings were where the narratives were drawa tbose and the participants

described in more detail where they were now inspta) terms as well as emotionally

and socially. Three positions or status claims vé&aéed using personal language; there
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were those who were still searching for a cures¢hwho had resigned themselves to
having pain; and those who had accepted the pgmara®f their life. The future was also
addressed in the closing sections, and was obwiatlskely related to the perceived

positions.

All of the narratives had a flow from medicalisedginnings to personalised endings.
One explanation for this could be that the paréioig had lived with pain for a long time,
and like with any chronic condition the initial aptsm of a cure had faded leaving the
person with the impact of the pain on their serfsgetf and life. Few participants were
striving for a cure, most had resigned or accepbed pain at the conclusion of the
narratives. Thus it would seem for some peopleiriteal importance of naming the
problem as a clinical condition with the expect@hatusion of treatment had taken a
back seat to the importance of addressing the @mololf living with the pain. Giving the
pain a diagnosis did not lessen the devastatingétnpn the person’s quality of life,

efforts to manage the pain were what became impiorta

In contrast to Kotarba’'s (1983) claims, this styalpposes three stages that offer a
different ‘journey’. Whilst the first and secondges in both studies can be construed as
similar, the third stage varies. Kotarba (1983) lisgpthat the emergence into a chronic
pain syndrome is the ultimate destination, wheitbé&s study contends that this is not
necessarily the endpoint. There is hope of movimgvérd into a positive, fulfilling

phase. Kotarba (1983) describes a ‘blanket depeedem healthcare, whereas the data
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from the current study argues that this may be dfusome but not exclusively for all, as

some step of the medical merry go round.

The Bendelow & Williams (1996) study differentiatego positions, in contrast to the
present study where a third position is describdee accommodative group does not
seem to entirely embrace acceptance of the paid, ismmore akin to the idea of
resignation with a positive outlook. When the twenBelow & Williams (1996) groups
were compared the most obvious differences wepaiim chronicity, so that people in the
resignation group were more likely to have beepam for longer. This is in contrast to
the present study, where duration of pain can resypeople resigning to or accepting
the pain, or in fact be still searching for a curhis study also suggests that acceptance
may be the endpoint because resignation comes Ting findings of this study mirror
those of the Bendelow & Williams study in many walgst by taking a narrative view
over the whole ‘journey’ the model is broadenedirtolude all status claims and

relationships between them.

The stories portrayed the unique ways that peapéewith pain. These were intimate
stories about pain, loss, personal goals and amniitifunctional ability, and the struggle
to control ones own life. The stories highlightemivhpeople work to maintain a sense of
self. The next chapter examines the importanceejdurney to acceptance, and outlines

the features that influence the extent to whichppeachieve acceptance.
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Chapter 6
Making Sense of the Stories

Third Stage - Critical Interpretation (Ricoeur 1981

To recap, for the majority in this study pain aedvuninvited following a traumatic

accident or incident at a time in their life whezople were highly productive. For others
the pain was insidious but no less uninvited. Nuwusrvisits to health care personnel
were tried to establish and maintain authenti@tyd by engaging in all therapies offered
people showed the seriousness and dedication witthwhey pursued the relief of their
pain. Despite their best efforts the pain becarolranic condition, and remained. It was
always unwanted and initially it was unexpectedhesusual script for pain is one of a
transient incapacity followed by recovery. It waggsely this deviation from the norm

that resulted in difficulties for the people suiifgr the pain.

The stories revealed the complexity of establistande with pain, rather than a life in
pain. The participants entered previously unknoemitbry, as they came from a pain
free state, and consequently adopted diverse gieatéo maintain relationships, work
and interests from their former life as well as @&leping new activities and management
options. The stories indicated that some were neuecessful than others, and
constructed a life with pain. Some were less swfugsand lived within severe limits and
led very restricted lives. They had little influenover the way they lived, and pain
dictated their day to day life. The author does daim that the narratives actually

correspond to real events in peoples lives; ihésrtarratives themselves which have been
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studied and these that are deemed successful oilCnatment and theory are on the

content of the narratives not the relation to dotuants.

Three central status claims emerged through thieestsearching for a cure; resignation;
and acceptance. The following section builds a epth@l model of different ways of

living with or in pain with reference to these ofei.

From separation to acceptance

The following diagram, fig. 6.1, simplifies the pess. The data in this study suggest two
cyclical processes. One route is from separatiom fthe pain to acceptance of the pain,
with occasional cycles along the way dependingfinencing factors, for example if the

possibility of a new treatment comes along a réwsihe initial search for a cure might

be prompted. This claim is based on the stories lglthe people who had accepted the
pain as they had all gone through rejection ofgéi@, wanting to separate from it, before
resigning and eventually accepting the pain, amodrporating into their life. A second

route is for those who had resigned to the paircbutd not see themselves moving on to
acceptance, they still wanted to distance themsdhoen the pain. One group of people
were still searching for a cure and continued tecdbe pain as separate to them and

never mentioned resignation or acceptance as anagtthis stage.
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Fig. 6.1A representation of the possible journeys with bhaaia

Searching for a Cure
uncertain pessimist / certain optimist

(Annie)
Resignation + negative outlook Resignation + positive outlook
certain pessimist uncertain optimist
(Clare / Fred) (Linda / 03
(Hdd.aura)
Acceptance

certain optimist
(Jane / Robert)

The journeys seem to indicate that people devedm bain, and depending on the cause
and context they either sought medical help imntetliar they did so within one to two
weeks of onset. People continued to pursue metiea when the symptoms did not
respond to the initial treatment, and the searahaocure became a longstanding
endeavour which incorporated medical and compleangmractitioners. The search for a

cure continued for years for the participants, despite one of the participants still being
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at this phase, the other participants eventualighied a dichotomy. Four participants had
moved onto resignation that the pain was there¢ayp Jhey described a positive outlook
in that they could hope for a brighter future. Hoese their lives continued to be
disrupted, talk of change was occurring withoutiattifestyle changes being evident to
accommodate pain. Two participants claimed to hagveepted the pain as part of
themselves, and incorporated pain into a descriptib their identity and into their
lifestyle. The stories indicated a transition tegqmance for these people, starting with a
search for a cure, moving through resignation andll{ achieving acceptance of the
pain. The alternative route at the dichotomy letdsesignation of the pain but with a
negative outlook. Two participants were at thisnpan their journey, and were not able
to contemplate acceptance. Their lives were felbedoseverely disrupted, and although
resignation to the pain was voiced a constant gteugf distancing from the pain was

described.

The diagram represents an interpretation of thengys outlined in the stories told in this
study, and as ever presents more questions thameensThree status claims can be
drawn from the data, but by looking at the entoerpey made by each participant it is
possible to relate the claims together. Such thatroute begins with a search and ends
with acceptance via an interim time of resignatidbhe other route again begins with a
search but ends with resignation of a negativeooutl The questions now posed are:

* Could it be one cyclical process?

* Is it possible to move from a negatively framedigeation to a positive

resignation?
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The stories do not indicate that people moved feonegative resignation to acceptance,
though it is not possible to categorically stais.tffhe suggestion that a transition occurs
from a search to acceptance is based only on thestiaries told, and though the stories
did not suggest a route from negative resignatoacceptance it may be that that story

had not been told. Further investigation may gfatis question.

The diminishing relevance of separating from thmpa

Being able to separate from the pain initially isogping device, and reflects the fact that
pain is unwanted and alien. People refer to paifitaghat’ and ‘the pain’ rather than
own it, and dissociate from the pain believingoitbe a temporary arrangement. It is not
part of them or their normal lifestyle. This may & effective response to acute, short
lived pain, however it becomes less so as paingterd his idea of separating pain from
the person can be related back to the cartesiam wioithinking where mind and body are
separate. Kleinman (1988) describes a dualistiemeiqpce of a body in pain becoming
distinct and alien. By separating from the paialibws the person to fight and struggle
against the pain; it allows the person to blamephia for any lifestyle disruption and
losses; and the person engages in a battle ofatomtr be able to separate from the pain
is a powerful cultural resource, because it alldkes pain to be held at a distance and

assists in the claim that one is a victim of exaéfarces (Bury 1982).

Doctorability and separation from the pain are emts that overlap. Bury (1982) asserts

that access to medical knowledge offers an oppiytda see the disease as separate

from the individual’'s self, and by objectifying thdisease through medical science
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provides a socially legitimate basis for clinicatarvention. However strict separation of
self and disease can lead to an imbalance betwesngsthe disease as an outside force
and feeling it's impact on all aspects of life. Theadual realisation that medical
treatment is not curative leads to a search fooeemomprehensive level of explanation

which may incorporate understanding that the paimoi separate.

