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Abstract

The incidence of diabetes in the United Kingdom is increasing and its impact on
health and social care costs is significant, with considerablesopait

consequence for the individual with diabetes. Current approaches to managing
or preventing diabetes include education, self management and lifestyle change
but the evidence suggests that some people are unwilling or unable to make

lifestyle changesecommended for better health and wellbeing.

This qualitative study examidehe potential role of occupational therapy, with

its focus on individual and daily occupations, to enable people with diabetes to
manage this condition in the context of theiwa lives. Using a process of
intuitive inquiry, it comprised three separate studies all using s&noictured
interviews. The first, designed to explore the lived experience of diabetes,
involved seven people with a diagnosis of type 1, type 2 odaketes. Findings
were shared with participants using a felted metaphor of charting a course of
health and welbeing through a choppy sea. The second study involved ten
occupational therapists with type 1, type 2, gestational or-gigbetes and
examinedthe use of metaphor as a means of understanding the lived experience.
In addition the potential role of occupational therapy was explored with
participants. Using knowledge gained from studies 1 and 2, the third study
involved five people with type 2 dietes andused metaphor as a means of

exploring difficulties and successes in diabetes self management. All three



studies were then drawn together to consider the use of metaphor and the

potential role of occupational therapy in diabetes self management.

From the findings a model of the occupation of diabetes-gelhagement is
proposed along with a framework for occupational therapy intervention in
diabetes seHmanagement that focuses on the professional belief of the impact
of occupation on health andvellbeing andconsidersthe individual in their

particular life context.
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Figurel Green shoots

Created at the start of the research, this piece represents my initial ideas. The

IROORZLQJ LV P\ UHIOHFWLRQ Dh¥ \Wreed sioat® H -work is created by

using a needle felting tool and lightly punching the yarns into the felt. The

green shoots are all the ideas that | have around t he research.

small and in their infancy, some have travelled a distance but are not yet

fully formed, some have gone further but are tightly bound up still, although
starting to unravel. Some have been discarded; others have changed
direction fro m time to time but are still strong. The beads are the gems of
ideas that are yet to find fruition. Clearly there are lots of themes around
growth, my own and the research, although I think it would be difficult to
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Some are
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1.0 Introduction

1.1 Chapter Outline

This introduction will set the scene of tlstudy, which tookplace between 2012
and 2015 It will begin with the personal context aralrationale for thestudy.

An overview of the decisions made while developing siedyfollows. The next
section introducegshe artworks and reflexive additions to each chaptétinally

the construction of the thesis will be explained with a description of the chapters

which follow.

1.2 Personal Context

This study is concerned with the role of occupational therapythre possible
prevention and self management dfiabetes This is an area of occupational
therapy that is not commonly practised (Pyatak, 28)1dut which may lend itself

to an approach that is based in the life context, and not just on the medical

aspects, of people with this long term condition.

Initial ideasbegan when | was working as an occupational therapist on an acute
stroke ward. Stroke can often have very devastating consequences and, after
three yearson the ward | began to consider how it might be possible to use my
occupational therapy skills torgvent people having a stroke in the first place. |
became aware that a large proportion of the people on the stroke ward had
diabetes and many were struggling to manage their condition. Diabetes is a

significant risk factor for strokaNloodward 2015 and the incidence of diabetes



worldwide is increasing. Diabetes UK, using feedback from the International
Diabetes Federation, the Office for National Statistics population data and the
Quality and Outcomes Framework 2012/13, estimate that in the UK theze

currently 3.8 million people diagnosed with diabetes, over 1 in 20 of the UK
population, and a further 633,000 with undiagnosed type 2 diabetes (Diabetes
UK, 2014). They estimate that up to 80% of cases of type 2 diabetes could be
delayed or preventd (Diabetes UK, 20bJ  Apart from stroke, the long term

complications of diabetes can include heart attacks, renal failure, blindness, and

amputations (Health and Social Care Information Centre, 2013).

The current thinking is that people with diatest shouldoe able to manage their
condition t and in particular to ensure that metabolic controblood glucose
levels, blood pressure and cholesterol are at normalised levels to prevent further
complications National Collaborating Cemtrfor Chronic Catitions (NCCC),
2008. TheNationalInstitute for Clinical Excellenc®ICE) guidelines (2003) and
the Diabetes National Service Framewobepartment of Health (DOH2002)

are concerned with supporting people to self manage through lifestyle change
and aucation in these area©OH 2002; NICE, 2003). Prediabetes, also known
as borderline diabetes, is a condition in which blood sugar levels are elevated but
lower than the threshold for diagnosis (Mainous Il et al, 2014). The NICE (2012)
guidance recommnds prevention of progression into diabetes through lifestyle

change programmes (NICE, 2012).



Occupational therapyOT)is an allied health profession based on the belief that
engagement in and balance of occupations leads to better health and wellbeing
(Wilcock, 2006). It is concerned with the meaning and purpose that people place
on occupations or daily activities afel (Christiansen and Townsend, 2011A

}E o] ( }( $Z % E}( **]}v ] 8§82 § ]JvP o 3} o]A
personal meanings and valug®ccupational integrityt is essential for wellbeing
(Pentland and McColl, 2008). Occupational therapists core skills to empower
people to make choices, to achieve a personally acceptable lifestyle and
maximise health@ollege of Occupational Therapis®X}, 2013). This led me to
consider how the profession of occupational therapy might contribute to
enabling people with diabetes to manage their condition to prevent these
complications(such as strokepr indeed to help prevent people developing

diabetes in the first place.

1.3 Rationale

From a review of the literature, it became apparent that whike tlong term
treatment of diabetes is currently primarily a medical approach based on
education, lifestyle change and self management, the evidence suggests that
there are many barriers to successfully incorporating medical advice into

individual lifestyls (Mulvaney, 2009; Nagelkerk et al, 2006).

The occupational therapy profession has recognised the potential for developing
its presence in the field of public health and health promotthre to its belief in

the relationship between occupation and hdaliand welbeing (COT 2008



Scriven and Atwal, 2004 Howeverthere is little evidence of this happening in

practice Molineux and Baptiste 201Moll et al, 2013Wood et a) 2013.

The rationale for thistudywas thus to consider how occupational therapy, with
its focus on individual and daily occupations, might support a person with
diabetes to improve self management for health and wellbeing. The fact that this
was not already an area of occupational theyapractice suggested that an
exploration of this potential was an important development for the profession.
In addition anexploration of occupational therapy beliefs, values and scope of
practice to see how intervention might fit with existing healthcaractices and
policy was also indicated as a requirement to understanding why thisyataan

area of practice The rationale was thus to contribute to the knowledge base of
the profession and to consider how occupational therapy practice might

complemant existing services in diabetes self management.

1.4 Decisions Made in the Development of the Sudy

My initial ideas were based on devising an occupational therapy programme,

using the core principles of the profession, to enable people to make lifestyle
changes, to attain the desired metabolic outcomes. This was an example of my
thinking being influenced unwittingly by my eleven years of working in hospital
environments where/ A}po pe uC <lJooe @E}uv } p% 3]}v 8§} Z
through a prescribedntervention, with the outcomes expected of the hospital

culture (Leape et al, 2012)



However, my ideas were challenged byreading Needles (Dominick, 1999).

Charmaz (2006) recommends using autobiographies of people with chronic or

long term iliness as a source of insight for sparking idddsedles about one

A}u v[e i}JpEV C A]S3Z 8C% i ] § .U Z % E}(uv  (( 8
changed the way llooked at my approactwhich, on reflectionwas too simplistic

and influenced by the bimedical viewpoint with its focus on metabolic control

as an outcome. In this memoir Andie Dominick rebels against the whole
experience of having diate « v Z AJvP 8} Z }v(}Eu[ 8} AZ § A « /
the medical profession. It becamapparent that there would be potential

difficulties in devising and delivering a prescribed occupational therapy
intervention andthe book made clear that there were anumber of approacls

that would need to be taken, depending on the needs of the person concerned.

The memoirraised profound questions for me about how occupational therapy

might contribute to the current self management approaehd led me to

question the time- }uv Jvd EA vi]}ve ~]Jv 8Z =« ve }( Z}v e
approach) that are devised to meet the needs of people with a particular
condition. In addition | realised that | did not have a secure grounding in what it

was like for someone to leka daily life with diabetesThis led me to consider

starting the study from the perspective of the individual with diabetes, rather

than from a mediclioccupational therapy viewpoint

These initial ideasire represented inCycles 1 and 2 of thetuitive inquiry

process (Anderson, 2011) which is outlinedigure 2. Thisliagramrepresents



Figure2 Intuitive Inquiry Process for Study 1

KEY TO FIGURE 2
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my interpretation of the process and shows the cyclical nature and relationship
between the various steps that were taken at this stage ofdtugly. The process
of intuitive inquiry, which is used in each of theages will be discussd more

fully in Chaper 8 Methodologyand Chapter 9Study Design

Cycle 3in Figure 2is where | began to discard some of my original ideas and to
S E3 3} & + E Z % }%0 [* 0]A /E % (E Jdimbetds( A C %o
qualitative approach using sersiructured interviews to explore this lived
experience would, | felt, enable deeper understanding of thg@ersonal and

occupational (rather than medical) nature of living with diabetes.

As the study progressed | began to challenge my assumptions, bothutbo
occupational therapy and thenedical approach to long term conditions. |
became aware of the language being used to describe people with long term
conditions and the language that people used to describe their own experiences
which appeared to sometimesntradicteach other. In addition the professional
language of occupatiml therapy, and lack of a clear definition, appeared to
create boundariesto practice (Creek, 2010; Reh®i Gruhl, 2009) and |

guestioned my own professional terminology.

As part of the process of Cycle 3 woftuitive inquiry (Anderson, 2011) |

concepualised the experiences of the study 1 participants in a felted metaphor

(seeHgure22in Chapter 10 Study 1 Findings and Discusgiagg186) to convey




both the impact of pg§ %0 [+ Oo]A « }v 3Z |E ]o]SC S8} ¢ o( u v

corresponding impact of diabetes on lifestyles (Cycles 4 and 5).

The second part of théntuitive inquiry process started with a consideration of
the role of occupational therapy in the context of these lifestyles, which was then
explored with occupational therapists with diabetes, thus starting a new cycle of
inquiry. | also introduced the concept of metaphas a therapeutic tool for
understanding diabetes by asking the occupational therapists to conceptualise
their own experiences using metaphor. This gave an opportunity to further
understand the realities of living with diabetes and explore the use dapier.
Study 2allowed for a discussion with those participants as to how they might
have used occupational therapy concepts in their own-sglhagement and how

it might be applied to others with diabetes. This enabled an exploration of
occupational tlerapy[* %o ( « %nd $HeAways in which it might be integrated

into a healthcare team

The third part of thestudy was originally intended to compare the potential
occupational therapy approach from study 2 with existing occupational therapy
practicein this field. However as Pyatak (2@)¥uggested this was not an area
of healthcare practice that occupational therapists were involved in, except as an
underlying condition to another illness (as in my experience on the stroke ward)
and, despite sevetaattempts to find participants that met the criteria, | was
unable to recruit to this stage. Instead, using knowledge gained from studies 1

and 2, | interviewed people with diabetes in the light of the potential



occupational therapy role and used metaphas a means of exploring difficulties

and successes in self management.

Occupational therapy
values, beliefs and Study 1
practice

Diabetes
lived
experience

Potential
model and
theoretical
Stu dy 3 framework for

OT and
diabetes

Diabetes in
light of
potential OT

role

Figure3 Overview of theresearchstudy

Figure 3summarises these three studiesTo aid different@tion between the
three studiesin the following chaptersthe findings from Study 1 are highlighted

in yellow, the findings from Study 2 in blue and the findings from Study 3 in pink,
as per this diagramThroughout the stages of thetudythe aim was to consider

a potential model of the occupational nature of diabetes andtteeoretical
framework for occupational therapy in diabetes that was based on the findings
and the needs of the participants. Thsgéflected in the middle section of Figure

3.

1.5 Artworks and Reflexivity

My own research journey became an integral part of the methodology, as will be
explained in the following chapters. My thinking about myself as an occupational
therapist, moving fom practitioner to researcher, was explored through the use
of mixed media artwork and these artworks became a metaphorical

representation of my thinking at the timeEarly artworks were published dhe



Everyday Occupation Blog (Hasselk2@13). As mentioned in the previous
section, the development of these artworks led to conceptualising the

experiences of the Study 1 participants in a felted metaphor.

Each chapter of the thesis is preceded by an example of a piece of art work with
an explangon (written at the time of its creationps to its contribution to, or
comment on, thestudy. These are considered important as part of my own
development and to show evidence iflexivity. Reflexivity has been defined as
a means by which the reseamhanalyses their own role within tretudy (Finlay
2002a). This can bdemonstratedthrough introspection and reflection (Finlay
2002b); examining where personal and professional assumptivakies and
beliefsmight affect interpretation Cutcliffe, 2003; Mauthner and Doucet2003
Nunkoosing 2005 or by attempting to put these to one side by means of
bracketing (Caellie et @2003; Tufford and Newmar2010). The complexity of
reflexivity isdiscussed further in the Study Design chaptkr.additioan to the art
works | kept a researctstudy diary consisting of a daily schedule, a methods
log/decision trailplusreflectionson progress, literature, interviews, and findings
(Krefting 1991) and excerpts from this diargrinted inLucida Handwriting

font , are included at the end of every chapter show further evidence of
reflexivity. Although these are necessarily out of context of the whole diary, they
are intended to demonstrate my questioning of the literature, aeflexive
awareness of where Ina in the research processopenness to intuition
(Anderson, 2011and to consider the interactions between myself as researcher

and the participantgGreen and Thorogood, 2009).
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1.6 Structure of the Thesis

Each of the chapters is now introduced to heljuaie the study into other work
in this area. The thesis is structured to show the development of gtedy, to
ground it in the existing research literature and to show my own progress

throughout this process.

1.6.1 Literature Review
Chapter 2introduces the Literature Review and sets the context. e are
four distinct parts to the Literature Review these are divided into separate

chapters.

Chapter 3, Diabetes, discusses the nature of diabetes, the prevalence and costs to
the healthservice in the United Kingdom (UK). It examines current research on
approaches to diabetes self management through education and care planning,

debating non compliance, barriers, outcomes and sustainability.

Chapter 4, Occupational Therapy, analyses tthefinitions, theories and
philosophy of occupational therapy; its role in medigia@d its perspective on
health. Occupational science, the study of occupation, is introdutedddition

the chapter explores the researatvidenceon occupational therapye E}o ]v
health promotion and its possible place in the current prevention and

management of diabetes.

11



Chapter5, Health Policy and Self Caceitically examineshe policy, procedures

and models of public health and examines the need for health pramoin
relation to the growing costs of the National Health Service (NHS). It analyses the
current models for long term conditions and chronic illness and how these relate

to approaches to self management.

The metaphors and language of ill health aboumgbractice and in the research

0] E SUE X D 3 %Z}E-+ }( 330 V % § Ev o]su A]3Z]\
common place (Childress, 1997; Hamilton, 2012; Radley, 19€5)apter 6

Metaphor and the Language of Ill Health, explores the impact ofldhiguage on

both the professionals and on the people who have long term conditions, and the
potential of metaphors to create or maintain stigma and stereotypes (Penson et

al, 2004; etersen et al, 2001; Sontag, 1978

The Literature Review concludesapter 7with a summaryand addresses the

aims of the study and the research question.

1.6.2 Methodology

This study explores the experiences of people with diabetasd explores
possibleoccupational therapy interventiaithat are in keeping with and honour
both the needs of the participants and the core values of occupational therapy.
To ensure that the methodology reflects these principles, the overall framework
for this qualitative study is that ahtuitive inquiry (Anderson, P04; Anderson,
2011). /vEp]S]A JVv<p]EC Z - a searchEdr new enderstandings

SZEIUPZ 3Z ()} pe S5 VE]IV I( v E + E Z E[* % *o]h
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oneself, others, and the world ~ v E «} v U.2).i ChdptesB defends the use

of this methodology informed by creativity, reflection, phenomenology (Finlay

2011; Smith et al2009), metaphofled discourse analysis (Cameron, 2003;
Cameron and Maslen, 2010; Fairclough, 2001) and heuristic research (Moustakas,
1990). This combinationfalifferent perspectives and methods is described by

vilv. v. >]v }ov ~7iifie « Z E]}o P [ v o00}A- %o (E

complexities of human experience (Nolas, 2011). However the need for cohesion

using these different interpretations (Fst 2011) is also debated. Chap8&slso

includes my ontological and epistemological stance and a discussion of how the

methodology reflects the values and philosophy of occupational therapy.

1.6.3 Study Design
The Sudy Design (Chapte©Q) addressesthe procedure, ethics, sampling and
recruitment, data collection and analysis. #stted previously, theresearch
studyis divided into three stages:
Study 1: The lived experience of diabetes
Study 2: The experiences of occupational therapists withbais t use
of metaphor and views on the potential of occupational
therapy in the self management of diabetes
Study 3: The lived experience of diabetes in the light of the potential
occupational therapy role
The development of these stages is describedtha chapter along witha

consideration of the credibility and trustworthiness of thesearch study.

13



1.6.4 Findings

The findings and initial discussion are described in Chafdi@rdl and 12in
terms of thesethree study design stages The lived experiece, the use of
metaphor and the potential role of occupational therapy are reveaked

discussed

1.6.5 Theoretical Discussion and Conclusion

The theoretical discussion in Chaptet3 brings all the threadsf the study
together. The limitations of thestudy are examined andhe findings are
considered as a whole relation to theresearch question. An occupational
therapy model, The Model of Human Occupation (MOHO) (Kielhofner, 2008) is
used to conceptualise diabetes self management as a distinctpatiom and a
framework for occupational therapy in relation to diabetes is proposed. The
thesis concludes in Chapte# Wwith a consideration of new knowledge, the

importance of the studand recommendations for futureesearchin this area

1.7 Summary

This project began as a somewhat naive understanding of a podgddgyle
change occupational therapyintervention to enable people to manage their
diabetes. It developed into an exploration of the lived experience of diabetes; an
analysis of the use of metaphor as a tool for understanding those experiences;
and an examination of the core values, philosophy, languagd practice of
occupational therapy in relation to diabetes. What emergespsoposed model

of the occupation of diabetes seaiianagement and aframework for the

positioning of occupational therapy as an integrated approach, within a diabetes

14



healthare team, to enable the health and wellbeing of people living with
diabetes. The following chapters detail the development of thigly. Before

SZ S/ ]Jvopu SZ (]JE-S }( Z Z %S E[+ A k.S (E}u
one considers orthodoxyrad my assumptions about thetudy.

A reflection on orthodoxy and a questioning of my own stance as researcher

| have been reading a book by Silverman (2007) about the orthodoxies which

JXLGH WKH FRPPLVVLRQLQJ RI VRFLDO UHVHDUFK , ChotlékyH TH[SODQD

he suggests that everything people do is defined by society and certain

variables like social class, gender or ethnicity 2 and that this then gives rise
to certain types of social research based on these variables. Silverman went
on to argue that this results in  coming up with all sorts of explanations for

the phenomena rather than really taking the time to understand how the

phenomenon works. It brought me to a bit of a halt 2 this seemed to

completely mirror the initial ideas | had about the ab out the study and my

assumptions that by offering a programme based on some sort of lifestyle

change , FRXOG {KHOS: SHRSOH WR PDQDJH WKHLU GLDEHWHYV Z
understanding what all the issues are. Did this mean | had just bought into

this orthodoxy, without being aware of it at the time? How had | been so

blind about my assumptions? What had led to this blinkered view and how

might the studly KDYH EHHQ GLIIHUHQW LI , KDGQ-W UHDG 1HHGOHY DQG
research a different way? | thought back over the initial reading | had done

around diabetes and wondered whether, in my naivety | had just accepted

that it was all about the numbers. | even prided myself on being a client -

centred therapist. Was this blinkered too? Exploring the phenomenological

lived experience showed me WKDW WKRVH DVVXPSWLRQV ZEAUdH® W ULJIKW

choosing a phenomenological approach | recognised that | needed to get this
perspective to understand the issues. Wh DW , GLGQ-W UHDOLVH EHIRUH , VWDUW
what it would reveal formeand  to me (July 2014)
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Figure4 Scratching the Surface

| covered a piece of paper with gesso and started making marks and shapes

on it. | then started painting and i t became a picture of trees with light

fields in the background. The trees symbolise knowledge but also that at the

moment it feels like | am just scratching the surface. Under the bark are all

the patterns and colours and richness that the gesso technique s have created.
| later showed it to Mum and she observed that the trees seem to be a barrier

beyond which is the lightness of the background 2 these seem to  symbolise the
obstacles that are in front of me at the moment which | will have to work

around or through to get to the answers of the study .

16



2.0 Introduction to Literature Review

Initial searches of the literature were carried out using the University of Cumbria
YU 8 «Ce3u AzZ]Z o« & Z -+« }A E 0di § e oU 3Z puv]
collections andiibrary catalogue. See Appendix 1 Search Strategy for further
detailsof the Quest systemin addition manual searches of editions of tBgtish
Journal of Occupational Therapmnce 1997 plus an electronic search of all
occupational therapy journals oline available via the College of Occupational
Therapists (COT) websiteere completed. Text books and Ebooks from the
University of Cumbria library and COT library were sourced along with public
health documents from the Kings Fund, The Health Foundation and the
Department of Health websites. Key areas included occupational theapy,
diabetes, public health, metaphor, researclWithin each area key words and
combination of key words were searched (eg in occupational therapy these
included professional behaviour, competence, language, values, practice).
Appendix 1 Search Stratedjsts all key words In line with intuitive inquiry
(Anderson, 2011) initial literature searches in cycles 1 and 2 were supplemented
with further searches in cycle 4 of each study (see Figurﬁr, PJournal articles
were appraised using tools and checklists from the Critical Appraisal Skills

Programme (CASP, 2@ldnd 2014h

The Literature Review which follows is dedl into separate chapters for ease of
reading. As thisstudy is focussed on the potential role of occupational therapy in

enabling people to manage their diabetethe literature review starts with

17



examining diabetes and then occupational therapyChapter3, Diabetes,

discusses the nature of diabetes and thereat impact on the UK Health Service.

The chapter examingbe literatureon approaches to diabetes self management,

and the debate around nenompliance and sustainability, with a view to
E%O0}E]JVP AZ E } u% 3]}v 0 8Z E %C[*} H% 3]}V 0 %o

offer alternative approaches.

Chapter4, Occupational Thapy, explores definitions of occupational therapy,
occupation and wellbeing. It examines the core theories and philosophy of the

% E}( **]}vU } p% S]}v o §Z E %C[* E}o Jvu ]]lv v }
on health. It also examines occupational it % C[* €&}0 ]Jv Z 0SZ % E}u}

its place in the current prevention and management of diabetes.

Chapterb, Health Policy and Self Care, reviews the literature on public health and
health promotion in the UK to set the context for current policy orf se
management in long term conditiondt examines the current models of care
which health policy is basedIt addresses the role of Allied Health Professionals
in public health and makes links to the previous chapter on occupational

SZ & %o C [erolédn this]area.

As indicated in the Introduction, the use of metaphor in the language of medicine
and ill health became a significant extra layer of interest assthdyprogressed.
The literature was explored for definitions of metaphor, exarmspté its use in

healthcare, the potential of metaphors to create or maintain stigma or

18



stereotypes, and the value of metaphor in understanding individual iliness
perspectives. These are discussed in Chaptbtetaphor and the Language of llI

Health.

Thee are many overlaps between these Literature Review chapterstlaesk

are summarised in Chapter 7. This chapter also returns to the focus and aims of
the study and proposes the research questionThe following reflection was
written after reading theiterature on diabetes and considers the impact on the

progress of thestudy:.

A reflection on reading the literature

,YH EHHQ UHDGLQJ DQG UHDGLQJ W Krém OthaV &itidIBsWobs Oftthemps

are starting to emerge which may need to be probed in the interviews:

journey, gender, changing roles, sense of normal, balance, disbelief, loss,

devastation, fear, depression, conflict, quality of life, medical condition, skills

for self management, attitudes of healthcare professionals, self testing, active

involvement in decisions, living with chronic condition, shock of diagnosis,

knowledge of diabetes, locus of control, choices, looking for knowledge,

support networks, changes t o activities of daily living, age differences,

resistance to change, impact of habit, patterns and behaviour on self

management, social circumstances, environment context. Some themes are
around the fact that management of diabetes is seen as a medical pr oblem

but that the treatment involves lifestyle management in its widest sense -
surely an OT role ? Need to think how | am going to move forward with this.

Are these themes that will just emerge from my study? How does the way you

set up the research im pact on the way these are explored? (November 2012)

19



Figure5 Building Meanings

The words - creativity, meaning, purpose, choice, opportunity, balance,

challenges, growth, and potential 2 were written in my research diary i n the
early days of thinking about OT and health and wellbeing. | transferred
them onto the layers of paper using a transparency and water technique , and
then built up and stitched together t he layers of paper . For met hey represent
layers of meaning which interact with and depend on each other and came

to represent the layers in the study . They are bounded by the method of

enquiry but the different boundaries represent different techniques to allow

for more than one viewpoint and to reveal the depth of mea ning. The words
are significant terms in the occupational therapy lexicon and signify areas

which need exploration. The butterfly suggests an awareness of not being

reduced by the methodology 2 of being allowed to explore and fly free 2 while

the button s represent the necessity of also being grounded in the data.

20



3.0 Diabetes

3.1 Chapter Outline

This chapter discusses the nature of diabetes, statistics and trends idKhed
beliefs about the current impact of diabetes on the UK health service. It
examines currenliterature on approaches to diabetes self management through
educdion and care planning, discussingn compliance, barriers, outcomes and
sustainability. Tare will be links withsubsequent chapter®n occupational

therapy,public health and health promotion and metaphor

3.2 Diabetes

Diabetes is acomplex condition in which blood glucose levels are too high
because the body cannot absorb it properly (Im&tional Diabetes Federation
(IDF) 2013a). There are three main types: type 1, type 2 and gestational
diabetes. Type 1, thought to be as the result of an auto immune process (IDF
2013b), develops where the body cannot produce insulin, required to help
glucose enter the cells where it is used as fuel. This is due to the destruction of
insulinproducing cells in the pancreas (Diabetes, B&12a). Type 2 develops
when the body does not make enough insulin or the insulin does not work
properly (Diabetes Kl 2012a). It can go unnoticed and thus undiagnosed for
many years with resultant long term damage (IR&L3a). Gestational diabetes,
where the mother develops resistance to insulin can, if untreateddto health
problems for both the baby and the rtieer (IDF-2013a). In addition it increases

the risk of type 2 diabetes developing later on by 7% (Bellamy, &080; IDF
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2013b). In the UKgestational diabetesaffects approximatelyl in 5 of all

pregnanciesQundy et al, 2014

Treatment intype 1 involves insulin therapy and in type 2 may require
medication to lower blood glucose levels. Both type 1 and type 2 require
monitoring of blood glucose levels (HRKA blood pressure and cholesterol,
collectively known as metabolic control, in order prevent complications of
cardiovascular, kidney and eye disease, and to reduce the risk of amputation and
neuropathy (Diabetes UR014b). Poorly controlled diabetes is also linked with
depression (Lustman and Cloys905), anxiety, phobias and eagirdisorders
(Diabetes UK2014b). Globally people with diabetes are two times more likely to
have depression than those without (Mommersteeg et 2013). In addition
people with depression have a 60% increased risk in turn of developing type 2
diabetes (Mezuk et al 2008). All of these negative emotions can make
adherence to healthcare recommendations or changes to lifestyle difficult and

thus impact on self management (Skinn2004).

Prediabetes is a borderline condition, characterised by highanthormal blood
glucose levels, but not yet high enough to be diagnosed as diabetes (Mainous Il
et al, 2014). In the UK there is some debate over whethergabetes should be
considered as a separate conditioDigbetes UK, 2012tNational Institutefor
Clinical Excellence (NICH)11). However it is recommended that to prevent the
development of type 2 diabetes, early intervention is essentidhlijetes UK,

2014c;Narayan et gl2002; NICE2011; Public Health England, 2015
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3.3 Diabetes Incidence and Costs in the UK

Worldwide there are an estimated 382 million people with diabetes,(@DE3Db).
Based on modelling and statistics of the proportion of the current UK population,
Diabetes UK estimate that there are 3.8 million people diagnosed digtbetes

in the UK andn estimated furthet630,000 who may not be aware that they
have this condition (Diabetes URD14a). 90% of people with diabetes have type
2 diabetes (Health and Social Care Information Centre (HSQOZR).
Additionally an estirated seven million people in th&K havepre-diabetes
(Diabetes UK2009). Based on a diabetes prevalence model, it is predicted that 5
million people in the UK will have diabetes by 2025, most of these Type 2

diabetes, due in part to an ageing populati@iabetes UK, 2014a

In the current climate of increased healthcare costs generally with competing
claims on scarce resources, the impact of diabetes on health and social care costs
is significantwith considerable personal impact for the person with diabetes and
their family. Diabetes UK (2014a) estimates that diabetes costs the NHS £10
billion eachyear,approximately 10% of the NHS budgand 80% of these costs

are due to the complications of diabetes. There are currently no statistics to
estimate the cost of diabetes to social care, but one in four residents in care
homes has diabetes (Sinclair et2001). In addition it is estimatetiat diabetes

costs nearly £9 billion in reduced productivity at work (Hex e@ll?2). The
National Audit Office (2012) estimates that the NHS could save £170 million a

year with better understanding and management of diabetes.
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3.4 Approaches to Diabetes

Approaches to diabetegome under the three areasf health improvement,
health protection and health serviceshese three domains of public health are
discussed further in Chapte$.2.1 In terms of health improvement and
protection type 2 diabete has been linked to the wider societal environment
which is believed to have led to physical inactivity, sedentary behaviour and
unhealthy diets (Knowler et al1995). It has been argued therefore that
intervention should be aimed at the particular lifgke determinants of health to
prevent diabetes developing (Diabetes ,\012b; Rose1993). In relation to
health services, current approaches to the long term treatment of diabetes
include education, self management and lifestyle change to improve outes
and ultimately reduce health costdlICE, 2008 These three appaches will be

discussed below.

3.4.1 Education

Education is based around individual health beliefietary advice, facilitating
behaviour change, improving quality of life, optimising metabolic control (in
terms of managing blood sugar levdldbA ), blood pressure and cholesterol
levels), addressing cardiovascular risk factors and reducing deprgbsadional
Collaborating Centre for Chronic Conditions (NCCQQG)8). DESMOND
(Diabetes Education and S#flanagement for Ongoing and Newly Diagnosed) is
one approach being rolled out across the country to help those with ®pe

diabetes to understand ah selfmanage their condition (Davies et, &008;
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Gillett et a] 2010). The Expert Patients Programme (EPP) is another structured
education course which in diabetes has been shown to increase knowledge and
skills in diabetes sethanagement (Deakin et,&006; Donaldso2003). DAFNE
(Dose Adjustment for Normal Eating) training for those with type 1 diabetes is
designed to allow a flexible approach to eating while also ensuring tight control
of glucose levels through setianagement of background and wmleelated

insulin (Heller2009).

TheDepartment of Health and NICE guidelines all promote the use of structured
education However, bothacknowledge that there is insufficient evidence to
recommend a specific type, setting or number of sessions (206ba, NICE
2003). The National Audit Report 262@13 acknowledges that only 3.9% of
newly diagnosed people with type 1 and 16.7% of people with type 2 diabetes
nationally were recorded as being offered structured education while evidence of
people atually attending is also lowt 0.9% type 1 and 3.6% for type 2. (HSCIC
2014). Clark and Hampson (208@)nd that people with type 2 diabetes did not
regard either their condition or value tight glycaemic control as seriously as the

healthcare professicals

Onereasonfor people with diabetes not sharing the same concerns as healthcare
professionalsnay bedue tovariationin diabetes services. The National Diabetes
Audit 200910 revealed that less than one in five people with diabetes were
achievingoptimal metabolic control and that 15% were not actually being tested

(National Audit Office 2012). It showed wide variations in the treatment
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available in the NHS to meet the recommended standards of care. This included
variation in standards of diabes education and diabetes training for NHS staff
(National Audit Office2012). In addition health literacy is seen as influencing
how successfully people process the information they are given to make
informed choices in relation to the complexity of their diabetes (Sayah and

Williams 2012).

3.4.2 Self Management of Diabetes

People with diabetes are estimated to have only three hours contact with
healthcare professionals per year and thus there is a strong focus on self
managemen{DOH, 208d). The background to self management (or self care, as

it is also named) is disssed further in Chapter.5 Auseful definition of self

uv P uvs 3Z ~]v]A] p o[+ ]Jo]3C 8} uv P 8Z +Cu%s3}u
physical and psychosocial consequences and lifestyle changes inherent in living
with a chronic conditon ~ @Eo}A 2, pd18)1Health policy is directed
towards individual responsibility where people with diabetes manage the
remaining 8757 hours per year using advice and support given by healthcare
professionals in those three hours (DOH, 2005d). There are cleadytaishis
approach in terms of the appropriateness of the contact time, the ability of the
individual to understand advice, access to resousmes individual choice (DOH,

2005d). The following sections examine these risks in more detail.

The National &vice Framework for Diabetes (DOPRD01) established twelve
standards to drive the quality of diabetes care. Standard 3 in particular focuses

on encouraging people with diabetes to take an active role in self care through
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the provision of care planningdZ]e ]- (] va proeess which offers people

active involvement in deciding, agreeing and owning how their diabetes will be
managed ~ K2006b, piiesX . }v §Z -lolev =« u} o_ ~"8§ A E

and Roter 1989) care planningoffers two parallel processes of the illness

(E u A}YEI ~8Z % Es}v[e P v V o uV]<p A% E] v}
]+ ¢« (E u AYEI ~3Z Z } §}E[+[ eBthesestwosfrainesvorkeE 3

for shared understanding and decistomking. Being base on disease,

however, it can ignore the broader self management of the impact of diabetes on

§Z Jv ]Al p o[ o](U Aops v %E]}IE]S] U v LI

selfmanagement literature below.

There is much debate about the efficacyself management as reflected in the
literature.  For example, in their systematic review of -setfhagement
interventions for type2 diabetes between 2000 and 2010, Heinrighal (2010)
concluded that mulicomponent self management interventions werdeattive

in changing dietary behaviour and diabetes specific quality of life, but that the
interactions between the different components were not understood in terms of
managing change in lifestyle. They concluded that collaborative learning
improved undestanding of diabetes and some salinagement behaviours.
There was however no discussion about the long term health benefits or health
costs associated with this approach. Previously Norris et al (2001) had
systematically reviewed the effectiveness oélfsnanagement training in
randomised controlled trials (published between 1980 and 1999) and concluded

that the evidence supported its effectiveness, at least in the short term, but that
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further research was required to look at the sustained benefits tyagmic

control, cardiovascular disease risk factors and quality of life. In addition there is

an argument to suggest thédw moodwith diabetes can have a major impact on

]Jv JA] p o[ ]0]3C 8} ul o]( *3Co Z VvP « v %A § §Z] A
into consideration when deciding on the components of -sedfhagement

techniques (van der FelZornelis2011).

It is not clear which outcome measures should be used to determine
improvements in diabetes control Many of the studies focus on biochesal
tests such as blood glucose control (reduction in HbAlc) (Brackenridge and
Swenson2004), body mass index, high density lipootein and total cholesterol,
systolic and diastolic blood pressure (Giluszewska et ,a2011; Matthews
2007). Other tmidies suggest that outcomes should be in terms of self reported
selfmanagement behaviours, self efficacy (Atak et24108; King et al2010);
health related quality of life, patient satisfaction and adherence to treatment
(Barbosa et ak011); or patiat reported psychosocial and behavioural measures
(Glasgow et al2008). In addition there are calls for robust, high quality research
to assess the theoretical principles of behaviour modification, motivational
interviewing, cognitive behaviour therapy,0@ setting and coping skills in
managing diabetes, especially in terms of applicability and implementation

(Ramsay et aR010).

It is generally agreed that self management is complex, requiring technical skills

in terms of testing and medication plus problem solving skills to make
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adjustments and manage potential barriers ({Bitiggs 2003). Barriers can be
biological, psychosagii or economic related to fitting self management into
individual lifestyles (Bl et al,2002). Despite the best intentions of the health
service in providing education, advice and targets in terms of metabolic control,
the reality of the situation is thtamany people with diabetes are either unable or
unwilling to take this advice (Funnell and Anders?®04). Partly this could be

H 3} % @E « E]%S]A E %0 ve vV}3 (]38]vP Jv A]SZ %o C
terms of theirlifestyle, goals andesourcesand/or readiness for chang@unnell
and Anderson, 2004; The Health Foundation, 2018 ditionally attempting to
manage diabetes can be se@s impacting on self identity.Gomersall et al
(2011) concluded that sethanagement operates on twecevels: internally in
terms of the self and externally in terms of cultural resources, including
interactions with healthcare professionals. They argue that assimilating the
amount and complexity of information about diabetes can be seen as a threat to
ap Ee}v[e e ve }( * 0(X K3Z E Jeep » A]JSZ ¢« 0o( u vV P u v&
that some people face in handling the responsibility of-ssfnagement (Minet

et al, 2011).

One approach to self management type 2 diabetes is the process of
empowermentwhereby people with diabetes are facilitated to make their own
choices and goals in terms of nutrition, weight loss and physical activity
(Anderson et al1995;Anderson and Funne010). While this can be viewed by
healthcare professionals as a wayitnarease compliance with recommendations,

Anderson and Funnell (2010) explain that it is instead an approach to help people
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take charge of their management and make their own informed decisions.
Inevitably this means that at times informed choices willt mbways match
professional recommendations, which can cause issues when healthcare
%0 E } ( *]¢hngae ptofessional dominance v ]JvZ] ]88 SZ[dg&siony vS-e
(Paterson 2001, pfi66+X /v 3Z A}ESE « o v EHppthho } %00 [°
knowledge ad subsequent selffnanagement is seen as non compbarby less

knowledgeable professionals (Snow et24113).

Overall, although self management is strongly influenced by healthcare

%o E}( **]}v o E }uu v S]}veU ]S ]- % 0C uunique v SZ ]
life situation (Moser et al2008) and is not just about compliance with medical
recommendations. This being the case, a focus on individual life situations would

seem to be the way forwar@Audulv et al, 2012; Ingadottir and Halldorsdottir,

2008)

3.4.3 Lifestyle Change
The National Institute for Health and Clinical Excellence (NICE) guidance advises
lifestyle change for those with a high risk of developing type 2 diabetes ,(NICE

2012).

Most lifestyle interventions cover diet, exercise and aeiour modification
(Diabetes Prevention Program Research GyoR@02). Some, such as the
Diabetes in EuropePrevention using Lifestyle, physical Activity and Nutritional
intervention (DEPLAN) focus on very specific goals: increased physical activity,

weight loss, increased consumption of fibre, fruit and vegetables, reduced
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consumption of total and saturated fats (Gilianuszewska et,&2011). Physical
activity takes the form of aquaerobics and gym sessions {PEAN) or, as in the
Finnish Diabetes rBvention Study, circuit training plus advi@m increasing
physical activity overall (Lindstrom et, 003). Intervention takes the form of
structured education group discussions, self monitoring and goal setting (Absetz
et al, 2009). Systematic revienof the lifestyle intervention conclude that as an

intervention it appears to be as effective as drug treatment (Gillies, 20817).

Although aimed at reducing risk factors, by focussing on weight loss and increase

in physical activity, lifestyle inteention appears to have a very narrow focus

Al3Z v}$ up Z Al v }( uv PJvP §Z]e Jv 8Z }vd ES }(
circumstances. As Gillies et al (20@fyue the key to successful lifestyle
intervention is compliance. This is potentially atdedwith the empowerment

model discussed above and it would seem that rather than focussing on
compliance strategies to manage a lifestyle that many people would not

V e E]JoC Z}}* U V %% E} Z 3Z § 5 ESe A]JSZ §Z v
potentially be more effective. Ingadottir and Halldorsdottir (2008) conclude that
managing diabetes is a constant balance between the prescribed regimen

(medical recommendations) and the wéking of living a normal life.

Evidence suggests that, despigglucational programmes, many people with
diabetes fail to adhere to advice on self management and there are many
barriers to successfully incorporating this into individual lifestyles (Mulvaney

2009, Nagelkrk et al 2006. Misconceptions havéeen idettified between
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empowering people to take control of diabetes daily care and expecting
compliance with metabolic control (Anderson and FunriélllQ Paterson2001).
Overall diabetes management requires a complex interaction between
medication administrdabn, self monitoring, diet, exercise, and consultation with

healthcare professionals (Moser et 2008).

3.5 The Lived Experience of Diabetes

The majority of the literature on diabetes is focussed on metabolic control and
the ways in which individuals cdre supported to manage this. However, as can
be seen from the sections above, it is important to focus on the individual
experience of actually living with diabetes. Research on the lived experadénce
diabetestends to be found in nursing journals wherthe themes focus on how
people self manage and gain control (Edwall et2@l08; Handley et ak010).
Factors that help to achieve control include personal bebefport from friends

and family, and interaction with healthcare professionals (Edwall e2@08;
Handley et gl2010). Although it appears that the participants in these studies
adapted to and maintained control over their diabetes, the authors ackedge

the difficulties of managing diabetes on a daily basis. Difficulties include the
psychological burden of diabetes, sometimes dealt with by reality avoidance
(Gillibrand and Flynr2001) and imposed powerlessness (Livingstone,e2Cdl1)
especiallyin relation to living with diabeteselated amputation. Overall, there is

a paucity of information on the lived experience of hi@betes. Andersson et al
(2008) studied the meaning of living with pdéabetes and concluded that this

was conceptualisedsaa turning point where participants were caught between
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possibilities (of changing lifestyle to prevent development of t2mkabetes) and
obstacles (developing the condition). The literature suggests that it is imperative
for healthcare professionalsotunderstand the personal issues and reality of
living with diabetes in order to better engage and enable people to self manage

(Handley et al2010).

One area that is starting to be recognised as having an impact on how people
experience living with dlzetes is that of stigma (Brownet al, 2013; Browne et

al, 2014 Schabert et al, 2033 Negativeand oversimplifiedviews of diabetes,
especially for those with type 2 diabetes, can be experienced from friends,
society in general, the media and even hbatire professionals (Huber et, al
2015). Those with type 2 diabetes report feeling blamed for causing their
condition andexperiencerestricted opportunities in life (Browne et al, 2013).
Those with type ldiabetes have reportedexperiencing stigmiy-association

with type 2 diabetes as well as specific instances of blame around blood sugar
control, or being suspected of taking drugs when injecting insulin (Browne et al,
2014). These negative judgements can lead to emotionarelss and feelings of
exclusion, guilt, rejection, shame and blame, all of which can make diabetes

harder to manage effectively (Browne et al, 2013).

3.6 Summary

This section has reviewed the nature of diabetes and its current impact on the UK
health sewice. It has examined the literature on approaches to managing

diabetes through education, lifestyle change and self management and reviewed
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the lived experience of diabetes. It is apparent from this review that diabetes is a
complex condition to managesZ S ]S Ju%. Se }v %o Ee}v[e ¢ ve }( e
and routines. Although not specifically researched in this context, it seems

%o % E& vS S§Z § 18 ] A% E] vV lv 82 }vs A£S }( v ]v ]
Ju%e Se }v v ]e Ju% S Gpaton$ %0 Ghamgihg lifestyles is seen

as one of the cornerstones of managing diabetes and it would appear that
occupational therapists should be well placed to offer understanding and
expertise in this area.This will be discussed more fully in the nekapter on
occupational therapy. The following reflection considerthe impact of

professional stance on research findings

Reflection on the diabetes literature:

I was thinking over my options for the focus re the diabetes findings and

suddenly wondered whether the results of research depend on your

SURIHVVLRQDO KDW DQG WKHQ ZRQGHUHG ZK\ , KDGQ-W WKRXJKW F
Most of the research on the lived experience of diabetes comes from nursing

and it invariably follows the themes of chaos at first diag nosis, getting

control and maintaining control. When the themes from my own

SDUWLFLSDQWY GLGQ-W VHHP WR ILW WKDW SDWWwhetheQmy ZDV FRQFH
DEDO\VLV ZDV LQFRUUHFW ZKHWKHU LW PDWWHUHG DW ZKDW V\
experience of diabetes you did the UHVHDUFK ZKHWKHU , KDGQ-W DVNHG WKH
questions etc. But then this morning | thought that maybe, because the nurse

focus might be more biomedically based and looking at metabolic control

WKHQ WKDW:-V ZKDW WKH\ fvDzZ:- ZKHUHDV DV DQ dhgcigudfylo¥ H EHHQ V XE
otherwise) looking at the wider occupational picture so not seeing the chaos

to control continuum? (Sept 2013)
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Figure6 Palimpsest

7KH ZRUG SDOLPSVHVW PHDQV YD SLHFH RI ZULWLQJ PDWHULDO RU
ZKLFK WKH RULJLQDO ZULWLQJ KDV EHHQ HIIDFHG WR PDNH URRP IRU
This represents how my understanding and knowledge of occupational

WKHUDS\ KDV EHHQ YfRYHU ZULWheéll@arnéd thidagh\ihe research

study .
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4.0 Occupational Therapy

4.1 Chapter Outline

This chapter of the literature review is focussed on occupational therapy. It

begins by exploring definitions of occupational therapy, occupation, and
wellbeing. It examines the role of occupational science in understanding
occupation;the core theories and philosophy of the profession; language and

UusS %%Z}EV } H% S]}v o SZ E % C[s &E}o v u ]]Jv v }
on health. In addition thishaptere £% 0} & * } H% S]}v 0 SZIE % C[e &
promotion and its place in the current prevention and management of diabetes.

It is important to point out that the views discussed here are placed within the
Western world view and beliefs in which the resgartook place(Hammell,

2009) It is acknowledged that these may be different to other cultures and

contexts (Hammell, 2011).

4.2 Definitions of Occupational Therapy

There has been much debatever many decades the occupational therapy

profession abou definitions of practice and the inability of occupational
therapists to define what it is that they do (Creel®98; Creek2009; Tuner,

2011, Wilding, 2010;Yerxa 1967). Wilding (2010, p.12) suggests that the
challenges in defining occupational thesahave come about through therapists

ke ]V Bvetinclusive (Jv]8]l}ve 8} A% o ]Jv §Z JA E«]5C v }i
profession. Creek (1998)states that it is to do with uncertainty about

professional identity, role and functionShe argues that partlhis is to do with
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the complexity of explaining the concept of health and wellbeing through the
medium of occupation and partly that practitioners use key concepts, such as
occupation and activity, interchangeably without clearidiions (Creek1998).
These issues are in evidence more recently wheistillacknowledged that we

are unknown as a profession and that others do not underdtaur role Ashby

et al, 2015Polatajkqg 2012).

However it is important to make sometampt at defining the key conceptsn
order to position occupational therapy in the arena of public health in relation to
diabetes. Te following definitionsare from a review of the literature relevant to

the study.

4.2.1 Occupational T herapy

The central philosophy of occupational therapy is a belief in the impact of
occupation on health and wellbeing (COT, 2014) and the practice that therapists
are “%experts in occupation(Wilding, 2010, p.12)t is believed that occupational
therapy is necesary when individuals experience challenges in their occupations
of everyday living (Polatajko, 2007)f tBe many definitions available, that dfi¢
World Federation of Occupational Therapists (WFOT) (2012pders chosen to
describe occupational thergp It isa wide and encompassing definitiamhich
explains both the essence of the philosophy and the praaifcie profession:
Occupational therapy is clientcentred health profession concerned with
promoting health and well being through occupatiomhe primary goal of
occupational therapy is to enable people to participate in the activities of

everyday life. Occupational therapists achieve this outcome by working with
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people and communities to enhance their ability to engagé¢he occupations
they want to, need to, or are expected to do, or by modifying the occupation or
the environment to better support their occupational engagemefWFOT,

2012).

4.2.2 Occupation and occupational science
Although occupation is a central concept of occupatidhatapy, defining what
it is has also been problematic (Molinel2010). Occupational scienceas a
separate but aligned area of studyasdevelopedto make sense of the function
and meaning of human occupation (Zemke and Clark, 1996) and to bring
occupational therapy back to its core roots (Molineux, 200#).common usage
occupation is often assumed to be related to work and thus the profession of
occupational therapy is often confused with occupational health (Gr2ek0).
Within the professiont is most often defined in terms of tasks or daily activities
(Creek 2010) In 2004, he College of Occupational Therapists (COT) difine
occupation e ah activity or group of activities that engages a person in everyday
life, has personal meaning arptovides structure to time ~ ,KRE04, p2). In
the same yegrWatson (2004, 3) describal occupation < the ordinary and
extraordinary things that people do everydaxX ~Z egdRHAt eccupationis
Zentral to the way we all live our livedsvhat we are, who we become and how
we achieve our dreams and aspirations~t Se¢}v U 18).0 Uhé&dEuropean
definition adopted by the European Network of Occupational Therapy in Higher
U $]}v ~ EKd, « A}YEI]VP PE}u% «a@dup-offaciites $]}v
that has personal and sociocultural meaning, is named within a culture and

supports participation in society. Occupations can be categorized asaself
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productivity and/or leisure. ~ & | T1ii68) %NOTHE explairthat
} M% S]}vetheQgerfdrmance of activities that we observe ~ G U TiiiU

p.68).

As ENOTHE suggestscupation is oftenseparated by occupational therapists
into the domains of self car leisure and worproductivity. These domains have
their ownhistory ofdefinition debatebut for simplicity the following descriptions
are applied Self cardras long beerviewed as the personaare tasksf taking

E }( }v [« Chri§liansen and Baum, 1997 Thisincludes personal
hygiene, dressing, meal preparation and eatisgopping, money management,
sleeping, sexual expression, mobility and travel (van Huet et al 2010, p.342).
Leisureis traditionally seen as nework time where choice is made as to which
occupations one engages in (Sellar and Stanley, 2010)s ofen linked to
recreation and is seen as both an activity and a subjective experience (Sellar and
Stanley, 2010) Work is a concept that is used interchangeably with productivity
(Reed and Sandersph999). It is seen as both paid employment and as unpaid
productive occupation$Cook and Lukersmith, 2010). Unpaid work could include
such occupations as development of knowledge, housework, volunteering, and
caring for others (Reed and Sanders®®99). It is clearthat occupations do not
necessarily fit ito just one category (CregeR010) although models of occupation
generally separate occupation into these three specific categoriggiammel)
2014) There has been criticism of this division, notably that it is too simplistic

and that there can be many evlaps(Pierce 2001; Hammel2009. What one
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person defines as leisure (eg sports) could constitute work for another (Reed and

Sanderson, 1999).

This concern that occupational therapists have been viewing occupation too
simplistically led to the moréormal study of occupation through occupational
science. Zemke and Clark, two notable early occupational scientists, were
v Ev bptandling the complexity of occupation and gaining a sense of
its centrality in the framework of human lives ~ <ketand Clark, 1996, p.xi).
Hocking and Wrigh&t Clair (2011) define occupational science as the study of
what people do, while Clark and Lawlor (2009) highlight the centrality of
} u% 3]1}v ]v %o }%o0 [+ 0]A « A]3Z *% J(1 (} pe }v Z
participation.  The value of occupational science in terms of understanding
occupation and its relationship to health and wellbeing enables occupational
therapy to focus on occupation rather than dysfunction and provides support for
what occupational theapists do in practice (Molineux and Whiteford, 2006).
Above all, nderstanding the nature of occupation requires consideration of the
person, the occupation, the context in which it takes place and the relationship

between those three elements (Polatajke011).

4.2.4 Well -being

Wellbeing like the concepts abovés seen as intangible, sometimes associated

with prosperity and happinessand not just health (Wilcock 1998). For

} H% 3]}v 0o 3Z E %o]*3e eve }( Z 03Z vbeiAgao ]JvP }
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successfully carrying out valued activities (Dige, 2009); and experiencing the
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satisfaction and fulfilment of occupation (Doble and Santha, 2008gre is no
consensus on &undamental list of human needs necessary for wellbeing but it
includes such things as individual growth, intrinsic motivation and quality of
experience (Christiansen and Matusk@06). Hammell (2010) contests the idea
of wellbeing as an individual expgence and argues that it includes
interdependence and mutual responsibilitylt is likely that this will vary from

person to person and in different sociocultural contexts (Kitayama et al, 2010).

4.3 Theory of Occupational Therapy

4.3.1 Core Beliefs of Occupational Therapy

While it is not intended to provide Eengthy history of occupational therapy, it
appears essential to explore the core beliefs in order to conceptualise the ways in
which occupational therapy might be applied to helping people to agantheir
diabetes, either specifically in terms of self management or more widely in terms

of general health and wellbeing.

To understand the core beliefs of the profession it is necessary to go back to the

views of some of the original theoristaVilcock (2001suggests that not having

an understanding of the long history of occupation and health and wellbeing can

result in occupational therapy practice based on and limited to more recent

%}0] C v e o us %Z}E S} e (E] ruddefesSostiip S ] .
without an anchor in an unchartered sea~t]Jo } | Ti1iU % Xd*X t]Jo } | C

§Z § pyv E-+S v JvP $Z mayGelp pyide the courage to leave port,
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and supply a rudder and an anchor for the exciting journey aheadt]o } |U

2001,p.4).

Wilcock (2001) states thahe idea of occupation for healtstems back to early
civilisation, where occupations of day to day living provided the means of
survival, prevented illness and maintained health. Wilcock (280fphasiseshe
history of occupation and health throughout histaryrom the Greek multi
purpose gymnasia through to the medieval Regimen Sanitatis and on to the social
reformers of the nineteenth century who developed public, occupational and
social health practices. In the daasylums occupation became a major part of
moral treatment for the health and webeing of the residents and later it was
used for economic as well as therapeutic benefits (Wilcock, 2002). During'the 1
and 2'Y world wars occupational therapists wesetive in working with wounded
soldiers to promote health and wellbeing in occupational workshops addressing

mental health and physical issues (Wilcock, 2002).

Inid0iU D EC Z JooC A %O0}E 3Z AYESZ }(ochep% 3]}v o
the great ickas of 28 century medicine ~Z ]oo Cp1).i 6%He used the
metaphor of examining the roots of the profession to consider what growth had
U EP X dZ ZC%}SZ <]+ 3§ taf jran,@idugh the usé of his
hands as they are energised by mamtd will, can influence the state of his own
health_ ~Z, 1862Cp.2). Reilly acknowledged that at the time, the profession
was in a state of fluand that she was espousing the American philosophy of the

need to be occupieg@roductively and creativelyn orderfor the profession to be
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recognised in the field of medicine&She identified the principle that people need
to control their environments to alter and improve them and that where that
need was blocked by disease ornjury, the result was dysfunction and
unhappiness (Reilly1962). At that time she promoted the need for
understandingsensorymotor systems, the acquisition of skdind understanding
of problemsolvingand creativity With this knowledge occupationdherapists

could help people to achieve health through productive occupati®eilly, 1962)

The view that a person could improve their health through the medium of
occupation became embedded as a core bediefl the profession continued to
be aligned wih medicine in both the UK and USA (Ye®@92; Turner et al
2010) This is explored further in sectiorb4l and is a necessary analysis to see
where the core skills of occupational therapyay have become subsumed by
medicine but alsdo consider whereoccupational therapy could fit into medical

health policy in the future.

In terms of developing the core beliefs of occupational therapy into their current
manifestation (see Table, , beliefs about the nature of occupation and
health were promoted in terms of sedctualisation (Yerxal967). Here it was
believed that occupational therapy should be based on exposing clients to
range of occupational opportunities with the client making the choice.
Occupations were seen as the source of motivation to enable people to

S Bul]v éingE 4z EA U iodldéad wisseXdevloped recognising
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the demands of the environmentrérxa, 1994and about ensuring a balance of

occupations for health and wellbeing (ChristiansE®96).

dZ }v %3 }(} H% 3]}v A] v 8} ]Jvop Vv}§ }voC §Z
but also as the means through which people express and understamastiiees
(Christiansen, 1999; Laliberfeudman, 2002). Il health had the potential to
impact on that sense of self where people were unable to continue with habitual
occupations (Charmaz, 1983; Christiansen, 1999). Christiansen (1999) argued
that occupatonal therapy could contribute to health and wellbeing by addressing

those identity challenges through occupation.

Occupational science, by explicating the relationship between occupation and
health, has enabled oapational therapy philosophyo be directed towards
enabling positive life experiences through meaningful participation (Hildenbrand
and Lamb 2013). To achieve this, it is believed that a person requires
competence to participate in a range and balance of occupations, according to
their needs and circumstances (Dung2011). This competence depends on the
interaction between the person, thparticular occupation and the environment
(Duncan2011). Doble and Santha (2008jguethat focussing on individual need

for accomplishment, agency, companionship, pleasure and renewal will lead to

occupational wellbeing.

The current core beliefs ofcgupational therapy are summarised in Table 1.
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OCCUPATION
Gives meaning to life
Organises behaviour
Develops and changes across the lifespan
Shapes and is shaped by environments
Has therapeutic value
ERSON
Is an occupational being
Has right teseltdetermination and to make choices about life
Has ability to participate in occupations
Has potential to change
X Shapes and is shaped by environments
ENVIRONMENT
X Includes physical, social, cultural, political and economic elements
x Influences choice, siafaction, performance and organisation
occupations

X X X X U|xX X X X X

Tablel Core Beliefs of Occupational Therapy

(Adapted from Canadian Association of Occupational Therapists, 2007)

4.3.2 Core Skills of Occupational Therapy

It is recognisedhat physical, psychological, spiritual, cultural and political factors
can all influence participation in occupatioWkiteford et al, 2000). The
occupational therapist has a number of core skills built around this understanding
and of the complex interaction between the person, the occupation and the
environment (Creek, 2003)Although quite old now, these core skills as put
together by Creek (2003) are those that are still quoted by COT (200t8y are

summarised imMable 2.

CORE SKILLS OF OCCUPATIONAL THERAP
Collaboration with the client
Assessment

Enablement

Problem solving

Using activity as a therapeutic tool
Groupwork

Environmental adaptation

X X X X X X X

Table2 Core Skills of the Occupational Therapist (Cre2B03)
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It is evident that these core skills could apply to a number of different health
professionsand more recently they have been viewed as t@dito practice
within the health and social care systems (Pollard et 2808). Within
occupational science, the study of occupation has moved towards consideration
of power and justice and the notion of occupation as being socially and politically
situated (Kronenberg et al, 2005). Concepts such as occupational justice,
deprivation and dysfunction (Pollard et al, 2008; Whiteford 2000) have been
suggested as a means by whitie core skills of occupational theress should

be expanded to address sociahequity worldwide through occupation

(Kronenberg et ak005)

4.3.3 Occupational Therapy Process

Occupational therapy intervention follows a series of steps in which the therapist
works with the individual to identify any issues or problems vgénticipation in
occupation and then implements a treatment programme to address these issues
(Creek, 2003; Duncan, 2011). The process includes assessment, formulation of
problem or issue, action planning (including setting of goals), reflection and
potential revision of the plan, plus measuring outcomes (Creek, 2003). As
Duncan (2011) points out, while its focus on occupational participation is unique,
the process of problem solving and finding solutions is one that many healthcare

professionals use.

4.3.4 Occupational Therapy Models
There are many theoretical models used to explain the complex interaction of the

person, the occupation and the environment such as the Canadian Model of
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Occupational Performancand Engagemen{Polatajko, Townsend and Ckai
2007); PersorEnvironmentOccupation Model (Law et ,all996); Model of
Human Occupation (Kielhofne2008); Kawa (River) Model (Iwamaoo05).
Models help to understand people as occupational beings, provide a focus for

intervention and assist with dical reasoning (Owen et,&014).

Although occupation(} pe u} oe & }(S v V}S pe H S} SZ E %o
understanding of the theoretical concepts (Ikiugu, 2010), onéhefrhost widely

used models in practice and in research is the Model aimtdn Occupation

(Haglund et al2000; Law and McCpll989; Lee et aR008; Lee2010; Lee et al

2012) In my own case, training in the use of the Occupational Circumstances
Assessment Interview and Rating Scale (OCAIRS) (Forsyth et al, 2006), ene of th
assessment tools of the Model of Human Occupation (MOHO), led to developing

this model into practice. Further training on the use of MOHO through the UK

Centre for Outcomes Research and Education (UKCORE) programme (Forsyth et

al, 2005), in the manneredcribed by Wimpenny et al (2010), consolidated this

implementation.

A Dbrief introduction to this model is given below to illustrate occupational

therapy core beliefs concerning a person and their occupational participation.

The Model of Human OccupatigMOHO)grew out of the need to understand
%he nature of occupation in human life and its role in health and ilinésssyth

and Kielhofner2003,p.47). Its concepts address:

47



X Motivation for occupation

x

Routine patterning of occupational behaviour

x

Nature of skilled performance

x Influence of environment on occupation

Figure7 The Model of Human Occupation (Parkinson et 2004, p6).

Reproduced with the permission of the MOHO Clearing Hofeseail correspondence with Rendaylor

25/5/15)

Figure 7 identifies the parts of this modeWithin the model Kielhofner (2008)
summarises three components othe person volition, habituation and
performance capacity. Volition is further divided into personal causation, values
andinterests, which movate what people choose to do, which would appear to
be particularly important to the concept of sefianagement. Habituation
includes the habits and roles that shape patterns or routines of occupation.

Performance capacity includeke physical and mental abilities plus subjective
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experience that underlie occupational participation. In addition the physical and
social environments provide opportunities, resources, demands and constraints
JV % }% 0 [« ]0]8] » 8} vPsKielhofner2008).5dZv Jv JA] p o[-
skills and performance allow occupational participation. Participation helps to
create an occupational identity. Occupational competence is the degree to which
this occupational identity is sustained while occupatl adaptation is the longer

term construction of this identity through occupational competence (Parkinson

et al, 2004).

The model is useful to examine life roles (Christiansen and Matuska, 2006). By
/E u]v]vP % }% 0 [+ E}o « ~ P Al}FEdar@nt) oetoytiond) <3
therapists can discover how different combinations of roles result in varying
demands and resultant stress; or how managing valuable roles can lead to
wellbeing (Matuska and Christiansen, 2008). It is recognised that performance
of occupations is influenced by mood, cognition, learning and alertness
(Christiansen and Matuska, 2006). In addition, models, such as the MOHO
(Kielhofner 2008) can help therapists to examine environmental issues such as
social/geographical isolation, esomic constraint, conflict, homelessness or
incarceration and their impact on occupation and health (Matuska and
Christiansen, 2008).MOHOwill feature further in the Theoretical Discussion,
Chapter 13, as a way of conceptualising the occupation of dasbetelf

management.
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It could be argued that a relevant model to use in keeping with the use of
metaphor in this study would be that of the Kawa model (Iwama et al, 2009;
Turpin and Iwama, 2011). The Kawa model uses the metaphor of the river for the
life journey in which elemnts such as the shape of the river, rocks and driftwood
E % E * VS *% S }( % ES] po E ]JE pues v e }( SZ S %
the life flow (lwama et al, 2009). Designed specifically for the need to find a
culturally appropriate model for Japase occupational therapy (Turpin and
/A u U 7iiieU 8Z E]A E J* v}3 + v « v Jv ]A] p o[+ u3 @
culture and interdependence (lwama, 2006). It does not purport to be applicable
for all cultures (Turpin and lwama, 2011). A prived@versation with lwama at
the WFOT conference in 2014 revealed a particular difference in approach

SA v 8Z U 8 %Z}E-* pe C % ES] ]% vse v §Z < A X

the personis the river; for the participants in this research who used a similar

metaphor (see Table 1®agg21l and table 24 page258) the riverwas the

A Zlo C AZ]Z 3Z C A E 31 v }vol([* % DAthats e+ v3]
river, representing the Western view of the individual as separate from the
environment (lwama et al, 2009). This highlights not only cultural differences
but, in this study, the importance of allowing someone to use their own
UsS %Z}E v 3} AE%o Jv]s]v 3Z ]E }Av § Gu-U E §Z E

(J& SZ ]J& o]( [+ i}uEV CX
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From the definition cited in Sectioh?2,it can be seen that occupational therapy
links health and wellbeing to participation in occupation (Creek, 2003). This view
is unique in the health and care field in that the health emphasis is on performing
occupations rather than absence of diseaselloess (Creek, 2003; Turner, 2011;
Wilcock, 2005). The occupational therapy perspective on healthedsis to the
belief that being unable to participate in occupations has a negative impact on
health (Creek, 2003)There is emerging evidence to shdmat lifestyles which
include occupations that address basic and universal needs and which also
safeguard against stressors may help to prevent disease and promote health

(Christiansen and Townsend, 2011).

However, there is not universal agreement dretclaim that there is a positive
relationship between occupation, wedeing and health. Hammell (2009)
suggests that although the perceived wisdom may be justifiadhle,points out
that most of the theories of occupation are proposed by western, whtildle
class, able bodied theorists (Hamm&011) and thus cannot be assumed to be

universally acceptable or credible.

Additionally, it is clear that not all occupations promote health. Occupations can
include risk taking behaviours, woekvironments that are not healthy (Stadnyk
et al, 2011); burnout or oveuse injuries in children who are pushed into too
many occupationsBrenner, 200). the dark side of occupation which is anti
social, unproductive, setfamaging, deviant, criminallebal, harmful, addictive,
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destructive to self and others (Dickie, 2009; Erlandsson, 2013; Twinley, 2013).
There are also politically, religiously or socially extreme behaviours which may
provide a sense of welleing and identity, purpose and creativigg football
hooliganism (Twinley, 2013) but could not necessarily be seen as health
promoting. In fact part of healthcare is focussed on actually treating the
consequences of misuse of occupation (Wilcock, 20@Hcupational therapists
need to be awareof the potential negative impacts of certain occupations and
focus instead on enabling people to make healthier choices through their

occupations (Erlandsson, 2013).

4.5 Occupational Therapy in Healthcare and Health

Promotion

This section examines thénks between occupational therapy and health
promotion. © %o usS $Z]e Jvs} }vsS A£S ]S (]E&*S o}}le § §Z % E

with medicine.

4.5.1 Occupational Therapy within  Medicine

Historically} p%o 3]}v 0 §Z E % C[e <+} ] $idsvfoAreagons of] ]v
acceptance, growth, funding, status and approval (Colni®92; Friedland

1998; Friedland and Silv2008; Turner 2011; Wilcock 1998; Wilcock 2002;

Yerxa 1992) butoccupational scientists believihis allegiance has resulted in

wh § ]« § Eu Zu Z v]e+S§] % %0 €&} Z[ (} He- v Ju%o |

dominated by the biomedical perspective, in which many of the core concepts
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around the value of occupation have been lost (Molineux and BaptZiél,;

Wilding and Whiteforg2009).

Iv §Z]e % Ee% S]A }( ud] IV }§2 AZPPB]A « Je = v « Ju%
(see Chapter 63.1 on military metaphors), while rehabilitation (where
occupational therapy often sits) has only a minor functaoa can be overlooked

(Elliott, 2012;Leland et al, 208). Manyoccupational therapists find themselves

unable to focus on occupational performance in the rapid turnover culture of

S} CJ[e* ZseogcEgqTurcotte et al, 2015)

The paadox is that, while continuingllegiance with medioe in this way,
occupational therapists maintain their own limited framework for viewing health,
whereas as can be seen in the preceding sectighs, concepts obccupational
science andoccupational therapy allow for a much more diverse and client
centred approach tandividuals. Over thirty years ago Rogers (1982) suggested
that, through its alliance with medicine, other professionals can often be the
gatekeepers to occupational therapy referrals. These are usually only made on
the basis of diagnosisather than occupational performance dysfunction which,
in turn, continues to limit the scope of occupational therapy intervention (Rogers
1982). The same seems to be true today where practice is seen to be
undermined by the views of the profession byher healthcare professional

gatekeepergClouston and Whitcomhe008).
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While occupational therapy continues to exist in the world of medicine it needs

to focus on the]v ]A] (illregsand occupationagéxperience as opposed to the

disease or longs CEu }v ]S]}vU e Z % Ee}v[e o0]( Z
circumstances bring about different aspects of that condition (Matyin§994a;

MossMorris and Petrie1994). Mattingly (1994a) argues that there is a danger

that occupational therapy, even basech delief that occupation can influence

recovery from disease, illness, or injury, will focus on the components or
aetiology of that illness eg hip replacements, acquired brain injury, stroke.
Hasselkus (201Buggestghat the downside of this is that theumanness can be

lost t people are identified as the illness and objectified and labelled as a clinical

dentity tZ ] S] [ (}CE tafid thd wlentity and self are at risk.

Mattingly (1994b) suggests that another way for occupational therapistsok

at ill health is to see it as an interruption in life and to go beyond a functional
~%ZCe*]}0}P] 0e¢ ee¢ eeu vS S} uv Ee+S v JVP SZ %o Ee}V]e
phenomenological meaning of illness. Hasselkus (201B5), in turn, sees past

tZ ]e pee]}v }( S$Z %ZCe]}o}P] o §} logduftheoabilfy tmSZ =« §.
carry ou familiar occupations AZ & Z &¥Z ]+]dsC 3§} EEC }us
usual daily occupationsX K % S]}v 0 S§Z (E %o]*Se S5 u%S S} Vv
hold onto their occupational view of themselves and enable people to live with

v (Jv (po(]Jou vS ]Jv }v [+4201d). ~, ** Olpe

4.5.2 Health Promotion and Occupational Therapy
For occupational therapists it is apparent that the biomedical view and the focus

of public health on epidemiologwre too narrow and that the focus instead
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should be on the occupational person (Hildenbrand and La20i3; Wilcock
1998; Wilcock2007). In order to find its place in health promotion, therefore,
occupational therapy needsotreclaim its unique focus of enabling health and
wellbeing through its core assumptions, summarised by Haertl (20.8Y9 that:

x Occupation has a central role in human life

x Engagement in occupation shapes or is shaped by 4maaty link and
environmentalinfluences

x Lack of occupation may contribute to poor health

x Participating in occupation may restore health and function

In this way, instead of focusing on the incidence, distribution and control of
disease in public health, occupational theragyuld focus on the meaning and
complexities of occupation. Wilcock (199823y7) asserts that occupational
§Z E %C }uo % E}u}d Z oidad€singZurdgisiaidingof how
engagement in occupation can prevent illness and promote health and wellbeing
and demonstrate how political, social and technological structures facilitate or
inhibit achievement of occupational satisfaction and potentixl Z o S]vP §}
values and philosophy, Wilcock (1998.232) suggests that the following
occupational therapgkills could all be used in health promotion:

x Evaluation of occupational performance skills;

x Health education related to occupational balance;

X Symptom reduction through engagement in occupation;

X Retraining occupations of daily living;

x Environmental modification;

X Work simplification
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There is already some evidence in the occupational therapy literature of health
promotion focussed on energy conservation for people witimo@ic Obstructive
Pulmonary Disease(COPD)Sewell et gl2010); falls prevention (Logan et, al
2010); vocationalrehabilitation (Playford et gl 2012) and engagement in
occupation for welbeing (Clark et all997; Jackson et,d@998). Wilcock (2007)
also points out that there is much research in other feeloh the benefits of
occupations such as cycling, walking, play, recreation, and food preparation that

occupational therapists can draw upon.

4.6 Occupational Therapy and Diabetes
Given the current policy on health promotion and the occupational therapy
perspective on health, it is worth considering where occupational therapy fits
into the debate on diabetes self management. Mulvaney (2009) suggests that
] & e« ]vd EA v3]}v «Z}uo « 8§ A13Z]v 8Z }vs £ES }(
lifestyle change individual resources and life influences in order to reduce
barriers and promote problem solving for seffanagement. From the
discussion above this covers many of the core concepts of the occupational

therapy profession.

However a review of the Brature reveals that research into occupational
therapy in diabetes care is sparse, particularly in relation to managing diabetes in
the context of everyday life (Pyatak, 2011a). While there is evidence regarding

the effectiveness of occupational therapyimproving occupational outcomes in
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long term conditions, Hand et al (2011), in their systematic review, found no
studies related specifically to diabetes. Previous occupational therapy papers
(from the 1970s and 80s) focus on practical occupationatame solutions to
later complications of diabetes (Andrew, 1987; Budurowich and Lofton, 1979).
More recently Hwang et al (2009) identified that blood sugar and cholesterol
control, foot care, and pain and fatigue management were the main areas of
concern to older adults with diabetes. They concluded that the role of
occupational therapy is not clearly defined to enable the incorporation of
diabetes self care into daily routines. Other occupational therapy approaches
have looked at specific areas of diabetatervention such as early identification
of hand dysfunction (Poole et al, 2010; Ratzon et al, 2010), treating vision loss
(Cate et al, 1995), foot care (Jansen and Casteleijin, 2009) or improved
medication adherence (Sanders and Van Oss, 2013). bittlhis actually
addresses occupational engagement except for researcRyayak (2011b) who

£ ul]v ZYA vP P uvs Jv } H% 3]}v Jv(op v CluvP
manage their type 1 diabetes and how salinagement strategies shaped
occupational paitipation. She concluded that there was much to learn from an
occupational therapy perspective and that research should be extended to

include type2 diabetes.

Since this study was startedore occupationatherapyresearch in diabetes has
been reported. Fritz (2014) examirtethe influence of daily routines on diabetes
self management and describe using photeelicitation to explore self

management behaviours in low income women with type 2 diabetes (Fritz and
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Lysack2014). PivenHaltiwanger (2012) sdied the experience of Mexican
American Elderand MexicarAmerican adolescentwith type 2 diabetes and
suggested that occupational therapisséiould paymore attention to spiritual,
cultural and psychosocial issues of adapting to diabetes (Haltiwanger and Brutus
2012; Haltiwanger and Galindo, 2QHvenHaltiwanger, 2012Piven and Duran,
2014. Pyatak et al (2015) reported on the development of a malised
occupational therapy intervention for diabetes management, in which the
emphasis was on integrating self management behaviours into everyday
occupations and routinesThompson (2014) considered the occupations, habits
and routines related to dialies management and the need to develop
appropriate habits and routines to support self managemelitis encouraging
that occupational therapists are seeing the potential for developing practice into
the area of diabetes self management and it is felttthlais supports and

validates the current study.

As yet, however, here is little evidence currently to support the role of
occupational therapy in improving diabetes camethe UK Other AHPs such as
physiotherapy, dieticians, orthotists, podiatristsica orthoptists are noted for
intervention points in diabetes prevention, assessment, treatment, rehabilitation,
re-ablement and long term gain with research outcomes and case studies to
support their intervention (NHS London, 2012). Occupational therapy i
mentioned in terms of reablement, providing vocational advice, equipment,
home adaptations, lifestyle redesign for obesity, and falls prevention but there is

no evidence cited to support this ro(@HS London, 201.2)
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It is interesting, however, that ber professions have noted the impact of

} M% S]}v }v % Ee}v[e uv Puvs }( ] 8 X dZ}CEvV
from the nursing profession, give many examples such as a participant engaging
in the occupation of quilting and trying to work out howuoh insulin to take
according to whether they sit all evening or have to move around to collect
materials  Another participant discussehe need to work out insulin levels
when going to the pub and another notgbow his golf swings affected by low
sugar levelgThorne and Paterson, 2001) Additionally participants discuss the
impact of medication regimes on their routines and habits, and the guilt they feel
if they do not stick to a particularly regimented day (Thorne and Pater2001).

The implications of this for the researchers were considered from a medication
point of view but a focus on the occupational perspective would seem to fit the

occupational therapy approach to health and wellbeing.

4.7 Occupational Therapy and Metaphor

The final section of this review of the occupational therapy literature focuses on
metaphor. As stated earlier, metaphbecame an extra layer of interest as the
study progressed and the literature was revisited to identify where and how
metaphorwas used within the professionThis is important to give insight into
the metaphors used, what they mean for professional identity and what they tell

us aboutoccupational therapyractice.
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A review of the occupational therapy literature reveals mamgtaphors related
to theory and practiceand not so many as an intervention. Given occupational
§Z &E %C[e €EoC pe }( & (8§ ¢ S8SZ & % uS] u Juu ~t]o
not surprising that many of these metaphors are relatedweaving (Wood,
1995); tapestry (Baum, 2005; Wood, 1995nacramé,knitting, modellingor an
ES]eS[e eByant} 2010);crafting occupational life (Kielhofner, 2008);
occupation as an%essential currentin the ‘pace and direction of life flow
(Hasselkus, 2011,21). Turner (2011) usethe iron rice bowhs a metaphor for
occupational therapists working in organisations where they cannot practice
philosophical idealandare too afraid to leave due to the comfort of institutional
protection. She sees musicalinstrumentas the context in which occupational
therapists work. Thénstrumentcan dominate themusic,which is the belief in
occupation and health and wellbeing, but Turner (2011) states that it isninsc
whichis the important part. du Toit (1978p.452) suggestedover thirty years
ago, $Z U S %Z}E }( } H% S5]}va dalldil |aRd %@ fesile® soil

which is in need of careful cultivationX dZ]e ¢5]oo ¢ ue* %S S} CX

Denshire (2002, 42) appears to be one of the few occupational therapists who
has examined metaphors of practice as evidenced in her own academic writing.
She came up with seven main metaphoistegrating the firelight of creativity
occupational therapist as Pied Piphospital as a living beindnospitalisation as
disruption hospital as homedoor as symbolandtherapy space as sacre&he

believes that they reflect her individual values and beliefsd also that it is
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important for occupational therapists to exane the symbolic level of their

practice.

The language of occupational therapy focuses on health and wellbeing and the
illness experience rather than the disease or condition (Mdssris and Petrie,

i6doX /v }E €& 8} pv E-S v xperidaed wf a ¢ondiEén] po &E
such as diabetes, occupational therapists use narrative thinking (Mattingly,
1991a). This means understanding the occupational impact of the illness or
condition, the symptoms and potential limitations, and seeing all of thisiwith

8Z }v8 ES }( %o Ee}Vv[e %o *SU % E » VS Vv pl¥uE U AZ
describes, using the metaphor of ththree track mind. This metaphor derived

from her observation that occupational therapists appeared to be thinking along

three trackssJupod v }ucoC AZ]o o*} SEC]JVP 8} | % SZ J]E :
SE I[X v}§8Z E &£ u%o }( v EE §]A 3$Z]vi]vP ]Jv § Eu
Thread Model (Ellslill et al, 2008). In this metaphor the life threads are the

strands or stories that e tell about ourselves that are created and recreated

§ZEI}UPZIpus o]( v AZ] Z ul p% -dhletat PO08).] v3]8C ~ o

Majnemer (2010, p.198) describes occupational therapists as helping their clients

S }balance theirboat C % &S] % S]vP Jv } H% S]}ve SZE}uPZ
quotes from Sloman (1998) to explain this proces® boat cannot move very

A oo v sz ASEI](]8[* uv ov U J( 15[ v}8 8 o X /(
leaning over in the wind, Ibdo proceed, it still must somehow be in equilibrium.

The sameistrueforus ~*o}u vU i600U % XTi10eX
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More recently Fox (2015) proposed the use of water as a metaphor for
occupation. She look at the properties of water thatare relevant to the
properties of occupation such as being essential to life, reflective, a conductor,
without fixed form, naturally occurring and something that ebbs and flows. Fox
(2015) argues that metaphoege useful tools to explain the complex concepts of
occupational therpy. Youngson et al (2015) used metaphor to conceptualise the
lived experience of diabetess being a complex balancing act and demonstrated

its value as a reporting method to research participants.

4.8 Summary

This chapter has explored definitions afocoipational therapy, occupation, and
wellbeing. It has examined the core beliefs, skills, process and models of the
profession and its unique perspective on health.has looked abccupational

§Z E %C[* E}o ]Jv u ] ]v v AndodddreSedEWers ] } v
occupational therapy fits into diabetes self managementit is clear that
occupational therapy has a potential role to play in enabling participation in
occupation for health and wellbeingand also in considering the impact of
occupation on anv JA] p o[ ] & e ¢« 0o( uv P uvsxX /v 15]1}v
and metaphor have been examined and found to be part of occupational therapy
theory and practice.Further review of the use of metaphor in generasl
discussedn Chapter 6. The following reflectn considers occupational therapy

in relation to diabetes.
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Reflection on grappling with occupational therapy concepts

| seem to spend many hours reading and grappling with what OT is all

about. Where does the emphasis lie? What is the OT angle 2 the power of the

occupation to get you through the practical hour by hour difficulties? So far

the other OT angles seem to be around alienation and deprivation in

UHODWLRQ WR SDUWLFLSDQWV: GHDOLQJV ZLWK KHDOWKFDUH VWDII
perspective OT could be helping to highlight those issues and turn that

around 2 50 a 2 strand approach with both the healthcare staff and the way

they treat people and then with the people themselves, particularly if they are

going to have to make marked ¢ hanges to their diet and maybe take on

exercise, to find a way to positively occupy during the day. Frick and

Moustakas ( from Moustakas 1990, p102 ) reported finding their heuristic truth

"WKH LGHQWLILFDWLRQ RI D KHDOLQJ DQG JURZWK HQKBO®FLQJ DJHQ
SHUVRQDOLW\pu .,V WKLV ZKDW LW LV DOO DERXW ILQGLQJ WKH PHD!
make transitions to take control, to change the way they are? And, more

importantly, are we generally reluctant to do this? Is that change possible

without the symbolic sh ift? Is a rational approach not enough? And how is

this explained in OT terms? How much are identity and occupation

intertwined? Will occupation enable symbolic growth experience ? Do | need

to go back to the research participants to explore these them es? (March 2013)
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Figure8 Dipping a toe in the water

Dipping a toe in the water was painted on cloth covered with gesso, using

inktense pencils and a water brush. This represent s WKH VWDJH ,-P DW ZKLFK LV
just tentatively starting the analysis. | have definitely not immersed 2 as this

will happen after the next 2 or 3 interviews - EXW ,-P EHIJLQQLQJ VR WKLV ZDV
symbolised with the ripples of the water and words that | added in pe ncil of

the things that | am going to have to start thinking about in more depth.

7KH WRH LQ WKH ZDWHU LV DOVR VRPHWKLQJ DERXW P\ IHDU RI WKH
about not jumping straight in. | have no idea how this is going to be but |

have the worries t Kbw , DP VXUH HYHU\RQH KDV WKDW WKH PDWHULDOC
HQRXJK WKDW WKH WKHPHVY ZRQ-W HPHUJH WKDW WKH VXEMHFW PD\
WKDW WKHUH-OO EH WRR bBtXit-¢ives me a focus to reflect on the

research and acknowledge my fear.
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5.0 Health Policy and Self Care

5.1 Chapter Outline

This chapter will discuss the current debate on public health and health
promotion, and the models of carewhich support current UK policy. It will
address the role of allied health professionals in publidtheand strengthenthe
links between occupational therapy and public health that wieteoducedin the
previous chapter. This is to examine the context in which an occupational
therapy approach to diabetes might fit into the current healthcaomtextin the

UK.
5.2 Public Health and Health Promotion Definitions

5.2.1 Public Health Definitions
There is debate about the constituents of public health and thus this section will
start with some definitions. The World Health Organisation (WHO) (1998, p
(Jv « %opn 0] Zaso&a and political concept aimed at improving health,
prolonging life and improving the quality of life among whole populations
through health promotion, disease prevention and other forms of health
intervention_ X * een health promotion is described as a sub section of
public health but, more importantly, the arena of health is seen, not just as a
medical response, but as a social and political concern, which would fit with the

values of occupational theragfironenbeg et al, 2005; Pollard et al, 2008)
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The Department of Health (DOH) (2010 pe (Jv © %op 0] Zhe@dgz =« ~
and science of promoting and protecting health and wellbeing, preventing ill
health and prolonging life through the organised effortssotiety X oSZ}uPZU
not overtly described in political terms, this definition does consider the social
aspects and implies some responsibility on the part of members of society. The
DOH (2010) separates public health into three domains as per Griffitlad e
(2005):
X Health improvementt which includes the wider social influences and
inequalities as well as improving lifestyles
X Health protection t which includes infectious disease, environmental
hazards and emergency preparedness

x Health serviceg which ircludes planning, efficiency, audit and evaluation

The British Medical Association (BMA) (2012) argues that the health
improvement domain of lifestylkeelated disease now dominates the agenda.
They state that poor diet, lack of physical activity, smokargd alcohol
consumption are currently the biggest lifestyle risks for morbidity and mortality.
Although this research study is not tackling the inequalities and social influences
on a wider scale, it is placed within that domain as a possible approach to
improving individual lifestyles. The next section looks specifically at the health

promotion aspect of public health to assess where the study would furrent

policy.
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5.2.2 Health Promotion Definitions

The starting point for health promotion has ée seen as the Ottawa Charter
(WHQ 1986). The five key themes of the Charter are:
X Building healthy public policy
x Creating supportive environments
x Developing personal skills through education and information on health
and life skills
X Strengthening commuty action

X Orienting health services towards prevention and health promotion

Clearly the charter covers the themes of public health as well as health
promotion but it is seen as particularly important in the development of health
promotion due to its encomassingof the wider determinants of health (Needle

et al, 2011).

t]1§z2]v 8§z Z ES EGU t,K ~i6d0- (v e pdZes%oaE JulS]}v
enabling people to increase control over, and to improve, their health. To reach a

state of complete physical, meh and social welbeing, an individual or group

must be able to identify and to realize aspirations, to satisfy needs, and to change

or cope with the environment. Health is, therefore, seen as a resource for
everyday life, not the objective of living. dlth is a positive concept emphasizing

social and personal resources, as well as physical capacities. Therefore, health
promotion is not just the responsibility of the health sector, but goes beyond

healthy lifestyles to welbeingX _
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It is clear from thisdefinition that health promotion is a twdold process of
improving the health status of individual and communities and also about
empowering people to have more control over their health (Scriven, 2010). What
is particularly significant is the focus oesponsibility of the individual to take

control and to improve their health.

Health promotion has itself been separated into three levels of activity: primary,
secondary and tertiary (Scriven and Atwal, 2004). Primary includes health
education and leglation aimed at the well population to prevent ill health.
Secondary activity includes approaches to change haidthaging habits to
prevent development of ill health towards a chronic stage. Tertiary activity
concerns people with existing long term abitions or disability to enable healthy

living (Scriven and Atwal, 2004).

It would appear that & E% E ¢*]}v Zo}vP 3ShdE beendisedsS]}v
*Cv}vCulueoC A]38Z Z ZE}VIhd WHO ]&002)- defines chronic
conditions as those which requireagoing management over a period of years,
and includes such conditions as heart disease, diabetes and asthma. Nolte and
McKee (2008) suggest that, in addition, chronic conditions involve input from a
range of healthcare professionals to minimise distnegssymptoms, prolong life

and enable the individual to enhance quality of life. Nolte and McKee (2008, p
give a summary of the realities of living with a chronic condition in which people
Z A to“alter their behaviour and engage in activities that mate physical and

psychological welbeing, to interact with healthcare providers and adhere to
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treatment regimens, to monitor their health status and make associated care
decisions, and to manage the impact of the illness on physical, psychological and
scacial functioning X E}S }vo Gughts dadage but long term or chronic
conditions can create a range of issues that change over time, can be
unpredictable and thus form challenges for both the individual and the

healthcare providers (The Health Foundation, 2013).

The statute (Great Britain Health and Social Care Act 2012) devolved
responsibility from central government to regional councils to take public health
and health promotion closer to population needs. HowessrLucking (2006)
argued, prior to this devolution,a change of locations not necessarily the
solution, and changes in the way healthcare is delivered are required for a more
flexible service to meet needsThis is possibly one argument for the different
approach that occupational therapy could offef.he next section disisses the

way in which healthcare is modelled currently to meet those needs.