When the pain has been incorporated into a perdid@’'and truly accepted, the fighting
and struggling stops. Low back pain thus challenpesbody — mind dichotomy. By
establishing a partnership with pain there is nedn® constantly battle, and issues of
control are no longer relevant. It would seem tphabple cannot or will not fight
themselves, by accepting pain they are acceptiag part of their self identity. Getting
accustomed to something entails reconciling ondsethe pain and acknowledging the
pain as part of oneself (Delmar et al 2005). Acaepe is not an act of resignation or
surrender, people who accept chronic pain are assipe (Viane et al 2004). It is
reasonable to assume that despite acceptance opatihe the pain will sometimes
interfere, and it is in this situation that fighgins relinquished and a non-reactive
openness and flexibility is adopted (Hayes & Wilsi#94). The future has a meaning
and purpose and this group of people can be caesides certain optimists as they frame

their life in a positive way.
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The importance of optimism and hope

The terms certain / uncertain optimists and pes$grare based on positive psychology,
and seem relevant to the claims of resignation aockptance. Here the author is
implying that the narratives were narratives ofim@m rather than stating that the
people are displaying traits of an optimistic peeday style. As human beings we are all
goal focused, and our psychological well being den influenced by whether we
successfully pursue and achieve our goals (Carv&cBeier 2002). Optimists have a
sense of confidence and persistence in their guo$gjoals, even when progress is slow
and difficult, and believe future outcomes are ljkio be positive. Pessimists have a
sense of doubt and hesitancy, and are charactdmsedbelief that the future may be
negative. As such optimists tend to cope much befith adversity assuming that it can
be handled successfully, whilst pessimists tenantaipate disaster and are more likely
to give up (Linley 2002). Optimists tend to uselpemn focussed and positive reframing
coping strategies, and are better equipped to Icelbeir world following a trauma
(Linley & Joseph 2003). Where optimism is about betief that positive future goals
will be achieved, hope theory expands on this aggjests that hope is a combination of
finding the pathways to desired goals and beingvatsd to use those pathways (Snyder
et al 2005). A key element of hope is the way inclht combines both the belief that
good outcomes will ensue, and the way these outsowik be achieved through a

combination of pathways and agency (Linley 2002).
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From a psychological perspective, optimism and hoge be classed as protective or
resilience factors (Gatchel et al 2007), and it fgztimism may be one of the most
important personality traits in relation to adjustmto chronic pain. It has been found to
be associated with better general health, adaptéichronic disease and recovery after
surgery (Scheier & Carver 1992); and in experimerstadies high hope people
experience less pain and tolerate greater stirfmyder et al 2005). Optimism has also
been related to less catastrophising and more fuaetive coping strategies in chronic
pain patients (Novy et al 1998), and has been &dsdcwith less depression, higher life
satisfaction and less pain (Treharne et al 200B¢ Main mechanism of optimism may
be differences in coping behaviour between optimetd pessimistic people. In general
pessimists use avoidant coping strategies whilsimigts use more problem-focussed
strategies, and when that is not possible they touracceptance and positive reframing
(Garofalo 2000). Hence Carver & Scheier (2005) yagt that it may not be the coping

strategies but the flexibility of coping that proi® against disability and distress.

Uncertain pessimists and certain optimists cambkided in the ‘separation’ group, as
all participants started their journey from thismef searching for a cure and wanting to
distance themselves from the pain. People inveseanching for a cure, and in Western
cultures the dominant solutions to persistent p@i@ pharmacological methods and
avoidance of pain provoking activity (Davis et @92). These attempts are often
unsuccessful for people with chronic pain, but pesely continuation with these
methods persists (Viane et al 2004), and can leadndre distress, disability and

preoccupation with pain (Aldrich et al 2000). Iretbarticipants for whom the elimination
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of pain was the primary but unobtainable goal, moset towards other goals was
blocked, and led to frustration, a sense of enteayprand depression (Morley et al 2005).
Some successfully managed to negotiate a routedeptance, certain optimists (Jane
and Robert), whilst others remained at the seagclmna cure stage (Annie) or moved on
to resignation without any hope of improvement,taiar pessimists (Clare and Fred).
Some people were at a stage where they were resigribe pain but felt there was hope
for a brighter future, however the daily disruptiand losses were such that there was

some uncertainty, hence uncertain optimists (Lilglsan, Jack and Laura).

Acceptance as an analogy to heroic death

The journey towards acceptance of chronic painnelagous to the script of a heroic
death as documented by Seale (1995). The scripttdeg dying person struggling to
know the truth, and provides the opportunity toptly great courage in facing the final
threat. Seale (1995) uses the ideas of open asédlawareness described by Glaser &
Strauss (1965). Closed awareness is where the ahgdafession know the diagnosis but
the patient does not. Suspicion awareness follomalsr@presents the beginning of a series
of obstacles to be overcome, initially presented lapctor who would not tell, or told in
an uncaring way, or whose telling leads to a fgeihabandonment. Open awareness is
the beginning of the journey towards acceptance, portrays the heroic script of
fighting, determination, will power and putting @ brave face which are all to be
admired. Telling, denying, fighting and finally a&gting are particular moments in the
journey towards open awareness (Seale 1995). Abéistone (1992) argues an ordinary

hero is one who fights internal and external ensmedurageously passing through
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stages of anger, fear, and denial to eventual #mce@. Thus the project of self
awareness is a central preoccupation, becauselimate of chronic and pervasive doubt
it becomes necessary to forge meaning in the sdarch stable construction of self

(Mellor 1993).

If we relate this to the pain stories within thiady, suspicion awareness links to the lack
of a diagnosis and the continued pursuit of onee Trtain disadvantage of awareness
concerns the capacity to continue as normal. @omg as normal and maintaining
everyday routines then becomes a heroic pursuausecit requires a constant struggle,
determination, will power and self sacrifice, apicted in the stories. However this
struggle and fighting does not allow acceptancel uné end of the journey, where
acceptance in the case of dying is the goal ofstneggle to know, and in the case of
chronic pain is the goal of the struggle to knowto live with pain. All pain narratives
invoke the concept of identity, which in turn in®la number of possible theoretical
interpretations. The ideas of struggle and heroasinbe picked up again following the

discussion on identity.

The importance of a dynamic self

From a cognitive perspective the self is a constanstantly under reconstruction and is
linked to the body because both are experiencet@asnd the same thing (Kelly & Field

1996). With the onset of pain, the body changes thedself conception changes too.
Identity, however, is the public and shared asmdécan individual as people occupy

positions, statuses and social roles. To be acledyed as a social performer we have to
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have control over, use and present our bodies {K&lIField 1996). Thus bodies are

central to social processes, and in the case ohahpain any lack of control of the body
will inhibit the capacity to enact social roles. @hthe pain is chronic alterations to the
self and identity are substantial and permanentgh this may not be recognised at first.
Living with the problems of impaired functioning liWbecome permanent features of the

self and the publicly defined identity (Kelly & Fte1996).

Traditional theorists conceptualised the self asitary, core and cohesive entity (Kohut
1977), more recent theorists propose a theoryeogétf as a process; that is multifaceted,
dynamic and narrative in nature (Anderson 1995; (&am 1996; Polkinghorne 1988).
With chronic pain people compare their older, Heattelf with their ill self, and separate
the person in the present from the person in tlsé (@orbin & Strauss 1987). Perceptions
of self must relinquish aspects of the self whioh r@o longer meaningful and incorporate
pain related changes to form a new image of selfs Pnocess moves people from
separating and fighting the pain, to resigning aongefully accepting a life with pain.
People with chronic pain need to rethink and reigomé the past and the future
(Hellstrom 2001). Narrative reconstruction of afsdéntity enables a sense of control
and will require changes in perceptions and presitAt times the pain is in control, at
other times the person is in control, however sitheepain is the person then in reality
the person is always in control. As Williams (2000jote, the fashioning of self
identities is a reflexive and contingent procesgoiving a never ending cycle of

biographical appraisals and re-appraisals.
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People can not be understood as having a fixediigetherefore. Identity is not to be
found within a person, but rather it is relatioaald produced within specific contexts
(Elliott 2005). Narratives can focus on the evegygeactices which constantly construct
and re-construct a sense of identity. Ricoeur henbnfluential in contributing to the
concept of the narrative constitution of identityhich suggests an identity that is
grounded in experience and temporality, and theeefoot static. Ricoeur (1984) uses
narrative in two ways: firstly as a means of untirding of how people make sense of
time; and secondly as a way of conceptualising peaple have a continuous presence
through time without becoming fixed. Thus identign be seen as permanence through
time without sameness through time. Smith (199dilarly describes personal identity

as a product of managing the opposing forces afgdand continuity.

The journey to acceptance is one of transition aoamalisation

The journey to acceptance of chronic pain disp&dfiaities with other illness narratives,
particularly the literature on transition and nolis&tion. lllness narratives can direct us
to view illness as a disintegration of self, agrgerruption of one’s biography, and as a
silencing of one’s voice (Bury 1982; Charmaz 19B¥den 1997). Severe illness has
been described as an ontological assault becauted$ruptive nature; for example the
human power to act is compromised, and the bodyrhes foreign and medicalised
(Sakalys 2003), potentially resulting in biogra@hicisruption (Williams 1984). As
previously described, new perceptions of body aifiase needed (Sakalys 2003), and
the literature on transition and normalisation baip elaborate how acceptance may be

reached when suffering long term chronic back pain.
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Meleis et al (2000) define transition as a prodass results of and results in change in
lives, health, relationships and environments. liKré2002) argued that change and
difference were essential properties of transitiand to understand transition it is
important to uncover and describe changes and fteet® of change taking place in a
person’s life. Transitions follow a time span aranenence from first signs of change
through a period of instability, confusion and diss to an eventual calming with a new
period of stability (Bridges 1991). Thus, a concepty relevant to chronic pain as

documented in the stories told in this study.