5.3 Healthcare Delivery Models

5.3.1 Models to Support Self Care

A number of models of health and social care have been proposed to support
health promotion. Figured, based witln the secondary level of activity for
health promotion,shows the structure proposed for supporting people with long
term conditions. The aim of this model, based on the Chronic Care Model
(Wagner et al, 1999), is to enable health and social care og#oms to take a

systematic approach to improving care.
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Figure9 The NHS and Social Care Long Term Conditions Model (R@3a, p.9)

The Chronic Care Model acknowledges the complex and-diaignsional needs

of supportingand improving health, which includes the wider infrastructure of
the healthcare organisations, the specific delivery of caaad the health
outcomes (Singh and Ham, 200&jigure 9 shows the wider infrastructure which
supports the delivery of carewhich aims to create the outcomes of a well
informed population able to take responsibility for their health needs, supported
by proactive health and social care teams$lowever because of the interacting
systems it has been difficult to establish which pane aspects of the model
improve either the quality of healthcare or the clinical outcomes (Singh and Ham

2006).

In an attempt to give more detail of the delivery system of the Long Term
Conditions Model;The NHS and Social Care Model also incorper#lie Kaiser

Permanente Model (see Figure 10), a pyramid of care identifying the needs of
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people with long term conditions into three groups. One of the pillars of this

model is supported self care.

Figure10 Kaiser Permanete Model (DOH2005a, p.10)

The bottom of the pyramid in Figure 10 addresses the needs of the majority of
the population with long term conditions.Level 1, toa largeextent, lays the
responsibility for health at the individual level but itatsothe responsibility of

the healthcare professionals to ensure that those with long terms conditions
have the skills and knowledge to best understand and deal with their condition
(DOH 2005a). As previously discussed thapter 3.4.2 (p, people with
diabetes are estimated to have only 3 hours of contact per year with healthcare
professionals[OH, 2005d) and are expected to take on all aspects of self care
AZ] Z *puPP +3¢ 33 §[Z°n%o %EE ~ * ]v &]P |N@& onfyeddeso]u]s

self careinclude understanding and complying with medical regimes and self
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monitoring but, more broadly self care also includes the actions people take to
Stay fit and maintain good physical andnental health; meet social and
psychological needs; prevent illness or accidents; care for minor ailments and long
term conditions; and maintain health and wellbeing after an acute illness or

discharge from hospital ~ K2005b, pl).

5.3.2 Self Care or Self Management?

Before looking further at this model of self care and whether it is working as a
structure to help people manage long term conditions in general, and dialetes
particular, it is important to discuss what actually is meant by the tersef care

and self management Different professions have different views on the topic
(as will be shown in section 5.3.3 Self Came OccupationalTherapy, p and,

for the purposeof the study, it is helpful talarifythese views.

Self care and self management are sometimes used synonymously in much the
same way thatit appears thatlong term and chronic conditions areSocial
scientistsCoulter and Ellins (2009), suggest thelf snanagement is the support

and encouragement of self care and that this includes education, training,
medical management and emotional support. Lorig and Holman (2608) the

Stanford University School of Medicirggvance a similar view and summarise

the five core sedmanagement skills as problesolving, decision making, utilising
resources, taking action and partnership formation with healthcare professionals.
This view incorporates both the individual and thealthcare organisations. By
contrast,psychologist8arlow et al (2002.i66¢ (]Jv * o( u v Pthe v§ =« 2

Jv 1Al n o[- ]o]l8C &} uv P 8Z eCu%S}u.U SE Su
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psychosocial consequences and lifestyle changes inherent in living vitbrécc
conditon X dZ , 08Z &}puv §]}v ~1iid « Z « C § v}3Z E A]
seeing self care very much as the broad DOH definition above and self
management as managing an illness or condition with or without healthcare

support.

In many waystican be difficult to differentiate between the two perspectives but
for the purposes of this study, self care will be viewed as the wider health and
wellbeingstrategies used by individuals to maintain or optimise their health and
wellbeing POH 2005b)while self managementefers to thespecific tasks, skills
and strategies undertaken by the individual with a long term condition, as viewed
by Barlow et al (2002).&lf managementincludesa complex set of activities.
Within diabetes this can include ohges to diet, exercise, setiedication,
monitoring and testing and attending appointments (Harvey and Layw2009)

but is influenced by individual capability and disposition, roles and relationships
and the wider economic and cultural environment (Hindard Greenhalgh
2012). Thus self management can be socially, physically, intellectually and

emotionally demanding (Hinder and Greenhalgfl2).

5.3.3 Self Care andOccupational Therapy

One further potentially confusing aspect to this debate}is t% S]}v 0 §Z & %o C |
use of the term self careSelf care was introduced in Chapte(seep as one

of three occupational performance areas, the others being work and leisure

(Canadian Association of Occupational Therapl€987; Creek2010). Within the
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occupational therapy lexicon self eatraditionally includes such activities as
grooming, physical fithess and household management (Cra@k0); washing
and dressing (Guidetti et,@007); dressing, grooming, walking and eating (Reed
and Sandersonl1999) or, more broadly, occupations ftooking after the self

(Canadian Association of Occupational Therapists, 1997).

Self care is one of the most frequently used interventions by occupational
therapists (Guidetti and Than2002) Howeverit can be seen that the activities
included appeato be much more limited than the DOH (2005b) definition above

or indeed that of self management Van Huet et al (2010,322) open out the

(Iv181}v }( = o( @& S8} §Z § ele \ealtheard QelbingandE& A

survival in society X tZ]s® se8mig to include more of the vision of self care as
described by the DOH (2005b), they suggest that this incorporates eating,
toileting, personal hygiene, dressing, shopping, communicating, money
management, travel and mobility, meal preparation, slegpiand sexual

expression (Van Huet et,&010).

It is interesting, however, that no mention is made of medication, testing,
engaging in healthcare appointments and medical regimes, nor the broader self
care actions in terms of health promoting strategienentioned in the previous
section Although, as Van Huet et al (2010) comment, engaging in self care is
recognised as a core part of occupational therapy practice, it would appear that
occupational therapy is perhaps narrowing its definition of selfecat the

expense of these broader self care actions. This is somewhat puzzling given that
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} H% 3]}v 0 8Z E %o]*Se &E }Pv]e $Z 5 v Jv ]JA] p o]
environment in which self care takes place are important in terms of influencing
how well a person engages in self care (Van Huet,2dl0). This implies that

the actual doing of self care is very compléXan Huet et al (2010) argue that
occupational therapists consideself caremundane and routing although this

could be becausthey are working to a restricted definition of self care

A return will be made to this topic iBhapter 13TheoreticalDiscussionp291 It

is possible that the area of self eafrom an occupational therapy perspective
may need to be widened to incorporate the self care language of health delivery

modelsin order to position the profession in the current health service context

5.4 Self Management and Self Care Models Do they Work?

Despitehealthcare policy based oself care and self managementodels the
evidence suggests that not everyoi likely to engage in the recommended
behaviours. Dunbalacob et al (200%tate that non-adherence rates to healthy
behaviour change in practice and research range from 20% to 80%. They argue
that this may be due to a number of factors such asomplex regime of
medication adherence, attitudes towards people on the part of healthca
providers, inadequate information/instruction, and convenience. In addition
they suggest that there are certain individual characteristics which impact on
adherence such as psychological characteristics, motivational factors, behaviour

and health liteacy (Dunbaacob et al2009).
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Williams et al (2009) focus on the psychosocial issues around health promotion

and non adherence. They suggest that an individual needs to know what to do,

want to do it and be able to do itHibbard et al (2004) addreghe question of

Z}A %o }%o0 Ju u}ShAtiviated}@I"S | Z EP }( 83Z ]E Z o0¢
A 0} %o U sHE 8} e o¢ % }%o0 [+ 0 A o }( &]A 3]}v

Jvd EA v3]}v 8} §Z § FhigmEehops kaown aX% 3] vd  3SIA $]}v_

concerned with enabling people to engage with the whole process of managing

symptoms and problems, maintaining function, reducing ill health and being an

active partner in any decision making (Frosch e@ll0). The critique of this

approach is thait assumes that individuals are rational, able to calculate, risk

have an accurate perception of the nature of their conditiamd take action

accordingly (Morden et aR012; Skinner,2004; Zoffmann and Kirkevold, 2005

Morden et al (202) argue that isk is not a rational category but varies according

§} §Z ]v ]A] p o[* ]Joov e« [E% E] Vv U A EC]JvP Alsz 3]

addition self care is seen by the health professionals in terms of successful

compliance with a prescribed regime (ie ththe healthcare professional is the

expert and that compliance is necessary to avoid complications). The presence of

dntoward symptomgis thus seen as necompliance and a failing on the part of

the individual (Paterson et aR001; Sadler et al,2014). Additionally this

approach implies a very reductionist and biomedical framework (Pickard and

Rogers2012) and the very use of the wordatient [suggests dominance on the

part of the healthcare professionalBeing mindful of this, this study refers to

people and individuals rather than patients.
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The biomedical frameworkloes not address how people actually cope in terms
of everyday life (Sadler et,&014). Although the models discussed above imply
a shift in responsibility from the healthcare pro$ésnal to the individual
(especially in terms of people with diabetes having only three hours of contact
time with health care professionals per yeathas been argued that this is still a
paternalistic approach and promotes compliance rather than the¢adler et al
2014) The self management behaviours that are promoted, such as exercise
healthy eating,tend to focus on populations and communities rather than the
individual (Moll et gl2013)which cannot take account of individugjsersonal
worlds (Skinner2004). The significance for occupational therapy is the potential
to shift the perspective from a bimedical compliancéed approach to placing
self managementvithin a social modelin terms of the individuain their own

context.

5.5 Allied Health Professionals and Health Promotion

As part of the government initiatives discussed above, the health agenda expects
all Allied Health Professionals (AHPs) to promote health and wellbeing and to
view every contact as an opportunity for health protion (DOH 2003; DOH
2005c; DOH2008). In their systematic review, Needle et al (2011) found that on
the whole health promotion was seen as a routine component of AHP practice
but that interventions, in terms of the research evidence, were poorly man

with little systematic delivery and evaluation was weak. Needle et al (2011)

suggest that the history of policy in healthcare has largely ignored the potential

77



contributions of AHPs and that this may be partly due to a lack of understanding
of the roles that AHBplay. Law et al (2005) propose that this role is generally
seen as alleviating the impact of iliness or disability rather than promoting health
and wellbeing. The Health Foundation and Nuffield Trust (2014b) also comment
that AHPs rarely ggear in major policy and that AHP contribution could be

overlooked or undervalued.

As one of the Allied Health Professioriswould seem that theoretically,
occupational therapy would be well placed to help meet the health promotion

needs of peoplevith long term conditions. Scriven and Atwal (2004) suggest that
occupational therapists are already involved in the secondary and tertiary aspects

of health promotion while the College of Occupational Therapists (2008)
recognises and supports occupationaS$SZ E % C[*s E}o ]Jv % E}u}sS]vP
A oo JvPX D VC }( 8Z % @E}( *]}v[e }E -lJooe Vv o] (-
lifestyle choices and environmental influences on health and wellbeing, appear to

sit within the domain of health promotion (Chrigtisen and Matuska2010;

College of Occupational Therapis008) However, in practice, occupational

§Z E %C[* E}o ]v Z 03Z % E}u}s]}v ]J* v}8 A oo E }PV]
core skills and beliefs in terms of health promotion are not alway®geised

among therapists (Aglar et al, 2013pand the biemedical setting in which many
therapists work can lead to a much narrower focus of practice (Molineux and
Baptiste, 2011; Wilding, 2011).In addition, limited understanding of the

occupational terapy role by other professionals appears to hagstricted the
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role of occupational therapy generally in health promotion (Ashby et al, 2015;

Wood et al, 2013).

5.6 Summary

This chapter has addressed the current context of public health in the Ui&as It
reviewed models of care for long term conditioasid examined the concepts of
self care and self management. The terminology of self care in occupational
therapy has been questioneds well aghe theories behind the self care model
which appear tofocus on compliance rather than health and wieding. Lastly

this chapter has reviewed the role of allied health professionals within the
healthcare agenda andtarted to address the differences between theory and
the realities of the work setting. A%he Health Foundation (2011) suggests
despite the policy and the theories around long term conditions, there is a huge
gap between the rhetoric and actual clinical practic&@he following excerpt

reflects on a quotation found in The Times.

Reflection on opinion and public health

Therewasaq XRWH LQ \HVWHUGD5M2/14)P HYh The last word  which | cut

out : "Ppinion is ultimately determined by the feelings, and not by the inteflect
Herbert Spencer, philosopher, Social Statics (1850) M In terms of intuitive

inquiry there are a lot of quotations from The last word  which have made me

think about the wider aspects of the research. When [ initially saw this | was

thinking about the row that is on -going about immigration and the many

stat ements that the media have recorded from the general public and

politicians and the storm that UKIP is creating which is causing divisions.

ODQ\ EDQGLHG DERXW VWDWHPHQWY DURXQG "WKH\p FRPH RYHU KHU
our jobs 2 which is clearly an emotional re sponse despite the apparent

statistics that say our economy would collapse without people coming in to do

MREV WKDW "ZHp DSSDUHQWO\ ZRQ-W GR DQG WKH HYLGHQFH WKD\
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government is getting more in tax than giving out in benefits. But also in

terms of health behaviours and in relation to the health models | looked at

yesterday, many of the criticisms of the models  are that they assume rational
behaviour when it is probably the case, as above, that we are all making

decisions on the way we feel about it. | wonder whether this is where the

education can fail? Is this something to think about for the future?
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Figurellllluminated thoughts

This paper and material weaving includes shapes and lines painted on to

cotton with gloss gel medium, gold and silver paint and inktense pencils. I

wove the paper and cotton together, with  different widths of material woven
horizontally and then at the bottom vertically . This was to show how
thoughts change direction. The symbols and bright colours depict different

areas of thought and ideas. This is my attempt to represent creativity,
interconnections, shedding light, illumination, inter -relationships, and
meanings within meanings . These are al | the things that | am think ing
about in relation to the research and also what the research is changing in
my head
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6.0 Metaphor and the Language of Ill Health

6.1 Chapter outline

Metaphors abound in the language of medicine and ill healtidthey are often

not recognised, a@pted without thought, or seen merely as decorative aspects
of language (Childress997; Geary 2011). Metaphors can have profound
professional, social and political implications and if not identified can result in the
unwitting spread of those worldviesv (Bolton 2010). For instance closer
examination of the metaphors of medicine reveatany metaphors of warfare
against disease and power relationships which then influences and directs
intervention (Childressl997; Hamilton2012; Pensopet al 2004; Radley 1995).

By implication this ignores the illness representations and experiences of the

person receiving this intervention (Skinner et2011).

An examination of the literature on metaphor became an important
consideration in the stdy, especially in response to cycle 4 of the intuitive

inquiry process for Study 1 (see Figure Er pvhen extra literature was sought

after my own use of metaphor in conceptualisi8gZ % ES] % vSe[ A% E]
diabetes, and when contemplating its use as a means of exploring the lived
experience of diabetes for the participants. Additionally this part of the literature

review gave insight into the descriptions given by particigasfttheir healthcare
appointments. This chaptegxplores definitions of metaphors. It focuses on

specific examples of the use of metaphor in healthcare and ill health to show the

impact of metaphorical language on institutions, healthcare professioaats
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people with illness or long term conditions. It examines the potential of
metaphors to create or maintain stigma and stereotypes and finally discusses the

value of metaphor in understanding individual illness perspectives.

6.2 Definitions of Metaph or

There are many definitions of metaphor and the most quoted is that from Lakoff
and Johnson (1980, .[« the essence of metaphor is understanding and
experiencing one kind of thing in terms of anotheX }os}tv 221)iU %o

e (E] °* u $ %o hp@ame through which we perceive, understand and
feel v §Zpe ul o ve }( 8Z AYEo0o X /5 ]e v}S ipes }pus
with another but highlighting particular features and creating new domains of
meaning (Radleyl995). For example, a common & % Z}&E ] $Z § }( Zo](
i}uEvV C[X C U %%]|VP SZ ] }H( Zitp&v C[ }vs8} Zo](
ideas such as someone having®e]vPo S@&E obrufeing at a crossroads
where the person is seen as a traveller with purposedestinations and choices
as junctions (Gauntlet2007 p142). The metaphor can be extended to seeing
} 5 0 ¢ Z pu%oe Jv 8Z &} [ v ZSE A oo]vP }u% V]
o]( [* i}pEV C ~+ 0Su M2008). « AttlSaughh metaphor can helth
understanding it can also restrict understanding. Geary (2011) suggests that
metaphor is a paradox because, although it compares one thing with another, it
also tells us what it is not. Childress (1997) explains this by exploring the
metaphor of argment as warfare. He suggests that this highlights the idea of

conflict yet hides other aspects of argument such as cooperation and

collaboration.
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Metaphors have two main components: the focus or target, and the vehicle or

the source domain (Camerp@003; Gauntletf 2007). In the example above of

Zo]( . iJUEV C[U 8Z Zi}pEvV C[ ]+ 83Z A Z]lo (JE .
this way the metaphor is a linguistic conventiamd also a conceptual one,
describing and explaining certain aspectdlifef in relation to a journey (Lakoff

and Johnson1980).

6.3 Metaphors of Healthcare And Ill Health
The many metaphors for ill health and Hisare will be discussed belowt i$

0} Ju%}@ES vS 8§} v}S 8§Z § ZZ o0SZ[ ]* ]Sducife and § % Z}E
useful, and that by implication, ill health can be viewed negatively as a breach of
the norm (Fergusor2010). Radley (1995,119) suggests that metaphor can be
helpful for both showing the difficulties of living with an illness in the wafd
Z o08Z v S} u |l S§Z &ialjlé and tpmprehensibleX dZ u S %Z}E-
used to describe the positive or negative aspects of this experience can thus be
value laden (Petersen et,&001). A review of the literature indicates thahé
main metgphors used in health care are military, machine, journey, sports,
balance and control, and business metaphor&xamples ofthese are now
explored to explain the impact on the individual and the healthcare professional
and how they mightovertly or unwittingly influence ideas around self

management

6.3.1 Military metaphors
The most common metaphor in healthcare is war. In this metaphor illness is an

attack on the body (Petersen et,&001). The doctor battles against disease, a
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battery of tests isordered, a plan of attack is devised against the invasion of
germs, magic bullets come from the arsenal, conditions are treated aggressively
and compliance is expected (Childres397; Hamilton2012; Penson et a2004).
This metaphor is pervasive an@rguasive and shapes the medical approach to
]+ « uv PuvsX /S v uv 8Z Z(]PZS]vP «%]E]S[ }(
% & 8]}v 8Z 8§ 83Z % Ee}v Aloo Z(]PZ3s (}E 3Z ]E o]
(Petersen et al2001). This can be seen as botlsipige and negative: the idea
}( Z}%0%o}e]VP[ v Z SSo]JvP[ }pOo Jve%|E e }yetv S} S |
could equally well create a burden exhausting to deal with, which focuses on the
negative effects of the condition (HamiltpR012; Radleyl995. Sontag (1978),
for instance, reported that military metaphors contributed to stigmatisation of
her cancerthey had a controlling influence arntiat they made her experience
worse If medicine is seen as a battle then there are issues of judgemantfth
people lose the battle, they did not try hard enough (Petersen e2@01). In its
ASE u % Ee}v Vv A v Al A e« 3Z ZVvuC[ (JE puE
1997). The military metaphor can also result in overtreatment, particularly in
terminal illnesses where healthcare professionals and families can be reluctant to
let people die. In this metaphor withdrawing treatment can be seen as a

surrender and death as defeat (Childrgs397).

The military metaphor has been applied to diabete®lf management. Pray
(1983), cited in Childress (199¥6) discusses how made it difficult for him as a
S v P Ecahjuér_his diabetes. It was only when he stopped viewing it as

the ‘enemy_to be conquered and saw it as #eacher_that he madeprogress
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towards living successfully with his diabetes. Other criticisms of the military
US %Z}Ee Jv op 3Z €& % E pee]lve }( 8Z A] A }(
description of, epidemics. Previously focussed on AID8nd now more
increasingly on obesity and type 2 diabetes, the person with the condition is seen
as the #nemy[as much as thecondition and this can lead to blame and
punishment from both healthcare and society (Childrel897). For example,
causes of ilhealth can be seen as giving into dietary temptation or being lax with
selfmanagement (Ferguson2010). Diabetes is frequently described as a
Z WE vVv[ }v *} ] §C v BAckDeatsa the ZiCentury (Matthews

and Matthews, 2011p.2. This tas contributed to the stigma felt by people with

diabetes, as described @hapter3.5 (.

Military metaphors have also been criticised for reinforcing male dominance in
healthcare (Penson et ,aP004) and for ignoring the other influences on a
%o Eo}v[e A% E] Vv }( Joo Z, 20EY AsWHaSselkesv(2081) o
comments, the military metaphors also mean that the disability or illness is
medicalised and that thexpectation is that the person is framed and defined by
ES Jv Euo ¢ 8§} Z }vcu s saéfectpd in heSdeX of self care,
from a biemedical perspective, being about compliance (see Chaptep.
Hasselkus (20113uggests that the opposing holistic view is that illness and
disability are naturalt and that wellbeing can be achieved by accepting and living

within the boundaries of the disability or condition.
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6.3.2 Machine metaphors

The predominant model in Westn medicine is the biomedical model, in which

there is a linear cause and effect between symptoms and disease process

(Quintner et al 2008). The assumptions of this model are that illness (symptom)

has an underlying cause (disease or abnormality) antréraoval of this disease

will result in health (Wade and Halliga2004). By its nature it is very

reductionist (to the biological level) and other factors associated with illness,

such as social, psychological, behavioural or environmental factorsgroeed

or relegated (Petersen et,&001; Quinter et al2008; Rogers1982; Wade and

Halligan 111X dZ u § %Z}E& $Z § &]* « (E}u $Z]s u} o ]-
u zZ]v [ Alsz sz s*HUU%S]}v S§Z § ]S8 v u v o]l
} pu v8 8]}v o}Pe §Z ( poSe v & % JEe < v S§Z &

(Bolton 2010). Critics argue that this metapr separates the person from the

Joov e« AZ E 8Z % E-}v Ju e 8Z Z]vv}19v8)[orCe3 v G

Ju o ZEE ve¥%o E vE[ e« 3Z } S}E A}EI., 39995ZIn o o ~

addition the metaphor fails to consider the impact of feelings, césj social

contexts and the whole illness experience of indlidls Mattingly (1994a)

suggests that it separates the mind from the body and emphasises the
Ju%tE®S v }( ] Pv}e§] § ¢3¢ § §Z A% ve }( pv E-S

insight into their ilhess.

6.3.3 Journey metaphors
In terms of a journey, illness has been described as being in a particular place,
such as the kingdom of the sick, as described by Sontag (1978), being without a

destination or a map (Frank995) or being stuck and immobilFullager and
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K[ @& R042; Mallinson, Kielfhofner and Mattingl©96). Zaltman and Zaltman
(2008, p91)discuss participants who stated that before developing diabetes they
felt they were in charge of the journey of their lives but after diagnodistiiat

] 8§« AlwNZ E]A E[+dZ € *puPP 3 §Z § §Z]* i}uEV C u

He % }*]3]A o0C Jv 8§ Bue }( E }uE <t PEE bAcko %o]VP 3

behind the wheel ]v 8Z JE i}pEvV CX K3Z E+ Z A pe iluEV
symbolise receery as a journey to sekinowledge and feeling alive (Fullager and

K[ &]2012); being on the path to recovery (Penson et 2004); or
reorientating themselves in a new direction to accommodate the illness or

condition into their lives (Radle§995).

6.3.4 Sports Metaphors

Clearly there are overlaps between the military metaphor and sports metaphors,

both involving some measure of competition, sides, winners and losers. There

are also overlaps between sports and journeys where races, either orofeseh,

also take on aspects of journeying from one place to another, goal setting and

reaching a destination. Seale (2001) reviewed newspaper articles about cancer

to analyse the metaphors used by both journalists and members of the public.

HefoundtZ § u vC }( 8Z « ]JvA}oA raciBgP(Z EE « cfiabEg Z

the mountainf] }( & }A EAJMv]vP 2 Z, whepssthe metaphor of the

Reroic struggld SuEV %o }%0 JVS} % }ES]VP Z E} X W\
]o pee 3Z pe ganS@a[Zu 3 %Z}E A]S8Z Z]Jo E v A]sZ v

alternative to the more potentially worrying idea$ the military metaphors.
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6.3.5 Balance and Control Metaphors
Zaltman and Zaltman (2008) see balance as one of the metaphors that people
develop very earlyn in terms of health and wellbeing. The assumption is that
mind and body are normally balanced and that illness is a state of imbalance
(Gibbs and FranksiiifieX ]* ¢ ]e enotvatease v SZ v S}
achieve a balance, they state, is dee@y}}3 3}  Bhydcal psychological
}E } ] o <«p]@hlt@Eagruand Zaltmar2008, p47). People seek to achieve
control of this state of imbalance, to start to normalise the experience (Radley
1995)and describe metaphors of entrapmémnd lack of choice (Mallinson et al
1996) to express this lack of control. People with diabetes describe the condition

e Z AJVP u 3§ %o jj@ERedoo¥Z 2E o0]A ¢ ~+ 03u ,v2008, * o3u Vv
p.i6de }E& <« ]gividgorders and wreaking havoc like@lbn a china shop
t and | am the china shop ~¢ oSu v v ,220@8upi75). Another
UusS %Z}E (}JE& }VvVSE}o }lu% E - % ES] ]% vS[e & o S]}\
}( }P v u «fSydi can discipline it, keeping it balanced in order to let it
follow you, if you can lead and control scrupulously without being scared, without
letting it control you, then you feel better. Those who manage this have mastered

the diseasX _ ~/v P }S§ S |d@&sdettir,,2@08, p610).

6.3.6 Business Metaphors

Bushess metaphors are used more by healthcare institutions than by people in
relation to healthcare. Mcintyre (1985) argues that managers are concerned
with efficiency and thus view people as financial assets or costs rather than moral
or feeling human beingg Bolton (2010) suggests that within the health service

this business metaphor can lead to healthcare professionals viewing their clients
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* % E} o ue E IFqUE p&dple with unique needs ~ } 0 2Q10 p.37).
Certainly the rhetoric of people ag o} | & e{VeeinprtEand Govers
2011) appears to back this up aodnreduae people to economic units and imply
that they are to blame. Similarly referring to people as a bed number (Baier and
Schomaker 1995) dehumanises people in hospital at the cost of care and
compassion. Childress (1997) argues that the military metaphor also impacts on
the allocation of resources in healthcare whereby priority is given to critical care
Jvd EA v3]}ve v seZddosuctE &is dancer, rather than to long term or
chronic conditionssuch as diabetes In addition prioritycan be given to
technological intervention rather than non technological caring and

rehabilitation.

6.4 Mixed Metaphors and Mixed Messages
Peteren et al (2001) argue that it is crucial to understand the differences

SA v 8Z Z 03Z & % E}( **]}v 0o[* U 83 %Z}EU §Z % E
JveS]SusS]}iv[e u § %Z}EX dz ¢ }vSv §Z S S§Z o} E §Z
progress will be made. A&altman and Zaltman (2008) note, different metaphors
between healthcare professionals and individuals can result in mixed messages.
In their research they found that healthcare professionals saw themselves as a
resource for managing or curing disegbeisiness and military metaphots)By
contrast people viewed the professionals as reminders that their bodies were
flawed containers. This latter metaphor meant that they saw little value in

medical resources because the idea of taking medication renewei tiew of
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being flawed. This impact of language could well have consequences in terms of

self management.

hv Ee3 v JVP ¢}u }v [+ A% E]v }(  3Z ]E }v ]3]}v A}po
of the most important communication skills that healthcare profesalsncan
offer. Steslow (2010) gives a very powerful and highly articulate account of her
own experienceon a mental healthward where she found that only by using the
medical terminology used and understood by the staff could she convince them
that she wa compliant and making progress. However psychiatric diagnosis and
medical terminology gave only a very partial insight into her condition and did
not enable her to explain or allow others to understand her experience. She
EPp » SZ § 5Z Masy@crdic [ metaphorsneed to be shared so that
medicine does not confine itself to a biochemical response and thus silence a

% E+}v[e YAV u 3§ % ZPEG, p31E <0} A

The language used by professionals or the media can be pervasive and striking.
Canc E Z - % e (E] . u 8l thidgsEor(UpEant! unclean
(Czechmeister1994, pl229) with connotations of the fear and superstition
around the plague. As mentioned previouslyMatthews and Matthews (2011)

liken diabetes to the bubonic plaie, suggesting that the poor cheap food and
sedentary lifestyle of our current society have turned diabetes into an infectious
disease. These metaphors, while very powerful, could potentially have a negative

impact on those who develop the conditipasdescribed in Chapter 3.5.
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Childress (1997) argues that within healthcare the military metaphor is more
accepted than that of a journey because it fits the culture of a doctor as a
ZP v E o[U E SZ E SZ v » ZPu] [}v SZ % Ee}v[e i}uE
of healthcare desibed in Chapter 5.3(p are now those of empowerment
and selfmanagement it will be interesting to note if and how those metaphors
change with new models or whether the pesiae institutional metaphors
% E A vE 3Z]e % E JPu *Z](8X /3 ]+ EPU 8Z 8§ FE%O0}(
contribute to this shift of emphasis by helping healthcare professionals to see

Clv SE& SuvsU }u%o] v v ¢ o0o( uv P urie§ ~&poo |

2012).

6.5 The Value of Metaphors

It can be seen that metaphors have the potentialdeate stigma and impact
negatively on health behaviours. However metaphors also have vahl®wing

a certain level of safety by conveying meaning withoutngeexplicit (Bolton

TifieX VOCe]s }( u 8 %Z}E o00}Ae pe 3} Suv ]Jvs} «lu
thoughts and feelings into how they make sense of the world (Cam&@ds3;

Cameron and Masler010; Mallinsoret al, 1996) and helps understanding of

the lived experience (Czechmeistet994). In addition metaphors enable a
reshaping of the way we look at things and can structure our experiences
(Gauntlett 2007; Geary2011). Lakoff and Johnson (198045) also suggest

§Z #Hew metaphors have the power teate a new reality +% ] ooC AzZ E

exploration of that metaphor guides future action. As Geary (202207
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A % 0 §\gebtd metaphor, like a bolt of lightning, provides a sudden flash of

insight_ X

6.6 Summary

In summary metaphor is valuable asmaetaphorical) bridge between treatment
and the experience of illness (Penson et28l04). The metaphors people use
name and frame the issues that they are experiencing in ill health and can
structure possible solutions (Mallinsoat al, 1996). It is als clear that
metaphors used by healthcare staff, deliberately or unwittingly, can influence a
% Ee}v[e 0] (¢ v 33]8u e« 3}A E . DZ1RZafmah&@hpv ~' EC
Zaltman (2008) and Sflew (2011)argue that it is important for healthcare
profeee]}v o 8} A o] & %0 EHenwde inuth8raioy 0%, &s Mallinson,

et al (1996) suggestp reframe possible solutions using a different metaphdir.

is possible that the use of metaphor may not apply to everyone, although Lakoff
and Johnson @80) suggest that conceptual thinking is metaphorical in nature
and that the use of metaphor is pervasiv&he following excerpt reflects on a

newspaper column about the use of metaphor.

Reflections on the use of metaphor

Interesting article by Melanie Reid in her Spinal column in the Times

magazine today (15/11/14) . She was talking about the recent debate about

using military language to describe disease 2 and how most of us use the war

metaphors for ill health without thought. She reflects on how she used the

ODQJXDJH RI D "URPDQWLF ZDUULRUp DW WLPHV WR JHW WKURXJK W
times but also how she might have unconsciously set herself up for a fall 2

using the language of battling and fighting her spinal injury means that

KDYLQJ QRW YFRQ T, %ht\dddild consider this somewhat of a failure of not

having tried hard enough, and made it equally difficult for friends and
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IDPLO\ 6KH DOVR WDONHG DERXW 6HPLQR:-V SURMHFW ZLWK WKH
metaphor manual to help people to use imagery or metap hor to express

difficult emotions. Melanie Reid comments that she fears the end result may

"OHDG WR PRUH FOXPV\ 1+6 ZRUG SROLFLQJu DQG SRWHQWLDOO\ LJQR
everyone needs to use their own words as their condition is, after all, uniquely

theirs . Every time | go back to the transcripts | find more examples of

metaphor . , ZLOO QHHG WR JR EDFN WR WKH RWKHUV WR VHH LI KRZ PX
It takes me back to the earlier conversations with Betty [Hasselkus] about the

DUWZRUN *LIIRUG fWKminKX P&,as philosophers would have you

think, a debating hall, but a picture gallery) and how at that time | had

missed the fact that my art was also expressing metaphor. (November 2014)
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Figurel2 Immersion

7KLV ", PPHUVLRQM FROODJH ZDV PDGH E préviws iyl paktgD
into waves and curls. | added a photograph of me swimming (bottom left

hand corner) to complete the collage. For me t his represents being immersed
LQ WKH GDWD ,:-P GRZQ WhKthhihée riiddl& because this is a tentative

immersion. The waves demonstrate the twists and turns, the dead ends and

the feeling sl have of being weighed down by the data and the uncertainty of
how to get it right . It is also about not making assumpti ons about my
approach and ensuring that | explore the possible ways that analysis might

take me and ensuring that | remain immersed.
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7.0 Literature Review Summary and Research
Question

The previouschapters have reviewed the literature ondiabetes andcurrent
%o%o E} Z ¢ 8} VvV 0 %o }%0 S} uv P §Z]e }v ]S]}vX
particular occupational perspective on health has been discussed and initial
consideration given to how its approach might fit into the current healthcare
agenda of selimanagement of long term conditions such as diabetes. Some
issues have been identified as to differences between occupational therapy
theory and practice. The healthcare agenda has been discussed through an
exploration of the theory and practice of publhealth, health promotion and
models of care This has included analysis of the biomedical approach to self care
and the potential difficulties of translating this into daily livesln addition the
language and metaphor of medicine and ill health has been considered in relation
to those models of care, individual experiences of diabetes and interactions with

healthcare professionals.

The overview of thditerature suggests gaps ianderstanding of diabetes from
the lifestyle perspective, both in self management and in prevention. Although
the lived experience has been addressdde focus has been omompliance
through achieving and gaining control of diabetes, rather than on thg th day
living with diabetes, and how this impacts on and is impacted by daily
occupations. In additioit appears that there ipaucity of evidence to show how

self management strategies shape occupational participation.
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Metaphor appears to have aole in helping with understanding this lived
experience, buthe literature reviewed did nofocus on how the metaphors that
people with diabetes usedcould specificallyhelp with communicating that

experience or influence the therapeutic relationship.

Within the occupational therapyiterature reviewedit appears that the role of
occupational therapy is not clearly defined enable the incorporation of
diabetes selimanagementinto daily routines. Indeed the whole concept of self
care, may have been tonarrowed by the profession so that it excludes the wider
social, physical and psychological perspectives of the health and wellbeing of the
individual. The language of occupational therapy, it has been suggested, may be
influencing the scope of practi@nd may limit its focus on positive participation

in occupation for health and wellbeing.

These gaps in understanding form the bakis $Z ]+ « &ypl@qKion of the role

of occupational therapy in diabetes self management.

7.1 Focus of Qurrent Sudy and Research Question
The focus of thistudyis the role of occupational therapy in self management of
diabetes, based on the life context rather than the medical aspects of this
condition. The aim is to:

x explore the lived experience to understand haecupation impacts on

and is impacted by diabetes
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X explore the use of metaphor as a possible therapeutic medium to improve
pHVv Ee*S v JVP }( %0 }%0 [+ A% E&] Vv }( ] S -

x explore the concepts and language of occupational therapy and how
these limit or enhance the potential role of occupational therapy in

diabetes self management

In summary the research question is:
What can be learned about the occupational experienteeanple with diabetes
and how can occupational therapy enable health and wellbeing through

occupation basediabetesselfmanagement?

The next chapter discusses the Methodology, whilke following reflection

muses on the links between reading, writingdamixed media.

Reflections on writing

I am reading through and making notes on the dozens of journal articles

that | have collected over the previous months in order to start writing. As |
get towards the end of the reading and realise that | now have to create the

writing, there is a moment of trepidation but also of excitement. It feels like,
in mixed media art terms, my STASH. My notes and comments are like the

scraps of material o r paper or media that the mixed media artist delves into

to create the art work. The stash is often kept for years and rediscovered, the

artist (in its loosest sense) looks at the stash anew to find things and
SRVVLELOLWLHY WKDW GLGQ-W Hbeforgy ThipgstKarddel$o FhathGw

a particular colour might resonate leading to a particular creation. In the

same way from notes and words, particular phrases spring out and take on

new meaning and lead to new creations. In my notes some thoughts are

highlighted and some are in different colours 2 making them the highly
patterned bits of paper or material. | have 5 articles still to read that | have

marked as significant. They may not be or they may be the linchpin, image,
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colour that gets me started , around which the other ideas (patterns, colours)

ILW WR IRUP WKH ZKROH , KDYH LQ P\ PLQG:-V H\H WKH SURFHVV RI ¢
notes (which are pretty haphazard) and cutting them out and sorting them

into the colours and shapes to form my creation. In some ways | guess this is

where the quilting metaphor might for once be apt. The article follows a

structure (intro, body, conclusion) with specific headings and it is bound

within this 2 rather than a work of free thinking. The article has rules and

form like a quilt and | will be sorting the ideas like patches of material which

fit together and make sense together (August 2013).
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Figure13 Coming Up for Air

Having been immersed in the data for a while, | wanted to explore what

happened when | took stock, or came up for air. I modified a photograph of

me and printed it on card. | applied Gloss gel medium for the water, added

the words in felt pen and applied gesso to represent the bubbles and foam ,
coming up from the sea of analysis . I 'am thinking about ideas and wrote
down all the possible themes and sub themes | could think of from the initial

analysis of the Study One data and had them streaming down over my head.

7KH JRRG QHZV LV WKDW ,-P VWLOO VPLOLQJ
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8.0 Methodology

8.1 Chapter Outline

This study explor®the expeiences of people with diabetes in order toform

the development ofthe role of occupational therapy in sethanagement The

aim is to honour both the needs of the participants and the core values of
occupational therapy. It is important to ensure thiie methodology reflects
these principles. This chapter will first examine my own ontological and
epistemological stance. It will then look at the links between occupational
therapy and qualitative research in terms of values and meaning with a more
detailed critical exploration to explain -tepth the choices decided upon.
Further it will investigate the different approaches within qualitative
methodology to ascertain which will most appropriately fit the research question.
In addition the concept obricolage will be discussed, as a qualitative approach
and in its relation to both creativity and reflexivity. The concept of qualitative
research as a reflexive process will also be discusstbdeference to bracketing

and finally a framework is proged to draw all these threads together.

8.2 My own Ontological and Epistemological Stance

It is clear that any research is likely to have a particular construction and
viewpoint which does not account for all other realities (Hammell, 2002). In my
own study, as a white middle class fematecupational therapist my ideas,

understanding and constructioare derived from my own social and cultural
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background and professional training. Here it would be appropriate to declare

my own ontological and epistemiogical stance.

| hold a naturalist ontological perspective (Filmer et al, 2004) in that what | hold
to be true is that there are multiple realities, not just one way of believing or
doing. | believe as an occupatiotiaérapist thatengaging in occupéatn leads to
health and wellbeing (Wilcock, 2006)1 recognise that | have also been
influenced in my career byhe medicalmodel ontology of mind/body split
(Bowling, 2009), and cause and effect (Miller and Crabtree, 2005), as reflected in
other chapters In relation to diabetes this model suggests that the medical view
of and approach to diabetes is very much around a successful metabolic control
(NCCC, 2008). However | believe that each person with diabetes will have their
own experience within theiown particular context and thus | need to be clear
about my own values, beliefs and assumptions and to reflect on these in relation
to the studyto ensure that participants are represented fai(Kristensen et al,

2012).

On this basis my epistemologicatance is that of a critical constructivist
(Kincheloe, 2005) which, in my view, accepts that the views of the participants
will reflect the current social and cultural impact of living in the (6kd for one
participant in the USAp the 2T century. h addition this approach recognises
that their views are valid and need to be taken into consideration when looking

at how best to enable people tgelfmanagetheir diabetes
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This means that it is important for me to use different perspectives to tstdad
their reality but also to honour the core values of occupational therapy. The next
section explores those perspectives to see which would best enable this

understanding.

8.3 Occupational Therapy and Qualitative Research

Occupational therapy has set of core values which it shares with other health
professions. These are the values of altruism, dignity, equality, freedom, justice,
truth, and prudence (Kanny, 1993). Peloquin (2007) suggests that another five
should be added to this list, those oburage, imagination, resilience, integrity

v u]v (pov ¢*U 8} E (0 8§} H% S]}v 0 §Z E % C[* Zpuu V]
practical realities of working in the profession. These values could equally apply
to the qualitative researchgiDadds and Hay2001;Finlay 2011;Hammell, 2001;

Tracy, 2010Whiteley, 2012).

In terms of core beliefs, the central argument within occupational therapy is that
engaging in occupation leads to health and wellbeing (Wilcock, 2006). To
incorporate this belief into itervention, occupational therapists use the core
skills of collaboration with client; assessment; enablement; problem solving;
using activity as therapeutic tool; group work; and environmental adaptation
(College of Occupational Therapists, 2013; CreeR320 The problem solving
within occupational therapy is approached through a process of clinical
reasoning. Here researchers see many parallels between occupational therapy

and qualitative research. Mattingly (1991a and 1991b) describes one kind of
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narrative reasoning as a deeply phenomenological process of understanding an
]Jv JA] p o[+ u Vv]vP }( 8Z ]E ]Joov e« /E%BOQE imilarky &J]vo
describes how phenomenology matches the therapeutic style of the occupational
therapist, being the]Jvl SA v §Z @& « &E Z u 3Z} HuodRi§ticv §z2 A

values }( SZ SZ E %o]*SX

In addition the attempt within qualitative research to understand the participant

in a nonjudgemental way and with respect (Charmaz, 2006) is mirrored within
occupational§Z E % C[s } CGOT,2B]5-Hammell (2001) cautions that

in order to undertake qualitative research that is truly client centred, researchers
must adhere to the Code of Ethics and Professional Conduct (College of
Occupational Therapists, 2Bjlto ensure that power isealigned tocollaborate

with participants as far as possible. This is explored furthéhapter 9, Study

Design.

Hammell (2001) summarises the many parallels between qualitative research and
occupational therapy as follows:

x Bothseek to understand the perspective and values of the participant/client

x Both view the individual as inseparable from their context or environment

X }8Z Z A u $Z} e+ v 38}}oe 3} AE%O}E 3$Z v ]A] p o[

systems

It would appear that theseepistemological and ontological parallels between

qualitative research and occupational therapy ensure compatibility.
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Allsop (2013hasarguel that quantitative methodology has been the dominant
approach in health research and generally quantitativeeaesh methods have
been placed higher in the hierarchy of health research methodology, with the
randomised control trial seen as the gold standard (Muncey, 20G8&)wever
health care has been recognised as complgwdeney, 2002and qualitative
methodology allows forobserving and interpretinghis complexreality with the

Ju } (v o }E § e E]%S]}v }( Zu Vv]vP[ }( %Z viu v (}
culture under examination ~E Au v v,1998] p9). The following section
considers definitions andthe value of qualitative research as a means of

answering the research question.

8.4 Definition s of Qualitative Research

Denzin and Lincoln (201B.0 ¢ (]Jv <up o]8 8]A @situatds ativity

that locates the observer in the world. dZ C e plRaPresgarchers use a
Avide-range of interconnected interpretative practices, hoping always to get a
better understanding of the subject matter at hand He Z }( SZ -
practices interprets the world in a different way (Denzin and Lincoln, 2023 p

This means that in studying the perspectives of participants in research there can

be multiple interpretations (Denzin and Lincoln, 2005).

Qualitative research stems from the human sciences and includes observation,
field studies, interviews, docuemt studies, and focus groups (Finlay, 2011;

Newman and Benz, 1998) where the emphasis is on understanding meanings and
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interpretations.  The aim of qualitative methodology is to be inductive and
exploratory (Finlay, 2011). The assumptions behind @& research are that
there is a direct encounter with the world and that, while facts and events are
significant, it is how people interpret and give meaning to their experiences
which are equally important (Gerson and Horowitz, 2002). This appedre to

important for Study 1 in exploring the lived experience of diabetes.