Another feature identified in the transition litenee was a strong desire to move on
(Kralik et al 2002), which resembles the experisnokthe participants in this present
study. Important was to know one’s response t@$# to develop inner conviction, and
to refrain from comparing the before and after ¢fatvcould be done. Identifying and
being aware of priorities formed part of the nevaga of self and ultimately enabled the
management of illness as an ordinary part of lifeoking forward was important, as the
perception of self shifted and past aspects ofwgkith were no longer meaningful were
relinquished to incorporate a new image of selhidg. ‘Moving on’ was understanding

the confines of iliness and its acknowledgementl was described as liberating. The
reconstructed self accommodates the reality ohdjwvith chronic illness, where illness

had been incorporated as an ordinary part of 8terfh 1993), akin to normalisation.
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Normalisation is a form of coping, whereby an indial learns to tolerate or put up with
the effects of chronic illness. Initially life isrgblem saturated, but gradually a shift
occurs where people try to manage the problem abdcomes part of them, and a new
story emerges (Robinson 1993). Robinson (1993kWedi there is an evolution of ‘as
normal’, and that construction of life as normakidalancing act whereby the chronic
condition must be recognised and acknowledgedrbatway that deficits and difficulties

are minimised and abilities emphasised. The eartyd on loss and burden gradually
shifts to a more positive image of normality (Thew& Paterson 1998), but the struggle

for a tolerable existence takes a long time (Pauétal 2002).

The journey with pain and the struggles encountaredelaborated upon in the stories
told in this study. Frequent oscillations of cohtoetween the person and the pain are
described by the participants. The shifting perspes model helps to clarify this
oscillation, and describes living with a chroniodss as an ongoing, continually shifting
process between illness and wellness (Paterson).28iher illness or wellness takes
precedence. lliness in the foreground will resnlthe person focusing on sickness and
suffering, whilst wellness in the foreground occwken the person can distance
themselves from the illness. This model aligns weth the present study in relation to
the shifting perspectives experienced by the peadless in the foreground may relate
to the pain having control, whilst wellness suggeke person is in control. The shifting
perspectives model does however contrast with gtudy by objectifying and placing
pain at a distance from the person. This is atamae to acceptance which incorporates

pain into the identity and ends the continual dhftween illness and wellness.
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The study of illness narratives has afforded a ngeeeral understanding of illness
experiences, recognising the interdependent nafuredy, self, and society. People have
an ongoing identity that is discursively constracteross time (Stephens et al 2004).
Chronic pain changes the foundations of someoife’®écause the pain creates new and
qualitatively different life conditions. Chronic ipacan affect every aspect of being —
physical, social, psychological, financial, spidgtuand pose a threat to the person. The
common fears cited by people with chronic painlass of control, loss of self image,
loss of independence, stigma, abandonment, angeérismtation (Pollin 1984). The
ultimate goal of people with chronic pain is to pijaand somehow create a situation
where the pain, though always present, does ntatdiclecisions and activities. Pollin
(1984) suggests that adjustment occurs in ebbdlawd, and the person must learn to
appreciate when integration occurs. Some peoplehraaceptance, others find that the

limitations in their daily life make difficult thenovement toward acceptance.

Kelly (1994) identified a range of possible nawati‘genres’ in a discussion of the

discursive representation of chronic illness, idohg:

= epic-heroic;

= tragic;

= comic-ironic;

= romantic; and,

= didactic.
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Albeit that many of these genres could be idemtifrgthin the stories told, the stories
could not be themed into distinctive genres andsuggest a typology of unifying
‘themes’ to these accounts would be to downplayr tiebaracteristic complexity.
However, one common theme was evident across tbeuats: namely, those actions
were in some way ‘extraordinary’ and therefore #® understood in contrast to the
mundane concerns of day-to-day life. The predontivahicle by which to claim an
extraordinary / heroic identity was that of a ‘gfgles discourse’. Seale (1995) noted that
themes of suffering, struggle, and redemption rasostrongly in relation to struggles
discourse. Pain and distress were typically poelayn the stories in this study, and

‘survival claims’ afforded the participants thetagof having ‘beaten the odds'.

Featherstone (1992) suggested that in contempdeanys a ‘heroic life’ can only be

claimed in juxtaposition to ‘the mundane’. A herdife is comprised of the following

features: emphasis is placed upon the extraorditiagypossibility of return to everyday
routines is denied; emphasis is placed upon oiss to future security and the ‘courage
to struggle’; extraordinary displays of courage, self-sacrifice are made; the hero/
heroine is driven by forces outside him/herselg tiero routinely claims to be self-
possessed with an inner sense of certainty angha&srs is placed upon a compulsion in
being able to overcome the greatest misfortunesnaadce ones own fate. This is not an
exhaustive review, but selects features that camebegnised within the stories. This

characterisation shares many features with thesiclsconception of heroism, and the
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participants did reference what they perceived »dsaerdinary feats of courage and

strength.

Seale (1995) suggested that ‘struggles discourseiges a vehicle by which anyone can
rescue meaningful identity from unfavourable cirstamces. This discursive strategy
resonates with the theme of identity as a dynaraicept. With the onset of pain the

body changes and the self conception changes tbhenWhe pain is ongoing alterations
to the self and identity can be substantial andnpeent. Kelly & Field (1996) suggest

that living with pain and impaired functioning wilecome permanent features of the self
and the publicly defined identity. Current theorsoposes that self and identity are
processes, multi-faceted and dynamic in natureo@bpain patients frequently compare
their former healthy self with their ill self, whan fact they should be encouraged to
relinquish aspects of the self that are no longeammgful and incorporate pain related
changes to form a new self. This process movesl@dam separating from and fighting

the pain to resigning and, hopefully, eventuallgegating a life with pain.

Commonalities between the discursive representaifoineroism, death and dying and
pain and suffering have been noted above. | suglasthe contemporary cultural script
of ‘heroic death’ (Seale 1995) is very similar toetconcept of ‘living with pain’,

whereby people move from separating from the paectepting it as part of themselves.

225



= The struggle to know — the movement from mere sumpito confirmation. In
relation to chronic back pain, this is akin to segka diagnosis and initially a
cure.

= The struggle with knowing — the struggle to copehwinformation’, once
suspicions are confirmed. In terms of pain, theoimg search for a cure and the
inability to maintain ‘normality’.

» Facing difficulties — affirmation of the self indgHface of overwhelming threat to
ontological security. In respect to chronic, untesd pain, to resign and live in

pain, or to accept and live with pain.

Struggles discourse is exemplified with self-defqmimoments in which adversity is
conquered by means of acts of courage or sacribemle (2001) asserted that the
principal discursive function of ‘struggle languagetherefore in allowing unfavourable
personal experiences to be represented in termaspsichological and spiritual journey
towards a satisfying resolution. However, in thisdy a satisfying resolution was not the

only outcome.

Living with pain (certain optimist narratives)

Having pain was the foundation for a life that wdféerent to that which the participants
had previously known. However this was a life fllleviith different possibilities where
pleasure and satisfaction could continue. Hard weak needed to create the life they

wanted to live as a person with pain, by using rmgeaof strategies and resources
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available to them. There is no suggestion thatigs without difficulty for the people

who lived with pain, but life could be enjoyed digspheir circumstances.

People living with pain assessed and adjusted #&xg@ectations, and could play down the
negative impact and minimize the significance ofathey were no longer able to do.
They focused on what they could do, and negotistedegies to allow them to plan and
achieve goals. In this way they could look to theufe as a positive, fulfilling

experience.

Living in pain (certain pessimist narratives)

The people living in pain did not play down the atge impact and their stories
highlighted the continuation of difficulties, fruation and despair as they put up with
circumstances they perceived were beyond theirrabn€Consequently these people
struggled to lead the life they had before paife became fraught with constant struggle
and unfulfilled goals, which reinforced the needéek help, and the continual search for
a cure. For some the realization that pain wasguatg resulted in them resigning
themselves to the pain. Resignation with a negatitok could be regarded as a type
of learned helplessness, where the people areesslpb change their situation and lead a

life aimed at not aggravating the pain.

Whether living with or in pain, the people had madve a situation where they could not

live their life or pursue their personal aspiraamthout restriction. In their everyday life
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the majority struggled with pain. For the minontyo had truly accepted the pain, they

concentrated on living. Important to both was beibte to live an everyday life.
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Chapter 7

Conclusion

Why this study?

Back pain is a relatively new disability — the piesh has probably existed for as long as
man has been a species, but it is only within #s 150 years that it has become a
disease for which a cure will be sought. Here Beproblem as simple back pain
frequently evades a cure, though the majority dfiesers within the UK will seek a cure
because of the expectation of, and reliance onntédical model. The epidemiological
evidence and literature review highlight how mutteration has been paid to the effect of
low back pain on the population and to the incregsiost in economic and health terms.
Present health care services are often seen asistexsary in managing chronic low

back pain, and back pain still represents oneehthjor challenges in health care today.

The research question posed within this study gmem an interest in the disparity

between the professional and patient viewpoint letwow back pain is and means, what
the expectations are, and what are suitable opaadsoutcomes. My clinical experience
told me that the lay search for a cure for low bpak was not easily reconciled with the
professional recommendation of management. Howsoene people were able to accept
this more readily than others, and this led medosaer the journey that people take
from the onset of back pain. It seemed that pradesss had already determined the final

destination of acceptance and management, but suffsxing pain had alternatives.
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Low back pain has been researched across many loeaitt disciplines, using a variety
of approaches. An interpretivist inquiry was choden this study because clinical
experience had shown that patients tell storighaif pain problem, and frequently lead
the researcher on a journey through the historyheir low back pain, and are thus
constantly engaged in the process of interpretafitve study focused on the patient’s
perspective in an attempt not to overshadow theegoof the sufferers. As the researcher
had observed that people readily tell stories eirthife events, it was felt that a process
that enabled people to tell stories of their evayytife would be most appropriate. In-
depth interviews were arranged, and a series ahtinags resulted. Narrative analysis
complemented the research area and the wider iaterp approach as it was the
experience, the meanings, beliefs and perceptidndack pain that were to be

investigated.

The aims of this study focused on the patients’spective of low back pain, and

particularly addressed:

¢ the beliefs that study participants hold on whatthe causes of their pain,
¢ what their pain means to them,
¢ the experience of living with low back pain,

¢ what the future might hold.
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The causes of low back pain

An enduring concern with all the participants was nheed for legitimacy, and the
necessity of presenting a ‘doctorable’ problem. Tdren ‘doctorability’ was adopted to
define the situation whereby a patient must satisé/health care professional that they
have a problem requiring investigation and treatmand the patient must lack the
knowledge, skill or expertise to manage the probtentheir own (Heritage 2006). This
relies on the assumption that doctors can provideaament, and supports the idea of the
medical model. In some situations the confirmatedna diagnosis by a positive test
would be feared, but for back pain patients a pastest confirms a real problem, and is
a desired outcome. All participants sought medicale and wanted to establish a
genuine, physical reason for the pain. The needttrtbute cause is crucial on many
levels. Pain that cannot be seen threatens a ofisianing — having pain confirmed and
diagnosed by a doctor aligns the person with medi@nd the sick role, whilst an
inconclusive diagnosis, or no diagnosis, alienétesperson from medicine and reduces

the claim to be sick.

Causation and legitimacy of the problem were attechipy the participants describing
either morally credible activities or accidents| Abrticipants used such devices, and
stressed how ordinary but fruitful their lives wdrefore the pain. The onset of pain was
seen as beyond their control. Bendelow (2006) de=tra hierarchy of pain where some
forms of pain are more socially acceptable thaersthPain with a pathological, usually a
physical, cause appears to have more respectahibtidity and authenticity. People

were aware of this and were driven to establisbraume cause for their pain.
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Reduced activities and daily functioning led ak tharticipants to seek a cause for their
pain. Most participants retained their own viewstba causes of their pain, which did
not always reflect the views of the medical pro@ssin a study by Geisser & Roth
(1998) people who were unsure or disagreed witlr iagnosis tended to report a
greater belief in pain being a signal of harm, dedcribed themselves as more disabled
which resulted in them using maladaptive copingtegies. Participants unsure of their
diagnosis had the lowest levels of perceived cowiver the pain. Lack of diagnosis can
lead to chronicity of pain, and the evidence sutgésat it can lead to heavy use of

medical services in an attempt to validate anditegie pain.

Without proper explanation of their pain the peoplehis study became increasingly
inactive, and frequently increased their medicatise. People withdrew from activities
and social interactions, focusing more and mordheir pain. Proper explanation does
not have to be a definitive diagnosis, but as Wetlal (2003) highlight a label may
provide a name for the person’s experiences throwbich they can more easily
communicate, and give their pain a sense of talitgibvalidity or control, or provide

justification for suffering. Telling people earlién their journey may go someway to

accelerating the struggle, and eventual arrival @re positive outcome.
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What does the pain mean?

Pain beliefs are peoples own ideas about their pach what it means to them. The
participants were anxious to understand the cadséer pain, but were equally
concerned about the damage that may have occuncetha potential for future damage.
All the participants felt that their pain was pemaat and was progressively going to get
worse. The degree to which people believe that #ieydisabled by their pain proved to
be a powerful factor in limiting their functionabitity. The advice to manage pain and
keep active was difficult for people to grasp, esgéy if they had low perceptions of

perceived control and believed their pain to bereéoss long term problem.

Pain was always uninvited and was described aslingaa person’s life, separating the
person in the present from the person in the p@stbin & Strauss 1987). People
described living day by day, and not being the sambéefore. Fighting was a recurring
theme with all the participants. At times all foughe pain either to continue as normal,
or to achieve something particular. Control shifteetween the pain and the person;
sometimes the person was the winner, sometimdsdbe in these battles. This created a
continual struggle to control the pain. In ordermtaintain this struggle the participant
had to believe the pain was separate to them. Bgerg1989) believes that people
always seek to maintain control over the pain, this is only effective in certain
situations and is aimed at not only lessening thm fut also at maintaining both
personal integrity and the presentation of a cosmgeself. Thus, from this data it
becomes clear that for the majority the attemptsadotrol the pain continue until the

person believes that the pain is chronic and vatlend.
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Initially being able to separate from pain refletts fact that pain is alien; it is not part of
the person or their normal lifestyle. It allows therson to fight and struggle, and blame
the pain for any disruption and loss. However, ais ppersists this coping style is a less
effective response. Separation of self and paidsiea an imbalance between seeing the
pain as an outside force, and feeling its impacalbaspects of life. A socially legitimate
basis for clinical intervention may be achieved diyectifying pain through continual
access to medical help, but for most people at qoong the gradual realisation that no
cure is likely for chronic back pain will lead tosaarch for a more comprehensive level
of explanation. Introducing the idea of chronicityd management earlier in the journey
may lead to the development of a comprehensiveaegtibn that incorporates the
understanding that pain is not separate to theopeihe evidence in this study suggests
that those participants who had accepted the paie wo longer fighting as issues of
control and struggle were no longer relevant. Bgeating pain the person is accepting it
as part of their self identity, and clinically this something we could move people

towards at an earlier stage.

Phases, as suggested by Breen (2002), were disieeiini the stories. Breen (2002)
describes four phases, but for the purposes ofdtudy two extra phases have been
added to incorporate the entire journey. This surs®a the meanings held by the
participants over the course of their experiencéh pain. For the majority of people
their beliefs may hold fast, but the meaning ofppaen was changeable.

« 1*'phase = before the pain = active, ‘normal’ life.
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« 2" phase = onset of pain = initial discriminationpzfin, person self treats the

pain. (Breen’s first phase).

« 3 phase = striving for diagnosis and cure = onggiai, person seeks medical

help and a cure, and separates from the pain. iBreecond phase)

« 4™ phase = living in pain = gradual understanding tha pain is chronic, and

previous experience influences ability to copee@@rs third stage).

« 5" phase = adjusting to pain = modification of lifgstand behaviours to live in

pain or to live with pain. (Breen’s fourth phase).

« 6" phase = future = still searching for a cure, sigeed, or accepting of the pain.
The first and final phases have been added as hdek®s Breen’'s (2002) original
phases, as a means of embedding them within ar@rboography. Considering life
before pain and ultimately where their life withinppanay go mirrors the concept of a
journey. Life did not start for the participants evhthey developed pain, nor does it end
when adjusting to pain. Life is a continuum whigatures pain for these sufferers to a

greater or lesser extent.

The experience of living with low back pain

Vivid stories have been told relating the impacttlod pain on personal and working

lives. Avoidance of physical and emotional suffgris common, whereby people attempt
to control or limit their contact with anything peived as pain provoking. Back pain

strikes when people are most productive and hasefarthing consequences. Participants

described loss, feelings of worthlessness and &fresteem.
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The concept of good days and bad days featuredrnwiitle narratives. Good days were
described as infrequent and highly sought aftenvéler, bad days were more frequent
and seen as inevitable. Severity of pain only pbytiaccounted for the differences in
days, which seemed to be more related to emotiandl psychological factors and
personal agency. Severity was mentioned on a bgdbdd not on a good day, however
neither were good days described as being pain Bemg in control of the pain and
‘feeling different’ were important features of aagbday where activities could be
achieved. Over the course of the journeys the tiaesasuggest that more good days can
be achieved by adapting lifestyles rather thanggiing to maintain pre-pain levels of
activity. Some forms of adaptation are more positivan others; some people limit their
personal, social and work life substantially whitéhers alter their lifestyle with more

minimal changes and pacing.