8.4.1 Challenges to qualitative research

Qualitative research methodology is not without its critics.islrecognised that

§Z E e+« €& Z E[* E}o Z + VvV Ju% aad}vatdlE raat®ashipo} P C
between the researcher, participants and the context of the research needs to be
explored and reflected on (Charmaz, 2006; Finlay, 2011; Green and Thorogood,
2009; Smith et al, 2009). The researcher employs inductive reasonsegl los

their knowledge, ideas and interactions and hence analysis is not neutral
(Charmaz, 2006; Klinger, 2005). In this approach the researcher can have a
subjective, emotional or political stance and the aimtbé researcler is to
understand the parti¢% v3e[ A}JEo A] A ~E v v dZ}E}P}} U i
been argued that this subjectivity can facilitate discovery (Beer 1997) but there
has been criticism that it can potentially result in flawed knowledge (Caelli et al,

2003).

Attempts on the part of the researcher to bracket out their personal values have

been challenged (Caelli et al, 2003). Bracketing is seen as a way for the
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researcher to set aside their pexisting beliefs and values (Starks and Trinidad,
2007). Howevethere is little agreement on when and how this happens (Tufford
and Newman, 2010). Bevan (2014) suggests that it is not possible to completely
set oneself aside but that it is a process of the researcher being aware of the
beliefs and values that might leérwise be taken for granted. Overall it therefore
requires the qualitative researcher to address these issues of quality through

transparency and reflexivity (Hammersley, 2008; Pyett, 2008)s issue is taken

up again inSection 8.7 (d26) and inChapter 9, Study Design, where | have

examined my own views on bracketing and the use of reflexivity in order to

promote transparency in the study.

There is much deate about how meanings can be establisivéithin qualitative
research(Finlay, 2011).For example,he use of interviews has been challenged

e u3Z} }(} S ]JVIVP 83Z % ES] % vi[e A}YEo A] A A]3z
truth and authenticity (Nunkoosm 2005; Hammersley, 2008). This is further

discussed in the Study Design Chapter 9@.

The value of qualitative research is assessed in ternsdamidards of credibility

and trustworthiness, transferability, dependability and confirmability (Guba and
Lincoln, 2005). Again there is debate about the ways in which qualitative
research can be assessed against these quality markers (Finlay, 2006; Hammell,
2002; Krefting, 1991Whittemore et al, 2001; Yardley, 2000) and it is clear that
this is an important consideration in this research project. Issues of potential

observer bias, lack of generalisability, possible lack of focus and poor replication
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(Allsop, 2013) must all beddressedand this is further discussed in the Study

Design Chapter 9.9. ﬂ)?ﬂ.

However, & the research question is centred around understanding the

experienes of people living with diabetes and the potential role of occupational

therapy in prevention angelfmanagement it appears that the characteristics

and strength of the qualitative methodologgake thisthe approach to take. It is

necessary to acknowledge the potential weaknesses but it will allow for a deeper
E%O0}E 31}V }( % ES3] 1% vSe[ AYEo A] A ]Jv 8Z |E v 3pcC

further investigation of the how, what and why of living withighong term

condition.

Qualitative research is more than a collection of meth¢@seswell, 2013) It has

a number of different paradigmand traditions which have changed over time
with much debate about meanings and atai to knowledge (Hammell, 2002) and
which need further exploration to determine which would be most fitting for this
research. This includes an examination of how it is possible to understand the
viewpoint of others, how knowledge is developed as wellwdmat particular
methods might be best suited to answer the research questidme following
section looks briefly at these different traditions in an attempt to pinpoint where

this studymight fit within the different epistemological stances.
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8.4.2 Traditions in qualitative research

Denzin and Lincoln (2013pH-6) suggest that qualitative research is now in its
eighth phase which they describe as being concerned wtike moral discourse

of democracy, race, gender, class, natsiates, globalisation, freedom and
community. The other phases are assigned to chronological periods as follows:
the traditional or positivist phase 19a1050; the modernist phase 195070

and blurred phase 1970986 which they feel was dominated by hermeneutics,
semiotics, phenomenology, cultural studies, feminism and the concept of the
bricoleur; the crisis of representation 198®90; the postmodern (experimental)
19901995; postexperimental 1998000; and the mthodologically contested
present 20062010. Denzin and Lincoln (20136) suggest that any definition of

<u 0]8 8]A Emust @ork within this complex historical field pHe ]S

means different things in each of these different stages.

The pogivist phase was concerned with gaining knowledge from what could be
observed and measured, and assumed one reality (Green and Thorogo&), 200
The modernist phases resulted from a rejection of positivism and, instead, an
acceptance of the philosophy ofritical realism t that there is a reality
independent of our thinking about it in which observation is fallible and all theory
is revisable. Within this phase the epistemological perspedsitleat each of us

is biased by our cultural experiences andrld views (Denzin and Lincoln, 2013).
This is further described in the constructivist paradigm which holds that our view
of the world is based on our perceptions of it and thus reality is seen as socially

constructed, derived from both social and hista processes (Green and
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Thorogood, 200). In this view the research perspective becomes how
phenomena are constructed and it questions comnsamse assumptions that

S P}E]s & Zv SUE o[ E SZ E SZ v ¢} ] 0 }v9X "G Vv
argue thatthis approach has not been without its critics. They suggest that the
use of social categories implies that the researcher sees the issue also through a
social construction and thus it would be impossible to stand outside the
construction under analysis.The criticism then is around how valid is the

knowledge derived from this analysis.

One wayto achieve validitys to locate the research phenomena with the specific

social or historical context in which it occurs. This is known as the critical
tradis]}v v } pEe v §Z oNE E % Z * }( vilv v 3
chronology of qualitative research. Ciritical theory assumes that there cannot be

pure knowledge and it needs to be unpacked from the processes by which it

came to be accepted (Green andhofogood, 200). This leads then to the

question of which qualitative perspectivavithin these traditions,should be

implemented to best answer the research question.

8.5 Perspectives in Qualitative Research

There are many different perspectives in dtalve research and just as many
ways of categorising them (Creswell, 2013). Marshall and Rossman (208)1

helpfully summarise these into three main categories:
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X Society and culturewhich includes ethnographical approaches, action

research, case stlies and grounded theory

x Language and communicatipnfocussing on the sociolinguistic

approaches of narrative, discourse and conversation analysis

x Individual lived experience represented by phenomenological

approaches, feminist inquiry and life histories

The research questiomf this study considers aspects of all of these main
categories and thus a summary of each of these perspectives follows to identify
which approaches will best enable the exploration of the role of occupational

therapy in the prevention and management of diabetes.

8.5.1 Society and Culture: Ethnography, Grounded Theory

Marshall and Rossman (2011) suggest that ethnography, action research, case
studies and grounded theory all come under the heading of Society and Culture.
While there is not space to discuss all aspaaitthese approaches it is important

to consider which might fit the research question and why others were not

chosen.

Occupational therapy has its own particular professional culture, so an
investigation of its potential role, might lead twnsideration of an ethnographic
approach. Ethnography, according to Have (2@04 « U tfje cfose observation

}( SZ Spu oU Zv SPUE of +]8u 8]}ve Jv AZ] Z %o }% 0 0]
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minimise the impact of thei€ & « & tesEnrdeeon theirp i Se[ SKive
Ethnography includes a variety of data gathering such as participant observation,
interaction, questionnaires, documents and photographs (Charmaz, 2006; Have,
2004). The goal is to get an insider viewlthough the outcome, ironicallas
Z Eul ~7iid0es «8 8 U u C v Hpis elear@qgm tie IMerh@Ers X

that there are few occupational therapists working in the area of diabetes self
management currentlyHritz, 2014;Pyatak, 2014, Thompson 2014 and thus
ethnographydoes not appear to necessarily be the most appropriate approach to

investigating the role of occupational therapy in thtady.

Action research has an ideology based on collaboration (McIntosh, 2010). It is
concerned with the lived experience of peopded integrates research with
action and aspires to social transformation and greater social justice (Mclntosh,
2010). There are a number of approaches, such as community based
participatory research in which a partnership is formed to reduce the distinct
between the researcher and the researched (Minkler and Wallerstein, 2010).
This approach addresses issues of trust, power and collaborative inquiry with a
view to improving a particular issue, such as community health, by reducing
inequalities and leding to policy change (Minkler and Wallerstein, 2010). This
did not appear to be appropriate for the research question which, at this stage, is

still exploratory.

Case studies are used to explore a specific case, for example an organisation or a

processwithin a reallife setting, bounded by time and place, and which is
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studied over time (Creswell, 2013). Again, due to the exploratory nature of the
research question and the lack of occupational therapists working in this field,

this did not appear to béhe most applicable approach.

This leaves the question of grounded theory. Holloway and Todres ,(RGIH
e (E] PE}uv Sdeve@Epihg pladsible and useful theories that are

closely informed by actual events and interactions of people dmair t
communications with each otherX dZ C S § SZ & « & Z & (} pe

V %*C Z}0}P] 0 %@E} e e epu Z +» Zo EvV]VP 3} o]A A]:
grounded theory could also be categorised under Individual Lived Experience.
The main diffeence between phenomenology and grounded theory to explore
this lived experience is that the latter seeks to construct a theory that is
grounded in the data (Charmaz, 2006) while the former seeks to understand
without categorising or developing a theory r{lay, 2011). Within grounded
theory there is a simultaneous collection and analysis of data with a constant
comparative analysis to identify similarities and differences (Bluff, 2005). In this
way theory is provisional and may change depending on furtfaa, but the

S tu e §Z JE&C 8} A%o0 ]v §Z u vVv]vP }( §Z % E
(Holloway and Todres, 2005). Grounded theory is seen as being useful in areas
where there is a paucity of theories to explain a particular experience or how
people make sense of their situation (Stanley and Cheek, 2003). It focuses on a
process or action with steps over time where the researcher attempts to explain
this action and the end result is a theory about the topic under investigation

which includes causal nditions, strategies and consequences (Creswell, 2013).
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This could have been a potential way forward for tetsdy. Howeverthe
decision was made to concentrate @xploratory approaches both tthe lived
experience of diabetesnd to the potential role of occupational therapy in

diabetes seimanagement.

8.5.2 Language and Communication

(} ue }v §Z <} J}olvPuleS] *% S }( SZ %ousEf8l] 1% VS«
particularly inStudiesTwo and Thregsee Chapters 11 and 12 These stages
seek particularly to explore the use of metaphor as a way of understanding
%o }%00 [¢ A% E] v }(  maks a cloger &jamination of the
professional language of occupational therapy in order to help clarify its
particular role in theprevention or seimanagement of diabetes. The two main
approaches to analysing language and communication are the narrative method

and discourse analysis.

Narrative approaches are based on the premise that we are narrative beings
(Sparkes, 2005). Native is fundamental to making sense of who we are, the
world around us and how we communicate with each other. It is concerned with
how people create meaning, how organisations make sense of the world (policy
documents) and how this is linked to strucés of power, and in the context and
interpretation of narrative: what is said and how it is said (Finlay, 2004; Sparkes,
2005). People construct and produce their narratives in particular ways and use
genres such as the romance, the comedy, the melodratime tragedy, the satire

to describe their story (Sparkes, 2005). Much like the idea of understanding the

% Ee}v[e }vE ES Jv ]Jvd E% E 3 3]A %Z viu VIO}PCU "%o
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if you know where the person is in their timeline of exposure toedk or
disability then this has the potential to enhance understanding and direct

appropriate intervention.

Clouston (2003) argues that narrative could be used to explore the lived
experience of participants in terms of life histories, life stories aliess
narratives. Creswell (2007) suggests that the narrative approach focuses on the
detailed story of a single individual whereas phenomenologynase widely
concerned with the meaning of their life experiences of several individuals. At
the plannng stages of thestudyit was not clear where the focus would lie and
due to its exploratory nature, rather than focus specifically on the life story, a

wider approach was required.

Discourse analysis emerges from social constructionism and the watiah
language is used in certain contexts (Ballinger and Payne, 2000; Rapley and Flick,
2008). It looks at the way knowledge is produced through language eg medical
discourse or rhetorical devices (Spencer et al, 2003). This method is useful for
examinng how people frame their ideas, attitudes and values through language,
and can provide insight into the use of professional language and identity
(Fairclough 2001; Starks and Trinidad, 2007). As parti®fetbearch question is
looking at the essencef @ccupational therapy practice and the way the language
describes this, it appears apposite to this exploration. Discourse analysis does,
however, have its critics. Hammersley (20p8.1) argues that it can be too

narrowly focused on the micro data ofliscursive resources and strategies
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rather than the wider attitudes and perspectives of the participants.  The
intention is to use this approach not for a micro linguistic analysis, but to examine
how the language used by the occupational therapists manvide insights into

the profession, its shared language atsimeaning (Starks and Trinidad, 2007).

Another aspect to discourse analysis is that of metaghd discourse analysis
(Cameon et al, 2009 Denshire, 2002; Hart, 2008). As explored in @raf,
metaphor is a form of language that compares two concepts. Lakoff and Johnson
(1980 p.36) describeu S5 %o Z } @rincipally a way of conceiving of one thing in

terms of another, and its primary function is understanding

An exploration of metalpor can give insight into howis used to explain ideas or

convey emotions and how people make sense of the world (Cameron, 2003;
Cameron and Maslen, 2010). Metaphor analysis includes the linguistic, process

and conceptual aspects of metaphor (Camerod daslen, 2010). Further detail

}H( u &}v v D e0 v[e ~Tiile % E} e+ }( U S %Z}E Vv oC-
Study Design chapter In terms of a qualitative approach, it is considered
important to explore how participants use metaphor to understand thmin
experiences of diabetes and how it might be useful as part of occupational

therapy practice.

8.5.3 Lived Experience: Phenomenology
D E«Z 00 Vv Z}eeu v[e ~Tiiie SZ]E S PYEC ] 82 § }
represented by phenomenological approaches, feminist inquiry and life histories.

Thestudyis concerned with the lived experience of people with diabetes and the
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potential role of ocupational therapy so it appears that a phenomenological
approach may be appropriate for an investigation of this particular aspect. | am
not looking for a specific feminist approach or a life history at this stage but
instead seeking to understand thexmerience of living with diabetes and its

impact on day to day lifen all three studies

Phenomenology is concerned with how people make sense of their experiences
and attempts to make explicit that meaning in terms of significance, thinking and
feeling (Finlay, 2011; Smith et al, 2009). It seeks to do justice to and understand
the lived world but does not aim to categorise behaviour or generate theory

(Finlay, 1999; Finlay, 2011).

Interpretative phenomenological analysis is one approach withimphenology
which seeks to interpret, and analyse, rather than just describe, that experience,
where the researcher attempts to make sense of the participant trying to make
sense of the experience (Smith et al, 2009). Crbaivis et al (2009) describe
tZ]e % @E} oo o A %O}E]VP 3Z % ES] 1% vSe[ A] Ae v
E% E] v AZ]o o} ]Jv8 PE §]vP §Z & « & Z E][-
experience. It is inductive to allow themes to emerge rather than theory being
imposed (Clarke, 2009)The interpretative approach has an emic (insider)
%}*]181}vU 8} v o S8Z % ES] 1% VvS[e FMAE% E] v ¢ S}
(outsider) position to enable the researcher to make sense of this experience
while grounding the interpretation in the partiéio vS[e A% E&] v ~ o EI U

The phenomenological approach appeared to be the most compatible with the

117



research question and a more-tlepth examination of this perspective follows to

help justify this choice.

8.5.3.1 Phenomenology and philosophy

Four philosophers in particular, Husserl, Heidegger, MerRRanty and Sartre

have influenced phenomenology in their own interpretations of how people

make sense of their experiences (Finlay, 2011). Briefly, H{$843/1962)was

interested in the essdral qualities of an experience arttie ways in which a

person couldstep outside of their everyday experiences so as not to try to fit that

experience into preexisting categorie®r theories He suggested that it was
Ju%}ES vs Z38} P} | 7 22 oAZiyP 3} Z}A 3Z]vPe } v
%% @EU v 8Z 8§ 3Z]vPe u C V}3 Z %% E]J He A 3Z]

1913/1962). This ias a result of trying to interprevhat we seewhich, in turn,

prejudices what we seeWithin phenomenology, 1+« @ anftsibution is seen as

enabling researchers to understand the importance of reflecting on their own

% E %3]}ve }( SZ %o ES] 1% VS[e AE% E]v ~ }Ao]vPU

While this is clearly importanthere is a certain difficulty to this gpoach in that

§Z E o & Z E[* % E }v %S3S]}ve v IviAo P & ~Z o

and Sinclair, 2010, p.16) to ensure that they do not shape either data collection

or analysis However, it is questionable how aware the researcher is of their

preconceptionsand how possible it is to exclude all previous suppositiofitss

conceptof bracketing has been introduced in secti®d.1 (9106 and isfurther

discussed irsection 8.7 andestion 9.92 (3176).
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Heidegger (1927/1962) focussed on the question of existence within the
particular context of time, objects, relationships and languagdeterpretation

needs to take account of this context (Dowling, 200Ti). contrast to Husserl
(1913/1962) Heidegger (1927/1962) acknowledgeéd & « & Z EJ[* % E o]u
understanding of the world and argued that understanding can only come about

within the context of that cultural background. Hamill and Sinclair (2010) suggest

that within Heideggarian philosophy the social world of the mapant fuses with

§Z 8§ }( 8Z & « & Z E][--¢onsjructAdalidy. SHowpver, bracketing

is still required on the part of the researcher so that unconscious assumptions are

not brought to the research.

Merleau-Ponty (1945/1962)was concemed with subjectivity and embodiment
and introduced the paradigm of the lived body or bodily intelligence. In this view
we take our embodied self for granted until this breaks down in illness. He
argued thatit may not be pssible to entirely share someo [¢ A % E&] v * ]85 ]
theirs (not ours)and relates to their own embodied position in the warlth this

view the lived experience can never be entirely captured and is thus necessarily
interpretative (Dowling, 2007; Finlay, 2011%artre (1943/1969)espoused that
experience was a living process in that human nature was about becoming rather
than being fixed in a static positiorin this view each person is situated in their
own particular history, geography and society.This suggest that each
expetienceis unique to a person in that particular time (McWilliam, 2010; Smith

et al, 2009).
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Thesephilosophical influence fit well with the occupational therapy approach of
understanding individuals within their own context and stage of lifespan
developmen. It also mirrors my own stance of compassionate care towards
others (Gustin and Wagner, 2013; Youngson, 20X# seeking to understand

}EZ Eo] %o Ee% S]JA o v JvE E%E S]VP §Z |E A% E] v

8.5.3.2 Heuristic Inquiry

Moustakas (1990), an influential phenomenologist, is concerned with heuristic
inquiry, about finding the underlying meaning of an experience through a process
of immersion in the topic, incubation, illumination and creative synthesis. He
assertsthat the self of the researcher is an integral part of the research process
and the researcher experiences a neelfawarenessand sel-knowledge This
accords with my own beliefs as illustrated in the art work and reflexive passages
in each chapter. Moustakas 1990) suggests that heuristic inquiry works best
when researching something that you already have experience of (to be a
framework for interpreting the experiences of others). Initially, although
influenced by his ideas about creating meaning out of eignee, as | do not
have diabetes, | rejected this approach but | came to reconsider my viewpoint in
the second stage of thetudywhen | realised that my own professional stance as
an occupational therapist would have an impact on the debate about the abl
occupational therapy. In fact the phases of the heuristic research were mirrored
in the use of thantuitive inquiryframework (see sectioB8.10). In line with the

%Z vViu V}IoO}P] 0 %Z]0}*}%ZCU Z}A A EU 8Z E ]+ *3]oo0
stance as a researcher to allow the new salfareness and seknowledge

(Snelgrove, 2014)
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8.5.3.3 Hermeneutics and interpretative phenomenological analysis (IPA)

| found myself drawn to the interpretative side of phenomenology. According to
Smith et al (209) three main theorists have influenced the hermeneutic position
in this approach. Schleiermachér998 saw interpretation as a craft which
included intuition. He believed that analysis could offer meaningful insights as,
with its connections to a broader data set, it could bring things to the fore that
might previously have been hiddeihe views oHeidegger(1927/1962)centred
around the presence of a persgnculturatsocial background. While this means
that a person will have a prav E+3 v JvP }( Vv}3Z E[« A}Eo
acknowledges the importance of not bringing preconceived ideas which might
influence the interpretation of that world (Finlay, 1999). Gadarfi&75/1996)

was concerned about the impact of tradition on interpretation. Smith et al
(2009) interpret this as the fact that our reading and understanding of the
phenomenon engages with owld preconceptions which in turn can change
those preconceptions which in turn changes the interpretation.  Thus
understanding is continually being-examined and reinterpreted (Finlay, 1999).
This requires researchers to try to make themselves operete meanings in the
data but also to be aware of biased preconceptions. It seemed to me that rather
§Z v S IJvP }v % ES] po E %Z]0}*}%Z E[s S v U /W
these ideas and a need to address the issues raised in interpretatiomvéth
robust reflexive account. This is further addressedection 87 and within the

StudyDesign chapter

121



8.5.3.4 Interpretative Phenomenological Analysis and Occupational
Therapy

CroninDavis et al (2009) argue that IPA is congruent with the vahra$

principles of occupational therapy in terms of the process being similar to
narrative clinical reasoning, and the role of the researcher mirroring that of the
personcentred occupational therapist. In addition Clarke (2009) argues that

/W [+ & iohRheal3neaning is influenced by contextual factors is consistent
Al3Z } u% 3]}v 0 83Z E % C[* %Z]0}*}%ZC 3Z & 3Z ]v ]A]
in isolation from their own environment. These views mirror my own stance and

thus the question of understating the lived experience of diabetes seems to fit

best with this perspective. For more detail of the congruence between

occupational therapy and qualitative research, refer back to section 8.3.

8.6 Qualitative Research, Creativity and Bricolage

It has become clear that the phenomenological perspective of qualitative
methodology appears taccordwith the exploration of the lived experience of
diabetes and the potential role of occupational therapy dmbetes self
management In addition discowse and metaphor analysis enable an exploration
and understanding of the metaphors that participants use and the impact of the
language of occupational therapy on potential practice. Although it is usual for a
researcher to take one particular perspectitleere is an argument to suggest
that different approaches may allow a deeper exploration of the complexities of
human experience (Nolas, 2011). Different approaches will enable a deeper

understanding of the phenomenon in question, through enabling a nundfe
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different interpretations, but these need cohesion (Frost, 2011). This
combination of different perspectives and methods is described by Denzin and

Lincoln(2005) as a bricolage and is explained further in this section.

Denzin and Lincoln (2005) &gt that with the number of new perspectives
developing in qualitative research, the researcher can borrow from a number of

%% E} Z e+ §} tu Z E] }o pE[X « Ei] Jolu®JSE ]V
but it would be essential to ensure that théE ¢S }( SZ]e » CJvP ZXXXX v
viv [ ] Vv}S S | % &EWeinsteinxand Weinstein (1991) suggest three
other features of the bricoleur: one who gets the job done in a practical way; one
who changes the job as it is undertaken; and one whaesahe job according to
what is at hand. The end product is a bricolage what Denzin and Lincoln
(2005 p. o * e (E] pieced?ogether set of representationd& golution_ U
‘an emergent construction.... which changes or takes on new formdfasedt

methods and techniques are added to the puzzie

Kincheloe (2004) sees bricolage as utilising the varagysoachesrequired as

the research unfolds in order to best understand and answer the research

<u *8]}vX <]Jv Z o} ~TiioU % X1e @otPqi resgect $orthe /]S
complexity of the lived worldX /v Z]e« A] A E&] }Jo P ]« v S§]A E -
which c¢eates the research process and one which acknowledges the
complicated, unpredictable and complex interaction between the researcher and

the data. Bricoleurs step back from the research process to allow for other

interpretationsand to avoid reductionisniKincheloe, 2004)In many ways this
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mirrors the concepts of bracketing discussed earlier, in which the researcher
attempts to avoid their own assumptions and be open to other interpretations
(Ahern, 1999). Indeed Berry (2004) argues that using onlynoeteodology to

answer a research question would only partially answer that question.

These views acknowledge the difficulties in making sense of qualitative data and
finding new insights (Klag and Langley, 2013). Qualitative methodology is not a
linear, sequenced process 4 S Cv u] V }(SV Zu *sC[ % E 5]
and Meunier, 2013) and this is reflected in the circular nature of the intuitive
inquiry process (Anderson 201dj this study Lambotte ad Meunier (2013

p.86) argue that researchersisuld embrace this messinessid that bricolage,
which they see asmixing, improvising, engineering and risk takingg v o -«
connections to be made and meanings to be producBdinging many different
perspectives to the research process through brigelacan lead to better

understandings (Rogers, 2012; Wibberley, 2012).

It can be argued that the concept of bricolage also reflects the nature of
occupational therapy and thus is congruent with the aims of the study. Gobbi
(2005) argues that nursedraw on the elements and tools of their trade
(bricolage) to come up with solutions for their clientsten adopting the role of
bricoleur as described by Weinstein and Weinstein (1991Jhis avoids a
reductionist approach to complex problems (Warne aidAndrew, 2009and
reflects the fact that responses to situations vary depending what is to .hand

Gobbi (2005) suggests that this bricolage enables nurses to make sense of and
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respond most appropriately taheir clients, while often managing potentially
competing and overlapping perspectives. The same could be said of
occupational therapists whalso draw upon a Bricolage|of creative, artistic,
theoretical, intuitive and practical tools when workiqy SZ Cv u] Vv Zu ¢<C]

nature of practice.

The bricolage of approaches in this study include phenomenology, discourse
analysis and metaphor analysiB1 addition there is also an element of creativity
that has become woven into thstudyin the form of mixed media artworkas
shown at the start oleach chapter Smith et al (2009) argue that interpretive
phenomenological analysis lends itself to innovative and creative approaches
both in the process of the research and also in reflexivity. This latter concept is
explored in more depth in the folleing section but, in terms of process, the use

of mixed media artwork enables a way to explore all the different perspectives
and challenges plus the views of the participants and the researcher. The use of
creativity is also consistent with the philqgoy of occupational therapy (Blanche,
2007; Dickie, 2011; Perrin, 2001; Reynolds and Prior, 2006; Riley, 2011; Schmid,
2004) and has become a recognised approach in qualitative research (see

Davidson2011; Kay 2013; Lapum et,&011; Marshall 2007; McNff, 2011).

The bricolage of approaches is not without its critics. Kincheloe and McLaren
(2005 p.iioe & ] SZ ]thgoretitdl Goherence and epistemological
innovation . AZ] Z u C A oo UJEE}E 8Z EPpu v }( E] }o

of non [X oSzZ}uyPzZz 82 ¢ E&Pp S$Z $ SZ &E] }o P& « - E
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find new knowledge so as not to get stuck in potentially more reductionist
research methods, there is a danger of ending up with a disparate final product.
Hammersley (1999) questied the bricoleur metaphor due to his concern about
the use and acceptance of ideas that might be at csposes. His own
metaphor was that of boat building which, he argued, would not allow the design
of one part of the boat as a canoe and anothemasteamboat (as per bricolage)
because the boat would sink. Hammersley (1999) argued that research, like
ships, needed working parts that fit together and a sense of origin and
destination. His metaphor allows for many ships heading in a variety of
directions but with no interchange of parts. In other words there needs to be
}1Z Ev X >8 E Z |JvsS E%oEysuwselE] Yo $Z @] }o p&E
handyman_ AZ] Z Z + Ce ]u%bedtin contfast to doing research with
the appropriatetools and experience (Hammersley, 20@B8138). Again this
appears to suggest that using different strands could take the researcher far
away from the original line of enquiry of producing knowledge about the world
through careful argument. While thesissues are acknowledged, a way to
ensure coherence was sought so that these aspects of the research process could

be unified in a framework. This will be discussed further in se&ibh Intuitive

Inquiry.

8.7. Qualitative Research, Reflexivity and Bracketing

Another aspect of qualitative research which requires consideration is that of
reflexivity. Within qualitative research whichever perspective (or combination of

approaches) is taken there is a need for the researcher to reflect on their impact
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on the research.This is a process known as reflexivity (Guba and Lincoln, 2005)
which considers the role of the researcher pesearch(design stage)during

data collection and analysis.

Clearly it is not possible for the reseaeclto report on the experiences of others

with objectivity (Denzin and Lincoln, 2005). Each researcher views the life of
another through the lens of language, gender, social class and professional
standing. Although it has been acknowledged that the subjectivity of quiskt

research is a strength in itself (as opposed to the supposed objectivity of
quantitative research), there is still a need to acknowledge and potentially
restrain preconceived judgements, assumptions and theories (Bishop and
Shepherd, 2011; FinlayQ21; Pyett, 2003). This is achieved through a process of

bracketing andeflexivity, as introducedearlier in this chapter.

Holloway (2005p.16 6 (Jv « & (o theliAtggattions of‘the researcher
with the research and the participants ..it. implies seHawareness, critical
evaluation, and selfonsciousness of their own role on the part of the
researchers Xinlay (2009) suggests using rich descriptions, sometimes evoked
through poetry or metaphor,to interrogate both the data and her own

assumptions as an approach to reflexivity.

E | SJvP ] ¢ v ¢ %uSS]vP S} }v ] sz €& -« & Z &E
thinking or seeing in order to engage with the views of the participaDtew,

2004;Rolls and Relf, 200&nelgrove, 2014)lt is considered that this should be
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attempted from inception to completion of research (Drew, 2004} there is
criticism that this is often done in a simplistic or perfunctory manner (Fischer,
2009) How bracketingis achieved is a much contested @b, although it is
considered to be closely linked to reflexivity (Converse, 2012; Snelgrove, 2014).
Through a process of reflexivity the researcher monitors their role and approach
and draws meanings from the data with an open mind (Snelgrove, 2Qi$)ndt

o E AZ 3Z E u E oC JvP A E }( }wuppoSiidEsipt | + Vv
enough (Converse, 2012). Indeed it is argued that bracketing is impossible

He Z ]8p 0o A Ce }( 8Z]JvllvP v + JvP & o, IV }v [

which cannotbe completely put to one sideA{lenCollinson, 2011Converse,
2012). Allenr }oo]ve}v ~TiiiU % Xfidoe suPP ¢3¢ SdedistSZ]s %o}
unattainable and untenablebecause the researcher is always situated in the
world and thus cannot be uncontamitead by their own context. Paradoxically,
having preconceptions as a researcher might actually alert the researcher to
identify issues or themes in the data (Ahern, 1999n addition Hamill and
Sinclair (2010) argue that researchers caconsciouslyring assumptions to the
research and thus may be unaware as to how this is influencing the information

and experiences that their participants bring to the process.

Clearly theremay be differing levels of seliwareness amongst researchers and
many assurtions and deeply held beliefs can be hiddeRvhile it is clearly

1((] pos§ 8} Z <}opsS oC[ & | SU §Z E ] u E]S ]Jv VvP P
possiblein order to be questioning, critical and open to the research process

(AllenCollinson, 2011)For my own part it was important for me to be very clear
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that | was being true to the perspectives of the participants and many hours were

spent considering the process of the reseasthdy, in particular the analysis,

through the use of mixed media tarork, U]EE}E]VP &]Jvo C[s ~11106
descriptions The examples of thart work andthe reflexive commend in each

chapter aimto demonstrate my awareness of where | am in the reseatciily

process (Green and Thorogood, 2009).

8.8 Intuitive Inquiry as aFramework for the Study

As has been argued a number of approaches and a combination of approaches
could be used in gualitative research to help answer the research question.
Although combining approaches may potentially be problematic, it has the
advantage of understanding the research question through a range of
interpretations (Nolas2011). This section considers how all tharts of the
studycould be drawn together in a framework that avoids the potential pitfalls of
multi-method muddying of te waters (Hammersley2008) and which remains

true to the overall phenomenological perspective. The framework that best

meets these needs is that oftuitive inquiry(Anderson2004).

IvEU]3]A JVv<u]EC Z - avsearch@o} newndefstandings through
SZ (} M- SS vs8]}lv }(}v E « E Z E[* % °°]}v Vv } u %o
others, and the world ~ v & «}v U2J.iAndgrsen (2004, 807) describes it
e «uo0]838]A Z Eu v ud] 0 %% E} ZU injaiedwivP JvSp]:

precision. v }v §Z § ]Jvou « & S§]JA]3C v % E (0 8]}

129



provides a structure around which elements thiis study can fit cohesively.
There are five cycles all of which include both analytic and intuitive processes,

1. Clarifyng the Research Topic

2. Preliminary Interpretive Lenses

3. Collecting Data and Preparing Descriptive Reports
4. Transforming and Revising Interpretive Lenses

5. Integration of Findings and Theory Building

(Anderson 201]1p.249)

Thesecycles aredescribed inBox 1(pl131) and more detail is explained in

chapter 9 Study Design. Figuré (p{132) shows how the cycles can incorporate

the different perspectives of qualitative methodology.

As has been previously discussed in this chapter, what was important to me in
this study was to be able to take a number of perspectives to explore the
research questionwhich werein keeping with and honoed both the needs of

the participants and the core values of occupational therapy. Thus the
perspectives of heuristic phenomenology, inter@tte phenomenological
analysis, metaphor and discourse analysis, creativity and mixed media artwork

are all present.

Figure 14 indicates how | see the frameworkirdfiitive inquiry bringing all the
threads of the study together in a cohesive way. Eaflthe three studies is
colour coded. On the extreme left are the cycles of i@itive inquiry (each

cycle of each study is detailed in the Study Design chapter). The blue arrows
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show how the three studies are linked and the central green sectiatisate the
links between the intuition, creativity, reflection and perspectives of
phenomenology and metaphor and discourse analysis. Each cycle is described in

detail inBox1 below.

Cycle 1.darifying the research topic
This is about the researcher umdtanding why they have chosen their topic g
exploring their pre-understandings of the topic. Some researchers use img
dramas or texts in relation to the topic, to engage with this material and record
insights.

Cycle2: Preliminary interpre tative lenses

Here the researcher reflects on the topic in the light of the existing literature
starts to explore understanding of the topic before gathering data. It is simil
cycle 1 but this time the texts are more theoretical. The aim iddarly identify the
particular research topic but also be aware of assumptions and personal values

Cycle 3:Collecting data and preparing descriptive reports
In this cycle the researcher identifies the source of the data, selects criteria, c¢
the data, prepares to analyse the data. Most intuitive inquiry researchers collec

§ Jv (JEuU }( ]vs EA] AsX v E-}v[s }JAv u 8§ %2Z2}d
~NZ}YA E]VvP o}A o]l Zuuu]vP JE }A E §Z § v (
vavS P % }]vS_ +2011 @E254Y.

Cycle 4: Transforming andevisinginterpretive lenses
Here the researcher looks at the data gathered and compares it with cydg
revisiting assumptions, reflecting, looking at how much the data collection n
h A Jv(op v §Z E + & Z E[* *5Vv U A opu §]vP A
any intuitive breakthroughs, bringing ideas together and documenting insights.

Cycle 5: Integration offindings andtheory building
In this cycle the researcher presentsetfindings from cycle 3, and integrates tl
into the literature of cycle 2 as modified by cycle 4. The researcher decides W
significant about their particular study in the light of that literature. Using reflec
and reviewing previous reflectn, the researcher stands back from the whole th
§} &]vP o0o0 §Z C o+ S}P SZ BEU N e §Z}uPZ €E A
(Anderson2011, p.255) around the study.

Box1 Cycles of Intuitive Inquiry
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Figurel4 Intuitive Inquiry process for the three studies
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8.9. Summary

This chapter has explored my own ontological and epistemological stance, the
compatibility between occupational therapy and qualitative research, the
differences between qualitative and quantitative research and debated some of
the issues of quality. Itds looked at definitions and different perspectives in
qualitative research; investigated the concept of bricolage and considered the
reflexive process. It has drawn these threads together in a cohesive framework of
intuitive inquiry.  In summary the dehce of the methodology lies within its

epistemology, its potential and pragmatism (Green and Thorogood)200

From an epistemological viewpoint qualitative research is largely about
understanding the perspectives of others and recognising how readity
constructed. In researching how occupational therapy might enable people to
ceo(uvP SZ]JE ] S +U ]S ] Ju%}ES vS 8§} (]E-S A ul\

this condition to ensure that the occupational therapy is situated in that world.

Qualitaive research has the potential to add to the evidence base by looking at

E + $Z 3 ul}E ««p v3]s 3]1A % EJu vs o Z (] ]8[ u} o
cannot address eg the meaning of diabetes to individuals, the social processes by
which they make ddsions about their diabetes, about the impact of interactions
with healthcare professionals on behaviour and beliefs. Similarly from a
pragmatic point of view qualitative research has the potential to allow for a range
of viewpoints, and being alerted tdhese can help with approaches to
intervention.
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A pluralistic methodology, or a bricolage of perspectives and approaches, has
been proposed to enable a deeper understanding of the complexity of living with
diabetes and the potential occupational therapgproach. It is felt that there is
cohesionwithin this bricolage which reflects the philosophy, core skills and core
beliefs of occupational therapy and the compatibility between occupational
therapy and qualitative research.Thenext chapter will expore the specifics of

the StudyDesign. The following reflection considers the progress that has been

made in contemplating the methodology.

Reflections on progress in methodology

An internal debate in my head around r eading about and doing

phenomenology , DQG ZKHWKHU WKI§UHJ¥approach. In some senses it

IHHOV OLNH ,3% LV ZKDW ,-P GRLQJ H[SORULQJ WKH OLYHG H[SHULHC
way the participants wanted to talk about it. But then | read Todres (2005).

His description seems muc h more focused eg as if | was asking about a specific

encounter with eg a healthcare professional. | can see that that would fit

much more readily with his description of phenomenology but not with what

,YH JRW VR IDU 6R , GRQ -W WKLQN ¥apKrbachkatCaV. Edve Qorie\

for the semi structured interview and let whatever came from that 2 which
seems reasonable to me. But Todres might be the way forward in the future if

for instance a theme that was coming out of the data was around encounter S
with healthcare professionals 2 which so far all 3 participants have

mentioned. So bearing that in mind what approach am | going to use to

analyse the data ? Do | stop after the 4 " participant to restock and make a

decision on that? Is this something DERXW WKH fPHWKRGRORJ\: RI WKH QTC
researcher, seeing what happens and drawing out themes from that? Will it

end up being a process of elimination? And does this have a positive aspect by

avoiding reductionism?? Or can it just result in a methodologica lly unsound

study?? (March 2013)
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Figurel5 Coding

| created a pattern on gessoed cotton, using watercolour pencils to represent
the raw data. | then cut this into pieces and glued the pieces onto coloured
foam . Each of the foam squares was then hole punched and attached with

treasury tags. The original pattern represents the raw data and cutting it up

represents the coding. Attaching the pieces to the foam represents building

themes. The treasury tags allow an almost endle ss rearrangement of the data

into themes. This was an exploration of how t he pieces can be rearranged or

the shape of the whole can be varied to show the possibility of a number of
different themes . T he data will essentially still be in boxes whatever th e final
layout is. This led me to ponder whether there is a new meaning or

interpretation and whether it is greater than the original or just different
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9.0 Study Design

9.1 Chapter Outline

The aim of this chapter is to describe the study designcamplement the
Methodology chapter and give more detail about the qualitative nature
approach and desigof thisstudy. This chapter summarises the initial approach
developed from the methodology and describes the changing focus adttigy

into its three stages. It discusses, epistemology and approach, recruitment and
sampling, data collection, ethical considerations and the qualitative data analysis
methods used. Following discussion of the design of the three studies, the
credibility and trustworthiness of the research is consideredThe chapter
summary includes decision flow diagramshowing a time line of the decisions

and changes made in the light of the three studies.

9.2 Epistemology and Approach

The study design is based on a pluralistic moeiblogy, or a bricolage of
perspectives and approaches, to enable a deeper understanding of the
complexity of living with diabetes and the potential occupational therapy
approach. As discussed in the Methodolatpapter the overall framework for
the study is that of intuitive inquiry (Anderson 2004, 2011). The bricolage
includes a blend of interpretative phenomenological analysis (Smith and Qsborn
2007; Smith et al2009), heuristic inquiry (Moustaka$990), metaphor analysis
(Cameron 2003; Cameron et aR009; Cameron and MasleR010) and creative

mixed media. These aspects will be discussed further within each study. Figure
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16 gives an overview of the researctudy and how the separate studies fit

together.
Occupational Study 1
therapy values,
beliefs and practice Diabetes
lived
experience
Potential
theoretical
Study 3 framework for

OT and
diabetes

Diabetes in
relation to
potential OT
role

Figurel6 Overview of the researclstudy

The potential theoretical framework for occupational therapy and diabetes is at
the centre of all three studies, whicncludes occupational therapy values,
beliefs and practice. The design of each study will be discussed separately
Initially considerations given to theecruitment and data collectigrfollowed by

a discussion of thethical aspects of the research.

9.3 Recruitment and Sample Sze

Ritchie et al (2003) suggest that the sample size needs to be relatively small to do
ipnes] §} oo $Z ]Jv(}&u S]}v } 8§ ]v v §Zue }voC A}
purposive sampling has taken place, where the participantsrdogmation rich

(Bowen 2008). This entails that the sample both represents and has salience to

the research topic and is diverse enough to allow for different characteristics to

be identified (Hammell2002; Ritchie et al2003). The sampling of thisugly
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strove to meet these criteria by focussing on different ages, geographical

locations, type of diabetes and length of time since diagnosis.

tZ]o ]S ]* v}S %o}ee] 0 }E ]E o0 S} %opuS vpu Ee }v e
Parker 2013), Green and Thorogood (2009) argue that little that is new emerges

after approximately 20 people have been interviewed. Research by Mason
(2010) on sample size in PhD studies revealed that with those with
phenomenology in their approach, all hadlaast six participants, as suggested

by Morse (1994) and two thirds met the range 625 as suggested by Creswell

(1998). While the appropriate number of participants (n=22) in this study falls
within the recommended size, it is important not to go forzaacpu}sS [ }( ¢« u%o0

size but to sample until saturation is reached.

K[Z ]J]ooC v W3M®NIE sufgést that the concept of saturation has

Ju &ZgoW standard 3} u eHE ¢ U%O ]l ¢ us EPpu 3§Z &
amount of pragmatism needs to beonsidered to ensure an adequate sample
size. This depends on the topic and the available resources. Hammell (2002)
argues that this cannot be precisely determined in advance because it is not
possible to know when recurrence of themes or issues witinc Generally
e SUE 3]}v ]e e v ¢ 8Z %}]vs & Az] zZ &z § ¢ § ] Z }u
replication and no new insights are being added (Bowen, 2008; Green and
Thorogood, 209; Ritchie et al, 2003). However it could equally be argued that
ther J¢ 0oA Ce %}3 v3] o (JE VA § &} uEP - Z v ]/

is different (Strauss and Corbin, 1998).
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Bowen (2008) suggests that it needs to be made clear how saturation was
achieved and to substantiate this with clear evidence, in otherdwat is not

enough to say that saturation was reached (Bowen, 2008; Caelli et al, 2003).

dZ & ]+ v} (J&upo ~ }A vU 7iidée pd K[Z ]JooC v W EI

saturation can be indicated by being transparent about the depth of the data.

Within this study, saturation is believed to be demonstrated by the thoroughness
of the sampling, the transparency of the data analysis and the adequacy of the
findings. In addition, it is believed that the findings and discussion show the links
between themes,consistency and completeness to ensure that the research

<u *3]}vednvincingly answered ~tZ ]SS u} 0015 p582).

9.4 Data Collection

Interviews are considered to be the most commonly used method in qualitative
research (Nunkoosing, 2005; Sandelowski, 2002). However it is acknowledged
that it is never absolutely certain whether the interview accesses true subjectivity
or whether particpants use the interview opportunity to construct certain
identities (Bishop and Shepherd, 2011; Hammersley, 2008; Nunkoosing, 2005) or
to emphasize or withhold some aspects of the topic (Mauthner and Doucet,
1998). Hammersley (2008) states that criticishthe interview goes so far as to

say that the only thing interview data reveal are what goes on in a particular
interview. It is also argued that there is a certain element of performance on the
part of the researcher, to come over as professional drat it is not possible to

ES Jv Z}A 8Z E « E Z E[* %% E v U Z AJ}uEU
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beliefs during an interview shape the data collection (Bishop and Shepherd,
2011). Hammersley (2008) suggests that critics of interview believe this

Z}vs u]v § [ §Z ]vs EA] AX

It is evident that there is much room for bias (consciously or unconsciously) in the
interview. However Beer (1977, pfie EPp < Sihtdvidwder éffects &

at the heart of the interviewt not that the researchers trying to influence but

that in the creativity of the interview the attempis made to understand the

%o ES] 1% VSe[ A% E] Vv *X , euPP 8¢ §Z § 15 e pv
researcher from the interview and that it is the sharing of the experiemeg t

makes discovery possible.