Establishing a life with pain is very complex. Piopame from being pain free and were
thrust into a previously unknown situation. The ra@ves highlight how diverse

strategies were adopted to initially maintain ielahips, work and interests. The stories
indicate that over time new activities and managenoptions were undertaken. Some
participants were less successful and lived wigermere limits and led very restricted
lives. They perceived that they had little influeraver the way they lived and could be
said to live in pain. Those telling more successfuratives described constructing a life

with pain.
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It is the individuals understanding of their redaiship with pain that shapes that persons
life. People differ in their aspirations, backgrdsnand experiences, and the individual
stories indicate such differences. People in penn@ither inactive, passively receiving
care, nor independent and self determining in thg they manage their daily life. Some
are more passive; others active in the way theyrgit to shape their life and reconstruct
a personal identity. However a unifying theme agralé stories was being able to live a

meaningful life.

The future

Three status claims emerge from the narrativesckigy for a cure; resignation; and
acceptance. It is not intended to suggest thatetla@s definitive positions, but more
current estimations of status. The first statugrcia that of still looking for a cure. This

seems to be a continuation of the original aim, @ad be the position irrespective of the
length of time that back pain has been suffere@. Fdrticipants adopting this style were
either actively pursuing a cure or taking a morgglterm view that they would be ready

when something curative comes along.

The second status claim is resignation, which carfremed positively or negatively.
People relating narratives of resignation dwell mploeir pain, feel psychologically cut
off or isolated from others, are engaged in fewmriad activities and express the view
that illness has dominated their life. A more puesitform of resignation narratives
involves coming to terms with pain, and an admissiat the pain is here to stay despite

their best efforts. It is hoped that things may rove, though this is still a passive
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position. A more negative response suggests tleap#mn will always be present, and
may in fact worsen, but coming to terms with thénpa not an option. No hope is

expressed for a positive outcome, and there iheespursuit of improvement or cure.

The third status claim is acceptance of the pas T framed as looking forward to the
future. Acceptance does not imply a blind purstiaaiivity and uncompromised lifestyle
in spite of pain, but features behaving in chosagsmwith pain, thus achieving a full and
satisfying life (McCracken 2005). Acceptance acklemges pain and suggests that pain
has been incorporated into a person’s life. Theigyants described themselves as a
person with pain as it formed part of their idgneind with their optimistic approach it

allowed the person to look forward. Life could beetl regardless of pain.

The data in this study suggest two cyclical proees®ne route is from separation from
the pain to acceptance of the pain. This claimaised on the stories told by the people
who had accepted the pain as they had all gonedhreejection of the pain, wanting to
separate from it, before resigning and eventuatlyepting the pain, and incorporating
into their life. This route does not appear to dated to time with pain, nor is it a linear
route. Further investigation may elucidate thisteomnore clearly. A second route is for
those who had resigned to the pain but could net themselves moving on to

acceptance, they still wanted to distance themsdtoen the pain.

Optimism and hope are key factors in relation tqustchent to chronic back pain.

Optimism has been linked to better health andpess (Treharne et al 2005) through the
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mechanism of coping strategies. In general pessmise avoidant coping strategies
whilst optimists use more problem focused stragegigd turn to acceptance and positive
reframing. The terms uncertain/certain optimistsgiists were included in this study
because they were employed by the participants. iflka of optimism, hope and

pessimism pervaded the narratives though the aattided the element of certainty or
uncertainty to highlight the success, or not, @sthtraits in moving people on through

their journey.

Having a positive and optimistic attitude to litea key factor in managing chronic pain,
and encouraging patients to have this should begbar health care professional’s role.
An optimistic outlook has health and coping besefdr pain patients (Gatchel et al
2002). People want to participate, be involved laade their experiences and pain stories
listened to, and being given time to do this is em@nt at times of transition. People
with chronic pain need time to retell their storeasd adapt to a different way of life

without losing self esteem.

Implications of this Study

This study aims to make a contribution to our ustierding of how people live with
back pain. Contemporary literature abounds ondpe tof low back pain. The stories of
people suffering with low back pain are presemutih limited, within the literature, and
this particular research was designed to bringetisésries to the fore and help to develop

a greater awareness of the different phases ppapkethrough on their journey.
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Reconceptualising the status of the person witim pacuses attention on supporting
people as active agents and moves them to detetiméireown life rather than merely
living in pain. The Parsonian paradigm, with iteeatlant notion of the sick role, places
the ill person in the position of handing over m@swbility to medical professionals to
alleviate their situation (Parsons 1951). Whils¢ #sick role is a temporary one, the
impaired role is potentially permanent and one whtre person faces dependency
(Dewsbury et al 2004). Initially people in pain &een as patients adopting the sick role
and required to act passively seeking cure andtntes#. However, chronic pain
management requires people to actively address dlagi management and be partners
not patients. This philosophical shift is the crax successful pain management, but
people frequently need help to engage in decisiakimg and learn to be instrumental in
shaping their life. For example, the discussion @mtrol in a previous section
highlighted the perception that control moves betwthe person and the pain; however
with support choices can be made that will putkeeson in control. By retelling their
stories and exploring their personal journey widlinpa more sophisticated understanding

of their construction of life with pain can be gested.

The initial questions posed in this study were arsd, and as Williams (2000) suggest
moderatum generalisations are possible. The ofigdea was to map out the health
service contacts and events as well as the meaanybeliefs held by people in pain, to
consider the possibility of service developmente Btudy design altered along the way

and became focussed on the stories and the joudwayever by listening to the stories a
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gap can be identified between what clinicians di\&hat the people in pain want, which
in fact may come full circle back to the idea ofvése development if we ask the
guestion could we tailor a service better. | sugdkat health care is trapped in an
epidemiological model, and by using narratives #mel concept of identity a service

could be constructed that does not just featuoma Size fits all’ approach.

The strengths of this study lie within the methadl and the findings. The methodology
allowed people to tell their stories, and the dpgaerated was analysed using a narrative
approach. The qualitative framework tied togethellwso that the method of data
collection married with, analysis and subsequerterpretation. The findings are
consistent with research on low back pain, andratheonic conditions, but expand on
the theoretical models of Kotarba (1983) and Bemd&& Williams (1996) by suggesting
a more comprehensive view of status claims. | thim& has been achieved by taking a
narrative approach. | believe that the findingshig study are relevant to other groups of
people with a chronic condition. The findings restenwith the literature on illness
narratives and transition which cover a numbertobgic conditions including arthritis,
MS, diabetes, HIV, though the extent to how germeahble it may be would require a

larger study to answer.

The study could benefit from a longitudinal deswgmch may have identified differences
in stories as their chronic condition progressdus Tvould allow a more comprehensive
view of journeys and status claims, and the ratatigps between them. It was not

possible to undertake such an option, as it wag aslthe stories unfolded and were
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considered sequentially that the proposed theoky ofclical process between the stated
endpoints emerged. Hindsight suggests that a fughely employing a longitudinal
design would be relevant to elucidate these firgliigwould also be useful to interview
people suffering chronic pain that are not attegdinpain clinic. Issues of time, access
and resources prevented this within the presemlystout again could be incorporated

into further longitudinal work.

The contrasting influence of the medical model smalal model of disability

A brief consideration of two influential models mhaglp clarify the challenges raised in
this discussion in moving toward acceptance of ,paamd where the above
recommendations may meet obstacles. However,thieiscontention of the author that
although people in pain have been given the labethmnic low back pain by health care
professionals, it is the people themselves whol lddie as an impairment and some will
consider it to be a disability. The initial chalignfaced by people with chronic pain is
the move from a curative medical model to a patoemtred management model. Patients
at this time are experiencing life with an impainfebut are being encouraged to live
fully and the health care professions are activtBgmissing terminology and lifestyle

options associated with disability.

Historically the medical model of iliness has bélea basis for health care intervention,
and is the standard expected and accepted by peqgpdén. The medical model of illness
separates the body into component parts, looksdoses, and seeks to diagnose, name,

define and treat specific illnesses. In relationcktwonic pain the evidence supports a
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move away from the medical model to a more fruithdhnagement model. Following
from the above premise that some chronic pain pstisee themselves as disabled, then
in terms of disability the medical model views dikal people as the problem and seeks
to label people by their impairment. Disabled peogie seen as needing to change and
adapt, there is no suggestion that society needsange. This forms some of the basis of
pain management whereby patients are encouragadajat to living with pain, but the
model does not acknowledge that people are steavag from labelling their condition

as an impairment and as such are discouraged fdoptiag a disabled identity.

In contrast, the ‘social model of disability’ (O&v 1990) emerged in the 1980s as a
critique of medical approaches to disability. Thedmsal view that social restrictions for
disabled people were a consequence of physicaungsbn was rejected and it was
forcibly argued that people with impairments wersatlled by a social system which
erected barriers to their participation. Disabiltgas not an outcome of body pathology,
but of social organisation, and hence presentdialienge to the medical view that the
body is the ‘cause’ of disability. The disabilityorrement has been happy to accept the
distinction between impairment, a form of biolodicysfunction, and disability, the
process of social exclusion. The main achievemeintisis have been gained by drawing
attention to the ways in which able-bodied normseharected barriers and excluded
people with impairments from the mainstream of styciThe social model of disability
with particular regard to learning difficulties igery clearly in support of validating
people’s identity and moving away from a preoccigmatof the personification of

stereotype (Watermeyer 2009).
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The social model of disability relies heavily updine distinction between bodily
impairment and socially produced disablement, ahilevthis approach has been of great
value in establishing a radical politics of disaipjl Paterson and Hughes (1999) argue
that it does not leave room for a full considenatad disabled identity and that a social
model of impairment is possible. This is particlylaelevant when considering chronic
low back pain. The literature suggests that peogiieice their activities, and experience
loss, anxiety and depression, and frequently redghednselves as impaired. All the
participants in this study felt that their pain mhpairment was permanent and was
progressively going to get worse. Thus impairment itself carried real social
consequences and was a significant factor in teetity and day-to-day existence of
people with low back pain, and in this respect ithpairment is social, and disability
arises from the fact that pain curtails socialigéis. Those people who had resigned to
the pain or were still searching for a cure, déscithemselves as leading severely
restricted lives and many of them viewed back @a&ra ‘disability’. Paradoxically this
view could be considered, at times, to be antagjonts the social model as it is
conventionally conceived, since the person is dieshby virtue of the social effects of
the pathology rather than due to external ‘disa@plfactors. It should be recognised that
disabling barriers in the ‘world outside’ are mgrelart of the problem, and in fact we
might do well to consider the social aspects ofampent when considering the low

back pain experience.
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The author does not claim that people with chrgmam, by necessity, are disabled;
rather, more reasonably it can be suggested tlatstitial effects of chronic pain
impairment, can result in the attribution (or saifribution) of disabled identity. A
proposal is offered that this study points toward bpsychosocial model of
understanding chronic low back pain, incorporatamgindividual view of impairment.
Some people will construct a ‘disabled’ life, othewill not and by validating pain
narratives and the people telling those storiesnveg recognise how people live with

their pain in all domains of life.

The findings of this study have implications foagtice, in that people need time to tell
their story. History taking and story telling haddferent foci, and are dominated by
clinician and patient respectively. History takiisgthe principle mode of establishing a
clinical story. | contend that health care profesals should afford a detailed story more
status at an earlier stage of a person’s journdly pain. The importance of knowing the
person in pain will benefit the relationship andphéevelop a more personalised
supporting structure to enable people to shape lifeito live with pain, rather than in
pain. Packages of care could be tailored to meepé#nticular needs of patients, based on
their understanding and perceived position withirtipain, that is whether they have

resigned, accepted or are still distancing theneseilrxom pain and seeking a cure.

Narrative thinking is different to analytic thinijncommonly used in clinical practice;

both are ways of organising experience but as fwasrkes they have different purposes

(Sakalys 2003). By understanding the processes thghwpeople come to grow from
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their pain and loss experiences, we learn muchtabheumotivation for and function of
narrative reconstructions of self (McAdams 1996jnNgyer 2000). McAdams (1996)
argued that ones conception of ones identity gelgrbased on making a coherent story
of ones past experiences, present situation angefugoals. Pain and loss figured
prominently in these narratives and such eventsdesignificant changes in how people
saw themselves and the world in which they livbe@reéfore understanding the meaning

making processes used by people is likely to bg vméormative (Davis 2001).

It is not suggested that health care professiatalsot attempt to identify and respond to
the needs of chronic back pain sufferers, but tdeyso within the scope of their
profession and learned practices. Evidence, theory value are inevitably produced
from within discursive traditions (Dewsbury et a@0(). Attempts are made to help
people live in a meaningful way, usually very swsfelly, but there can be a gap
between the sufferers views of what they need haodet looking after them. Identifying
where people are on their journey and identifyingatvstrategies are available to help
them move towards acceptance may prove benefidibe current emphasis on
professional, technical knowledge as key evidenoderpinning practice should be

balanced with the knowledge of the person in pathtaeir ability to accept.

Frequently health care addresses the needs ofgasptientified by health professionals,
however this may not reflect the need as definedthgy person in pain and more
importantly this may not meet the outcomes theyirdefoth professional and lay

knowledge exist and both influence the way carecasstructed and utilised. Both
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perspectives are justified, but the outcomes maydng different. It remains important
for professionals to draw on biomedical and patspecific knowledge, but not at the
expense of the person’s knowledge. People in paue life experience and should be

instrumental in managing their situation, one siaes not fit all.

It was expressed at the outset of this study that iiews and experiences of the
participants were to be the focus, and it was ifgmarto translate this into the study
design and methodology. This study indicates tlatative methods do provide the
means for people to tell of their experiences amgige in a process of interpretation.
This thesis provides an insight into the day to dageriences of people living in pain
and with pain. The stories reveal the ups and dafihife for a selective group of people
with chronic back pain, and the overriding conabasthat can be drawn is that people
want to live a meaningful life and they embark upmogourney which may end with

acceptance of the pain, or they may continue with deparation of pain and a life of
struggle. This interpretation of life with low bapkin is certainly not fully representative
of the experiences of people suffering chronic haak, but does offer one interpretation

of those participants who kindly consented to tiuels
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Appendix 1
Original Conceptual Framework
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Appendix 2

Revised Conceptual Framework
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Appendix 3

Sampling Matrix

Name | Age | Gender | Occupation Nerve Root Pain / Timesince | Surgery | Health
Specific Pathology onset Y /N Care
Prof.
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Appendix 4

Sample

Name | Age

Gender

Occupation

Nerve Root Pain /
Specific Pathology

Timesince
onset

Surgery
Y /N

Health
CareProf.

Annie 66

Housewife

LBP

16 years

GP, physio,
Neurosurgeon,
Pain Consultant,
CNS, Chiropractor,
Acupuncturist

Robert| 36

Sick Benefit

LBP,
bilateral leg pain

15 years

GP, physio,
Orthopaedic Surgeon),
Neuro surgeon, Pair
Clinic

Laura 40

Admin Officer

LBP, left leg pain

9 years

Gfhysio,
psychologist,
orthopaedic surgeon
general surgeon, pain

clinic

Fred 57 M

Retired
Care Assistant]

Degenerative sacrof

iliac joint

6 years

GP, Physio,
Orthopaedic Surgeor
CNS, Pain Consultan

—

Jane 38

Civil
Servant

LBP, leg pain

21 years

GP, A&E,
Neurosurgeon,
physio, pain clinic

Susan 37

Unemployed

LBP

18 years

GP, chiropractof,
rheumatologist,
orthopaedic surgeon
psychologist

Jack 35 M

Factory
Worker

LBP

3 years

GP, physio,
A&E, neurosurgeon

Linda 37

Admin
Officer

LBP

14 years

GP, physio,
osteopath,
orthopaedic surgeor

Clare 40

Unemployed

LBP
Neck pain

6 years

A&E, neurosurgeon,
GP, physio
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Appendix 5

Dramatis Personae — populating the narratives

Getting to know the participants

| listen to pain stories within my clinical role endaily basis and | could hear similarities
time and again between the stories. People come d&rwariety of backgrounds with an
array of different influences, but what intriguea iwas the similarity of the ‘journey’
they took and the outcomes they reached (see bielometaphorical description). The
stories told by the health professionals and thokkby the people with low back pain
were very different, yet we rarely listen to a patory from start to finish within a
clinical setting. | wanted to listen to such sterend learn what it was like living with

low back pain from the patient perspective.

The participants who agreed to take part in thusl\stwere a diverse group. In common
they all attended a pain management clinic withie North East of England because of
difficulties with low back pain. In this sectiondlstories of nine people are summarized,
to elaborate the perspectives of those suffering. plehe participants told stories about
their life before and after the onset of pain, thelg of themselves and the events that

happened to them. Through the retelling we he#ineif experiences.

All the participants claimed to have had a paire fliée prior to the onset of their low
back pain. What the participants did and how tleacted to the pain are at the same time

similar and diverse. Similar because they all axde=alth care and describe lifestyle
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changes; diverse because they react and expesebechanges differently. Table 4.2

gives an overview of their ‘journey’, and is basad the key areas spoken of in their

stories. All the names are pseudonyms to presemidentiality.