Being aware of this, reflection before and after interviews was undertaken, using
interview checklists based obegard et al (2003) and Taylor (2005). Questions
were changed in response to new themes or issues (Hammé&lg)2B8wareness

of the effect on participants was noted.Interviews appeared to have a
therapeutic benefit in giving participants the opportunity to be listened to (Kvale,
1996) and all participants expressed their thanks for this opportunity.
Participans, especially in Studies 2 and 3 were asked to prepare for the interview
to enable them to put their thoughts in order first to enable understanding in the
interviews (Hammersley, 2008). Interviews were also interactivéhénsense
that participants weregiven the opportunity to ask questions. This allowed for
opposing viewpoints (Hammell, 2002), which was patrticularly relevant for the

sharing of occupational therapy themes in Study 2.
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9.5 Ethical Considerations

Protecting the rights of participantsdm risk or harm is fundamental to the
research process (DePoy and Gitlin, 2011; Ryan et al, 2009). This section
considers issues of research procedure regarding informed consent and
confidentiality, and then discusses wider concerns of potential exploitaand

power. In view of the fact that this study was concerned with maintaining the
values of the occupational therapy profession (see Chapter &iBerence to the

Code of Ethics and Professional Conduct (COT, 2015) was also considered

essential.

9.5.1 Informed Consent

d} VepE %o ES] ]% vSe[ pv E-+S v ]vPstudy, digElésures S]}ve }
of the aims and procedures of treudy and the scope of involvement was set

out in participant information sheet¢PIS)and individual consent forms ¢8n

and Lyons, 2003; DePoy and Gitlin, 201Examples of the PIS and consent form

for Study 2 are given in Appendix 4 anftie format of PIS and consent form for

Studies 1 and 3 arthe same apart from titles and a different emphasis in the

Z }ud %2y C[U ztzC Zz A Clu -l u S8} 81 % ES[ v z
E «p]E S} I} ¢ S]}ve }( SZeadh partidjar Gtufd. E is

recognised that describing the ainrs the PI1San risk introducing a perspective

§Z § ulPZ3S ] ¢ % e&E®hse%(Debeoy aid Gitlin, 2011Howeverthis

was balanced against the need for disclosure by using general statements about

the direction of thestudy. Disclosure included explanation of the purpose of the
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study, expectations of the interview processid any preparation required prior

to the interview. For example in study 2 participants were asked to prepare a
metaphor for their experience of diabetes prior to the interviewWritten
consent was obtained just prior to each interview. Recognisingghsdicipants
might change their mind about what was said in the interview, the transcripts
were made available to participants to remove or change what was said
(Nunkoosing, 2005). In order to prevent possiblepsetfrom disclosure about
their experiertes of diabetesit was suggested to participants prior to interview
that they may wish to have someone nearlsho could offer support and
participants were informed that they could decline to answer questions.
Although every effort was made to enable peipants to feel comfortable and
safe(COT, 2018) ]85 ]« Iv}Ao P §Z 8§ JvE@E ]}V JVvE} %o }%oo0 [
distress (Alderson and Morrow, 2004). Participants were informed of their right
to withdraw at any time and that participation was entiyevoluntary (DePoy and
Gitlin, 2011). No patrticipants withdrew and all participants reported that they

had enjoyed the interviews and the opportunity to talk about their diabetes.

9.5.2 Confidentiality

In order to ensure that participants could not be connected with what was
recorded and reported, confidentiality was maintained throughout (DePoy and
Gitlin, 2011). This was achieved in the following waysFor anonymity
participants were each givestudy codes and pseudonyms. In the case of
occupational therapists in study 2, it was recognised that tdueupational
therapypopulation is small enough for professional career details to be linked to

individuals and thus these were summarised collectivelill references to
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named places or organisations were removed or given pseudonyms (DePoy and
Gitlin, 2011). It ishowever, recognised that the use of pseudonyms and
anonymity to disguise the participants, while meeting ethical standards, may also
be disenpowering. The process means that participants are no longer discrete
individuals and potentially takes away ownership of their thoughts and
experiences (Mauthner and Doucet, 1998). Other issues around power are

discussed below.

9.5.3 Power

By its naturethe whole research process is one of unequal power (Legard et al,
2003; Mauthner and Doucet, 1998). The researcher retains the power over the
process, the data collection, the structure of the interview schedule, tredyasis

and the reporting (Cohnand lyons, 2003; Mauthner and Doucet, 1998;
Nunkoosing, 2005). Howev&eer (1997) suggests that interviews are creative

and complex events in which the intersection of the researcher and the

% ES] 1% vS Z E § [ §Z § ~& $Z Efromd the bad § Jv
of the participant) and thus both the researcher and the respondent have an
effect (Beer, 1997), although this effect may not of course be egNahkoosing

(2005, p699) suggests that the power shifts in the interview from the participant

as §Zprivileged knower 3} §Z Jv8 EA] A E + 3Z /[fE% ES E -
(2002) goes so far as to propose that researchers see themselves as having
knowledge (superior power) while the participants have beliefs (inferior). Efforts

to mitigate thisimbalance and to minimise potential harm or distress were made

by establishing trust and rapport early on in the interview process through active
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listening, endeavouring to ensure that the participants were at ease and by

conducting interviews inaplace( $Z % &S] ]% vS[e Z}}e]JvP ~ZC v &

/v 8 Eue }( 8Z Vv 0Ce]* ]38 A ¢ Ju%}ES vS 8} veu®E 3Z §
were prioritised and not lost in the views of the researcher (Bishop and
Shepherd, 2011; Mauthner and Doucet, 1998).0ftrsing those voices, while at

the same time reducing the data into a manageable form, is not without difficulty
(Mauthner and Doucet, 1998). This was addressed through continuous reflexivity
(Bishop and Shepherd, 2011) and through extensive use of%heES] % vSe|
wordsin the findings although it is acknowledged that these are necessarily out

of context of the whole story (Mauthner and Doucet, 1998). Reference is made

to this in description of the study design stages (see Tahkand8). Mauthrer

and Doucet (1998) also suggest that the data analysis stage is disempowering as
participants have little control over how the analysis is carried out. This was
moderated to a certain extent by returning the transcripts and tleereport on

the findingsto the participants at each stage where they were given a choice of
whether to comment, agree or, disagree. Further discussion of this issue appears

in section9.9.

All of these considerations formed part of the applications for formal ethical

approval that were granted by the University of Cumbria (ref 12/13 and 13/11).
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9.6 Study 1 Diabetes Lived Experience

Figure 17 summarises the design of study 1. The cycles oftiigve inquiry
process (Andersqn2011) will be discussed in turn, highlighting both the
procedure and the opportunity for me to examine my own role in the research

process, as summarisedtime boxes related to reflection, lens and breakthrough.

It will be noted in Figure 17 (and in the subsequent Figures 18 and 19 for Study 2

and Study 3) that the green boxes in the centre of the diagram change from

reflection to reflexivity. This dematrates the reflectiorreflexivity continuum

as described by Finlay (2002a, p.532) whereby the initial reflections in cycle 1 and

T v}$§thihking about. v 3$Z o0 38 E & (o £]A]SC }( C o i1
v Ev A13Z imnjedfiate” continuing, dyamic and subjective self

awareness ~&Jvo CU TiiT U % Xfiie Jv & o §]}v 8§} §Z s }

findings and final thoughts about my impact on the study.

9.6.1 Study 1 Cycle 1 and 2 Clarifying the Research Topic

Clarifying the research topifor this study was based on the literature, previously
reviewed in Chapters 3, 4 and 5, in which it became clear that self management
approaches in diabetes were concerned with changes to lifestyle but that there
was not a clear role for occupational tla@y. As discussed in the Introduction
my first thoughts about this were simplistic and influenced by the political and

ideological agenda of medicine and public health (Bishop and Shepherd, 2011).
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Figurel? Intuitive inquiry process for Study 1
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Through repeated reflection on the literature, the focus on self management in
diabetes became based on the life context, rather than the medical aspects of
this condition, and the aim became an exploration of the lieegberience to

understand how occupation impacts on and is impacted by diabetes.

9.6.2 Study 1 Cycle 3 DataCollection

As the initial focus was designed to understand the issues and reality of living
with diabetes, a phenomenological research design wasseh, which offered
both the philosophical and practical tools to explore this lived experience (Finlay,
2011) In line with interpretative phenomenological analysis (IPA), a purposive,
convenience sample of people was sought (Smith et al, 2009). A Puepo
sample ensures the deliberate selection of participants with particular
characteristics to enable exploration of the topic (in this case living with diabetes)
but also a diversity of experience to enable investigation of those characteristics
(Ritchieet al, 2003). A convenience sample was chosen for ease of access to
enrol participants who met the purposive criteria (DePoy and Gitlin, 2011).
Although there is potential for bias (Ritchie et al, 2003), this was mitigated by

selecting a range of agdaypes of diabetes and length of time with the condition.

In line with the discussion on saturation (section 9.3 above) it was anticipated
that 5 to 10 participants would be recruited who met tlsudy criteria of being
adults over the age of 18 who wenmeformation rich i.e. able to articulate their
feelings and experiences of diabef@gpe 1, type 2 or praliabetes)and who did

not have dominant coexisting health conditions which might detract from the
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focus of the study. Participation was entirely vohtary. Participants were
recruited initially by word of mouth. | talked about the study widely with
colleagues and acquaintances and receigffdrs from people who believed they
knew others who might wish to take part in the study. Potential partitipa
were approached by these third parties to enquire whether they wished to
participate. Where this was agreed, | then followed up the invitation by
telephone or email to discuss the study further and to ascertain that they met the
studycriteria. In ths way seven participants were recruited from the North West
of England. As discussed in the section on ethical considerations, participants
were sent information sheets and informed consent was gained prior to each

interview.

Data were collected usingdigitally recorded individual, semsiructured
interviews of 6890 minutes. Interviews are seen as the most powerful way to
access the lived experience of a person (Fontana and, Eé&b; Nunkoosing
2005) and offer the opportunity to discover the difémces between the world
views of the researcher and the participants (BeE97). They are commonly
used in phenomenology (Smith et, &009) andintuitive inquiry (Anderson

2011).

Three main types of interview have been identified: structured, ssmictured
and unstructured (Ryan et ,aP009). In structured interviews the interview
schedule has a fixed set of questions allowing no deviation, while unstructured

interviews are nordirective with no specific framework of questions (Ryan et al
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2009) Semistructured interviews, while focussing on predetermined topics,
allow for more flexibility through the use of opeanded questions in response to
§Z %o ES] ]% VvSe[ ,2006)E # was}felt that this method of data
collection best fitted &ploration of the research question and was utilised to
allow participants to talk about their own lived experience of diabetes. All
interviews were conducted face to face to enhance understanding of what was
being said through observation of neerbal cues, and began with easy non
threatening questions such as demographic information (Ryan,e20419). In
order not to make any assumptions about their experiences (Turner, 2010)
participants were then askedne open v <u *S]}vW Z v Clpuat « E]
15 ] o]l 8} o]A A]I®pehding onNHexXanswer to this initial query,
subsequent questionsvere asked whichallowed for further exploration or
explanation (Legard etl,@2003; Smith and Osbor2007). Interview schedules

for all three stulies can be found in Appendix 3.

While transcribing, reference was made to interview checklists (Legard, et al
2003; Taylor2005) to reflect on my own skills as an interviewer, particularly
looking at potential traps and pitfalls eg how directive timerview style was,
looking at silences, probing questions, or any leading questions and these were
noted in the fieldwork diary, to be considered in future interviews. Participants
were sent copies of their transcripts for checking and to give them the
opportunity to make any changes (CaeRD01). Participants acknowledged
receipt of their transcripts. One stated that she did not wish to read hers and

none elected to make changes.
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9.6.3 Study 1 Cycle 4 Interpretative Lens

Strategies in line with suggested methods f@neral thematic analysis (Braun
and Clarke, 2006) anghenomenological analysis (Smith et al, 2009) were
employed to start to structure the data. In the interests of transparency and
honesty (Dickie, 2003; @a-Baden and Fisher, 2002) detail is added to describe
the interpretation of the data beyond the stages described in TableWhile
Table3 shows the more traditional stages of the process of data analysis, the
right hand column indicates the thinkingeflection and creativity that ran

parallel to this process.

Finlay (2011, 16+ *pP Pdwsling A]3Z §Z § Vv el]JVP <u ¢8]}ve
In order to find the meanings in the interview transcripts, and based on IPA
*SE S P] * }( $Z %niteddpty td MaakeSsense of their experiences (Smith
et al, 2009, p.79), my analysis began with the following broad questions:
x What were the participants describing about their experience of
diabetes?
x Were there similarities and differences between particifs?
X Was there a difference between different types of diabetes?
X ] ovP3Z }( 8Ju A]J8Z ] 8 Z 0% }E Z]v E %o
manage?
x What emotion was being displayed?
x In what way were people supported with their diabetes?

x What was stopping people amage?
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Step | Description Reflection and Intuition
1 Transcripts typed Reflective diary account about areas
2 Checked against recording significance for each interview, askir
3 Sent to participants for checking guestions
4 Further reading andereading of transcripty Mixed media art work t building
(initial noting) meanings, dipping a toe,
5 Coding: line by line action codes for eal Art t scratching the surface, illuminate
transcript thoughts, coding
6 Emergent themed hierarchy of ideas Mind maps
7 Forcefield analysis and other representatio| Reading
Art - Headspace
8 Back to guidance re analysisnemo writing | Art t immersion, coming up for ain
mining the data,
9 Connecting themes across the participants| Art tgrappling with thedata
10 Felted metaphor Art tfelting; intuitive breakthrough
11 Reviewing and refining themes in relation | Reflective diary
metaphor
12 Report with picture of metaphor tq Reflective diary on impact of ar
participants E *%}ve S} % fEctlbatho VS
13 Response from participants Art tweavings on writing
14 | Summary and influence on study 2

Table3 Process of Data Analysis Study 1

Transcripts were printed out with wide margins (Smith et al, 2009).

readings of the transcript data were made to identify patterns and themes, and

Several

initial codes were applied based on the broad questions (Smith et al, 2009). The

codes were summased under 4 emergent themes of relationships with

healthcare staff; defining self; world view (a life worth living) and taking control.

It was felt that this did not adequately explain the complete lived experience and

thus a different perspective was sgiot.

Further reading of the data suggested that there appeared to be both driving and

E o]o

SJvP (} &

c IV % EE] 1% VEe[

]o]sC S} uv P

7 1E

field analysis was utilised both on an individual and collective basis to help mak

sense of the data. A return to the literature on methodology suggested that

there was a danger of forcing the data into existing concepts or theories
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(Charmaz, 2006) and thus these perspectives were put to one side, the
transcripts were once again stadi and memos written describing the themes in

more detail(Smith et al, 2009)

At the same time these stages of the analysis were also contemplated and
described separately in mixed media art work, congruent with my preferred
learning style of thinking sually See Appendix 2 and the art works described at
the beginning of each chapter) Although it is not common within qualitative
analysis, there is evidence to suggest that visual art enables time for thinking and
problem solving (Allen, 1995; Dick#)03; Lydon, 1997) while at the same time
creating new insights and perspectives (Dadds and Hart, 2001; Marshall, 2007).
Reflection on the data, along with the analytic process, led to the intuitive
production of a felted metaphor to represent the findimg - Uu}@®&@ ZAZ}o |
complete piece to show the relationship between the different themes (Potter,
2001). Themes were then reviewed and refined in relation to the felted
metaphor to ensure coherence and credibility of the interpretation (Smith et al,

2009).

A photograph of the felted sea metaphor with a traditional table of the themes

and the relationshipdetween them is shown in Chapter 10: Study 1 Findings

(pl186). A photograph of the metaphor and an explanation of the findings were

sent to participants for their review @ comment. Those that responded
confirmed that both the metaphor and the findings made sense and

encapsulated their experience. In addition some participants commented further
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on their diabetes lived experience in response to the metaphor. Their fe&dbac

considered in the discussion section of Chapter 10.

9.6.4 Study 1 Cycle 5 Integration

Integration of cycle 4 with the literature appears in the discussion in Chapter 10.
Decisions made as a result of Study 1 led to consideration of further explorati
of metaphor and, in the light of the lived experience of diabetes, further
examination of that lived experience from the point of view of occupational

therapists with diabetes was sought.

9.7 Study 2 Occupational therapists with diabetes
Figure 18 sumarises theintuitive inquiry process for Study 2. As with Study 1
the cycles of the process will be discussed in turn, highlighting both the

procedure and the opportunity for reflection on the research process.

9.7.1 Study 2 Cycle 1 and 2 Clarification of the Research Topic

Clarifying that the aim of thetudy was to examine how occupational therapy
could enable health and wellbeing through occupation based self management,
led to the decision to explore this through the experiences of occupational
therapists with diabetes. The intention was to investigate how diabetes self
management was conceptualised in terms of occupational therapy and whether
metaphor was useful in understanding the experience of diabetes. The use of

metaphor was based on the assutign that it offered a creative way in which to
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understand the richness of the diabetes experience (Broussine, 2008) and that it
gave participants the opportunity to think deeply about this experience prior to

the interviews (Gauntlett, 2007).

Beer (199U %o Xiile euPP 3¢ 5Z & 13 ]« Jutps@wologicask} 00} A
window  S$ZE}uPZ AZ]1 Z §8Z & + E Z E Plve 8} pv E3 \
the participant is different and that it is the means by which the researcher can

then re.examine their own unédrstanding and assumptions. It was considered

that the use of metaphor in the interviews was one way of shifting this
perception and that itmight also enable a more collaborative participative

relationship between the researcher and participants (Be8g7).

9.7.2 Study 2 Cycle 3 Data Collection

As in study 1, a purposive, convenience sample was sought (DePoy and Gitlin,
2011; Ritchie et al, 2003). In line with the discussion on saturation (section 9.3) i
was anticipated that 5 to 10 participants would be recruited who met shely
criteria of being occupational therapists who were information rich i.e. able to
articulate their feelings and experiences of occupational therapy and diabetes
(either type 1,type 2, gestational or preiabetes) and who did not have
dominant coexisting health conditions which might detract from the focus of the

study.
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Figurel8 Intuitive inquiry process for Study 2
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Ten participants were recruited through word of mouth, via occupational therapy
conference notice boards, tweets and presentations. Some snowballing occurred
where people who had agreed to be interviewed identified others who fitted the
selection criteria(Ritchie et al, 2003) Everyone who expressed an interest was
invited to participate in the study. Diversity was maintainedpasticipants were
dissimilar in terms of type of diabetes, length of tinvgth the condition,

occupational therapy roles argeographical location (DePoy and Gitlin, 2011).

A more detailed sermtructured interview guide was produced (see Appendix 3)
to meet the aims of the research questions: to understand what it meant to
participants, as occupational therapists, to live witlabetes; how they had or
could conceptualise using occupational therapy in their own self management;
and what they saw as the role of occupational therapy generally in the
management of diabetes. Prior to interview participants were asked to prepare
their metaphors(Gauntlett, 2007)n the form of a picture, poem, photograph,
object, or something of their own creation to encapsulate their experience of
diabetes. The interview explored what metaphors participants used to describe
their experience of diaetes and how metaphor might help understanding of this

condition.

Asin Study 1digitally recorded interviews were conducted face to face with
occupational therapists throughout England, with one interview conducted by
Skype with a participant in the ¥ X WZ}S}PE %Z+« A E 31 v }( %o ¢

metaphors where these were presented as pictures, to complement later
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analysis. While transcribing, reference was once again made to interview
checklists (Legard et al, 2003; Taylor, 2005) to reflect on my skiis as an
interviewer. In particular this included consideration of the impact of my own
professional stance as an occupational therapist on the debate about the role of
occupational therapy (Moustakas, 199®articipants were sent copies of their
transcripts for checking and to give them the opportunity to make any changes.
Participants acknowledged receipt of transcript but none elected to make

changes.

9.7.3 Study 2 Cycle 4 Interpretative Lens

Taking experiences from study 1 of the difficultedsnanaging large amounts of

printed transcriptions, the anonymised interview transcripts were uploaded into
hermeneutic units using ATLAS ti 6.2 (Scientific Software Company, 2012) for
ease of reading, coding and credsecking (Barry, 1998;Friese, 2013 An

example of the coding appears in Appendix Beturning to the literature on
phenomenology, nitial questions asked of the data were based on

% Z v}u v}o}kgwodddrientation <p eS]}ve o cuPP 3§ C &]vo C
p.230). These included:

What it means to be this person (self identity)

Their sense of embodiment (embodiment)

Where they experience their day, inside/outside (spatiality)
How they experience their day (temporality)

Experiences with others (relationships)

What gives them drive, mivation, meaning (project)
Significance of language (discourse)

Mood / tone, expression of feelings (mood as atmosphere)

X X X X X X X X

/v ] § ]gertifent issues ~ & ] 2@11Cp230) were identified. A memo was

written for each participant and compared across participants. This led to a
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greater familiarity with the data, through a very active immersion in the
transcripts, and to layers of meaning and insights that were notrstt fipparent.

It gave an opportunity to try to understand the participants more fully, to be true
to their stories, to code more widely across common experiences and to inform
the themes (Finlay, 2(0). Repeated readings also enabled time for thinkind a
reflecting. The ideas that were captured in the prepared metaphors that
participants brought to the interviews (both words and pictures) were analysed
separately from the main transcript data in terms of generating the metaphor,

the metaphor itself, shred meanings and its usefulness to the participant.

Table 4 summarises the overatudy procedures and indicates the parallel
process of reflection and intuition in the right hand column. Reflection and
intuition in study 2 took the form of recordinthoughts and impressions in
fieldwork and reflective diaries; exploring issues of creativity and analysis through
reading, quilting and considering management of data sets visually (inspired by
radio programmes on Considering Big Data (The Forum, 20@i3)ra@an Artists
Make the World a Better Place (The Forum, 2014\ return was made to the
methodology of phenomenology (Smith et al, 2009) to ensure that analysis was in
line with key concepts. Detailed memos were written, and codes were grouped
into super ordinate and sub themes reflecting the themes of living with diabetes;
occupational therapy and diabetes; and conceptualisations of occupational

therapy in general.
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1. Familiarising self witl
data

Transcribing interviews in full
Second checking against
recording

Sent to participantst no changes
Multiple readings

Reflective diary account about
areas of significance for each
interview; interview skills
checked via checklists and
participation inNational Survey,
of Emotional Intelligence
(percentile 97YMcKenna,
2014)

2. Initial coding

&]vo C[* o]( A}Eo
perspective questions*
Anonymised transcripts
organised through use of ATLAS
Data driven

}d

Written consideration of
pertinent issies
Quilting t blocks and bags

3. Evidencing the analysi

Collating into memog individual
and collective

Written detailed analysis

Peer checking

Reading, making connections,
significance of metaphor

4. Return to IPA

Checking analysis in line with IP.
concepts

Rereading methodology
Reflection on fit

5. Searching for themes

Dividing general codes into sub
codes in ATLAS**

Grouping codes into themes
Superordinate themes and sub
themes

Considering Big Data radio
programme tintuitively
managing data 4e (The
Forum, 2014)

Can Artists Make the World a
Better Plac€The Forum, 2013

6. Reviewing themes

Refining in terms of data set
What does the theme mean?
What assumptions underpin it?

Peer checkingconsiderations

7. Refining themes

Written detailed analysis
Analytic narrative

Written reflections

(o]

. Metaphor analysis

Separate analysis based on
Cameron (see separate table)

Use of Wordle®(2015)and
pictures to represent metapho
and discourse

©

. Written report

Summary of metaphors with

% ES] 1% vSe[ }JAv v
Occupational therapy themes
Feedback from participants

Written reflection

10. Summary

Overall summary of study and

influence on study 3

Table4 Process of Analysis Study 2

An example of theorganisation of hemes is given in Tablg, showing the

superordinate, sub themes and interpretations of the theme of participants

applying occupational therapy to their own experience of diabetes.

further explained in Chapter 11.
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No role diabetes did not affect occupational
OT ROLE performance
Uncertain role participantsdescribed probable rolbut could
not identify
Potentialrole hypotheticalapplicationto selfmanagement
Specific role clear belief in OT role to self manage
AWARENESS | Integration assimilation of OT principles / learning on healt]
OF OT generally
Impact impact of OT principles / learning on health
behaviour
General impact of OT values, beliefs, skills on diabetes
APPLYING principles self management
oT Specific specific examples of how OT applied to diabete
principles self management

Table5 Example of Grouping of Themes Study 2

9.7.4 Study 2 Metaphor Analysis

By their very nature interviews deal with discourse (Nunkoosing, 2005) and a

% E o}} & ZYA §Z e IuEe AE % E e % ES] ]%
understanding and needs (Nunkoosing, 2005) was sought. Participants had been
asked to prepare metaphors prito interview and these were discussed with the
participants during the interview to reflect their own interpretations (Gauntlett,
2007). However it also became apparent, with the focus on language, that
metaphors were being used widely throughout theeirviews and appeared to

*]Pv](] vS ]Jv S CBue }( pv Ee*S v JVP % ES] ]% vSe]
metaphor analysis, based on the work of Cameron (2003), Cameron et al (2009)
and Cameron and Maslen (2010) was undertaken. The process of this analysis is

summarised in Tablé.
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1. Identifying metaphors Operational definition of metaphor
Check against definitions afidhesaurus of
Traditional English Metapho&® Ed
(Wilkinson 2002)

2. Search through data Identify metaphornote participant, paragraph
number

3. Apply vehicle group Common source domains
Adjusting vehicle groups where more than on
could apply

4. Look for patterns / clusters of Identify numbers

metaphor

5. Metaphor synthesis Range of metaphors and whabnnects them

Table6 Process of Metaphor Analysis Study 2

The first step of metaphor analysis is to identify an operational definition of
metaphors for consistency. Cameron and Maslen (201002) concede that
there is no watetight definitionand SZ S ]S ] idehtifging words or phrases

§Z v ine3](] e «Ju Z}YA v}u o}peU ]Jv }JVPEqu v§ }E

(7513

going discourse X C 8Z]* 3Z C u Vv A}E ¢« }E %ZE « » 3Z § Z
the context but also another flerent meaning.  The definition by Lakoff and
Johnson (1980,.pi* }( u S %o Aup@erstanding and experiencing one kind of

thing through another_ ost commonlyused. Conceptual metaphors consist

} ( to conceptual domains in which one domain rsderstood in terms of
another_ ~<}e«A 2002, p4). The two domains are known as the target and

the source. Kosvecses (2002,¥§20) lists examples of source domains such as
movement and direction, war, buildingiod, plants, containers, forcesThose

of movement/direction might include describing the target, for example diabetes

self management, in terms atep by steporfollowinga particularpath.

All metaphors across all participants were identified using the definitions above

and withreference to a thesaurus of metaphors (Wilkins@002).An example of
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a page from the thesaurus (On the Road), adapted from a screen shot is given
below in BoX2. Some words originally considered metaphors were removed eg
the word Zhallengglwas deleted after consultation with the thesaurus, as there
are metaphors which describe challenge. Similarly the wdahtrol [ was
removed as there are metaphors to describe being in or out of control. However,
due to the prevalence of the word control in thesdourse, this was then
separatelythematically analysed (Braun and Clgrk806) within the context of

the narrative.

Prepositions are seen as metaphors (Cameron, 2003) but these were only chosen
when they referred to an object or place being used metaphoricallyZemt
thingsin boxesin my head[ & went over my head[(this is metaphorical in the
sense that one cannactually put items in a box in a head, or an item does not

Su 00C u}A YA E <Ju v e Z X v 151 HBp [800E %o0}*]3]
down [appear regularly in terms of blood sug@scalatindor dropping[ These
are used metaphorically to inditea movement/direction in an attempt to find

some sort of balance/normality (Cameron and Maslen, 2010).
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Box2 Example page from Wilkinso(2002, p398) of metaphors related to being On the Road.

Once classified the metaphors welteen applied to conceptual vehicle groupings
(Cameron and Masler2010). An example is givém Table 7and the complete

list features in Chapter 11.

Where metaphors could apply in more than one grouping (eg step **, track**
and running** in Tabl€&) adecision was made as to its most relevant grouping in
terms of the context of the metaphor. In order not to have too many vehicle
groupings, which would make the data unwieldy, vehicle groupings were
combined, such as journey with movement/direction.
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FORCES crack, dominating, shove(d), bump, shock(ed), pressure, bt
up, hard, stress, fluid, hit, push (ed), pushing, empower, r¢
in, turbulent, chaos, break, breaking, break down, sto
positive, power, slap, powerful, dradheavy, energies, kick
nudge, strike, lean on, hot, knock back, pull, stretch, bug
struck, break, rub off, crashing, upheaval, shock, su
pushing, heavily

GAMES/SPORT kicked, throw, target, game, waterslide, yoyo, catch, run, ry
running**, track**, tackle, back foot, spot, rules, bet, pitck
trigger, clue, threw, deal, ball game, chance, cue, net, rag

jump, rules
JOURNEY step**, hit by bit, path, pathway, track, journey, course, end
route, on board
MOVEMENT/ moving, went, fall, fall out, fall apart, down, pans ou
DIRECTION escalating up, high, higher, over, up, up to, low, scale, d

above, depth, off, yoyo, near, heading, dropped, peak, all o
distance, get to, direction, from, downhill, ran, running**, ru
under, step*, back, knock back, send, set back, laidbg
trotted, shuffle, driven, knock back, there, pace, fall apart, s
slope, spike, forward, uphill, coming at, standstill, cre
navigate, off, flip over, flip into

Table7 Sample of Metaphors and their initial vehicle groupings Study 2

These metaphors of everyday language were then analysed according to the
context in which they were used:. diabetes diagnosis; diabetes self care
~% @ES] % v3e[ }JAv u v P u walehangdgeméne; like experience;
lifestyle; occupational therapy generally; occupational therapy work role.
Analysigncluded the range of vehicle groups, how often the metaphors occurred

and how many participants used them.

A way of visuallynderstanding the metaphor data was sought to get a feel for its

significance. The data were entered into Woft@015) to create word clouds

to indicate the relative values of the metaphors used in gen@eé p226). An

attempt was also made to visually represent the particular movement/direction

aspect of trying to balance out or get blood sugars under control.
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As in Study 1, the data analysis was not a linear procesadecated in Figur#8,
and many returns were made to the data with reflection, evaluating, rereading

literature and applying creativity all included.

A report detailing a summary of the findings was sent to all participants for
review and comment.Although ongoing participation in thestudy was entirely
voluntary, bur of the ten participants responded and indicated that they felt that
their views had been represented and expressed interest at both other

metaphors produced and the language used.

9.7.5 Study 2 Cycle 5 Integration

Integration of cycle 4 with the literature appears in the discussion in Chdgter

On the basis of the findings of this study the original intention was to contact
occupational therapists working in diabetes care to ascertain the ways in which
what had been discovered about the lived experience and what had been learned
from occupatimal therapists with diabetes compared with their practice. A
guestionnaire was designed and piloted on two occupational therapists in the UK,
who had knowledge of diabetes but did not work specifically with people with
diabetes. An initial request for picipants was sent to 3185 occupational

therapists through thelInternational Model of Human Occupation listserv

http://www.cade.uic.edu/moho/resources/listserv.as{{2013). This restéd in

just one response from an occupational therapist in South East Australia who
commented that the current diabetes guidelines in her area did not include
occupational therapy. A further opportunity arose for opportunistic sampling

(Ritchie et al, 208) at the 18 International Congress of the World Federation of
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Occupational Therapists, attended by 6400 delegates from 72 countries (Bressler,
2015). Recruitment was attempted at the Congress through notice board
messages, tweets, leaflets, poster angaper presentation and general
conversation Anecdotal discussion indicated that no occupational therapists
were working directly with people with diabetes and no participants met the
criteria for this study. This could be seen as indicating that thesend role for
occupational therapy and this is discussed further in Chapter 13 within the

theoretical discussion and where the limitations of the study are considered.

Study 3 was then redesigned, in the light of the Study 2 findings, to recruit
membersof the general public with diabetes to further ascertain the value of
metaphor to understand experiences of diabetes and to explore those

experiences in relation to the potential role of occupational therapy.

9.8 Study 3 Diabetes in Relation to the Potential Occupational
Therapy Role

Figure 19 summarises thatuitive inquiry process for Study 3. As with Study 1
and 2 the cycles of the process will be discussed in turn, highlighting both the

procedure and the opportunity for reflection on the reselanrocess.

9.8.1 Study 3 Cycle 1 and 2 Clarification of the Research Topic
As discussed above in Cycle 5 of Study 2, the course of the restadyglaltered

to examine the potential role of occupational therapy in the light of the findings
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of that study A review of the literature, particularly on metaphor, indicated that

it was an effective way to explore diabetes (Stuckey, 2009; Stuckey and Tisdell,
2010) and thus it was resolved to continue with this method. Additionally it was
decided that a more ecific focus on what people thought would help their
diabetes healthcare experiences would be useful to ascertain whether this could
be matched by the values, beliefs and skills of occupational therapy practice. The

interview schedule (see Appendix 3)su&designed to reflect these changes.

9.8.2 Study 3 Cycle 3 Data Collection

As in Studies 1 and 2, and in line with interpretative phenomenological analysis
(IPA), a purposive, convenience sample of people was sought (Smith et al, 2009).
In line with he discussion on saturation (section 9.3 above) it was anticipated
that 5 to 10 participants would be recruited who met teeidy criteria of being
adults over the age of 18 who were information rich i.e. able to articulate their
feelings and experienced diabetes (type 1, type 2, gestational or pt@betes)

and who did not have dominant coexisting health conditions which might detract
from the focus of the study. Participation was entirely voluntary. Participants

were recruited initially by word of mah.
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Figurel9 Intuitive inquiry process Study 3
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Once again | talked about the study widely with colleagues and acquaintances
and received approaches from people who believed they knew others who might
wish to take part in the study. Potential participants were approached by these
third parties to enquie whether they wished to participate. Where this was
agreed, | then followed up the invitation by telephone or email to discuss the
study further and to ascertain that they met ttetudy criteria. In this way five
participants were recruited from the Nth West and South West of England with
varying lengths of time since diabetes diagnosis. As discussed in the section on
ethical considerations, participants were sent information sheets and informed
consent was gained prior to each interviewAs in Stugl 2 participants were
asked to prepare their metaphor for diabeteauntlett, 2007) prior to

interview.

As in Study 1 and Study Zgially recorded semstructured interviews were
conducted face to face with participanf$odd 2006) All participantslescribed
their metaphors verbally without pictures and thus no photographs were taken.
Participants were sent copies of their transcripts for checking and to give them
the opportunity to make any changésunkoosing, 2005) One participant made
extensie edits to her transcript, stating that she was concerned at how
Myarrulous_she sounded. One other participant clarified some statements in her

transcript that she felt were not clear.
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9.8.3 Study 3 Cycle 4 Interpretative Lens

The anonymisednterview transcripts were uploaded into hermeneutic units
using ATLAS ti 6.2 (Scientific Software Company, 2012) for ease of reading, coding
and crosschecking Barry, 1998; Friese, 201L4As these had been useful in Study
2, the phenomenological lifewtat orientation questions were initially asked of
the data and pertinent issues were identified (Finl29§11). A memo was written

for each participant and compared across participag®nith et al, 2009)
Repeated readings enabled time for thinking aeflecting. The ideas that were
captured in the prepared metaphors that participants brought to the interviews
were analysed separately from the main transcript data in terms of generating
the metaphor, the metaphor itself, shared meanings and its usefdne the
participant. Table8 summarises the overafitudy procedures and indicates the

parallel process of reflection and intuition in the right hand column.

Preliminary analysis of the data revealed that metaphors used in the general
discourse were giilar to those used in Study 2 and thus it was not felt that the
level of detail of metaphor analysis (Cameron, 2003; Cameron and Maslen, 2010)

employed in Study 2 was essential.

Detailed memos of the interview data in general were written, and codes wer
grouped into super ordinate and sub themes reflecting the themes of living with
diabetes; gaps experienced in diabetes healthcare service and impact on health
and wellbeing; value of metaphor to conceptualise diabetes experiences;

potential role of occuptional therapy to meet needs. Intuition and reflection in
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this study took the form of recording thoughts and impressions in fieldwork and
reflective diary; exploring issues of creativity and analysis through weaving and
through studying a massive dime open course (MOOC) on medicine and the

arts (University of Cape Town,2015).

Like Studies 1 and 2, the data analysis was not a linear process, as indicated in
Figure 19, and many returns were made to the data with reflection, evaluating,

rereading liteature and applying creativity all included.

A report detailing a summary of the findings was sent to all participants for
review and comment (Gauntlett, 2007). Although ongoing participation in the
studywas voluntary, four of the five participants resmted. They indicated that

they felt that their views had been represented and expressed interest at the
other metaphors produced and at the shared experiences with other

participants.
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Step

What this entailed

Intuition and reflection

1. Familiarising self with
data

Transcribing interviews in full
Second checking against
recording

Sent to participantst
incorporating changes
Multiple readings

Reflective diary account about
areas of significance for each
interview

2. Initial coding

&]vo C[* o]( A}YEo }
perspective questions
Anonymised transcripts
organised through use of ATLAS
ti

Data driven

Written consideration of
pertinent issues

3. Evidencing the analysig

Collating into memosg individual
and collective
Written detaled analysis

Reading, making connections

4. Searching for themes

Dividing general codes into sub
codes in ATLAS

Grouping codes into themes
Superordinate themes and sub
themes

MOOCt medical humanities &
interdisciplinarity(University of
Cape Town, 2015)

5. Reviewing themes

Refining in terms of data set
What does the theme mean?
What assumptions underpin it?

Looking for holismt art work t
weaving
Interpretations?

6. Refining themes

Written detailed analysis
Analytic narative

7. Written report

Summary of metaphors with
% ES] ]% vSe[ }JAV
Feedback from participants

Reflective diary on themes ang
feedback

8. Summary

Overall summary of study

Table8 Process of analysis Study 3

9.8.4 Study 3 Cycle 5 Integration

Findingdor Study 3are reported in Chapter 1&@nd findings from all three studies

are considered together
Consideration of the links between the three studies suggested that a return to
the Study 1 data to look for metaphors in the general discourse would be useful

to see how this compared to Study 2 and 3. The general process of metaphor

in the theoretical

discussion of Chapter

analysis (Cameroand Maslen, 2010) as described in Study 2 (see Tagbleas

employed.
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Throughout the three studies, it was important for me to explore and analyse the
data using phenomenological and thematic analysis (Braun and CROKé,
Finlay, 2011; Smith et al, @9). As part of the rigour of the researstudy an
attempt was made to consciously bracket out my professional understanding as
an occupational therapist within the analysis, so as to avoid fitting the data to the
theory (Dowling 2006; Finlay2002a). Although it has been argued that it is
almost Ju%o}*+] 0o 3} pviviA AZ § ]« oE C IVIAvU v
subjective experiences will knowingly or unknowingly influencestiaely (Bishop

and Shepherd2011; Bradbundones 2007; Cutcliffe 2003; Finlay 2002b), this

was a deliberate choice so as not to miss the nuances of the data by potentially
narrowing the focus into a preconceived occupational therapy framework (Nayar
and Stanley2015) at this stagelnstead this was about opening up thetdao

wider interpretations peJvP &]Jvo C[e ~71ide ] Z =+ E]%S]}ve

my own interpretations

Drawing all the findings together of the 22 participants with some confidence
that this had been achieved, the findings as a whole were tlmsidered in the
context of an occupational therapy theoretical framework, that of the Model of
Human Occupation (MOHO) (Kielhofne2008) in order to explore the
understanding of diabetes self management from an occupational therapy
perspective. MOHO wdsgst introduced in the occupational therapy section of
the literature review (seep. As described, MOHO concepts address

motivation for occupation, routine patterning of occupational behaviour, nature
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of skilled performance, and the influence of environment on occupation (Forsyth
and Kielhofney 2003). Chapter 13 discusses a model for the occupadion
diabetes self management based on the MOHO (Kielhofner, 20@8onsiders

a framework for occupational therapy intervention in diabetes-sedfhagement.

9.9 Rigour, Credibility and Trustworthiness

There is much debate but little agreement on how to judge the quality of
qualitative research due to different methodologies, theoretical and value
assumptions, and philosophical issues concerning claims to knowledge (Finlay,
2006; Hammeltey, 2008).Due to the pluralistic nature of qualitative research, it
cannot all be assessed with the same criteria (Caelli et al, 2003; Finlay, 2006;
Hammell, 2002; Krefting, 1991). Thus the criteria need to be compatible with the
particular aims, methdology and epistemology of the research (Finlay, 2006a;

Hammell, 2002).

A number of models and chidests have been developedde Hammell, 2002;
Spencer et al, 2003; Tracy, 2010; Whittemore et al, 2001; Yardley, 2000) to assess
the rigour, credibilityand trustworthiness of qualitative research. These include
examining such terms as truth value, applicability, consisteany, neutrality
(Krefting, 1991 based on Lincoln and Guba, 1985)herareas for examination
include integrity, criticality, and authenticity (Whittemore et al, 2001) Finlay
(2011) suggests examinirmggour, relevance, resonance and reflexivithile
Yardley (2000advises analysingensitivity to context, commitment and rigour,

transparency and coherenceglus impact and importane. Hammell (2002)
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argues the need to considauthenticity and plausibilitywhile Caelli et al (2003)
recommendaddresing the theoretical positioning ofthe researcher,and the

congruencebetween methodology and methods

Within intuitive inquiryand phenomenology, the aim is to describe and interpret
the experiences of the participants (Anderson, 2011; Smith et al, 2009) but while
the findings and discussion may reflect this, there is still a need to critically
evaluate the research processes &stablish the validity of those findings
(Whittemore et al, 2001). To this enédnd with regard to the models and
checklists described abovthe criteria for assessmendf quality for this study

are based on the design and the findings (Spencer et &3)20Thesenclude
ethics, defence of the design, the sample, data collection, and analysis. Ethical
issues havepreviouslybeen discussed in section 9.5 and the other criteria are

hereexamined in turn.

9.9.1 Defence of Design

Criticism of a pluralistienethodology or bricolage,is that it can be seen as
slurring (Baker et al, 1992) or sloppy (Hammersley, 2008; Morse, 1991) but the
opposing view is that studying the topic from a humber of perspectives can be a
strength (Wittemore et al, 2001). Hamm&R002) suggests that if a specific
design approach has been stated, there should be evidence that the guidelines
have been followed Whittemore et al (2001, 526) also suggest that adherence

S} u SZisnbtan assurance of validity v $Z § }wiiésdvrigidly to a
specific method can potentially reduce the sensitivity to nuances of meaning

(Whittemore et al, 2001).
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Whittemore et al (2001) see a tension between rigour and creativity, and that
adhering to a systematic approach to give credipitibuld be at the expense of
creativity. Finlay (2006,.322) argues that within qualitative research a creative
dimension should be applied, to capture the richness of the lived experience and
S} €& (o potedial power }( SZ & » &E 2Z4Xs se€h agtheoésent

to which the findings reflect the experience of the participants in a believable
way and that the interpretations by the researcher are trustworthy (Whittemore
et al, 2001). Authenticity is the way in which the research accura@fyrays

awareness of all the different voices of the participants (Whittemore et al, 2001).

To address the defence of thetudy design and these issues of credibility and
authenticity, there is evidencdocumentedin the study design that guidelines
for phenomenological research have been followaed also that the researcher
has been open to the creative dimension in order to intuitively portray the
experiences of the participantsthe following chapter30,11 and 12on Findings
and Discussion aim teonvey the voices of the participants accurately and

plausibly.

9.9.2 Further Consideration of Data A nalysis within this Study
It is argued that analysis and the knowledge gained from this will always be

affected by preexisting values and ideas (Seal@99). As previously discussed in

Section 8.7 (|i.26), one way of exploring the impact of these values and ideas is

through reflexivity but Mauthner and Doucet (1998) suggest that little attention

has been given to this in data analysis. A deliberate attempt was made in this
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studyto explicitly show the impaadf reflection and intuition on the analysis, as

shown in Tables3, 4 and 8 above. The continuum between reflection and

reflexivity (Finlay2002a) was introduced isection 9.6 in which reflection was

seen as a more distant thinking about teidy, and eflexivity as more of a self
awareness in the moment of the researchihe reflective journal took the form,

as suggested by Krefting (1991) of a daily schedule; methods log / decision trail;

and reflectionst thoughts, feelings, ideas, questions. Irstiiay reflexivity was

used as a way of being honest in research (Bishop and Shepherd, 2011), to
explore the tensions in the analysis and to maintain integrity (Whittemore et al,
2001). E | 8]vP Je e v ¢ 3Z u ve C AZ] Z 8Z Ess E zZ E

and their impact on the research can be mitigated (Larkin et al, 2006; Tufford and

Newman, 2010). This topic wasfirst introduced in Section 8.7 (j126) and

developed in 8ction 9.8 Study 3 Cycle 5 Integratigp{172). While it is

acknowledged that it is impossible tacompletely & | § }usS }v [e
understanding andprior knowledge (Snelgrove, 2014), attempts were made as
described earlier on to be aware of my own prejudices and assumptions in the
research design, interviews and the data analysis, through being reflexive and self
critical (AllenCollinson, 2011) However it is also conceded that my own
connection with the research topic could be seen as a strength in alerting me to

identify issues or themes in the data (Ahern, 1999; Drew, 2004).

Two further methods t@nhancethe analysis were employed. The firshsvpeer
checking. Krefting (199p.219) refers to this as discussion of the analysis with
Vv Z]Ju% ES] o[ }oo Pp AlS8Z A% E] v ]Jv <u o]s S]A
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interview transcripts from Study 2 was sent to a colleague from a different
disciplne for sharing of codes and theme categories. This allowed for deeper
reflection on the analysis and consideration of areas of importance. The other
was member checking. Krefting (1991) argues that findings can be viewed as
truthful if the people who bare that experience recognise them as accurate
descriptions. To that end a report of the findings of each study was compiled and
sent to participants for voluntary feedback to ensure that their viewpoints were
accurately represented. Mays and Pope (208@ue that this check of credibility

is limited due to different roles in the research process and that general accounts
Aloo J(( €& (E}u 8Z ]Jv ]JA]l H 0 % ES] ]% v3[e }v X dZ C
conceive this as the process of error reductiohlthough orgoing participation

was entirely voluntary, three out of seven participants responded to the report in
Study 1, four out ofen in Study 2and four out of five in Study 3While it is
accepted that not all participants responded to membeecking, those that did
indicated that they felt that their views had been represented, which denotes at

least a level of accuracy.

9.10 Summary

This chapter has described the study design in detail with consideration given to
the ethics, credibility andtrustworthiness of the research. The following
Chapters 10, 11 and 12 discuss the findings of the three separate studies and
these are then considered as a whole in Chapter TBe decision flovand time

line diagram (Figure 20 below) summarises the siecis made in the study and is

colour ceordinated in keeping with the stages described above. The boxes on
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the right (in light blue) summarise the initial and -going influences which
impact on the study actions depicted on the left. The yellow, bha@nk boxes

on the left represent studies 1, 2 and 3 (as in Figure [l&#. The lilac boxes on

the left represent potential actions. The final two green boxes on the left
represent the potential theoretical framework at the centre of the pyramid in
Figure 16. The reflection which follows considers the impact of myself on the

interviews.
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Figure20 Decision flow diagranwith time line
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Reflecti on on interviews

In my readings on interview, | found that writers are clear that the a im is to
explore the things that are pertinent to participant s rather than discussing
WKLQJV WKDW PD\ UHLQIRUFH WKH LQWHUYLHZekUparticAWHFRQFHSWLRQ
Taylor, 2005, p40) . Taylor suggests also looking at how reactions to particular

participants might have influenced the interview. Writing about frustrating

experiences can be cathartic and reflecting help s to find ways of improving

the interview (p44). I n relation to participant 2 | got the feeling towards the

end that he was neatly side tracking all my questions about his thoughts and

feelings on diabetes so it turned into a general discussion about the conduct

of GPs 2 was this feeding into my preconcep tions? | was aware that | was
expressing opinions (not really interviewing as such ) but at the time it

seemed the only way to engage him. Is this acceptable, was it allowing him to

set the agenda or was | influencing this ? Was it giving him respect to e ngage
in the discussion this way? And then | stopped the interview. | wondered
about how it is different from gathering information as a practitioner and
whether it matters how directive one is? Sometimes there are times when you

feel that you let the t opic disappear without being examined more fully so go

back to it. Is this wrong? Lots to think about and examine in relation to my

interviews.  (March 2013)
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Figure21 Mining the Data

| applied g el medium to the paper , cut out m ining tools from sheets of  foam

and applied them to the gel to create a pattern of tools on the cave walls (like

ammonites) which | then coloured with acrylic paints. | painted the large
crystal in the middle with copper, silver and gold paint , m arking it with pen
tops and then made other mining marks in the cave walls with the end of a
sellotape dispenser. | created the floor of the cave by using a textured roller

ongesso. Finally |gluedon the foam mining tools .

Following on from Immersion, | felt | needed to go back to the floal face -for
more mining of the data (reading, rereading, analysing , thinking ) for the
rough diamonds or other precious stones in the data. The crystal cave is an

attempt to reflect the need | felt to keep going, not be satisfied with a cursory

VXUIDFH YLHZ DQG WR 1GLJ GHHS: IRU ZKDW WKH GDWD ZHUH WHOOLQ.
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10.0 Study 1 Findings and Discussion

10.1 Chapter Outline

This chapter describes the findings of Studyhg lived experience of diabetes.
Discussion of those findings follow#\s indicated in the Study Design Chapter,
the findings are colour coded to differentiate between the three studies. Tables
in this Stuly 1 are in yellow.A theoretical consideration of the findings all three
studies and the links between them will be examined in ChapderThe findings

for this study have been published (Youngson et al, 2015) and presented at

national and internationaoccupational therapy conferences (sBablic Output,

p-
10.2 Study 1 The Lived Experience of Diabetes
This first study sought to understand the personal issues and reality of living with

diabetes from an occupational perspective. This section describes the

participants and introduces the themes of the lived experience.

10.2.1 Study 1 Participants

Seven pople with a diagnosis of type 1, type 2 or fhi@betes were recruited to
the study. Tabled shows the demographic details of the participants. All
participants were employed, with the exception of Alan and Anna who had both
retired, and all commentedhiat they had strong family support, either from
partners or from parents. They discusseir changing attitudes, attempts to

self manage and their thoughts on living with diabetes
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Simon and Rosemary, both with type 1, had a long experience of theitmm.
Rosemary reported that she had given birth to large babies and suspected that
Z E ] S Z S (ES ME]JVP % & Pv v CX ~Ju}lv[e Z
he was aged 9 and he had had to make adjustments as he grew up to take over

management fromhis parents.

W ES] 19 Age Typeof diabetes Time since diagnosis
Pseudonym

Rosemary 50 Type 1 diabetes 19 years

Simon 23 Type 1 diabetes 14 years

Alan 64 Type 2 diabetes 4 years

Anna 64 Type 2 diabetes 12 years

Terry 41 Type 2 diabetes 6 weeks

Albert 51 Prediabetes 8 months

Rachel 54 Prediabetes 5 years

Table9 Demographics of Participants Study 1

The participants with type 2 had a variety of experiences and length of time with

§Z }v 18]}vX o v[* P v (}0o0}A]JvP suyEP EC v Z ( 08
}Jv 18]}v A« AEC *§ o Vv uvP oX Vv [« «3}EC A

around her managenmg of diabetes. After a number of years of ignoring her

symptoms she had decided to take control and reported she had lost 13 stones in

12 months. Terry had been recently diagnosed and was able to give a

perspective on the early part of his diabetes joey. Although he had noticed

warning signs and was not surprised at the diagnosis, he described his struggle

and shock at having to confront the lifestyle changes.

Albert and Rachel had been diagnosed with-gigbetes. Like Terry, Albert was

atthess €3 }( Z]* i}uEV CU 03ZI}uUPZ A ¢ epe%] J}pue }us
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of pre ] S X Z Z o[ ] Pv}e]e Z } HEE A C Ee* %d
described the difficulties of trying to prevent the development of type 2 diabetes

without support of the health services.

10.2.2 Study 1 The Themes of Living with Diabetes

As previously described in Chapter &udy Design, the reflexive and creative

V OCe]e }( 00 %o ES] 1% VvSe[ A% E] Vv }( ] S %E} |
shared understandingThe felted metaphor of charting a course of health and
wellbeing through the choppy sea of life (see Figuzeb&low) is first explained,

as described to the particgmts in the interim report:

In this metaphor the boat is the person with diabetes or-giedetes charting a
course of health and wellbeing, but inevitably is sometimes blown off route by the
wind and waves. The waves are lifestyle issutsnily problems, jobs, anything else

that temporarily impacts on life and steers you away from the nowoatse. lliness
symptoms also impact on the boat and the boat can deteriorate as a result of this but
still sails on while the waves are being dealt with and until things can go back on
course. Sometimes there are calm seas where things are undeolcand going

well but sometimes the waves impact on the balance that everyone is trying to find:
o]AJvP AlsZ }v 13]1}v pu8 o<} A v8]vP M}thebda the®Bvs Eu o[ 0]( XXX
flotsam and jetsamt some of this is helpful but some can stall ameigh you down.

Some of you found inspiration that helped you change cotiisethe metaphor of

the seascape this could be an amazing sky, birds, whales or dolphins. Lighthouses can
show the way and also indicate danger. The sea cannot be masterea dnutrse

can be steered through it. Steering the boat is trying different aspects, diets, lifestyle
changest sometimes making progress, sometimes not........ Sometimes the sea will
be flat calm but usually there is a roll and resources are requiredefaling with it.

In terms of intervention, the healthcare providers are represented by the boat
E % ]E& Etrne@didg and advising, strengthening the boat, being a port in a
storm. Advice and education could be around understanding the sea (tdeawth

the waves), learning how to sail the boat, to get on track, try new courses through the

sea, tackle the waves in a different way, or to keep the boat mended and seaworthy.
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Figure22 Felted Metaphor: Charting a course of health and wellbeing through a choppy sea

The key themes from the data, in relation to the sea metaphor, are summarised

more traditionally in Table 10 below.

Change
Self management

Major theme Sub themes Representation in
metaphor
Impactof Physical environment The Sea
Environment Social environment
Lifestyle
Life Events
Self Identity Control The Boat
Balance
Compliance
Empowerment
Emotions
Individual Action Information gathering The Course

healthcare
providers

Relationships with

Power
Trust
Communication

The Boatyard (outside
the picture boundary)

Tablel0Key Themes Study 1

Figure 3 showshow the

sea metaphor relates to tee keythemes and how

theyinteract to dfect %0 ES] ]% VS|

JVA Ce Z}A §Z

VAJ]E}vu v§

%0 CEé] ] %0 Vé'[ ]

]o]1SC 8} u vihksdiggrapE ] S

vS]SC v
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their individual action towards managing diabetes, which in turn had
consequences on their identity and enviroant. Relationships with healthcare
providers are shown as separate, denoting the issues that arose in terms of
power, trust and communication. These major themes, as in Fi2Biwill each
be reported and quoteare includedhroughoutto give voice tohe participants
and to evidence representation of the findings. Due to the shared nature of the

E% E]vVv «SZ § EU Z] S e[]* puse &P &E 0 ** }( §Z 3

participant.

Figure23Interface between the findings and the visual metaphor
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10.2.3 Study 1 Impact of Environment

Many aspects of the environment, symbolised by the sea in the metaphor, had

§Z

Ju%e & }( Z 0}A]VP % }%o0 }(( IHEs [ }E u IJvP ]3

forward to managing theidiabetes. As shown in Table 10 and FigBethis

included the physical and social environment as well as wider aspects of lifestyle

and life events. Attempting to balance many aspects of life, led to stress, while

for

those in employment, sedentary ochaotic work life affected meals,

medication and testing in particular:

, WKLON ,7P VR EXVI WKDW IRU D ORW RI WKH WLPH , GR IRUJ

are completely erratic during the day, | very seldom have anything to eat during the
day, /g R R/l WR ZRUN D Q RdgermaryWw 7v WKD W

‘KHUH QRZ , KDYH WR WKLQN uZHOO LI ,JP JRLQJ WR EH RXI
VDQGZLFK RU , QHHG WR EX| D VDQGZLFK RU , QHHG WR ORR.
WKDW IRX GROIW NQRZ |RQROH IQR@ERGOIZWRUMTV RSHQ

QHHG WR WDNH VRPHWKLQJ ZLWK IRX MXWYY LQ FDVH SODFHV

IR L@UIVLFXOW EHFDXVH , VSHQG VR PXFK WLPH DZD| LQ KF
QH[W ZHHN LQ KRWHOV 6R ,J00 SUREBQEONKGHRQ 7XNBOCHU RED B
Thursaay. (Albert)

If you have a lifestyle that has some stresses in it, you choose ways to deal with that,
GRQIW IRX /LNH LI , JDYH XS Pl MRE , GRQIW WKLQN , Z

amount of goodies | do now . (Rache)

Major life events such as ill health, redundancy or difficult personal

circumstances had consequences as these were given precedeacenamaging

diabetes:

It was a horrible time, it was a really, there was lots and lots of things happening that
were real Ol KRUULEOH DQG , WKLQN , MXVW , GLGQIW ERWK/
NQRZ , FDPH VR IDU GRZQ WKH OLVUKMANYKDW , MXVW ZD|
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Problems with the business and so on had become such hard work for the whole

family really, forso ORQJ DQG WKH VWUHVV DQG FRSLQJ DQEG Pl K
and stress and everything had just been another focus. (Rosemary)

Although all participants felt that they had support from partners or family,
friends could also be a hindrance to managemeespecially in terms of
temptation. Terry, newly diagnosed, explained:

S WHIV TXLWH KDUG UHDOOI , ILQG LW TXLWH GLIILFXOW (VS

eating sweets and cake and biscuits and putting them in front of your face going
SOPPPPP ORPAW WKLV FUHDP FDNH DQG WKHI

cake box or sweet box or whatever. (Terry)

NQRZ ,9G EH W

The physical environment, such as steep hills or proximity to gyms or pools

]Jv(op v % ES] % vSe[ E}us]v « v u}shthofstheir 8§} £ Q

diabetes management:

We are quite out of the way in the normal sense of things. So it is so much easier
Just to get in the car . (Alan)

WKHQ , ZDV DW 8QL DQG OLYLQJ RQ FDPSXV , JRW OLNH D |HD
and went kind of nearly every day for most of the time | was there and that was, |

think that really helps because | got that into a kind of routine and  ............. that

was when | got my best HbA ;.. (Simon)

The need to be aware of new diabetes routines, and the major imgbagt could

have on lifestyle is best summed up by Terry:

&DXVH , XVHG WR EH PRUH OLNH uDK ZHOO LI ,JP GLDEHWLF

ZDQWygy WISH RI WKLQJ CKHUH LQ UHDOLWI ZKHQ LW FRPHYV

FKDQJH UHDOWKRXJKHMTV RQO|I RQH WDEOHW D GDI|I LWJV ;
have to change. (Terry)
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10.2.4 Study 1 Self Identity

Self identity, symbolised by the boat, was a major theme, raised by all
participants. In the metaphor the boat is not very substantial and this was
intended to reflect those varying experiences. The sub themes of control,
balance, compliance, empowermerdand emotions, as shown in Tabl0,

Ju% & v v A E Jv(opyv C % ES] ]% vSe[ o ve }(
differed in their perceptions of control over or with diabetes, in the ways in which

they achieved a balance between diabetes and the re$itefhow they felt able

to comply with advice and the emotional aspects of living with diabetes.

Most participants stated that they did not want to be defined by diabetes; it was
separate from their sense of self, although it also challenged their éw
themselves. For example Rosemary was determined that she was not going to let

diabetes characterise her:

When [ first was diagnosed we had a friend who was so into her diabetes | remember

WKLONLQJ u, GR QRW zZDQW WR JHW Otalked aboutlr Mithé HFDXVH 'V

time and was very openly sort of testing herself all the time and then talking about it.

$OG LW ZDV MXVW VXFK D ELJ SDUW RI KHU OLIH , WKRXJKW

,IP MXVIW JRLQJ WR JHW RQ ZL NeKedtrdme I/ (ROSemaryl W WR WKH
"lulo EoC o Vv[e A% E]v }( PE}IAJVP pu% A]SZ +}u }v

diabetes, meant that he too felt that he wanted to keep his diabetes low profile

, GRQIW ZHDU P| GLIILFXOW VIPSWRRAMaQ Pl VOHHYH DV LW .

Simon explained that he had never hidden the fact that he had diabetes and did
v}8 8Z]\v| Biaks e feel that different really U AZ]o o E3 A+ puvz 9

about being labelled:
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CHOO , GLGQIW WKLQN , KDG GLDEHWHYV ZHKfélQasihsugh WROG PH
they just labelled me with another illness . (Albert)
In terms of control, most participants, with the exception of Alan and Anna,
found managing their diabetes a struggle. Difficulties included, in terms of the
metaphor, finding the right route, committing to a particular course of action, or
setting high &andards. These are described in more detail in the section on

individual action but personal perceptions affected beliefs in achieving control:

| guess | kind of see the goal of perfect control and | see it like so far away that /

kind of almost, | try and do the next thing, the next step to get there but | guess

WKHUH MXvW IHHOV OLNH WKHUH DUH VR PDQI VWHSV WKDW
happen. (Simon)

$QG KRZ PXFK ,JP ZLOOLQJ OLNH LI , PHDQ LI, VBUDUHG PIVH
KRZ HDVI LV LW WR MXVW GULIW LQWR ERUGHUOLQH ODQG D
know really. Not having been scared. (Rachel)

Rosemary explained the paradox of finding life easier to manage if she did not

comply with her diabetic regimdygut how this also meant that this led to less

control of her diabetes:

$0G WKHQ , EHIDQ WR UHDOLVH DFWXDOOI| El QRW KDYLQJ

convenient for me and then it just slips . (Rosemary)

Participants struggled to comply with advice asdmetimes felt worse when

they achieved what was expected of them:

, UHEHO L] DQIERGI|I WULHV WR DGYLVH PH RQ ZKDW WKHI WK
ODVW UHDG DOO WKH X&) GDWH UHVHDUFK"Y

$QG , WKRXJIJKW ULIJIKW ZHOO , GLG WUI WKH GLHW VKHHWYV IR
feel any better and | did feel lousy and | was beginning to think perhaps | have got
GLDEHWHYV" 5, ZHUHQITW IHHOLQJ EUL @QGDFRK DQG
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IRXTYH JRW LW GRZQ WR ZHOO GRQH ™ $QG , ZDV WKLQNLQ
G R Z @MIbert)

Trying to comply led participants to feel guilty and, in some cases, they also felt
blamed and incompetent. In addition participants deised frustration,

confusion, fear and anxiety:

L IXHVV LWIV TXLWH [UXV.Witl2dbrhed Juierambate BIPtheVtime to
VRUW RI NHHS HYHUIWKLQJ WKH ZD| LW VKRXOG EH , JXHVV
ZKI GRHVQIW L. MisybeV rEsent Ma little bit . (Simon)

But if | think about diabetes it scares me . (Rachel)

*HQHUDOO| DQQRILQJ PXFK RI WKH WLPH DQG , ILQG WKDW , !
EH DV OLEHUDO ZLWK LW DV , ZDV Di@GeGnorfiéht | [(RoSeim@y) WKDW G L,
Only one of the participants mentioned depression. Rosemary discussed a
situation where many difficult life events interfered with her ability to manage
her diabetes. Her Diabetes Specialist Nurse had suggested a course-of anti
depressants and, although reluctant at first to admit that she needed them,

Rosemary statethat they had been beneficial:

That probably has helped me so that just the general level of anxiety was managed
much better and that probably has helped quite a lot to find (pause) the, | suppose

the emotional, the right emotional level to see this through as well, to do something

about it. (Rosemary)

Alan was an exception to the other participants in coming to terms with his

diabetes:

/! think the main message is that separate from quite a lot of other people my
GLDEHWHYV LV QRW D EXUGHQ LWJIV VRPHWKLQJ , OLYH ZLWK

of inevitable restrictions that making right choices brings. Yep. (Alan)
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10.2.5 Study 1 Individual Action

Individual action to manage diabetes is symbolised by the course through the
choppy sea in the metaphor (Figure2)2 The sub themes of information
gathering and change are linked to self management. Participants collected and
considered a great deal ohformation before trying out a particular course of
action but also had to commit to the changes in order to self manage.
Information was sought from sources other than the health service providers.
Rachel and Anna in particular wanted to make decisionw/ioat they considered

the best evidence, and found this difficult:

, UHDG ERRNV DERXW ZKI| LWJV D JUHDW LGHD DQG WKHQ , C
ERRN WKDW VDIV uQR LWJIV QRW D JRRG LGHD DFWXDOOI LI
lack of knowing what the best thing to do is | think that stops that being a permanent

commitment, (Rachel)

(YHQ ZKHQ ,7G EHHQ LQVSLUHG DQG ORRNHG DW WKLQJV LW
path | ought to take. And even when | started down a path | realiseditwa VQIW JRLQJ

to be right for me. (Anna)

For Simon it was about having an overall sense of which information was most

relevant

, JXHVV VRPH WKLQJV ,TYH IRXQG OLNH VRPH WKLQJV ,TP Wk
PHDQ WKDW WKH ZD| , WKRXJIM W XI\PHRGEG VR ,H \GCRRWQQPHFHV VD
WR WKH MLJVDZ LWJIV NLQG RI UHSODFLQJ VRPH WKLQJV RU

both | guess, which is quite confusing. (Simon)

In order to make healthy eating and lifestyle choices, participants could only
mak Z vP « C P $S]JvP ]JvsS} §Z EWBHsgd £hangeyo [ ~}(

Now my head is saying | need to do something about it but also something inside me
/s wanting to do something about it which | think is the big difference to previously.

(Rosemary)
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, P VWLOO WUILQJ WR JHW LW LQ PH KHDG WKDW , DP GLDE
DOORZHG DOO WKHP VZHHWV WKDW IRX HDW I|IRXJUH QRW
PDIEH RQFH ,JYH JRW Pl KHDG URXQG FXWWLQJ GRZQ IRX N
change my PLQG VHW WR JHW OLNH WKDW IRX NQRZ ZKDW , PHD

EXW PDIEH LQ WLPH O0ENOO FRPH WR LW

IWgVv JRW WR EH LQ IRXU PLQG VHW IRU IRX WKDW IRXJUH JR.

(Anna)

Not all participants were able to géb this point and some felt that it would

mean having to give up too much. Simon and Albert summed this up in the

following ways:

WKLQN , ZDQW WR WKLQN GLIIHUHQWOI EXW , MXVW VRUW F

’

it. (Simon)

So when, | mean | cut down on my potatoes and done this and that and | was trying

WR IROORZ WKH GLHW VKHHW IRX NQRZ UHDVRQEDEOI| DFFXL
FXUHG PH R/ PH FUDYLQJV 6R ,7G QLFN D ELVFXLW IRX NQ/

ZROJIW GR D QAbED UP

Participants needed to find their own routes and all tried out a number of

different actions. For some this was trying different diets:

6R ZHJUH RQ WKH GLHW DQG WKDWJV UHYROXWLRQLVHG F

was trying to follow wer e more about keeping it under control rather than finding

something that would cure it or help . (Albert)

WKLQN ,9YH VWDUWHG LW EI PI GLHW ZKLFK WR PH LV D E
JI9YH JRW WR VWDUW GRLQJ PRUH

exercise will come. | will start doing more,
WKLQN EHVLGHV WKRVH WZR WKLQJV DQG NHHSLQJ PHVHO! k

ORW HOVH , FDQ WKLQN RI WKDW ,JP JRLQJ WR QHHG WR GR

myself in cotton wool, you know . (Terry)

However participants found that changing diet was not necessarily

straightforward or sustainable
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$QG |IRX NQRZ , ZHQW EDFN RQ WKDW GLHW ORDGV RI WLP
ZLWK LW 6R LWJV EHHQ .ORedRkeéN| URDG EDVLFDOOI

First of all 1 thought, well | looked into the Cambridge Diet, and going on meal
UHSODFHPHQWYV DQG , VWDUWHG DW ILUVW WKLQOQNLQJ ,T700 C
for .. probably perhaps 2 or 3 weeks and | thought there is no way | can carry on

doing this. It w ill not work for me. | will have given up before | am anything like the

ZHLIKW , ZRXOG OLNH WR EH EHFDXVH , GRQIW ORRN [IRU:
(Anna)

Some alterations to diet also involved changing lifetime habits, often culturally

determined:

But | have found a level of intake that suits me and | know | now will put half a plate

R/ IRRG DVLGH L/ ,JYH KDG HQRXJK 'H ZHUHQJTW DOORZHG W
<RX DWH ZKDW zZDV LQ IURQW R/l IRX DQG WKDW zZziyv WKDW
difficult to stop doing. (Alan)

As depicted in Figur@3, the environment, self identity and individual action
A E o0 Jvs Eo]Jvl X W ES3] % v3e[ o]( A v3e Ju% §&
values and beliefs filtered the knowledge they sought Whiben influenced

S]}vX 88 u%Se S} ul Z VP e (( S % ES] ]% VS[e * \

in turn impacted on lifestyle.

10.2.6 Study 1 Relationships with Healthcare Providers

Relationships with healthcare providers were represented by the boatyard, which
is off picture in the metaphor, Figur22, and distanced in Figur23. This was
deliberate as most participants felt disconnected from the health professionals,
although alscacknowledged that they relied on them for support or monitoring.
The sub themes of trust, power and communication characterised these

interactions.
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Trust was an issue when participants felt that they received conflicting
information, had support denik or felt they were just being labelled. Simon
struggled with differing advice:

! think | started quite a while ago taking what I get told with a bit of a pinch of salt

because one minute [medication name] /s the amazing new thing that no diabetic

should OLYH ZLWKRXW DQG WKHQ , JHW WROG EIl VRPHRQH HOV
and | should be on this other one. (Simon)

AZlo o &3 A« }v Ev AlSZ AZikthéboxes @] ] v VU
which he found impersonal and unhelpful:

TKH| GRIQJ®Y M XQGHUVWDQG WKDW HYHUIERGITV DQ LQGLYLG
HYHUIERG| DV DQ LQGLYLGXDO QRW MXVW DV D FDVHORDG
EH ERWKHUHG RU SZHYYH WLFNHG WKH ER[ |IRXJUH D GLDEH
ortrydif HUHQW =~ DQG VLJIJK LWIV DOPRVW OLNH FRQWDLQPHC
ZHOO WKDWJIV WKH VKHHKAMBeltlR X VKRXOG IROORZ

Acknowledging the limits on clinic times, Alan still felt that communication was

one sided:

! suppose | quietly think to my self if | never brought up any issue to do with my
GLDEHWHV ZLWK WKH SUDFWLFH QXUVH RU ZLWK Pl GRFWAH
coming the other way. | have to initiate it all. Apart from this one test a year where

the nurse looks at my feet and prods PH ZLWK D SLQ DQG WKDW NLQG RI VW
remember the doctor ever having asked me how my diabetes is going or whatever .

(Alan)

Rachel tried to preempt development of diabetes by asking for blood sugar
monitors but was refused. She saw this as a disincentive:

| felt blamed for making an effort rather than encouraged. (Rachel)
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Similarly Rosemary compared going to see thew@PR being summoned to the

headmaster. She found the experience antagonistic and disempowering:

WHFDXVH , NQRZ L/, JR LQWR WKH GRFWRUJTV DQG MXVW IHH
over the wrist, the first thing | want to do when | come out is go and  get a chocolate
EDU EHFDXVH , IHHO UHDOOI TXLWH VRUW RI WROG RIl DQG

stressful. (Rosemary)

However Rosemary also talked about being supported by her Diabetes Specialist

Nurse:

6KHYJV EULOOLDQW VKHYITKHRI\EDWUH QYWW UQRMSEEEY U WL Y H

Anna was also able to give an example of where healthcare support worked for

her:

6KHIV D JRRG GRFWRU 6KHIV YHUI NLQG 6KHJV VRPHRQH |
PH JR DZD| DQG VKH GLGQIW VRX IFH@J IMD WRDWD QG VKH M.
SIHDK LI IRX WKLQN ", WKLQN VKH WKRXJKW , ZDV LQWHOOL
WR JR DERXW ZKDW , GLG D@@®aWKDWYIV ZKDW , GLG

What is clear, as shown by the dotted arrow in Fig2Beis that participats felt

that healthcare professionals did not, on the whole, take into account individual

lifestyles, live events and sense of self. To them it appeared that advice was

directed at actions that the professionals thought were important, regardless of

whether this suited the individual.

10.3 Study 1 Discussion

This discussion focuses on the findings of shedy and also on the use of the
metaphor to represent the lived experience of the participants. It incorporates
the comments from the participants who responded to the report on the

findings. A more detailed theoretical discussion of Study 1 in relationhe t
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other two studies will take place in Chapter 13, where the implications for

contribution to knowledge will also be considered.

The multicomponent aspects of environment (physical, social and cultural,
lifestyle and life events); self identity (incladi sense of control, emotional state

and ability to comply with medical advice); individual action (information
gathering and managing change); and relationships with healthcare providers all

had impact.dZ % ES] [% v3e[ A% E] v ithBidbetdswasZ § 0]A]
a complex balancing act between managing or preventing diabetes on the one

hand and trying to live a normal life on the other, supporting the findings of
Ingadottir and Halldorsdottir (2008) Participants recognised the impact of life

events on management and all were faced with possibilities and obstacles, as
described by Andersson et al (2008). Barriers to management related to fitting it

in to individual lifestyles (Hadit al, 2002).

Gomersall et al (2011) proposed that the comjthef assimilating information
}us ] S ¢ }uo o vV e SZE S 8} %o Ee}v[e ¢ ve I
of ability to assimilate information on self identity was not reflected in this study
but certainly the very fact of having diabetes was. nAtansidered this in his
feedback:

BV ORQJ DV WKH FRQGLWLRQ R!I GLDEHWHYV LV uRXW WKHUHT
will be a threat, something with which to fight, with which to be in constant conflict.
The condition and the individual are not tw o but integrated and the degree to which

they are integrated is the degree to which the individual is healthy . (Alan)
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Handley et al (2010) discussed the complexity of mastery over diabetes and
similarly suggested that to be in control was to integrateaocept diabetes. The
participants here all described the ways in which they felt that their own identity
was affected by their sense of control, empowerment, ability to comply and by

their emotional response to their diabetes.

The ability to handlehte responsibility for self management (Minet et al, 2011)

was also a factor described by participants. Those with type 1, in particular,

described times when they could no longer be bothered to comply and both

admitted that control was a very variable cept. Edwall et al (2008pnsidered

the need for internalising mastery in order to incorporate diabetes into everyday

life. Although it is acknowledged that managing diabetes on a daily basis can be

difficult (Edwall et al, 2008; Handley et al, 2018git research implied that there

was a process by which people adapted to and were able to maintain control

over their diabetes. However, the experiences reported here implied that this

A+ v}s o]v & %E} <« }(u 8 EC v 3$ZdPpeope®ffio]( A v
JUE [X o Z Z 0o ] pee ]Jv Z E ( | ~ o}Ae Z vP }

and it is likely that the concept of control changes from one day to the next.

Participants reported many interactions with healthcare providers but felt that

they did not always get the individual support they needed to achieve successful
management. This did not reflect the active involvement aspirations of Standard

3 of the National Service Framework for Diabetes (DOH, 2001) which called for
integrating both tZ %o Ee}Vv[e pHV]<H % E] v }( ] S e v §
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agenda for shared understanding and decisioaking (Stewart and Roter, 1989).

In his feedback on the interim report, Alan picked up on this point:
There has to be a balance between imparting factual and technical information and a
nurturing caring encouraging relationship, patient centred with those conditions of
empathy, positive regard and non-judgement. (Alan)
Rachel also raised this as an issue in her feedback, indicating that current
attitudes from healthcare staff resulted in disempowerment and a possible lack
of compliance:
The holistic approach makes it clear that blame is inappropriate and that labelling
someone as coping poorly is a mistake *changes are occurring all the time. We have
some influence on health, but not total control. If health professionals took the
whole of life into account and listened to the experience and journey of people with
diabetes, they would have more chance of promoting positive health behaviours.
(Rachel)
There were some examples of good supportive healthcare but many participants
talked about being unable or unwilling to take advice (Funnell and Anderson,
2004). This related to mistrust of information received, and care plans or advice
not fitting into lifestyles, as suggested by Funnell and Ander&@i94). For
example, participants were given particular diet sheets or recommendations to
increase activity levels but this narrow focus on reducing risk factors did not
always suit individuals. Altlkgh Gillies et al (2007) argued that compliance was
the key to successful lifestyle intervention, strategies suggested by healthcare
professionals were not those that participants would necessarily choose and thus
were likely to lead to noswompliance (Andrson and Funnell, 2010). Feeling

belittled by healthcare staff also had an impact on compliance for the

participants, notably for Rosemary who admitted to rewarding herself with
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chocolate to make herself feel better after a particularly negative expeeenth

her GP.

Although compliance with test results (blood glucose, blood pressure and
cholesterol) was seen as important, getting on with life was prioritised. Stuckey

and Tisdell (200) noted that a concentration on numbers (test results) was

helpful for those living with diabetes, as it led to a negative focus. This suggests

that consideration is required as to what outcome should be used to determine
improvement in diabetes health and wellbeing. A focus on biochemical tests
(Brackenrige and Swenson, 2004; Giianuszewska et al, 2011; Matthews,

Ti1i6e ulPZ8 v}s u 8 38Z (v ]Al p o[+ PvVv X Kus }lu -« }v
quality of life (Barbosa et a2011), which is what the participants were striving

for, may also be required.

10.3.1 Study 1 Representation of the L ived Experience through

Metaphor

Although ongoing participation was voluntary, three of the participants in this
study commented on the use of the metaphd@Figure 22)to report and
represent their experiences. Their feediiawas considered to be valuable in
understanding the overall concept of the lived experience. Anna identified with
SZ U S %Z}E  makbylbden Bssed about a sea with my diabetes for a long
time_X NZ & %o} @Eddes ntakk Sdifference when you have hit calm seas _ U

clearly showing the ups and downs and range of conditions she had experienced.
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w

OV }uu vS  &&ly3ihink the metaphor works verywell _ v SZ v A vS }v

to analyse the artwork itself:

My first view of The Boat [self identity] was that it was too frail and fragile and could
not possibly survive the gales and turbulence of the wild ocean with all its elements. |
would like to see The Boat having the capacity to grow into robustness as the
creative elements are encountered and embodied by the patient. (Alan)
This brought new insight into the need to focus on individual strength and

resilience to manage both life and diabetes in a way that could lead to health and

wellbeing.

Rachel reiterated this viewpoint arstated that she felt that the metaphor was

useful as a visual representatiorn of

how environmental demands and challenges can influence health behaviours, health
related choices and the ever changing nature of the coping skills needed. It also
implies that diabetes is just one aspect of life and sometimes has to take second
place to other issues as they crop up. (Rachel)
Creative metaphor has been used to establish meaning in supporting and
understanding people with diabetes (Stuckey, 2009; StuckeyTasdkll, 200)
and the feedback from these three participants suggested that creative metaphor

was an appropriate and helpful way to encapsulate their experiences and gave

them the opportunity to make further comment.

10.4 Study 1 Summary
This chapter has described the findings of study 1 and discussed these in relation
to the literature on the lived experience of diabetes. The use of metaphor to

conceptualise that experience has also been considered. The findings, and
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feedback from partipants on those findings, indicate that living with diabetes is
not just about achieving optimum test results but about balancing out the
requirements of diabetes management with the wellbeing of living a normal life.
This suggests that a holistic, npardgemental approach is required to understand
the impact of life events and self identity on enabling resilience to manage that
balance. Thenext chapter reports the findings of Study Zhe following excerpt

reflects on the process of creating the feltesea metaphor.

Reflections on creating the felted sea metaphor

I went back to the Kincheloe and McLaren chapter and to bricolage and a

sentence sparked off what felt like a bit of a breakthrough 2 although
VRPHWLPHYV LW:V KDUG WR NQRZ s fanikuH(WwhyaHe Isipebhision

team is so important to bounce these ideas off). It was about the bricoleur

attempting to understand the fabric and the processes which shape it ( 2005,

p320) 2they were referring to the social fabric and rigour 2put th is seemed to

me to be analogous with the felt making: from a process point of view the felt

making (alpaca) attempts allow some understanding of the fabric 2LW GRHVQ-W
react in the same way as merino, it needs more forces applied, bits drop off

but stitch ing brings a new facet 2 colours, shapes, thickness. It becomes

something else from the bits of wool that were originally there . The sheering of

the fur is like the info shared by the participants, it is manipulated (wetted,

soaped, rolled, examined, roll ed again in different directions), examined

both sides, a decision is made about which way is up. The salient features are

highlighted through stitching, the themes through free sewing, what is the

HQG UHVXOW" ,W-V QRW D VWDQGDUGLVHG WEpdridsvahHiegWw EHFDXVH
materials in the first place and also on the knowledge and skill of the felt

maker (researcher). | then looked at the other (merino) felted piece and saw

a tossing sea and found my metaphor for the first stage of the research 2 that

the li ved experience of diabetes (or pre - diabetes) is like being tossed about on

the open sea:

| found a skeleton leaf which I cut into the shape of a boat 2 deliberately

IHDWKHUOLNH 7KH ERDW LV WKH fDQFKRU:- DURXQG ZKLFK WKH LC
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established (it becomes more substantial) and through which some control

can be steered and the waves are the forces or context that push and pull, ebb

and flow, some can be ignored, others are deep and worrying. The ninth

wave represents the left field symptoms, t he unexpected. Not every sailor

experiences this. But the sea is rarely calm.

It seemed to me to be an almost magical progression through the artwork

from the notion of the data being cut up into pieces (as in the coding work)

to this complex felted p icture of the boat on the storm tossed sea. May be this

LV WKH QH[W VWDJH :KDW GR SHRSOH:V VHDV ORRN OLNH" +RZ VWUF
Who is the crew 2 family and significant others? How else might people be

visualising it? How can this transform our understanding and support?

| feel excited by this and then doubt creeps in 2 KRZ GR , NQRZ WKLV LVQ-W
researcher bias? How can | be sure that this is the end result of an analysis of

data and reflexivity? | think back on previous attempts at coding and
theming, line by line, categories, themes, connections, comparisons; followed

by the forcefield analysis; and then trying to fit the data to the OT theory 2
the MOHO and the Ecological Model of Occupation; and then abandoning

that and going back to th e data once more. Then abandoning the data and

reading through the research methodology where once again things started

to chime and the data became alive again. Then wanting to give a voice to

that data through the doctoral colloquium and feeling the ne ed to write to
the participants to report on what has happened but being mindful of my bias

as an OT researcher.

| started to examine the metaphor from all sides to see if it fits 2 is there

anything wrong with it? It feels comfortable because it doesn ‘W DSSHDU WR
channel the experience of the participants into the more linear - struggle,

take control, maintain control - themes which highlight the current lived

H[SHULHQFH OLWHUDWXUH $OVR LWV QRW QHFHVVDULO\ D PHWDSK
(gardening an d walking would be more likely ones). | am not a sailor in

the conventional sense but | too sail through life. (June 2013)
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Figure24 Headspace

| played around with photographs of my profile in Photoshop Elements with

different textures to symbolise 12 GLIIHUHQW fKHDG I\ F ELY -them out
and glued them to cardboard with different papers on the right and left of

each head 2 thus providing 24 different versions .| then attached them

together making a concertina out of cardboard

This piece is a critical reflection on myself as researcher and represents the
different selves | bring to the research. Who are they? My self as practitioner,

theorist, researcher, wife, friend, sceptic, daughter, artist, political being,

student, teacher? The self | started in the research journey, the selves |
become in the journey? | pondered on the impact  of these selves on the
research and the impossibili ty of separating them, or knowing which self |

was bracketing out and which | was potentially leaving.
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11. Study 2 Findings and Discussion

11.1 Chapter Outline

This chapter describes the findings of Study 2 Living with diabetes: an
} H% 3]}v 0 3Z E %o]e3Duedko the d&4ge dhdunk of data produced
and the variety of topics covered, this chapter is divided into sections. After the
introduction the frst section covers the use of metaphor in understanding the
experiences of diabetes. The next section considers the role of occupational
therapy in diabetes self management. For ease of readirsgudsion of these
findings is integrated into each seatioln line with the colour coding introduced

in the Study Design chapter, all findings tables for Study 2 atdum The
theoretical consideration of the findings of all three studies and the links

between them will be examined in Chapter 13.

11.2 Study 2 Introduction and Participants

This second study sought to understand the perspectives of occupational
therapists living with diabetes. Hawing on from the first stagethis study
explored the metaphors that participants used to describe thepesiences of
diabetes and how metaphor might help understanding of this condition. In
addition this study aimed to investigate what these occupational therapists saw
as the role of occupational therapy in the management of diabetes. This latter
aspect mvolved how participants might apply occupational therapy principles and

practice WFOT, 201to their own diabetes self management and what they saw
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as the role of occupational therapy for others with diabetes. This section

describes the participants.

11.2.1 Study 2 Participants

Ten occupational therapists (nine froBnglandand one from the USA) with a
diagnosis of type 1, type 2, prhabetes or gestational diabetes were recruited to
the study. All names used are pseudonym3able1l shows the demographic
details of the participants. All participants were currently employed in a variety
of occupational therapy roles and most had had a number of posts in a number

of different practice areas.

Nancy Gestational diabetes 11 years ago 52
Helen Prediabetes <1 year 53
Martin Prediabetes <1 year 41
Frances Type 1 41 years 48
Jill Type 1 22 years 47
Karen Type 1 27 years 37
Susan Type 1 32 years 36
Carol Type 2 9 years 50
Jessica Type 2 10 years 53
Vanessa Type 2 <1 year 53

Table11 Demographics of Study 2 Participants

As this is a relatively small occupational therapy practice community, work details
are summarised generally rather than individually in Table 12 to maintain

anonymity.
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Years practising in O] 1 t33 years (mea1.9 years)

Practice areas Education
(previous or current):| Learning Disabilities
Management

Mental health: adult, older adult,
(in-patient and community)

Paediatrics

Physical health: A&E, acute, burns, card
rehab, elderly care, HIV and AIDS,
orthopaedics, palliative care,
rehabilitation, respiratory, stroke, surgicg
wheelchairs (in hospital or community
based)

Table12 Work roles of occupational therapy participants

Eight of the participants were married withmilies and had a number of roles to
uv P X dz }8Z & 3A}U AZ]Jo <]JvPo U Z (u]loC
gestational diabeteslDF, 2013phad occurred eleven years previously but she

recognised the fact that she was at increased risk of developing2ypabetes.

Helen and Martin had both been diagnosed with joiebetes Mainous 11l et al,
2014 within the previous twelve months and both were keen to make changes
to try to prevent developing type 2 diabeteddrayan et al, 2002 Martin
discussecdhis experience of a few months of unidentified ill health and that his
diagnosis was both a shock and a relief. Helen stated that she had similarly
experienced periods of not being quite well and had had numerous trips to the
doctor before her diagnosisLike Martin, for Helen there was some relief that
the symptoms had not signified something worse and the diagnosis gave her the

prompt she felt she needed to make changes to her lifestyle.
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Frances, Jill, Karen and Susan had had type 1 dialg&€s 201B) for many

years. With the exception of Jill, all had developed the condition in childhood

and had gone through phases of rebelling against their diabetes as they grew up.
:]Joo[s ] & e Z v ] Pv}e § AJEI v «Z . E] Zz E

diabetes over the years as having been erratic.