Table 4.2 Summary of events depicted in the stories

Participant | Onset & | Contact with | Family & | Work life Activities
duration | health  care| friends
of pain professionals
Annie Pain GP, Reduced | Retired aftern Declines
Age 66 started chiropractor, | contact initial holidays, and
whilst at| acupuncture, | with surgery in| babysitting
work orthopaedic friends, 1987 aged for  family.
18 years | surgeon, same 48 Unable to
neurosurgeon, | contact attend  line-
pain clinic with dancing,
family but stopped
visiting her gardening.
at  home
usually
Robert Insidious | GP, Sees Had to stop Had to stop
Age 36 onset orthopaedic friends less| engineering | sports —
15 years | surgeon, work  and| participation
physio, pain carpet and spectator.
clinic fitting. Less holidays
Currently Watches TV,
unemployed, walks dog.
looking
towards
retraining
with
computers
Laura Insidious | GP, Less Stopped Doesn’'t meet
Age 40 onset gynaecologist, | contact work to | friends in barg
10 years | colorectal with have or clubs, had
surgeon, friends, children, to stop
psychologist, | actively now badminton,
physio, pain| involved working part| can’t play
clinic with young| time in| sports  with
family charity children.
Enjoys reading
puzzles
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Participants | Onset & | Contact with | Family & | Worklife Activities
duration | health  care| friends
of pain professionals
Fred Work GP, physio, Limited Retired aften Can't play
Age 58 injury rheumatologist| contact injury, active games
6 years pain clinic with unable  to| with
friends, work since | grandchildren
reduced or baby-sit.
contact Had to give
with up  walking
family and cycling.
Watches TV,
collating
memoirs, dog
walking.
Jane Fell  off | Neurosurgeon,| Different | Was going| Left TA,
Age 38 horse GP, physio, group  of| to join army.| stopped riding
21 years | pain clinic friends Used to| and active
now, work in | sports. Meals
moved busy city job| out, cinema
closer to| involving golf.
family extensive
travel, now
quieter desk
job
Susan Insidious | GP, Close Worked Brownies and
Age 37 onset rheumatologist| contact with church events,
18 years | chiropractor, | with father| children but| Single parent
physio, and one had to stop] occasional
orthopaedic brother. Library night out with
surgeon, Frequent |work and| friends. Had
psychologist, | contact had to stop|to stop
pain clinic with  one| Currently swimming,
friend unemployed | frequent
alternative
therapies
Jack Work A&E, physio,| Regular Factory Had to stop
Age 35 injury GP, family work, fishing, going
3 years neurosurgeon, | contact, recently out with
occupational | reduced changed mates.
health pain contact employers | Occasionally
clinic with because of goes out
friends health issueg Walking.
Stopped
physical games
with son
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Participants | Onset & | Contact with | Family & | Worklife Activities
duration | health  care| friends
of pain professionals
Linda Work Physio, GP/| Close to| Used to| Occasional
Age 37 injury osteopath, mother and work  with | nights out
14 years | orthopaedic stepfather, | children but| with friends,
surgeon, pain frequent had to stop; no hobbies
clinic contact Now works| likes her own
with in admin,| company
nephew. has recently
Limited had a lot of
contact sick leave
with
friends
Clare Car A&E, Less Had to stop Has large
Age 40 accident | neurosurgeon,| family and| shop work| family  and
6 years GP, physio, friend because of occasionally
acupuncture, | contact pain, now| will socialize
pain clinic unemployed | with them.
Hobby is
shopping
which she
manages
occasionally.
Very
infrequent
socializing
with friends.

Metaphors have been used throughout history toesbap understanding and to help us

make sense of situations (Sapir 1977; Barker 1988taphors are constructive

mappings from one domain of human experience tthanoand enable the description of

elusive, intangible experiences (Arvay 2001). eaférly relevant to this study is the

idea of a journey. The metaphor of the ‘journeyswised by Cicely Saunders, founder of

the modern hospice movement, as a means of poitaingays of finding acceptance,

fulfilment and meaning in life (Saunders 2000). Shggests that metaphor is central to

description, and description is central to any @ulberstanding of dying, pain and death.
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The journey metaphor imposed by serious illness ahstnates that there are still
opportunities for personal growth, hope, discovand change (Byrne 2008). The
metaphor of the journey has a definite place itigidle care, and can be construed as
relevant to stories of chronic pain. Carson & Mekth(1998) describe the isolating
journey of suffering when living with pain. The matt story of their ‘journey’ is
recognized as a research method, and although weocaccompany them on their

journey we can recognize the experience throughulage (Stanworth 2005).

| asked people attending a pain clinic to tell ineirt story. In practice | find people are
happy to share their stories, and recruited ninéngiparticipants. | interviewed the
participants and recorded the dialogue. The follmapen portraits are summaries of the

stories told.

Annie

Annie was a 66 year old widow, who had a long mstaf low back pain. Her original
problem started when she was 48 and employed ases, che leaned over to place a
plug into a socket and was overcome by a severk pa@. This pain resulted in her
being off work for a number of weeks, and was atlyi treated with surgery. However
Annie was unable to return to work which causeddreat despondency and frustration,

and at this time she became a housewife.

Annie suffered with back pain on and off over thbsequent years and was told by her

GP that she had arthritis. In 2001, fourteen yaées the surgery, Annie developed more
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severe back pain and pain in her leg. Another wsihe GP confirmed her own belief
that the pain was sciatica, but Annie was onlyreffiepain killers and felt that she needed
to try to sort the problem out for herself. Ovee thext two years Annie regularly
attended a chiropractor and an acupuncturist. Biretpad a great impact on her lifestyle,
preventing her from looking after her grandchildeerd going away on family holidays.
She could not garden or take part in dancing that lsad previously enjoyed. Annie
revisited the GP on many occasions and referratsrtttopaedic surgeons and the pain
clinic were arranged. Ultimately a referral to auresurgeon was scheduled which
resulted in a new diagnosis and the possibilitgwhery. This was the stage that Annie
was at during the interview, and she felt thatlfijnahe could be hopeful of a positive

outcome, specifically complete pain relief.

During the interview Annie maintained a cheery dspon and suggested that you just
have to get on with your life whatever comes yowywHowever Annie’s life was
compromised by her back pain, as she attempteeatb lher normal day to day life and
just hoped that the pain would not get in the wagvitably it did which frustrated her
very much. Annie suggested that she would put up what she had to, but was still

searching for a cure.

Robert
Robert was a 36 year old man who was unemployeden@ved sickness benefit due to

his back problem. Robert was born with a congerdtfbrmity of his legs, and as a
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young boy had corrective surgery and was requmeddar a brace for many years. As a
young man he went to work in an engineering joli,vibais unable to sustain this due to
the onset of back pain which steadily worsenedialt agreed by Robert and his GP to go
back to his original orthopaedic surgeon as Rabeght his pain could be related to his
previous problems. The surgeon did not think thés whe case and offered a course of
physiotherapy. Robert requested a second opiniah veess diagnosed with a spinal
problem which resulted in three operations overpgéaod of two years. The resulting
pain was considered by Robert to be worse thanaligit and persisted over the

subsequent years. Ten years after the surgery,rRebs finally referred to a pain clinic.

Robert had very firm beliefs about the causes ®fpaiin and the management offered to
him, and suggested that he would not have had uhgery if he had been given the
information that he now knew. His life had beenesely disrupted by back pain, such
that he had not been working since his surgeryrdtien a few weeks as a carpet fitter,
which he could not tolerate because of his pairbeRararely socialized with his friends,
he described being very moody and could not taeeatsocial group. He had a dog
because it made him leave the house, otherwiseatdhed TV all day. His marriage was
close to failing because of his coping style angant of the pain, but Robert believed
that he had turned the corner after hitting rockkdso and could now see a future. He was
determined to work again and felt that he couldifbég incorporate his life around the

pain.

276



Laura

Laura had a problem with back pain though her palipresenting problem was
gynaecological in nature. She had suffered low baak since 1995 and underwent
gynaecological surgery in 2000, which resulted @n pain worsening. Laura was a 40

year old married woman with two children.

Laura had been referred to a gynaecologist wharezfener on to a colorectal surgeon
after the surgery did not resolve her pain. Shendid her GP regularly, and had also
seen physiotherapists, a psychologist and beenredfdo two pain clinics. Laura
frequently asked her GP if she had been writtenaftl in her own words ‘fights her

corner’ in the pursuit of finding a cure.

Laura’s life had been very disrupted by pain. Hegattonship with her husband had been
affected, and this was complicated by him workimgaga from home. Laura was solely
responsible for childcare during the week, but hidnage to work for a charity three
days a week. This was a recent occupation and saomgeshe thoroughly enjoyed.
Although the week’s activities exacerbated her f@aid tiredness she would not give up
her job, but instead spent a day a week in bedra_dascribed her life as a series of
losses and found it difficult to come to terms witht being able to play with her

children. She was resigned to having pain, butinaatl to search for a cure.
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Fred

Fred was a jolly 58 year old man with a great sesfseumour, though he did have a
serious side. He sustained a back injury whilst@tk as a carer, a patient attacked him
and threw him backwards. He continued working faeé days despite extreme pain
because he knew he had a holiday thereafter anece@to recover during this time.

Unfortunately he did not recover and his conditawteriorated, which resulted in him

being retired on health grounds.

Fred was referred by his GP to a rheumatologist diadnosed with a degenerative
arthritic condition, and was told at this pointtthtawould only get worse and he could
not work again. Other than frequent visits to hB fér analgesics, Fred has seen only a

physiotherapist.

Fred felt very angry and resentful of what happetoedim, and felt that as a relatively
young man he had lost all of his former life. Hesvable to laugh and joke, but it was
tinged with great sadness and frustration. Fretineat all the things he could never do at
his time of life, but added all the things he naeit unable to do. He had to limit his
involvement with his grandchildren and sorely missige physical games they enjoyed.
Fred rarely planned any visits, but occasionallyheé his wife would spontaneously visit
family or friends. Fred had a dog which he suggestas a life saver in that without him
he would rarely go out, because his previous habbfecycling and walking had to be
curtailed. Even quieter pursuits of reading andatiolg his memoirs were restricted by

his back pain. Fred was resigned to having painoutid never accept it.
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Jane

Jane had a traumatic accident aged 17 when shéhveagn off a horse and sustained a
spinal fracture. She initially had surgery, anddeing that was able to go to university
where she led a very sporty and active life. Unfoately the pain recurred and she
required further surgery three times over the rtemtyears. Although she had constant
pain it improved following the final surgery. Jaim&d been told that more surgery would

be needed in the years to come as her spine degeder

Initially Jane lived as if she had never had a a@pproblem. At university she played
many sports and joined the officer training corpthwihe expectation of joining the army
on graduation from university. After the secondragien she couldn’t join the army, and
instead went to work in a stable. This job had ¢ochrtailed because her medication
interrupted her working day too much. Jane thentwenvork in high powered banking
job and also joined the TA. Again her lifestyle weectic and in tandem her back pain
was worsening but she would not give in to it, ahdse to keep her problems to herself.
Eventually the pain was so severe that she weid dave further surgery, followed by a

move closer to her parents home and a change of job

Jane continued to work, and stressed that she slwant to work even if the pain was
severe. Her lifestyle was more sedate and she amodated her needs by pacing and
thus achieved a broad range of activities. Janeloaksng forward to getting married in

the near future and starting a family, though skgeeted her pain to worsen it did not
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frighten or upset her anymore. Jane had accepeegdim and could see a positive future

as a person with pain.

Susan

Susan was a 37 year old single mother, who hach@ hdstory of neck and back pain.
Aged 19 she developed neck pain whilst working ashiédren’s rep for a holiday
company. This resolved, but she then developed paicktwo years later and had to give
up her job. She subsequently went to work in aijarAfter the birth of her daughter she
had been left with constant low back pain, andradaid to give up her job in a library.

She was unemployed due to health reasons.

Susan was initially referred to a rheumatologistduse her mother had rheumatoid
arthritis, and Susan was exhibiting similar proldestha young age. She was told that she
was in a low risk group for developing rheumatorthatis. Susan had also seen an
orthopaedic surgeon, and more recently been reféora psychologist and a pain clinic.
Susan had spent many years going to a chiropraator,engaged in many alternative

therapies.

Susan was very angry at having pain and felt thatife was constantly compromised by
it. She could not shop alone but relied on the lo¢lper elderly father, who also looked
after her eight year old daughter one night a weekhat she could rest. Susan was
antagonized by her brothers because she felt legtdid not understand her problems

and demanded of her to act ‘normally’. She compaezdelf to her mother and struggled
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to get others to see how similar they were. Susas an active member of church and
took on voluntary work there; she also ran a Br@awgroup. Both activities left her

exhausted and she felt frustrated that any spare was dependant on what the pain
would allow her to do. Susan stated that she spéoitof time explaining to her daughter
why she could not always play. Susan constantlildaatvith her pain and although she

expressed that the pain would never go, she catldatept it.

Jack

Jack was a 35 year old man, married with one senswstained his back pain following
an accident at work. He worked in a factory anceavly piece of equipment caused him
to fall and take the weight. He was immediatelyetako hospital but discharged a few
hours later with no apparent injury. He had a beaise of physiotherapy with no benefit
and was allowed to return to work. Further visashis GP resulted in a referral to a
neurosurgeon and subsequently to a pain clinic.thercaccident at work left him with

worsening pain.

Jack talked extensively about his job and placeak. He had been compensated for his
injuries but was required to leave that employead bad recently started work at a new
firm. Jack was very positive about this new job #mel personnel, and how his pain was
accommodated. However he was clearly very angry @seéntful of his time and

treatment at the previous employer. All lines oésfioning would return to this issue.
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Jack was unable to play with his son and couldemgiage in any physical activities. He
had to stop fishing and walking, and hardly eveiaed with his friends. He refused to
go out regularly and drink orange juice whilst fiisnds drank beer. Jack felt saddened
that he could not be good father, and was awareathaimes he could be moody and
would keep away from his family at these times.kJ&elieved he had a very
understanding wife who knew more about his conditivan he did. Jack knew that he

would have pain forever, but was beginning to coonterms with that.

Linda

Linda was a 37 year old woman who had a long histéback pain. Linda worked with
children with special needs and her pain starteitstvdt work doing an activity expected
of her. Despite initially consulting her GP andeatting physiotherapy her pain was
getting progressively worse, and Linda visited asteopath with no success. The
osteopath gave her a very specific diagnosis. Wmiately Linda was forced to give up
her job because the physical demands were too gnebher absences were substantial.

She took a job in administration because she aooicecure another job in childcare.

Linda attended her GP regularly; she was referoednt orthopaedic surgeon who gave
her a conflicting diagnosis and did not recommangery. Finally she was referred to a
pain clinic. The alternative diagnoses caused hegstration because it called her to

guestion her treatment and choices that she had begkd on the initial diagnosis.
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Linda lived alone, and led a quiet life severelynpoomised by her back pain. She rarely
socialized with friends and if she did would alwagke the car so she could leave at her
discretion. Linda freely admitted that she was patomaintaining contact with people,
because she could not commit to anything. Lindatézl/a lot of her time to her nephew
but stated that she would like to be able to playenwith him. Her family was close but
she had a tough relationship with her mother ag¢$imwvho thought she should just learn
to get on with life and stop giving in to the pallowever her stepfather also suffered
from back pain and they seemed to have formedlmmee to support each other. Linda
acknowledged that her pain was not going to go dwdywould only accept that fact if

there was some improvement.

Clare

Clare was a forty year old single woman, involve@ilong term relationship. She had no
children. Clare was involved in a car accident whleer car was shunted between two
other vehicles, and claimed that she was not resplenfor the accident. She was taken
to hospital but shortly discharged with advice eckcare. Clare continued to have neck

pain which resulted in a referral to a neurosurgameh surgery.

Clare continued to have neck pain, though sheste#t could manage that pain. Her
ongoing problem for which she had received littikeation from the health care
professionals was low back pain. Clare felt thahdame she mentioned back pain it was

dismissed as inconsequential to her neck pain, gtihoshe stated that she never
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complained of neck pain. It was the back pain thatupted her life and caused her to

stop working.

Clare described herself as the life and soul ofpidwy, and the one to organize regular
social events. Clare had two jobs, and was congtansy with work, family and friends,
until the pain took hold. Clare had to stop workiagd now rarely socialized with family
or friends. She had a big family and occasionakntwout with them, but she knew that
they hardly asked now because she usually saitHeofriends would take her out but

she resented not being able to drink and frequasted to go home early.

Clare was unable to do any activity for most of theek, mostly lying on the sofa

watching TV, she could not concentrate to read.g0od days she would go shopping
with her mother and sister, which was a former ipassf hers. If Clare did go out she

would always get her hair done, as she could nagine anyone knowing that she could
not manage to appear normal. She constantly comhperself to others, and despaired at
ever leading a normal life again. She would likeggt a voluntary job where she could
come and go depending on the pain. Clare couldheesnd to the pain, and stated that

she was going to have to accept it.

My Biography
At the beginning of the research | had been a te@d nurse for twelve years. | had

worked in a regional neurosciences centre for wars/within a variety of roles, which

had culminated in a research post. This post haehgne experience of clinical trials,
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but more importantly had allowed me the opportundypursue a master's degree in
research methods. After completion of this qualtiicn | changed role, leaving
neurosciences to join an acute pain service. | lmeen in this post during the entire

study.

My clinical role featured daily management of traurand surgical pain, though a
substantial element was focused on patients whobleath admitted for investigations
into ongoing low back pain. These patients werguently regarded as having acute
problems, though in fact the majority would havel haw back pain for many months,
possibly even years. It was this group of patiémés fascinated me, and spurred me into
asking what it must be like to live with back paamd what does their journey look like. |
developed a research proposal, which was acceptedradertook the research on a part

time basis whilst continuing to work within a larggaching hospital.

Personally, | have limited experience of pain, titodo have family members who suffer
chronic joint pain and hence | have an awarenefisegbotential effects to the person and
to the family. However, by working within a painrgee | have the experience and
practical knowledge of an expert practitioner. | amare of the literature base, clinical

evidence and guidelines that surround the manageshéw back pain.

| am married and have two young children and aserignded family live away juggle

home and work life. | enjoy the sporting and otkecial activities of my children, and
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together as a family enjoy walking and cinema tripsading, quizzes and meals out with

friends are regular features of my life.
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Appendix 6

Interview Guide

Tell me about your pain?

When did it start?

What does the pain mean to you?
What is it like having chronic pain?
What are your expectations?

Is everyday the same?

How does the pain make you feel?
How do others see you / treat you?
Does the pain change over time?
What is a typical day like?

What is important to you?

What is a good day?

What is a bad day?

What does the future hold?

(Added after initial interviews)
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Appendix 7

Typical Timeline for Back Pain.

Spontaneous
Recovery

Onset of Pain

Medical Cure

Acceptance
Adaptation
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Appendix 8

Data Collection & Analysis
- aniterative approach

Annie Robert

Laura Fred

Jane Susan
ack Linda Clare

Conceptual Development Critical Interpretation

cceptance Future
Agency

Multiple Personal
Good days/ |dees Philosophy
Doctorability Bad days
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