Carol and Jessica had both had type 2 diabetes for a number of years. Carol had
had gestational diabetes in both pregnancies before being diagnosed later with
type 2 diabetes. She described fear (of infes and future complications) as a
motivator for managing her condition. Jessica, by contrast, admitted that she did
very little to manage her diabetes, preferring to ignore it where at all possible.
Vanessa had recently been diagnosed with type 2.e bikers she had gone
through a period of not feeling well and had been surprised at the diagnosis, but

had used the diagnosis as@mulusto make lifestyle changes.

11.3 Study 2 Metaphor preparation, usefulness and analysis

This section first describeéke metaphors that participants prepared prior to the
interviews, the themes related to generating the metaphor and the usefulness of
metaphors to understand diabetes. This is followed by an analysis of the
metaphors used generally in the discourse oé timterviews to explore more

widely these themes.
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11.3.1 Study 2 Prepared Metaphors

Prior to interview participants had been asked to prepare a metaphor (Gauntlett,
2007) t a picture, a poem, a photograph, an object, or something of their own
creatont AZ] Z v %ospo § SZ ]E AE% E]lv }( ]- 8§ X
prepared metaphos were analysed in terms of generating the metaphor, the
metaphor itself, and its usefulness. Individual metaphors are discussed first,
along with the explanations that the participants provided. Five of the
participants brought along pictures to helxm@ain their metaphors. TablE3

summarises the range of metaphors.

Nine of the ten participants prepared a metaphor. Karen reported that she had

been unable to come up with a metaphor, explaining that

, FDQ GHVFULEH ZKDW Pl GLDEHWHV LV WR PHSEXIkKe, FDQITW
LW EHFDXVH WR PH Pl GLDEHWHV LV WKHUH ZHOO LW KDVQ!
WKHUH VLQFH LWJV D OLWWOH (Kadved)W R/ Pl OLIH LWJV ZKR

The following brief excerpts, introduce and then explain the metaphors in the

%00 GEé] ]%o Vé'[ }AV A}CE X

Nancy prepared a photoollage of those aspects of managing her gestational
diabetes that were significant to her. This involved looking for objeath s1$

her meter, lancet, strips and a leaflet about managing her condition and she
reported that it was important to arrange the objects to create a collage that

focussed on what she needed to do at the time.
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Nancy Collage of experience
of gestational
diabetes

Martin Picture of face

Acronym of food

Helen Taking the right path

Frances Another layer of skin

Jill White water
kayaking

Susan Tug of War

Karen No metaphor

Carol Slimming World
Booklet

Photo of cup cakes

Vanessa Competition /
Steeple chase

Jessica Untidy house

Table13 Metaphors prepared prior to interview by Study 2 participants
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Nancy explained that one of her twin foetudesd died at 4 months, shortly after
which she had been diagnosed with gestational diabetes, and the photographs of
babies in the womb, which she had found in a b¢NKsson, 20@), symbolised

this time. She found that it gave her the opportunityrédlect back on that time

and on how strong her motivation had been to manage her diabetes to ensure

that the remaining baby survived:

/ thought a lot about the metaphor, got the picture taken and then played around

with several different things to put it together. | think what it meant for me was a

kind of looking back and seeing that | was able to put that kind of focus into what

was needed to be done and that was very important and motivating, certainly it was

a kind of reaffirming, a validation ofthe ORYH , KDYH IRU Pl GDXJKWHU
little bit of past, present, future kind of reflecting through putting that metaphor
together. (Nancy)

Martin reported that his metaphors came to him straightaway. He drew a
picture of a face and preparechacronym to represent two different aspects of
his diagnosis that were significant to him. Martin feared that his ill health prior to
diagnosis might have been related to something that he considered much more
serious so when the news came he was bothexed and shocked, with he
represented on the face. Martin also thought about his egoing battle to
manage his weight over the years and his relationship with food which, he

explained, might havked to developing praliabetes:

6R RQ WKH RQFr goDelsmie) fake which is the relieved half of my face

DQG RQ WKH RWKHU KDO/! LWJV VXSSRVHG WR VKRZ WKH VKR
news that | could be close to being diabetic type 2...... ! also thought, | think for me,

LWIV DOO DEARAXW VRXRGV Z-UFLONVIDH Blield IOD @dr Downfall.......... /

ORYH IRRG EXW ZKHUH LWJV Pl GRZQIDOO LV HDWLQJ WRR P.
and treating it wrongly. (Martin)
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Helen planned a picture on which were printed six imagespaths. Her
metaphor represented her need to take the right path following diagnosis. She
reported that she had found it difficult to come up with a metaphor but that once
she had decided on the paths she felt it signified the choices she was faced with
av 8Z v 8} 8 C }v AZ § egpodpath W 57 "

SHOO ,9YH JRW D VHOHFWLRQ R!I SLFWXUHV WKDW EDVLFDOOI
WKHQ IRX FDQ JR RQH ZDI RU WKH RWKHU WKHUHTV DOO WK
VXFFHVV DQG IDLOXUH EXW DFWXDOOI| LWIWU QRUWH ENHOL W\
PRUH WKH JRRG URXWH RU WKH EDG URXWH , ITHOW WKLV LV
KRSHIXOO0|I WKH ULJKW VLGH Lwgv JRW WR EH RQH RU
RQH zZD|l RU WKH RWKHU ZKLFK ZDI| |R K flépathRduQlenW R JR DQ

must then stay on. (Helen)

Frances reported that she had tried out a number of metaphors such as putting

on a jumper or other clothes but then thought that she could take these off and
realised that this was not the right metaphoorfher. She decided that her

U 8 %oZ} @ aother Byerof skin_ X dZ]s A e «]Pv](] v8 (JE &E v -
felt that her diabetes did not just sit in her pancreas but had the potential to

affect the whole of her life, although it did not limit heShe reported that she

had found the metaphor interesting to thik about and that it felt right:

And the way | described it is like another layer of skin for me in that, | remember as /

described, having to put it on, taking on the additional responsibilit ies and

understanding | will always have an additional part of me that needs to be looked

after. So a bit like you moisturise your skin, a bit like you wash your hands, all of this

IRXJUH ORRNLQJ DIWHU IRXUVHO! ZHOO PLAQ &l bit Mo.QRWKHU C
, FDQIW WDNH LW RIl VR , FDQIW SXW LW GRZQ DQG IRUJHW
Ll IRX GRQIW IRX IHHO DQG ZLOO HYHQWXDOOI VHH WKH H/I
suppose it can affect, any part of me but | suppose becau se it does, or has the
SRWHQWLDO WR DIIHFW Pl ZKROH OLIH LV ZK| , WKRXJKW LW
OLNH LWYTV DFRR@yyWUDL QW
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Jill was the only participant of this study who had already seen the sea metaphor
from study 1 prior tonterview. She explained that she had tried a number of
metaphors such as cycling or growing plants but had returned to the sea
metaphor to adapt it. Jill explained that she did not have a choice with her
diabetes and that she was instead following a mautar route, as in a river, and
that she could not get off. She explained that her metaphor was all about
balance and control and her attempt to accept that she was not going to be able
to manage it well all the time. She reported that she had fourghitsfying to

find something that she felt encompassed all aspects of her diabetes

, WKRXJKW DFWXDOOI| LWJV D ELW OLNH NDIDNLQJ $0Q0G ,

EDODQFH IRXJYH JRW WKH GLUHFWLRQ IRXJYH JRW D ELW |}
GHSHQGLQJ RQ FRQGLWLRQV WKDW DUH RXW R/ IRXU FRQ

conditions or flood conditions or, and those things that | talked about before coming

in from left of field but they still have to be managed and they still have to be worked

wLWK |RX FDQIW LIQRUH WKHP EHFDXVH WKHI GRQIW JR DZI
>SLQGLFDWHV GLDJIJUDP@ DQG WLPHV ZKHQ DFWXDOOI ,JYH JR
WKHUHYTV D OLWWOH NDIDN WKHUH DQG LW FDQ VREHWLPHYV |

/s just wild and foamy and steep and perhaps not feeling very in control and you can

have very high sides sometimes, you can have gorges ... In terms of the kayaking

WKHUHTV WKH FKDOOHQJH R/ LW LWJIV QRW HDVI a$QG IRX F

fgnore the challenge (laughs) but | think if you ignore the challenge you end up in the

IRDPI VWHHS ZDWHU , VXSSRVH ,JYH KDG WLPHV ZKHQ
FOLPEHG EDFN LQ Pl ERDW VOLJKWOI| ZHW VO&NKWO| FROG
MRXUQH| DQG LWJV QRW RQH ZKHUH IRX FDQ WKLQN uULJKW

WKDWJV QRW DQ RSWLRQ. (BIR LWJV D ORQJ MRXUQH I

Aae V[ e U S %Z}E A+ o }v %0 S V v }uul]du vs dz

and Strosahl2004). She explained that she had seen a video or diagram of the
metaphor, had liked the creativity of it and felt that it fitted with her situation.

Susan reported that her metaphor was fundamentally about the struggle of life

214



on many levels, her reali S]}v §Z § Zv}@&u o[ ] Vv}S A]*S v Z CE
more accepting of her situation:

The Struggle +if we want to call it a struggle is like that of the tug of war game. The

demons fof our diabetes at one end and us the other. When we pull tight the

demons come closer, when the demons are pulling tighter we are pu lled towards

them. Whoever is winning the demons are always either being drawn closer or we

are being drawn closer to them. No one really wins. You just need to let go of the

rope so there is no struggle. Fight over. Learn to accept the diabetes and the

demons and life is easier to handle.............. it more represents a struggle of
FRQVWDQWOI WUILQJ WR EH SHUIHFW , GRQIW NQRZ LI DQI /
EXW ZHJUHalw&yZ wanting to have good blood sugars and to be the perfect

SHUVRQ EH WKH SHUIHFW GDXJKWHU RU EH WKH SHUIHFW 2
spent too much of my life trying to follow the rules, you know, and trying to stick to

therulestobe, to JHW LW ULJKW DQG LWYJTV OL@®bssalfyKH PHWDSKRU O

Carol reported that she had found it hard to generate a metaphor and that she
had spent some time thinking about what she could bring to the interview that
represented important aspects of herddtity. She decided that her Slimming
World® booklet represented her journey in losing weight to improve her
diabetes management. The picture of cupcakes represented her love of food

and baking and the potential conflict between that and slimming. Gepmrted

that she saw both of theras very much part of her life:

So this is my Slhimming World book which | brought in. It /s the second Slimming

CRUOG ERRN ,JYH KDG LW GRHVQIW LQGLFDWH , ZDV VW,
week | was 11 stone 12. So | want to be 10% ish in my head. So yes, so this is kind

RI OLNH WKDWJV ArheBitRuV poi Wedtad Itd kindw...... Well interesting

WKH RWKHU SLFWXUH R/ FRXUVH LV ,9P D JUHDW EDNHU

life at the mom ent. (Carol)

Vanessa also reported that she had initially found it difficult to come up with a

metaphor but after thinking about it for some time had decided that the
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competition element was important and then refined this to the metaphor of a
steeplechae. She explained that her experience was very much around control.
The hurdles and water jumps represented other health issues which could
threaten her sense of control and which she was sometimes battling but it was
also importarn for her to meet the ballenge:

It is a competition, myself v diabetes, a battle and | am winning. | am in control and

will not be beaten. | am stronger and healthier now than | was before diagnosis.......

Lwgv D ELW OLNH WKH VWHHSOH FKDVH DV D UDFH LQ WKD
URXQG VR WIRDRGQIWKIHHORQJ QDWXUH RI LW ,WJV DQ HQG
NLQG R/ TXLFN VSULQW $QG WKHQ IRXJYH JRW KXUGOHV |
chase. So you have to get yourself over things and so those for me are things where

my health goes off. (Vanessa)
Jessica admitted that she thought that the idea of generating a metaphor was
Slightly barking 8} P]v A]§8Z v Z $Z}uPz3 1% Al}lpuo 1((]
explained that when she was trying to think of metaphors she thought that guilt
came intoit as she felt she should be managing it better. She reported that the
Us %Z}E }( v uvsd] C Zlwmved $Z ANZ~N <Z 3 ES 3§}
consider it she felt it made sense. For Jessica her metaphor reflects her busy
lifestyle and attitude to diabetg which on the whole she ignores. She explained
that the metaphor was around not putting her house in order and the guilt that

she shoulde managing her diabetes better:

! was kind of thinking somewhere along the lines of comparing it to my very untidy

KRXVH ZKLFK NLQG RI! /ILWV ZLWK Pl OLIHVWIOH UHDOOI| ODX
RQOI JRW PIVHO! WR EODPH WKDW LWJIV LQ VXFK D PHVV
incentive to clear the place up but on the whole I just ignore it and hope it wil | go

DzD|l ODXJKV VR WKDWJV NLQG R/ KRZ , ZDV FRPSDULQJ LW
and again | have a major clear up when somebody might be going to notice (laughs)

which also fits with the diabetes, If that makes sense. (Jessica)
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It can be seen that the response to generating metaphors was mixed. Five out of
the ten participants reported that they found this difficult. Four of those five
persevered to find something that they felt conceptualised their experience of
diabetes. Paticipants talked about how they generated ideas for metaphors in
terms of inspiration, trying out, and/or discarding ideas, and reflection. It was
Ju%}ES vS §Z § U § %Z}Es A% E ** % ES] ]% vSe]
sense of self or with usingspects of self such as creativity). Mestrticipants
reported that it had taken somdime to come up with a metaphor and some
recognised that their own metaphors might have changed over tirReflecting

on their experiencehey stated that their metapor would have been different a

year ago.

Clearly there are some shared meanings across the metaphors in terms of
struggle, control, achieving a balance, choices, journey, motivation and
responsibility. This is considered further in the discussion irtieclO.5.

However each metaphor is unique to the individual and indicates that

%0 Gfé] ]%o Vé[' %0 Gfé] Ho E A %o CE] v X

Overall, despite some initial doubtsll participants(apart from Karenjound the
experience of using metaphor interesting and useful to:

x make sense of the experience generally and personally

X examine and reflect on the main issues

X UV E*S VvV % S }( ] S e8ZSsS Z v[§} pEE
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x find satisfaction at finding a wayf encompassing all aspects of the

diabetes experience.

Radley (1995, dides ]s pes » 3Z A C ]Jv AZ] Z u 8§ %Z}E u | »
Z o0S8Z }v y@plerartd comprehensibleX dZ u § % Z}Ee SZ S % ES
chose to share in the interviews certaingvealed their different situations and

gave insight into the particular aspects that most concerned them (Cameron

2003; Czechmeistet994).

The concept of controlling or being controlled by diabetes appeared in the three
sports metaphors of the steeplchase, white water kayaking and tug of war, and
also in the metaphor of the untidy house. Ingadottir and Halldorsdottir (2008)
reported a similar situation where participants struggled with their diabetes,
either allowing it to control everything, to ght it or to ignore it with a
corresponding lack of control. For one of their participants this was summarised

us %Z}E] the ¢lationship between a dog and his master~/vP }SS|&E
and Halldorsdottiy2008, p610). Another participant in their stly described her

] S ¢ andninvited companion ~/vP }SS]E v , 20086135 S]|E
/Ivd E *3]vP0oC 5Z A op }( % ES] ]% VSe[ U S %Z}E-* ]* V]

their research, although the concept of mastery of diabetes is egglor

Zaltman and Zaltman (2008,175) discuss an example of diabetes control which
Ul EE}}E Aue v[e Vb ina jtugof-War. "Diabetes is pulling one end

of the rope and | am on the other end. We are each seeking victory, pulling the
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other into our control X /v ~"pe v[e U S %Z}E <Z o Ev S} o S |
dZ]e A+ v}3 8} P]JA p% HS % E }E] o00C <Z (}pv 8Z

diabetes in the tug of war, she got the control back in her life.

, 0 V[* U 8§ %Z}E }( ERBP %BZS5Z[ A - itMEV C U § %Z}C
those metaphors discussed in the Literature Revtjpm of people being stuck

v Juu} ]Jo ~&poo P (R012; Malinskr] et al1996) or being without
destination or map (Frank995), she emphasised the constant moving forward,
endurance and importance of taking the right route to success. These themes

also appeared in the steeple chase and kayaking metaphors.

The other metaphors in this study reflected the need of participants to find
something that represented an aspect of their identity. Whincup (2004) suggests
that the objects and pictures that people keep have special meanings in terms of
self identity and onstruction of identity. The pictures that participants brought
or created to talk about their diabetes (collage of gestational diabetes, Slimming
World® book, the face) appeared to encapsulate aspects of that identity. Nancy
talked about her need for #h collage to tell the whole story. The objects
represented were symbolic of her motivation, her focus on what needed to be
done, a means of reflection and a reaffirmation of her love for her daughter.
Nancy also talked about her need to arrange the ofgjeaf her collage in a
meaningful way to clarify their significance for her, reflecting the work of
Whincup (2004) and Gauntlet (2007) who both found that the way people

organised objects was symbolic of creating a unified whole to represent their
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identities.  For Carol, the Slimming W&rlasboklet and photograph of cupcakes
A @ +Cu }o] }( 28Z]« ]+ AZ}2007)wfhieh fariieo apgeared to

§Z % E]}E]SC A E ] 3§ X D ES]v[* *ulo C ( U +z}
of diagnosiswent to the core of his overwhelming emotions at the time. In
addition his acronym odFOODQ(Friend Or Oubownfal) enabled him to focus on
what for him was the heart of the issue and to explore this in the interview.
ZWuSS|vP }v v}SZ E o Cncés fepredénted (thkihg REadditional
responsibility. Frances had tried a number of metaphors before this one and this
metaphor hadclarified precisely what her diabetes meant to her (Gauntlett
2007). She was also keen to ensure that the researchematidhake inferences
about her metaphor (Camerg2003) by explaining thatL W zDvQIW OLNH VRPH 'F

Who thing that gets tighter and tighter and tighter _ X

Asking participants to explain the prepared metaphors ttity brought to the
interviews enabledunderstanding of their experiences, emotions and attitudes
(Cameron and Masler2010). Participants reported that thinking about the
metaphors had been useful to them and enabled them to focus on the main
aspects of their diabetes experiences. As a research tool it was also helpful for
allowing a unique insight into that experien¢€ameron and Masler2010).
However it must also be acknowledged that one of the participants was unable to
come up with a metaphor and thus not everyone will feel comfortable with using

these directly. Karen responded to the interim report to say that

, FHUWDLQOI| GRQIW PLQG IRX WDONL Q@ haDheénywkreBingo DFN R/ P
to read the language other people have used and how we all have said some similar

things. (Karen)
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Nancy similarly replied that

The metaphors and use of language was quite powerful! (Nancy)

11.3.2 Study 2 Metaphors Used Within the Discourse of the Interviews

It became apparent when analysing the interview transcripts that metaphors
were used liberally in the discourse. All metaphors, related to both diabetes and
ocaupational therapy were analysed using a form of metaphor analysis devised
by Cameron and Maslen (2010). See Chapter 9 Study Design for details.
Metaphors across all interview transcripts were identified and grouped into
common source domaingKosvecses2002). Table 14 gives examples of all
metaphors used by all participants and their allocation into these source domain
vehicle groups. These metaphors of everyday language were then analysed
according to the context in which they were used: diabetegulisis; diabetes
self management diabetes general management; life experience; lifestyle;
occupational therapy. The metaphors related to occupational therapy will be
examined in sectionl4. Table 15 summarises the number of metaphors used
in each of hese contextsAs can be seen in Table 15, metaphors were used less
frequently to describe life experience and lifestyle. However these metaphors
had significance for the individual participants.  The most frequent use of

metaphor was in relation to diaies selfmanagement
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ART & CRAFT

cotton, picture, sewn, woolly

BUILDING/ CONSTRUCTION
(indudingmaterials)

barrier, build, door, fence, floor, foundations, frame, framewo
ground, grounding, hotel, key, layer, line, polystyrene, rails,
(back)shelf, solid, stable, stand, street, structure, supports,
tower, underground, window

CONNECTION best friends, emhace, hold, touch, relationship

CONTAINER (in) box, fill, ¢ut of) hands, i) (enter) (out of) head, headspace
(in) heart , label,ifack oj (intoe u]v U u]v [+ C U }
(particular thing, package, place, soap boxiglit) space, sit
(in)

EDUCATION headmistress, put hand up,

FOOD / COOKING

consumes, consuming, consumed, cut/dried, distil, mix, set,
sweet tooth, tea, watering down,

FORCES

break, break down, breaking, budge, builds up, bump, chaos
crashing, dominating, drag, empower,ezgies, fluidhard,
heavily, heavy, hit, hot, kick, knock back, lean on, nudge,
positive, power, powerful, pressure, pull, push, pushed, push
reign in, rub offshock(ed)shove(d), slap, storm, stress, stretg
strike, struck, sucks, turbulent, pheaval

GAMES/SPORT

back foot, ball game, bet, catch, chance, clue, cue, deal, gg
jump, kicked, net, pitch, racing, rulgsn, run(s),running, spot,
tackle, target, threw, throw, track , treading water trigger,
waterslide, yoyo,

MACHINESTOOLS

band, checks and balances, conveyor belt, crutch, cycle,
cylinders, device, driven, equip, equipment, focus, lens, line,
rake, rocket science, rocket, scale(s), scope, scratch, slots, s
stable, stick, systems, ticking, tool(s), unpick, vaceimigh up

MILITARY

activate, bang(ing) the drum, battle, battling, beat, bombarde
call up, discipline, fight, fought, over the top, radar, rebel,
regimented, shoot, struggle, taking over, threat, trigger(ed),
Wild West, wrangle

MOVEMENT/DIRECTION

above, all over, back, bit by bit, coming at, course, creep, dep
direction, distance, down, downhill, driven, drop, dropped, en
escalating, fall, fall apart, fall out, flip, forward, from, get to,
heading, high, higher, journey, laidback, low, movimayigate,
near, on board, off, over, pace, pans out, path, pathyesak,
route, scale, send, set back, shuffle, slip, slope, spike, stands
step, there, trotted, under, up, uphill, up to, went,

NATURE
indudeslandscape, light/dark,
plants, animéa

background, borderline, beast, bees knees, burrow, clear,
colour, confluence, crop, floods, fresh air, fresh, middle grou
pear shape, plateau, quagmire, shade, skunk, star, stems,
watershed, weather

RELIGION devil, ecumenical, hell, religiously, ieis

RESOURCES blank canvas, bundle, burning (candle), catalogue, cost, end
feeds, fill need/gap, find voice, fuller, half, last rolo, lesser, log
number, out of pocket, per cent, resources, rubbish, saver,
string, switch off, tied, took stock, undwined, wears off

WARNING bells ring, rang, wakeup call

Table14 All metaphors used by all Study 2 participants and their groupings
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Diabetes 20 Movement / Start of a journeyearly

diagnosis direction (6) intervention tomoveblood sugar
levels fall outimplications of
diagnosis
Forces (5) Shoclof diagnosisdiagnosis
empoweringindividuals
Diabetes self| 229 Seetable 17
management
Diabetes 73 Movement / Prescribedhathways routes GP
general direction (11) surgeries being diagnodisiven
management or in certain waysBlood sugar

level readings beintpw, high, all
overthe place

Military (10) battling with or beingtaken over
by diabetesbeingbombarded
with information; approaches not
being on healthcare professiondl

radar
Life 10 Forces (3) Aspects of life described abaos,
experience heavy, turbulent
Machines / tools Along theline, stickthin
)
Lifestyle 17 Building / Putting self orshelf back shelf
construction (5) findingsupports home likebusy
hotel
Forces (4) Lifestyle feeling full opressure
stress

Tablel5Metaphors used by participants in relation to context

Movement / direction (n=80) metaphors (used by all participants) included the
following:
X [Blood sugar being] low, high, up, down, top, spike, peak, escalating,
running high
X Making progress toward$iaving a way to go
x Being internally driven or stepping up to make changes
x Letting self down, not wanting to slip back

X Mood being low or all over the place
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Container (n=26) metaphors included:
Xx ' 88]vP Jv §8Z E&]JPZS Z +% U *}ESJVP SZ]vPe }us ]Jv

x ldeas for self management going in, out of, at the back of head / mind

x

Putting thoughts / plans in boxes

x Getting into a better emotional place

x

Having labels applied

Games / Sports (n = 26) metaphors included:
X Setting targets
x Getting on / falling offiack; things running smoothly (or otherwise)

x Clues and rules of diabetes management

Table 16 gives a more detailed example of the analysis of this particular context
showing the range of source domains used, numbers of instances and an
overview of how mawp of the participants used these particular metaphor

groupings. Examples of the metaphors within the three most frequently used

vehicle groups in this context are given.
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Vehicle Group No of Used byParticipants

(Source domain) instances

Art & craft 2 Vanessa, Karen

Building / 7 Frances, Jessica

construction

Connection 2 Karen, Jessica

Container 26 Carol, Frances, Martin, Vanessa
Helen, Nancy, Karen, Jessica

Education 2 Jill, Helen

Food / cooking 1 Nancy

Forces 17 Martin, Jill, Susan, Vanessa, Hel¢
Nancy, Karen, Jessica

Games / sport 26 Carol, Frances, Martin, Jill, Susa
Vanessa, Karen, Jessica

Machines / tools 11 Carol, Frances, Martin, Nancy,
Karen

Military 21 Frances, Martin, Susan, Vanessa
Nancy Karen

Movement / 80 Carol, Frances, Martin, Jill, Susa

direction Vanessa, Helen, Nancy, Karen,
Jessica

Nature 12 Carol, Frances, Martin, Jill, Nanc
Karen

Religion 2 Jill, Nancy

Resources 18 Carol, Frances, Martin, Jill,
Vanessa, Helen, Nandgaren,
Jessica

Warning 2 Carol

TOTAL 229

Table16 Details of metaphor vehicle groups used to describe DiabeSedf Management

The more general metaphor analysis of the interview transcripts certainly
revealed, as those participants fed back, the interesting and powerful use of
language. However caution must also be expressed in the analysis of the use of
identifying many of theconventional phrases that were used by participants.
Cameron (2010) suggests that these are often not recognised as metaphors by
the individuals using them and thus assumptions cannot be made about the
significance of their use. It may instead be morefukfor the researcher or

practitioner to listen out for the language and metaphors used in the course of
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conversation and to explore these and the context in which they occur (Cameron

2003).

11.3.3 Study 2 Visual Representation of the Metaphor Data

A way of visually understanding the metaphor data was sought to get a feel for its
meaning. The data was entered into Worfd® create word clouds, which give

a clear indication of the relative values of the metaphors used in general. The
following word claid (Figure 8) consists of all metaphors used by all participants

in all contexts (as listed in Table b% .

Figure25Word cloud representation of all metaphor groupings

The word cloud in Figure&gZhows the relative use of metaphors in the context of

diabetes selmanagementreflecting the information in Table 16.
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Figure26 Word cloud representation of metaphor groupings related to diabetes saetfanagement

Clearly metaphors for movement/direction are quite extensive and thus an
attempt was madeto represent visually the particular movement/direction
aspect of trying to balance out or get blood sugars under control. Figusb@vs
the movement/direction (up and down) and stated points in relation to the

metaphors used (which are indicated on the diagram).

Figure Z PJA o e}u e ve }( % ES] ]% v3e[ A% E] v < }

X

blood sugar levels. At times participants felt they were able to bring high levels
down to normal but many times reported that, despite their best efforts, sugar
levels crept up from nonal or escalated in an alarming way, remaining very high.
At other times sugar levels appeared to oscillate between high and low with only
one instance reported of blood sugar levels bei#got on[(Montez and Karner,
2005; Rasmussen et al, 2007)Whie most examples noted in the interviews
reflected high levels, participants also reported times when blood sugar levels
erashed _ } @opped _ 5} O0}A v ZC % }P o C(Farmpr ed al 2007;

Frankum and Ogden, 20p5The smaller triangle arrows degic $Z ZZ |PZS[ }&E
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Z %SZ[ }( $Z o0}} epuP & ¢ }v S$Z vpu €E }( S]Ju - SZ]

the adjective used (eg slightly high or really high).

Figure27 Visual representation of metaphors of movement/direction related tdood sugar

The visual representation of the metaphors was an attempt to bring another
dimension to understanding of the diabetes lived experience. Moser (2000)
E 3 %] S}E] 0 * Z u }( SZ U S %Z}E Zepu oo ]e

within this the passage of time and the different directions this path could take.
She suggests that this visual representation of the metaphor allows for a more
holistic understanding of the experience. In much the same way, the
E % E& * vS S]}v SZE}UP £std@ndoD) jand &ePdir@etion arrows
(Figure Z) give an instant and easily recognisable illustration of the movement
and direction aspect of blood sugar levels, in particular, and a sense of the

volatility and sometimes random aspect of thisg@scribed by the participants.
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11.3.4 Study 2 The Language of Control

An analysis of the use of general metaphor led to further discourse analysis of the
interview transcripts, specifically looking at the language of control. This was a
theme that hadappeared in the pregrepared metaphors and was a significant

part of the general discourse, but did not appear in the general use of metaphor.
All uses of the word control were analysed and themed as summarised in Table

17.

Internal influences related tothose aspects of managing diabetes that
participants reported were within their own sphere of influence. Participants
reflected that a key to controlling diabetes was acceptance of diabetes within
their own lives. This then allowed participants to makehoice to take control
(and not all participants made this choice) and find ways to achieve this.
However they also acknowledged the difficulties of maintaining control. As Jill

summarised:
Diabetes is this constant balance and control, trying to maintain that constantly, and
WKH UHDOLWI LV IRXJUH QRW JRLQJ WRIEH DEOH WR GR WKD|
Self belief and a sense of being self reliant were also critical to ability to manage.
This was particularly important to Karen who made a pointtrging to be
prepared for every eventuality, planning medication and emergency supplies
into an actual (and metaphorical) rucksack. For her this was about ensuring that

other people did not need to take control:

... In my head | should be able to contro O P| GLDEHWHYV , GRQIW QHHG WR

on other people. (Karen)
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SUPERORDINATHEMES SUB THEMES
INTERNAL INFLUENCES x Acceptance
Explanations given by participants abg x Taking(or not taking)control
the process of control X Achieving control
X Levels of control
x Self belief
EXTERNAL INFLUENCES x Events, situations
]JE puesS v ¢ }puse] §Z | x Impact on level of control
sphere of influence that impact on sen;s
of control
DIABETES MANAGEMENT x Preventing diabetes symptoms
Aspects of control specificallglated to | x Managing diabetes symptoms
diabetes management X W E }&E }( AzZ}[+ Jv }Vvy
or diabetes)
WEIGHT CONTROL X As part of diabetes management
A sub section of diabetes managemg x General weightontrol
and general weight management

Tablel17 Discourse analysis of use of control

External influences related to those aspects of control that participants
considered to beutside of their sphere of influence. These included events and
situations, which often occurred unexpectedly. Jessica reported that she had a
very busy work schedule, which was often unpredictable, and she worked long
hours. This took priority and vwas only when work eased off that Jessica would

consider other aspects of her life, such as diabetes:

WXW FHUWDLQO!| ZKHQ ,JP TXLHWHU DW ZRUN ,JP DFWXDOOI /

(Jessica)

Issues of controlEdwall et al, 2008; Handley et &010)directly related to
diabetes management included an attempt to control diabetes symptoms or to
prevent diabetes symptoms developin@illies et al, 2007 Participants
expressed anxiety that despite their best efforts, management was not straight

forward and that control might be illusory. As Nancy explained:

So in some way that process of having to be really regimented and in control kind of

gave an illusion that you were in control but | know that there was always a kind of a
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little underlying anxiety, even if | do this to the best of my ability it might not be good

enough, it might not work . (Nancy)
Many participants shared an image of diabetes being something separate from
them, with its own driving force, often working against them. Susan had
previously explored this in her metaphor of the tug of war. Many participants
found it hard to work out whether they or the diabetes was in control. This

paradox was succinctly summarised by Frances:

........ does it [diabetes] control you or do you control It, by being in control you might
KDYH WR GR PRUH ZKLFK IHHOV OLNH LWJV LQ FRQWURO E.
the one who does the acting on yourself, as opposed to it acting on you without you

having any control. (Frances)

The final apect of control related to specific issues around managing weight as a
way to manage diabetes. Susan reported a complicated problem around food
and diabetes and ways to control this. She described a struggle with body image
and bulimia(Elliot, 2013, bingeing(GoebeiFabbri, 2008on sugar in particular,

then worrying about the possible risk of complications and purging in an attempt
to prevent this(Mannucci et al, 2005) Eating was a way of controlling stress but
caused its own stresses. In an attemp control her eating, Susan turned to
sport:

/ think | got into sport more about weight control because | think that the eating
difficulties, although I think it stems from diabetes, it became about my body image .

(Susan)

Similarly Martin reported eang to control his stress and to reward himself, but
S ES S} SZ]Jvl 82 § Z]+ SSISu uBfealth} XZ , +3us ~SZ §

(1} z ‘u  Hgwnry . v A e }VA]v §Z2 8§18 Z o 8§
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diagnosis of praliabetes.

Helen describedhte difficulties of controlling food intake as part of her lifestyle
change to prevent developing type dlabetes. Part of this was educating her

family of reasonable portion sizes:

$QG WKH RQOI ZzDl , FRXOG FRQWURO WKHP nmeldFmusi/H , NHSW
GRQIW JLYH PH VR PXFKY ZzDV WR JLYH WKHP D VPDOOHU SO

(Helen)

Handley et al (2010) suggested that people with diabetes needed to integrate or
accept their diabetes to be in control. The findings certasuggested many
levels to the issue of control. Participants revealed that not only was acceptance
of diabetes important but also crucial was their own dmdfief as to how much
§Z C }puo JVEE}o SZ JE ] 8 X AV  «%]5ts,5Z %o
good management was difficult to achieve and might even be illusory. Events

V ]Sy S]}ve jusSe] }( S8Z %o Ee}v[e *%Z E }( Jv(op v
sense of control. The paradox of control, as described by Frances, was also
interestinginth § Z AJvBodde” %% @& o]l 3Z ] & « A « v
but the very act of doing more meant that the person was taking charge. Susan
saw the whole issue of control in diabetes as something that had no winners or
losers. Instead she advocated acceptance that control was never going to be

perfect and that it was variable over time.
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11.3.5 Study 2 Summary of Use of Metaphor to Describe Experience of
Diabetes

In summary, the prgrepared metaphors indicated what was important to
individual participants in terms of conceptualising their diabetes. For some this
was about a long onevay journey, for others a struggle to achieve balance and
control, or to make theZE]|PZS[ Z}] X dZ u S %Z}Ee* v o0
reflect on their experiences, to find new meanings and to gain deeper insight.
However it also highlightedparticularly in respect of Karethat not everyone

finds metaphors either useful or meangful. This is further discussed in Chapter

13.

The metaphor analysis dll the interview transcripts revealed the range of
metaphors used in everyday language and the main groupings displayed further
insight into the ways in which participants explainéheir experiences. The
prevalence of metaphors of movement/direction, in particular, enabled
understanding of the constant action taking place on a daily basis to manage
diabetes as well as the more long term aspects of progress, in terms of the
journey. In addition the discourse analysis of concepts such as control brought
awareness of the various facets of taking charge. For most participants this was
very important, although not always straightforward, but it also revealed that for

some, taking cotrol of diabetes was not a priority.
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11.4 Study 2 Occupational Therapy

dZ ¢ }v U i}E <% 3 }( 3Z]e *Spu C A « 5} JVA «3]P § %o
the potential role of occupational therapy in the management of diabetes.
Participants were asked to ltaabout how they used their occupational therapy

skills Creek, 200Bin their own diabetes self management, and how occupational
therapy might be applied to diabetes self management in general. There was not
general agreement and thus the data was akamined for barriers to an

occupational therapy approach. In addition, as indicated at the beginning of the

section on metaphors used within the discourse of the intervigud21) further

analysis was applied to investigate the metaphors used to describe occupational

therapy.

The four main themes of the occupational therapy analysis are summarised
below:

X % %O0C]JVP } p% 3]}v 0 8Z E % C 3} % @iddetp%o vSe[ }Av
X Applying occupational therapy in general to diabetes management

x Possible integration of occupational therapy into diabetes healthcare teams

X Barriers to occupational therapy practice in diabetes management

11.4.1 Study 2 Applying Occupational Therapy to Personal Experience of
Diabetes

Participants varied in the degree to which they felt they applied occupational

therapy practice or beliefs to their own situation. This is summarised into three
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areas of occupational therapy role; awareness of oatigmal therapy principles;
and applying those principles to own diabetes management. Table 18

summarises these areas and representation among participants.

SUPER SUB EXPLANATION Participans
ORDINATE THEMES
No role Where participans felt that diabetes Frances,
did not affect occupational Karen, Jessica

performance and thus there was no
role for OT in their self management
OT ROLE Uncertain role | Where participants felt that there Helen
probably was a roléut did not know
what this was

Potential role Where participants talked about how | Carol, Martin,
they could hypothetically have applieq Vanessa

OT to their diabetes self management

Specific role Clear belief in OT role to the Jill, Susan,
occupation ofdiabetes self Nancy
management

Integration Assimilation of OT principles / learnin¢ Carol, Jill,

AWARENESY into thinking on thinking about health generally Frances,

OF OT Martin, Helen
Impact on Impact of OT principles / learning on | Susan, Nancy
behaviour health behaviour generally
Specific Specific examples of how OT applied| Jill, Susan,

APPLYING aspects diabetes self management Nancy

oT

Table18 Applying occupational therapy tpersonalexperience of diabetes

11.4.1.1 Study 2 Occupational Therapy Role

Three of the ten participants were definite that they could not see a role for
occupational therapy in their own situation. For Frances and Karen this was due
to overall management not impacting on occupational performance while for
Jessica, ignoring her diabetes meantttehe perceived that it was not affecting
her lifestyle. One participant,Helen admitted to an uncertain role. She
explained generally that she thought there was a role but was not clear what this

could be. Carol, Vanessa and Martin did not apply odoupa therapy
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specifically to themselves but were able to describe what they could have done in
terms of goal setting and looking at lifestyle issues. Jill, Susan and Nancy had a
clear view of the occupational therapy role based on occupational therapy
conceptual models and a belief in the value of occupation for health and

wellbeing.

11.4.1.2 Study 2 Awareness of Occupational Therapy

Awareness of occupational therapy was integrated more readily into assimilating
general health principles rather thaspecifically towards diabetes. Participants
described that as occupational therapists they were more aware of health issues.
These included aspects of risk management, complications, impact of stress,

occupational balance and lifestyle issues.

Although aware of how aspects of occupational therapy could help manage
health and wellbeingonly halfof the participants put this into practice. For the
majority this was related to a perception that they did not see the need to make
changes to current lifestgs. Those who had made changes discussed ways in
which they had used the principles of occupational balarfptatuska and
Christiansen, 2008and changing routines for better health and wellbeing

generally.
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11.4.1.3 Study 2 Applying Occupational Therapy to Diabetes Self
Management

Three participants gave specific examples of how they had applied occupational
therapy to their own diabetes self management. Susan described how
fundamentally learning about the importance of occupati®ilcock, 200%and
putting this into practice for health and wellbeing had enabled her to manage
and accept her diabetes. Jill explained that she had used aspects of cognitive
behavioural therapyDuncan, 200Blearned in her training and had applied the
Model of HumanOccupation (Kielhofner2008) to understanding her own
relationship with diabetes. Nancy described the occupation of her gestational
diabetes and talked abouter changed routines, habits and roles. She described
how lifestyle choices were affected byd affected diabetes and discussed how

she worked on lifestyle balance and self care.

11.4.2 Study 2 Applying Occupational Therapy in General to Diabetes
Management

Participants were asked how they thought occupational therapy could be applied
to diabdes management in others. Four participants were certain about
} H% 3]}V 0 §8Z E % C[* UV]<H %o E+% S]A AZ]o }3Z E-
it could offer anything different from other healthcare professionals. These latter

views are explored in theestion on barriers to occupational therapy practice.

Four participants had a clear idea of the role of occupational therapy and cited
views on the value of occupation, were familiar with conceptual models of

% E ] V. % lpe $Z A IvE]Bth )@ (ELZ % EEE 0]8C
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occupation to health and wellbeing, the recognition of the occupational nature of
people and occupational problems or challenges as the focus of practice

(Kielhofner 2009 p49):

The lens that we come at with is OK this is lifestyle management, how is it impacting
their occupations, what new occupations do you need to develop in order to support
managing this chronic condition in a positive way, in a way that you still feel healthy,

that you feel good and that it supports your occupational identity. (Nancy)

6R , WKLQN 27V FDQ KHOS EIl MXVW UHDOO| DRDOIVLEJ WKH &
ILIXULQJI RXW ZLWK WKHP ZKI| LV WKDW D EDUULHU 6 R
individual to sit down andth L QN u2. VR , GR WKLV VR ZKHQ FDQ , GR Pl I
WKDQ WKLQOQNLQJ u2K , FDQIW GR LW ,JP MXVW JRLQJ WR LJC
GR $QG LWIV MXVW EUDLQVWRUPLQJ WRIHWKHU 6R WKF
of goal setting and problem solving, the activity analysis, encouragement to do

sports, the lifestyle kind of things, trying to think of the core OT skills. (Susan)

,WIV DERXW SODFLQJ RFFXSDWLRQEDO WKHUDSI WKHUH DQG |
HQGY ZH FDoKapmai eBgagement in occupation to a healthy lifestyle, and

LW ZLOO EH GLIIHUHQW IRU HYHUIERG| EXW LWJV DERXW PD
LQ WKH FROQWH[W RI WKDW SHUVRQEJV OLIH DQG SKIVLFDO D(

(Vanessa)

! WKLOQN JLYHQ WKH QDWXUH RI WKH EHDVW DQG KRZ LW LPS
IHHOLQJV DQG EHKDYLRXU DQG DFWLYLWLHV WKDW WKHI GR
EHOLHIV DERXW WKHPVHOYHV , WKLONIMWKHUHTV D PDVVLYH

While streng8Z v]vP 8Z o]vle SA v 3Z % @E}( **]}v[e %Z]0}
practice is seen as one way of building a greater understanding of the
occupational therapy role (Creek and Ormst@896; Ikiugyu2010; Kinrand Aas

2009), Gustafsson et al (2014) point out that not all practice is consistent with the
contemporary paradigm and suggest that all evidence based practice is viewed

through this lens.
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Discussion of the scope of occupational therapy practice revealdereafiices

among participants as to its application.

These differences reflected, to a certain

extent, the practice areas that participants had worked in and the language used

to describe occupational therapy. Aspects of occupational therapy highliglyted b

participants as applied to general diabetes management are summarised in Table

19. While participants were clear on how occupational therapy could be applied

hypothetically, it was recognised that this would be harder to put into practice.

Consideratia of this was analysed in terms of how occupational therapy could

Z(]18[ Jvé} ] &+ & ueU

\Y

§Z %}& v&] o EE] E-

faced in applying practice to diabetes management. The following two sections

address these areas.

Analysing activities of daily living

(Foster and Pratt, 2002)

Anxiety management

(Keable, 1989)

Balancing life prioritiesgainst managing blood

Balance (Matuska and

sugar levels Christiansen, 2008)
Baselineassessments (COT, 2013; Lawerawcett, 2007)
Education (Hoffman, 2010)

*}u }v [+ Jv ]JA] p o o]( -

Education plus (how to apply advice to context (

(Packer, 2013)

Equipment advice

(Pain and Pergily,2010)

Goal setting

(Park, 2011)

Grading

(Hagedorn, 1997)

uv Ee3 v JvP 872 ZAZ}o

Holistic nature of practice (combining both
physical and psychosocial aspects of practice,
%o

(Sumsion, 2010)

E

Life management understanding and
supporting

~ Kdale et al, 2013)

Lifestyle change

(Clarket al, 2004)

Occupational role intervening where
complications of diabetes affecble

Role t (Kielhofner, 2008)

Problemand barriersdentification

(CQOT, 2013;Duncan, 2009)

Psychological support

(McKenna, 2010)

Risk management

(Atwal et al, 2012)

Qustaining change

(Drake, 2013)

Work rehabilitation

(Cook and Lukersmith, 2010)

Table19 Scope of occupational therapy practice as applied to diabetes
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11.4.3 Study 2 Integration of Occupational Therapy into Diabetes
Healthcare Teams

It was clear from discussion in the interviews that it would be important for the
occupational therapy profession to find some way of integrating practice into
existing diabetes services rather than looking at occupational therapy as a
standalone serice. The themes generated by the data included consideration of
the unique selling point of occupational therapy; how occupational therapy
practice could support other healthcare professional team members; the ways in
which occupational therapy could adkbs perceived gaps in services; and
practical ideas for disseminating these messages. These are summarised in Table
20. Consideration of these aspects of practice will be discussed further in

Chapter 13 Theoretical Discussion.
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SUPERORDINATE THEME SUB THEMES

UNIQUEELLIN®OINT x Context of / integration into lifestyle
what does OT do differently from the ref x  Impact of environment
of the team t as cited by participants x Empowerment

x  Work/life balance

x Understanding of psychosocial aspects

X Occupational exploration

x Participation in life

X Goal setting

X Holistic

X Rewognition of individual approach
SUPPORT FOR TEAM MEMBERS X Understanding of rehahtation
not duplicating services, not stepping ( x Bringing insight / getting on side
toes, intervening to supportwhat is| x How todo as opposed tehatto do
currently on offer
GAPS IN SERVICES x Understanding whygelf managemenis

what participants said they need/want difficult

which is currently not on offdsut which Psychosocial elements

couldbe filled by oT Process of Change

Not being judgemental / giving choices
Being clear about OT role
Communication of OT role

Doing somethig different (USP)
Information sheets

Outcome measures understood by tea
Education of students as change agent

HOW TO ACHIEVE INTEGRATION
how can OT show its place in the team

X X X X X X [X X X

Table20 Suggestion as to the possible integration of occupational therapy into diabetes teams

11.4.4 Study 2 Barriers to Occupational Therapy Practice in Relation to
Diabetes

For two thirds of the participants, potential uncertainty about core beliefs and
values led to debate in the interviews as to whether occupational therapy had a
role at all in diabetes selhanagement Table 21 summarises the views of the
participants on the barriers to occupational therapy practice in relation to
diabetes in terms of the current health service; the medicalisation of diabetes;

issues within the professional generally; amack of current evidence for
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occupational therapy in diabetes self management specifically. As Frances

suggested:

, 7P VXUH WKHUHJV D ODUJH SHUFHQWDJH Rl WKH 27 SRSXODWLRQ W
there is a role that could be, or a need that c ould be met probably ...... S0 we probably need
WKH HYLGHQFH GRQIW zZzH WR VXJIHVW WKDW ZH FDQ KDYH VRPH L

play in it. (Frances)

SUPERORDINATE SUB THEMES

Health Service Development of services without OT

OT not in established pathways

Difficulty of @mmissioning of new OT services
Lack of ecognition of scope of OT practice by others
Expectations of OT by other health professionals
Other professionals taking on OT roles
Outcomes required for credibility

Restrictions on current OT practice
Medicalisation of diabetes

Complexity of condition

Lack ofgeneralevidence base

Belief in ourselves as profession

Difficulty communicating role tothers

Inability to take professional stand re roles
Recognising scope of own practice

Differing abilities

Limiting OT role

Underground practice

Theory / practice divide

Educating next generation of OTs

Lack of OT specialists

Neglected / under utilised

Lack of specific evidence base

Uncertainty as to role in diabetes

Devising therapy intervention (who, when, how, whg
How to cost upandbreak in to existing services

Diabetes

OT Profession
generally

OT Role in diabetes

X X X X X|X X X X X X X X X X X|X X|X X X X X X X X

Table21 Perceived barriers to ocqational therapy practice in relation to diabetes

These occupational therapy barriers are discussed in terms of understanding of

the role of occupational therapy, scope of practice and language used.
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11.4.4.1 Study 2 Understanding of Role of Occupational Therapy
Three participants were less convinced that occupational therapy could offer
anything different from other healthcare professionals. As these three

participants reported:

GRQIW WKLQON LW KDV WR EH DQ 27 |B&sXthé/$kis tg alkKL QN D Q.

about putting diabetes in the right place in your life, getting it integrated.  (Frances)

, TP QRW VXUH LI WKHUH LV D UROH RU QRW , VXSSRVH
diabetic nurse role or an OT role but | can imagine where function is affected that
PD|I EH EXW ,JP QRW FOHDU KRZ (Kdfed)RXOG ZRUN H[DFWOI

, FDQ VHH D UROH EXW ,JG WDNH D ELW R/ FRQYLQFLQJ VWLO
VRPHERGI| HOVH EXW ,f&s§@BW VXUH ZKI

Although these participats were able to identify potential areas of practice for
occupational therapy, this focussed more on the narrow perspective of
intervening once later diabetes comgditions impacted on dalily lives:
Where | see a role for an OT is when the effects of diabetes have affected
VRPHERGIJV RFFXSDWLRQDO SHUIRUPDQFH 6R VRPHERGI| Z
sensation in their feet and their mobility goes, or in their hands, or in their sight or
whatever .... (Frances)
This is similar to the approach to diabetekea in the 1970s and&0s, where the
focus was on practical occupational therapy solutions to later complications of
diabetes (Andrew1987; Budurowich and Loftod979). More recentlyHwang
et al (2009) identified that blood sugar and cholesterol control, foot care, and
pain and fatigue management were the main areas of concern to older adults
with diabetes. This appears to reflect the foeedical response rather than a

wider healthpromotion based on occupationScriven and Atwal (2004.426)

E (& S} §Z]« -+« dowistrdan jsecondary or tertiary health promotion
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engagement in occupation for héh and wellbeing. Scriven and Atwal (2004)
suggest that this upstream focus would widen the mandate and remit for
occupational therapy but that there is little evidence of this happening in
practice. Similarly Aglar et al (2013), who looked at the w& in which
professional values of Australian occupational therapists were linked to core
beliefs, found that there was no consensus as to involvement in health

promotion being an essential value.

In terms of understanding the role of occupational therapyilding and

Whiteford (2009) suggest that practitioners should be connected to the
philosophical foundations of the profession to meet its ethical and moral
obligations. For some of the participants, many years from training and with
practice reduced byhe work setting, it was difficult to make that connection. As

participants stated:

,WHIV OLNH ZKHQ WKH VWXGHQWYV FRPH DQG WKHI DVN PH ZKIL

and | say | have no idea what a model of practice is . (Jessica)

Well | just think LW KDVQIW DIIHFWHG PH LQ Pl RFFXSDWLRQ@DO SH
you were being strict as an OT in terms of what our key roles are |, for myself, would

not have seen a role for an OT. (Frances)

It can be argued that the paradigm shifts of the profession, even in the last 20
years (covering the average occupational therapy working life of the participants)
may have contributed to some of this uncertainty as to the role of occupational

therapy.  @uston and Whitcombe (2008) suggest that core skills may be
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redefined pragmatically by work settings and government drivers, while Wilding
(2011, p.i6ie EPH ¢ SZ S } HU% S]}v 0 S ZunEorBeiously v
complicit_ A]8Z 8Z % E A ]Jo]vR A} @EWwitthglj u E}wSE] psS]vP 3§}
the narrower focus of practice. Wilding and Whiteford (2007) and Molineux and
Baptiste (2011) suggest that this is particularly prevalent in a biomedical setting,
especially where the efficacy of practice based on pation-based discourse is

undermined by other professionals (Ashby et24115).

11.4.4.2 Study 2 Scope of Practice
Understanding of the occupational therapy role is closely linked to the scope of
% E 8] X dZ s ve }( %% E ] 3])theedthispwiteZvasC[ E}o
strong. As Jill stated
/ think as a profession, for whatever reason, we have always I think felt ourselves on
WKH EDFN IRRW HYYH DOZDIV DOORZHG RXUVHOYHV WR EV
back of a prefab and been grateful. (Jill)
In addition there was concern that occupational therapy scope of practice within
diabetes could be constrained by a perspective, perhaps shaped by past wo
experiences and expectations:

, GRQIW WKLQN WHOOLQJ SHRSOH HGXFDWLQJ DQG JLYLQJ |
WR ZRUN $QG WKDW ZRXOGQIW KDYH KHOSHG PH DW DOO [
weak if all it does is refer to an educational frame of reference and think what people

OHHG LV HGXFDWLQJ DQOG WHDFKLQJ DQG WHOOLQJ ZKDW W/
there doing it already. (Vanessg

Clouston and Whitcombe (2008) argue that the scope of occupational therapy

practice can be undermined by views of the professiamfrother healthcare
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practitioners, particularly those who are in a more powerful position in the health

hierarchy. Cooper (2012.205) suggests that, in Canada at least, scope of

% E 3] Z v v EE}YAoC (]v C }BdiesBmith paiku JAJVP (C

bunnies_ & pedple with the grab bars and the raised toilet seatsA]$Z §Z

potential for lost opportunities (Wilding2011). Research by Kiand Aag2009

p.116) revealed the role of occupational therapists seen by other members of the

multi-discipo]v & C S the knititg lady U Sdchéntraining lady_ v thé

technicalaid expert X A v A]3Z]v 8Z % E}( **]}vU } u% 3]}v o
. E] §Z ue ojackeof alltrades } @& echaméleon U AZ} o v « Jv

to the practice area a gap filler_ ~ &} E9@0/p.228). By not having a clear

picture ourselves of the scope of practice then it is likely that the general public,

as well as other professions, will struggle to understand the role of occupational

therapy (Dickinso2003; Turpin et a012). Hughes (2001) argues that if we are

not sure of our own practice then this is hardly surprising because it has neither a

statutory role nor inherent expectations.

Vanessa is clear, however, that occupational therapists neethove beyond

what others expect:

S, WEIV DERXW SODFLQJ RFFXSDWLRQ@DO WKHUDS|I WKHUH DQG |
HQGYT ZH FDQ KDYH D ORRN DW WKDW HQJIJDJIHPHQW LQ RFFXSE
LW ZLOO EH GLIIHUHQW |Raut fhakkig/thatRdet lof gositive Lrkany irD E

WKH FRQWH[W RI WKDW SHUVRQTV OLIH DQGar8$s4y L FDO DQG V
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11.4.4.3 Study 2 Language

It has been argued that the language occupational therapists use contributes to
uncertainty about pofessional identity, role and scope of practice (Creek 1998).
Denshire and MullaveX [ r§e (2003 p.Tide E&Pu S8Z § tdgchnoe }v 7
rational_ S GEue C } H% S]}v 0 SZ E %o]*Se S} « E] %0 (E
Aartistry _ }( % & S] & en]\WoopPer42012) suggests that our focus on

professional language is also at the detriment of understanding by the public.

Some participants, working within the hospital environment, referred to

Z(uv 8]}v[ & 8Z € 3Z v Z} H% 3 ited thedr]uddexsthadng] oo C o
}(sZ &}o < JvP G §} Z}voC AZ v (pv 8]}v J* (( 8
§Z}e AZ} pe 8Z 8 Eue Z} H% S]}vo E}o[ VvV Z} H%o
Z @& *3E] S 8Z < }% }( %E 8] 38} " EJAN VEC[ 3A o
engagement once diabetes had had an impact. Recent articles on occupational
therapy and diabetes also reflect this focus on function, most notably Ratzon et al
~1ifie AZ}e €& « E® Z }v v Z v (pv 8]}v v Az}« §]8o0

predict} E+ }( (Hv 8]}V ]V % }%o0 A]EZ ] & o[X

Denshire and Mullave K[ CEv ~Tiiie E&Pp ]85 u C v}Ss SZ pe
% E ¢ SZ 8§ JeS]vPu]eZ ¢} HP% S]}v 0 SZ & % C ¢ % E}(
clinical reasoning. Nancy, however, recognised ieed to be upfront about

o vPu P v § GEBu]v}io}PC Jv }E & S} A %0 ]Jv} H% S]}v

clients and other professionals:
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IXUVLQJ WHUPV LW FKURQLF GLVHDVH PDQDJHPHQW DQG , U
XS RQ WKDW ODQJIXDJIH dxpériensd iing witfOit even for that short
DPRXQW RI WLPH LV UHDOLVLQJ LWV VXFK DQ LPSRUWDQW W
that people make, the support you have in the environment, all those things that we
look at from OT perspective are just as important especially because we know the
VHULRXV VHFRQGDUI|I FRQVHTXHQFHV WKDW ZLOO KDSSHQ L

diabetes well, or even when they are. (Nancy)

11.4.4.4 Study 2 Summary of the Barriers of Occupational Therapy
Practice in Relation to Diabetes

The issues described above in terms of understanding of the role of occupational

therapy, the language and scope of practice all add up to considerable barriers in

U<
°
°

Al V]VP §Z % @E}( *<]}v[e E}o ]v3} emwanagamest }( ]

Wood et al (2013) found the barriers to occupational therapists working in health
promotion related to lack of funding and preparation as well as the limited
understanding of the occupational therapy role. They talk about the role of
occupational theE % C ]v §Z]elarg@®y unrecognised }3Z A]3Z]v v
outside the profession. They suggest that part of this reason is the alignment

with the biomedical model which may have caused therapists to lose sight of the
occupational nature of occupationa§Z @& % C[+ A] A }( Z 08Z ~D}o]v

Baptiste 2011).

For the participants barriers to occupational therapy practice in relation to
diabetes included many of the issues raised above in terms of lack of recognition

of the scope of the role by others, plus the expectations that other professionals
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had of occupational therapy. Thficulty of breaking into existing diabetes care
pathways was also seen as problematic, due in part to the medicalisation of
diabetes and a general lack of evidence base. As Vanessa and Jill explained:

, GRQIW WKLQN PRVW RI! |RXUnZliabetes@ dM&KdiaVidvdi tHingsy ZKH

LV JRLQJ WR IRFXV RQ WKDW DQG WKLQN uRK ZHOO , VKRXOG
OHWIV ILQG RXW ZKDW IRXJUH GRLQJYT , WKLQN LWIV MXVW
R/ PHGLFDOLVH LW LRANEREBGLHD@WH TVWEGY DO H GROIW W

occupational | think. (Vanessa)

I ZH GRQIW EHOLHYH LQ RXUVHOYHV ZHJUH QRW JRLQJ |
RXUVHOYHV WR EHOLHYH LQ XV««, WKLQN ZH FRQVWDQEWOI |

what we believe other people expect us to do, particularly on the wards . (Jill)
Nancy recognised the importance of trying to overcome those barriers on a
number of different levels from advocacy for the person with diabetes to

showing wider examples of how occupatanherapy could make a difference

If you can get other team members to recognise the value of what you are
FROWULEXWLQJ WR WKH WHDP WKDWJV LQFUHGLEOH ,WJTV Q
, WKL Qéank Wierént kinds of approaches. From a macro level, figure advocacy,

figure working at care systems down to if | work in this agency do people understand

WKDW , KDYH DQ H/[SHUWLVH WKDW FDQ EH FRQWULEXWHG W
And how to maNH LW UHDOO| FOHDU ZKDW WKH XQLTXH SDUW LV
facing a chronic condition, how can you redesign your occupations to fit the needs of
that chronic condition as well as maintaining the occupations that have always been

important to you or that are important. (Nancy)

Pyatak (201f) highlighted similar themes to Nancy, in her research on young
adults with type 1 diabetes, examining how engagement in occupation influenced
their ability to manage diabetes and how their selbnagement straggies

shaped occupational participation. More recently Fritz (2014) and Thompson
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(2014) have started to examine the influence of habits and daily routines on

diabetes self management.

However it is significant that vievabout potential barriersvere prevalent across
all participants and, even for those who were convinced of occupational
SZ E % C[s E}o Vv SZ Ju%}E®S v }( Jvs PE S]vP ]vs§}
the practical ways in which the profession could adfyi do this appeared
daunting:
/ can see it intellectually, | can argue it, but | am stuck at the pragmatics and the
policy for you. (Vanessa)
Concerns expressed by participants about the occupational therapy profession
v ]88+ ]0]3C &} Z & | Jv38}[ A]+8]vPxplod@tdhokthe 3}
language used through further metaphor analy&smeron and Maslen, 2010

This is summarised below.

11.4.5 Study 2 Metaphor Analysis of Occupational Therapy

All instances of metaphors used to describe occupational therapy across all
participants were identified and applied to vehicle groups. This included
occupational therapy in general, how it might be applied to diabetes
management, the impact that occupational therapy had had on them personally.
As can be seen in Table 22, the maehicle groups were building/ construction
(n=21); movement/direction (n=15); machines/tools (n=14). These are also

summarised below:
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Vehicle Group No of Participants
instances
Building / 21 Frances, Jill, Susavianessa, Helen, Nancy
construction
Connection 1 Nancy
Container 11 Frances, Jill, Susan, Vanessa, Helen, Nar
Food / cooking 3 Jill, Susan, Nancy
Forces 12 Martin, Jill, Susan, Vanessa, Helen, Nancy
Games / sport 3 Jill, Vanessa
Machines / tools| 14 FrancesMartin, Jill, Nancy
Military 4 Jill, Vanessa, Nancy
Movement / 15 Carol, Frances, Martin, Jill, Susan, Helen,
direction Nancy
Nature 2 Vanessa, Nancy
Religion 1 Nancy
Resources 6 Frances, Jill, Susan, Nancy
Warning 1 Susan
TOTAL 94

Table22 Details of metaphor vehicle groups used to describe occupational therapy

Building construction (n=21) metaphors referred to:

X

Occupational therapy frameworks and frames of mind
Doors t occupational therapy being behind closédors, not getting a
foot in the door

Keyst finding key moments, beliefs and practice being key

Undergroundt occupational therapy practice being out of sight

Movement /direction metaphors (n=15) referred to:

X

X

X

Navigating healthcare systems, occupatiotedrapy profession moving
forward (or back)

Pathwaystimportance of occupational therapy defining, being on or not
fitting into

Narrative slope (in MOHO assessment (Kielhofner,&08l4))
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Machines / tools (n=14) metaphors referred to:
X Scope of practicegycles of theory/practice
x Using OT models as a lens to view practice
X Toolstgiving people tools to enable change, theory tools to improve

practice

The metaphors of occupational therapy practising behind closed doors and being
an underground practice wer stark with participants acknowledging the
difficulties of delivering an occupation focussed practice when perceived
expectation was to fill gaps in services or take on discharge roles. In this way the
scope of practice in terms of enabling engagemenvdnupation for health and
wellbeing was seen as something that had to be hidden fesnployers rather

than promoted:

! think sometimes people believe that but they sort of do it [OT practice] a bit behind
WKH EDFN GRRU VR WKHIJUH NKHFBBIQ JXBOD NHYOH R RIGH. | T U F

slightly more occupationally focussed. (Vanessa)

.EHFDXVH , WKLQN WKDWJTV D ORW RI! ZKI| LWJV VWDIHG XQGH*F
SUDFWLFH DQG WKH IRUFHV VDIl uZzHOO IRX FDQiyeL OO IRU
JR u2.7 EXW WKHI NHHS GRLQJ LW ODXJIKV $ ORW RI LWJTV
ILQG WKHLU YRLFH DV WKHI QDYLIJDWH WKDW XQG/
NQRZ WKDWYIV WKH FDVH EXW WKLV SUHVVXUOHKEEY tVR VWURC

underground. (Nancy)

Fleming and Mattingly (1994) raised the issue of underground practice in the USA
many years ago, suggesting that this was due to the conflict between

occupational values and the biomedical culture. They reported theculify for
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occupational therapists of restricting practice along biomedical lines while
wanting to treat the whole person. As the latter was not reimbursable, it was not

} Hu vS§ v SZpue undergréund practice ~&o u]J]vP v D SS]JvPo
1994, p.298%. It is interesting that, within the NHS, even without direct billing,
participants reported a similar situation of keeping the holistic occupational

therapy practice hidden.

11.4.6 Study 2 Summary of Role of Occupational Therapy in the
Management of Diabetes

This study revealed debate around understanding of occupational therapy, scope
of practice, the language of the profession and how these can result in perceived
barriers to applying occupational therapy to diabetes self management. In
addition t demonstrated powerful stories of how participants applied
occupational therapy to themselves and how occupational therapy could have a
wider role with this long term condition.In summary the findings suggest the
complexity of applying occupational tregy to an area of healthcare where it is
not already established. Although some participants had applied occupational
therapy practice to their own situation or were able to theoretically discuss how
they might have done so (if applicable), being abledédine how occupational
therapy practice might be applied in general was more difficult. Perceived
barriers are many and varied and the strength of these views, particularly in
terms of restricted occupational therapy practice, is reflected in the metapho
used. It is acknowledged that the findings represent the views of the ten

participants and may not be representative of the profession as a whole.
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11.5 Study 2 Summary

This chapteihas described the findings ofuly 2 in terms of metaphor and the
potential role of occupational therapy in diabetes selhnagement and
discussed these in relation to the literature. The findings indicate that metaphor
is a useful tool for understanding experiences of diabetes and that its use is also
valued by partipants to enhance their own knowledge of this condition. The
examination of the role of occupational therapy raised many questions for
participants in terms of understanding, scope of practice, professional language
and barriers to fitting into and compheenting existing services. Nonetheless
some participants saw a very clear role based on the contemporary occupational
paradigm and a proposed framework for occupational therapy practice will be
considered in Chapter 13 Theoretical Discussiorhe next chpter reports the
findings of Study 3. The following reflection considers the researcher role in
attempting to recreate the lifestyle changes that participants make and the

impact this might have on thstudy.

S5HIOHFWLRQV RQ TZDONLQJ WKH WDON-

| wanted to see what it was like to do the things that are expected of people
with diabetes. How easy or difficult is it to make changes to diet and exercise.
| persuaded Sandy to take on a bit of IDFWLRQ UHVHD UnmeK -AfZatt Wdfn

doing the 5:2, we are both thinking about food differently, making healthier

choices, drinking less alcohol (sometimes) and more water. But | also
wonder how sustainable this is. How long can we do this, can we say no to
temptations that ultimately will not do us good, no t feeling we have to finish

the plate of food in front of us, overturning cultural or friendship norms that

might be causing us to overeat or over drink. The question then is whether my

own narrative affects the study . As time goes on and | become more i mmersed
does this change my views and the direction of the study ? For sure the

complexities are becoming so much more evident. (June 2013)
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Figure28 Grappling with the data

| p hotoshopped images of me and stitched them onto material, along with
panels of organza, scraps of paper and pieces of tissue paper . | then stitched
them all onto kitchen towel. The 4 pieces of kitchen towel were then  sewn
together and | applied some ribbon borders. The end result is something

which looks a bit like a quilt, the colours are bold and work well, the design
LVQ-W HQWLUHO\ fULJKW:- VRPH RI WKH SLHFHY DUHQ-W LQ WKH RUGH
In each panel there is a me and a shadow me gr appling with the data,

represented by little scraps of paper and random machine embroidery

stitching, representing the different ways | approach ed the data and showing
th at the data could be slippery and hard to interpret at times . The organza
represents  hidden depths. Overall it is another reflection on attempting to

ensure that the voices of the participants are heard and that my analysis

represents all the different voices.
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12. Study 3 Findings and Discussion

12.1 Chapter Outline

This chapter destves the findings of Study 3: Diabetes in relation to the
potential occupational therapy roleTheoretical consideration of these findings

in relation to study 1 and study 2 will be examined further in Chapter 13. As in
Chapter 11, this chapter will beganised with the discussion integrated with the
findings in each section. After the introduction, the prepared metaphors and
metaphors used in general discourse will be identified and discussed. This will be
followed by shared themes across the partaps as to the main issues
identified about living with diabeted v = % ES] % vSe[ ] JAVES
solutions to their concerns. Thegmtential solutionswill then be considered

from an occupational therapy perspectiveAll tablesand figuresin Sudy 3 are

coloured pink to differentiate them from tables in the other two studies.

12.2 Study 3 Introduction and Participants

This third study considered whether people (roccupational therapists) would

find metaphors useful to describe their experiesoof diabetes. The focus of this
study was also on experiences of diabetes suppm@tceived gaps in servicasd
potential solutionsto ascertain whether thsecould be matched by the values,
beliefs and skills of occupational therapy practice. This section describes the

participants. Pseudonyms are used for each participant.
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12.2.1 Study 3 Participants

Five participants all with a diagnosis of type 2 diabetese recruited to the
study. Table 23 shows the demographic details of the participants. At the time
of the interview all were in employment and reported a range of work and

diabetes experience.

Pseudonym Time since | Age Work role

diagnosis
Frank 10years 59 Mindfulness practitioner
Josephine 4 years 67 Sales and promotion
Louise 15 years 66 Company Director
Margaret 6 months 64 Private carer
Marilyn 5 months 34 University administrator

Table23 Demographics of Study 3 participants

Frank had had diabetes for 10 years and reported that he was still trying to find
causal links between activity, mood and blood sugar levels. He commented that
his diabetes was very variable and at times he didfeel that he understood the
mechanisms of why it was sometimes better managed than at other times. By
contrast Josephine, who had had diabetes for four years, reported that her
diabetes had little impact on her lifestyle and that most of the time she was

unaware of it.

Louise had had diabetes for 15 years and described her sense of exclusion when
she was diagnosed. This was related to both shopping for food and in food
choices she was able to make when going out with friends. She reported that her
diabetes had had agmificant impact on life in general and that sometimes she
felt like a ssocial pariah . Margaret was newly diagnosed with diabetes and was
able to share her experiences of initial diabetes education and interactions with
health services. Margaret described a number of other family health conditions
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and life events which impacted on her attite to her diabetes diagnosis and her
need to take early control. Marilyn had also been recently diagnosed and
reported that she was struggling to come to terms with the diagnosis and the life
choices she would have to make. In addition the diagnosischatlenged her
fundamental beliefs about nature and religion and had also tapped into

UUYE] »}( & o 8]A [+ E% E]v «}( ] & X

12.3 Study 3 Metaphor Preparation, Usefulness and Analysis

12.3.1 Study 3 Prepared Metaphors

This section describébe metaphors thatstudy 3participants prepared prior to

the interviews, the themes related to generating the metaphor and the
usefulness of metaphors to understand diabetes. All participants described their

metaphors and none prepared pictures. Tabk ummarises the range of

metaphors.
Pseudonym Metaphor
Frank Kayak journey
Josephine Shadow
Louise Faceless enemy
Margaret *Floundering on the end of a line
Marilyn Walking in the fog

Table24 The prepared metaphors of participants in Study 3

The following brief excerpts, which are put together from various parts of the
]Jvd EA] AU JvEE} p V 8ZV E%0 ]v 8Z U $ %Z}E- ]

words.
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Prior to the interview Frank had seefZ & « & Z E[s * Sudysl, % Z}E -~

p|186) and explained that this had resonated with himlke Jill in Study 2

(although there had been no contact between participants) had changed it to

being a kayak journey. For Frank the metaphor was the journey and the kayak

represented the management tools that were available to him. He reported that

his journey was always different but that a certain amount of preparationccoul

be factored in. Ten years on, he explained, the water could still change from

calm to choppy:

Well | really liked the metaphor that you showed me about the stormy sea. And | still

WKLOQN RI WKDW $QG ,9YH FKDQJHG LW Dmey WsoWhR EHLQJ |
WHUPV RI Pl MRXUQHI| |, TYH. EKIEDNQE HyoRtolobmpdiabetes is

LQ WKLV IDVWHU NDIDN $QG WKHUH DUH WLPHV ZKHQ ,JP S
VWLOO DQG HYHUIWKLQJTV SHUIHFW $ Q @udlykwoldeéd TV R WK H L
ZKHWKHU , ZLOO JHW EDFN DQG WKDW FRXOG EH LQ WKH VHD
WLPHV ZKHQ WKHUHYTV VRPH UDSLGV DQG , FDQ WKLQON uLwfl
WKLVYT DQG RWKHU WLPHV ZKHQ , |HH® ahd kaw st ifayéiioJR W Y H U |
KDYH WKH DELOLWI WKHQ WR NHHS JRLQJ EHFDXVH IRX NQR
long as you do all the stuff that you know how to do. (Frank)

'} %oZ]v [* U S %Z}E & (0o § Z & ( o]JvP 82 8§ Zz & ]

the baclground and not something that was in conscious thought very often. She

described her diabetes as a shadow. The shadow cannot be seei ligiit is

shone on it, as in a healthcare appointment:

, ZRXOG VDI LWJV OLNH D VKDGRZ EHGERXYWW FRRYIL IR EXAH FMLU
Ll IRX SXW VRPH OLIJKW RQ LW WKHUH LW LV BWHFDXVH L
,WEIV QRW VRPHWKLQJ WKDWJV D VKDGRZ KDQJLQJ RYHU PH
VKRXOGHU ,WEIV VRPHWKLQJ W HEVEgebéaR PSBHIWEH.O1 LQYL VL
(Josephine)
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Louise chose to focus on one aspect of her diabetes for her metaphor of the
faceless enemy. She explained this was related specifically to high fasting glucose

in the morning which was an aspect of her disdsewhich greatly concerned her:

The one thing that really wears me down is high fasting glucose in the morning, even
LI LW LV ORZ DW EHGWLPH W GRHVQIW DFWXDOO| PDWWHU
against you. All on its own. You feel as though the faceless enemy gets you in the
QLIKW DQG WRWDOOI VNHZV IRXU VXJDU OHYHO ITKDWY

/ could control that everything would tota lly change .... half the day | have a totally
artificial, as it were, not food induced, glucose rise which is screwing my HbA ;..

(Louise)

Margaret did not prepare a metaphor beforehand for her experience but used
the following metaphor in the interview}t « &] JvP zz}}I [ ]v € S
health service and then being left to fend for herself while waiting for the next
appointment. *In feedback from the report sent out to participants she stated

she was happy with this representing her metaphor:

IWIVEIDW OLNH WKURZLQJ RXW D ILVKLQJ OLQH DQG IRXJUH F
they let you flounder. (Margaret)

Marilyn described her diabetes as like walking in fog. For her this summed up her
confusion about what was the right thing to demdwhat were the right things to
eat (the obstacles). She explained that at this early stage it felt as though the fog

extended a long way and that it was something that she needed to negotiate:

,WIV UHDOOI FRQIXVLQJ LW LV LWIVNREEW IRIHB ORO L BDHE WK
obstacles in that fog, waiting for me, lampposts waiting for me to walk in to (laughs)

,WegVv VR IRJJI VR , IHHO LWYJV VR JUHI DQG IRX FDQ WUHL
WKURXJK LW |IROORZLQJ DOO WKbltDouYkhdw theRaxvicéts EHHQ JL Y
FRQIOLFWLQJ VR IRX NLQG RI , GRQIW NQRZ LW IHHOV OLN
WUHDG DEVROXWHOI SHUIHFWOI| IRXJUH JRLQJ WR HQG XS ZL
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ZLWK QR VLJIJKW WKDW | Frekefavid Witéthér @at ételand bdeddiBe BiH WK

PHGV RU ZKHWKHU LW FOHDUV EHFDXVH RI DFWLRQ , WDNH

maybe a bit of both. (Marilyn)

Z % ES3] 1% Vv3[* U S %Z}E A+ ]Jv]Al po & (o §]vP §Z

of diabetes but tlere were common themes across the interviews which are
examined further below. The response to generating metaphors was mixed.
Atu %o ES] % vSe E %o} ES *% Vv ]JvP S]u S} (]Jv }v
to the many aspects of managing diabetes sqmaeticipants wondered whether

a number of different metaphors for each of those aspects would be more
helpful than one overall metaphor and participants reported trying out a number
of ideas. It was also clear from the participants that their metaphonsldco
change from day to day and over time, depending what was particularly
important or difficult at the time, reflecting the changing nature of living with a

long term condition.

Participants reported that thinking about the metaphor was useful in teohs
reviewing life with diabetes and what it meant to them and stated that generally

this was not something they were asked tasaer by health professionals:

<HDK WUFDXVH LWIV JRW PH WR UHYLHZ Pl MRXUQHI DQG I
distractions iQ OLIH DQG DOO WKH WKLQJV ,JYH JRW WR WKLQN D
NLQG RI MXVW EHHQ OLYLQJ DQG IRX DUHQIW DVNHG WR VL
KRZ |IRX NQRZ ORVW SHRSOH GRQIW PHQWLRQ LW WR EH Kf

fo be asked to reflect on that | think. (Marilyn)

Caution was also expressed about not making assumptions about the meaning of

metaphor and ensuring clarification. As Frank explained:
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You could look at three different people in three different kayaks, in exactly t he same
NDIDN LQ HIDFWO|l WKH VDPH ULYHU DQG Br&W)| OO0 DOO EH LQ

12.3.2 Study 3 Metaphors Used Within the Discourse of the Interviews

As in Study 2, it became apparent when analysing the interview transcripts that
metaphors were useftrequentlyin the discourse. Using the template from study

2, based on Cameron and Maslen (2010), metaphors were identified and grouped
into common sourcalomains(Kosvecse2002). Table 25 gives examples of all
metaphors used by all participants and their allocation into these source domain

vehicle groups.

It can be seen that a range of metaphorical terms were used by participants to

explain their diabets experiences. Many of these are common to those found in

Study 2 (see Table 14 in Chapter 11.3222). The third column shows the

overlaps between metaphors used by paipants in Study 2. The metaphors
used are put into context in Section 12.4 which reports the themes across the
participants. Consideration of the general use of metaphors within all the

interviews is discussed in Chapter 13 Theoretical Discussion.
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VEHICLE GROUPING
(source domain)

METAPHORS COLLECTED INTO GROU

OVERLAP WITH
STUDY 2

ART & CRAFT join dots, knitting, masking, pattern, picture, woolly
picture, tailor, wool, wooliness

BUILDING/ door, (closed) (stable) door, edge, door, framework,

CONSTRUCTION framework, key (door) (latch) key, keyston key, line, rails,

(indudingmaterials) line, load, rails, safety net, stacks, table, | window
window

CONNECTION fall in love, heartbroken, stayed together, | relationshp
relationship

CONTAINER bag, (in) (outside) box, (off) chest, hat, (in) (in) box, (in) (out of)
(outside) head, (enter) headspace, head s| head, headspace,
(back of) mind, (in) shoes, (on) shoulders | (back of) mind

EDUCATION n/a

FOOD / COOKING

boils down, eggdump, menu, plates,
swallow

consumes

FORCES beat, blast, blown, blows, building up, builds up,bump,
bumping, buried, crack, crown, drag, drag, hit, knock
dragging, drowning, grab, hammered, hit, | back, pressure,
jolt, knock(s), knocking, overwhelmed, pushing, shock (ed),
pressure(s), pressurise, punched, pushing struck
ripples,shock(s) (ed), struck, surge

GAMES/SPORT aim, ball, breakout, capsize, cards, hoops, ball, jump, pitch,

jigsaw(s), juggle, jump, life raft, odds,
pieces, pitch(ed)(ing), play, rucksack,
running, $ide, swing, tag, throwing, track,
tumbling

running, track

MACHINES / TOOLS

button, crutch, figure, focus, gear, job,

MOT, order, programme, pumping system
razor, scale, screw, spin setting, tick, tickir
over, toolkit, tools, washinghachine, wheel

crutch, focus, scale,
ticking, tools

MILITARY battle, bullet, conflict, discipline, fight(ing),| battle, discipline,
firing, fought, killer, martyr(dom), minefield fight, fought, shoot,
punished, punishment, resguard action, struggle,
rocket, shooting, struggle, struggling
tanking, tied g

MOVEMENT/ along, away, back, backwards, below, back, depth, down,

DIRECTION deepening, dips, down, drop, dropped, drop, dropped, fall,
dropping, fall, fell, flow, forwards, high(er),| forward, high (er),
journey(s), lift, low(s), lowered, move, mo\ journey, low,
on, narrow,pace, path, rise, rising, road, | moving, pace, path,
route, slip, straight, stride, tipping point, | route, slip, up
top, up, way

NATURE border(line), flea, grain, herd, rat, monster| borderline, beast,

indudes landscape,
light/ dark, plants,
animal

symbiant being, sucker, turkey, wounded
animal

crop,

RELIGION soul devil
RESOURCES bandaid, gold, pill, plaster, resources
WARNING n/a

Table25 All metaphors used by all Study 3 participants and their groupings
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The findings reveal that the use of metaphor to describe experiences of diabetes
resonated with these participants. Four of the five participants reported little
difficulty in using metapor to encapsulate their experience and commented on
its usefulness to examine how they felt about their diabetes (Cameron, 2003;
Czechmeister, 1994). This also reflected the work of Stuckey (2009) who focused
on the ways in which creativity and metaphoould help participants to find
meaning for their diabetes. Although her client group were people with type 1
diabetes, the experience of finding meaning in this way was shared by the
participants in this study who all had type 2 diabetes. Participaatsmented

that exploring how they felt about their diabetes was not something they were
generally asked to do. Preparing metaphors before the interviews allowed what
"UvS0o 8§88 ~TiI1O0U % X1Te «udBdrgreunc incubation AZ & C
thinking through metaphor allows connections to be made and ideas linked

together to give structure to how people think about the experience.

Although all the metaphors were different, there were some common themes.

Of the four metaphors prepared prior to interview, twoA € ZiluEv C]J
US %Z}E+*s ~»« oSu v Vv <« 08u vU 1ii6*X &E viI[« | C | i}pu
reflected other aspects of his life context (Stuckey, 2009). For Frank, in
particular, the journey was a very variable one with periods of calm and times

when the iver was very turbulent but he was always moving forward. He saw his
management of diabetes as being dependent upon the tools at his disposal
which, in his metaphor, were represented by different types of kayak or paddles.

D E]JoCv][e- %] $]}wag Xrough @Be f@] conceptualised being at the
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beginning of the journey and the difficulties of knowing which way to go and her
fear of bumping into obstacles or falling into traps. This was similar to other
diabetes metaphors of being without a destirati or a map (Frank, 1995) or

JvP eSp | }& Juu} Jo ~&poo P E v K[ CE] vU 1iiTV D o00]
suggests that careful exploration of journey metaphors are required to ascertain
whether people are able to make forward progress or are stingghith new

situations or periods of particular difficulty.

dZ }3Z & 3A} % E % E U S %Z}EU >}pule [+ ( 0 s¢ v |
Jv 82 Vv]PZ3 v :}e %Z]v [+ «Z }AU }387 Z 0 uvsde }{
aspects of diabetes. Shiu and Wong (2Q0 % Xifi6e+ < gSieht ingder * } (

diabetes of one of their participants and in another study there is a similar
Aninvited companion ~/vP }SS]J]CE Vv , 00 }E-* }SS]E T110U % XOi
shadow metaphor was an acknowledgement that her diakedid not affect her

on a daily basis and she was keen to point out that there was not anything

sinister about this

IQLWLDOOI , ZDV WKLQNLQJ DERXW LW EHLQJ VRPHWKLQJ TX
JHW D PHWDSKRU WKDW ZDV DSBWRGSUNB WH VEHDRNHX V,H GLRADTIWV (
PDIEH , 7P EHLQJ FDYDOLHU , GRQIW WKLQON LWJV GDQJHURX
panther or something like that and then that sort of led me onto dark thoughts and /

WKRXJKW uRRK ZKDW DERXWkadthat KDSeghg) ,WJV D ELW O

dZ]e Jv] 8§« P ]lv §Z v §} A %O0}E % }%0 [* %o ES] U
so that assumptions are not made as to whether they are positive or negative
images (Gauntlett, 2007). For Louise, her metaphor represented a very definite

negative and unsee (}E $Z § ] §30 A]3Z Z ®U AZ]Jo :}e %Z
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more of a benign presence, only making itself felt when it was brought to light in

the context of healthcare appointments.

Margaret, who did not prepare a metaphor prior to the interviewedstwo

major metaphors in the discourse of the interview which gave an opportunity to

explore these two issues that were particularly pertinent to her situation (Radley,

1995). The first of these, describing the feeling of being hooked into the health

sewvice and then left floundering appeared to show the gap between the rhetoric

of self management support and actual clinical practice (The Health Foundation,

2011). For Margaret the reassurance that she required to know that she was
}JvP 8Z ZE|RAZS SZPYPRPX D EP & $[+ }SZtobEnay § %o Z} E

things sitting on my shoulders X — "Z e (E] ( o]JvP A ]PZ }JAv

expectations of others, of family concerns, of health issues and her emotional

response to all of these issues. As she arpldhis area it was almost possible to

feel her resisting the weight of her words dragging her down and her struggle to

rise up to take charge of her life.

dz v 8§} A %O0}E %o }%0 [+ U S %Z}E+ v 00}A (}JE %o
also highlighted ¥ Frank, who expressed some caution about their use and the

need to be clear about the context:

7KH GLIILFXoWwWl , WKLQN IRU D KHDOWK SURIHVVLRQDO WDON
how [ feel being here. | could have been round some major rapids j ust round a bend

IXUWKHU XS WKDW IRX FDQIW VHH DQG ,JP QRZ KHUH SDGG
WKLONLQJ uWKDQN *RG IRU WKDWY§ 2U , FRXOG EH GUHDGLQ
HISHULHQFHG WKDW RU , FRXOG MXVW Bthavwngla@obdQJ uWKLYV
WLPHY 6R , WKLON LWYJV GLIILFXOW WRahlH WKH FRQWH[W W
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, %0 |V §Z 8§ }8Z SZ %o Ee}Vv][e | «S}EC v S§Z v
what the person is saying is very important, and he was not sure whether all
health professionals would have the skills to do this. Despite this caution, Frank
reflected the experiences of the other participants when he explained

IW LV XVHIXO WR EH DVNHG WR GR WKH PHWDSKRU ELW ,WYJ
experience and in my head, because partly because these are things | do, the idea of
WKLOQNLQJ DERXW WKLQJV DV D MRXUQHI LV XVHIXO ZKHWK.
MRXUQH|I RQ D PRWRUZDI RU VRPHRQH WKLONLQJ LWJIV D
whatever, isirrele YDQW LWJV ZKD W(FtenkR XU MRXUQH I

12.4 Study 3 Shared Themes Across Participants

Interview data, including the metaphors, were analysed individually and then
across participants. The main themasound diabetes selfnanagementare
summarisedalphabetically in Table 26 along with relevance to participants. Five
of the ten themes were pertinent to all of the participants. A description of each
of these themes is given beloand discussed in relation to the literaturelrhe

sub themes are summized in Table 27.

SUPERORDINATE THEMES
P Blame | Causal| Diag Food/ Inform- | Life | Mood | NHS Self Test
links nosis | weight ation style Issues | identity | ing

F 9 9 9 9 9 9 9 9 9 9

J 9 9 9 9 9

L 9 9 9 9 9 9 9 9 9 9
Ma 9 9 9 9

My | 9 9 9 9 9 9 9 9 9 9

Table26 Shared themesn selfmanagementacross participants
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SUPERORDINATE| SUB THEMES
BLAME External: ¢hers, media, health services
Internal: self

Variable control

CAUSAL LINKS Professional understandingack of)
Personal understanding (lack of)
Randomness of diagnosis
DIAGNOSIS Emotional response
Management in life context
Positive change

FOOD WEIGHT
FOOD/WEIGHT Comfort eating Struggle
Exclusion Weight loss
Cultural norms

Lifestyle

Identity

Complexity

INFORMATION Contradictory

Knowledge levels

Tailored to individual

Making positive changes

LIFESTYLE Occupational adaptation

OCCUPATION Social occupations and norms
Lifestyle priorities

MOOD Emotional response

Mood and control
Appointment timing

NHS ISSUES Competing priorities

Interest in individual

Support

SELF IDENTITY Beliefs, values and patient role
Identification with diabetes
TESTING Frequencyand appropriateness
Impact of readings

Table27 Shared themesn selfmanagementwith sub themes

12.4.1 Study 3 Blame

The issue of blame was discussed by three participants. The idea that type 2
diabetes isZelf inflicted[was a message that was prevalent in the social media,
radio and newspapers at the time of the intervie@®rowne et al, 2014) This
included the view that people with diabetes had only themselves to blame, and
were a burden and a drain on the health see/(Browne et al, 2013) In some

cases this view was also perpetuated by acquaintanégank commented on a
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