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Abstract

Since the 1970s research on how people take, tiefatito prophylactic medications,
has been dominated by individualistic approachgshasising the role of attitudes in
explaining adherence, with limited predictive sieceSuch limitations may be related
to a restricted conceptualisation of talk about itiad taking as an accurate
representation of individuals’ attitudes. Usinghasa as a case example, this thesis
explored whether we can more productively view dadhas social action reflecting
the interactional and social conditions in whicksiproduced. This enables us to
examine interactional issues with specific influeon everyday decisions about
medicine taking. Key amongst these issues areyltikebe moral discourses of illness

management.

Using ideas and tools associated with DiscursiweiRdogy and Linguistic
Ethnography, the author examined a range of datiecaes for how moral discourses of
asthma management structured talk of people witinmesin face-to-face interview and
focus group settings. Participants could be seelepdoy a range of rhetorical devices
to justify medicine taking, positioning versionstbéir asthma management, views and
themselves within a range of moral discoursesdaatbe seen to circulate different

social spaces.

Building on Goffman’s term “performance,” thesedings indicated that people’s talk
about medicine taking can be seen as transferdricggoistic resources across
contexts, manifested in different interactions. Timeaning” of performances is
therefore a result of how different criteria, sptwithin interactions about illness
management, match available resources deployeadbyiduals with chronic iliness.
These findings suggest that rather than seeingiafessional discussions of medicine
taking as being about persuading people to adaoptplar attitudes, this approach
allows us to see how mutually-agreed treatmentsa®ts may, instead, require us to
identify appropriate linguistic resources for faeiing discussion of patients’ everyday

concerns about illness management, within thataoten.
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Chapter One

Background to Research Investigating the Discursiv€onstruction of Talk about

Prophylactic Medicine Taking

Since the 1970s research on how people have takehylactic medications has been
dominated by individualistic approaches, with liegitsuccess for helping predict what
people will do. Such limitations may be relatectoonceptualisation of talk about
medicine taking as providing an accurate represientaf individuals’ attitudes or
beliefs. Taking asthma as a case example, the stpdyted here investigated what
happens if we view that talk in a different wayaa®rm of social action. What
different knowledge is produced and how can thimviledge be used to treat people

with asthma and potentially other people with clicoiness?

This introductory chapter will set the scene fachsa study of talk about asthma
prophylactic medicine taking. This will begin byoprding a brief overview of work
done since the 1970s which has largely attemptedptain and predict the decisions
that people make about taking prophylactic medati It will focus on the possibility
that notions of individual attitudes may be prohbdgicbecause of assumptions about
how talk has been understood in generating thagedss. It will then specify what
assumptions about talk underlie individualistic @y@ehes, the problems with these
assumptions and describe research that represedisidrks in how prophylactic

medicine taking has been understood.

Questions raised about the usefulness of the cooéagtitudes in other fields helps us
to see why attitudinal research may have struggigutedict prophylactic medicine
taking behaviour. Such questions reflect the vieat ainy constructed relationship
between behaviour, attitudes and talk, will be @efact of academic practice rather
than an accurate representation of human psychalodyehaviour. This work will be
used here to argue that if we want to gain a malbast appreciation of talk about
medicine taking then we must question the corerapians underpinning attitudinal
research on prophylactic medicine taking and themige alternative assumptions upon
which to construct our knowledge of this subjedtisTwill be the topic of the following

section, providing a marker for how the distinctagproach taken in this study differs
7



from approaches commonly adopted until now. Ihis hew approach, which will

frame an exploration of how talk about medicinaniglkcan be seen as social action,
and, through observing the effects of this actremgal how speakers reproduce and
create discourses of health, illness and diseatbeeiaccounts that they offer to others.
There is some literature that shows people usikgtzout health and illness to present
themselves in particular ways and that, insteadeafing such talk as a neutral account
of individual’s private beliefs, to better undersdahe issues that influence medicine

taking on a daily basis, this talk should be frarasc form of moral practice.

In examining an example from a discursive psychickdgapproach to understand talk
about chronic fatigue syndrome, this moral pract@e be seen to allocate blame and
accountability for health outcomes, which are sédanteractionally and historically
within moral discourses of health and iliness. Tiderstand talk about asthma
prophylactic medicine taking, examining both theeractional and historical properties
of this talk may be fruitful by enabling a richerderstanding of what happens in these
interactions and how they might reflect decisidret people with asthma make about

managing their condition.

In constructing a theoretical argument for how &hout medicine taking might be
studied differently to earlier approaches, thigagsh is itself situated within an
historical context. Through conducting this studgeveloped an awareness of my own
construction of the data reported here and thitdesbme important changes in how the
research proceeded, which are then summarisedwathaccount of the development

of this research. The chapter will conclude wityaopsis of thesis chapters.

This research addressed three key questions:

* How is talk about asthma management and medicknegi@onstructed with
people who are not taking prophylactic asthma natins as prescribed?

* What role do moral discourses play in constructioinsedicine taking by
people with asthma and what does this say aboulijeetives of asthma
policies and guidelines?

« How may discourse-related insights help us undedstiae limitations and
achievements of a discursive psychological appraacimderstanding talk about

medicine taking?



Answering these questions will provide new insighte the production of talk about
medicine taking for people with asthma but alsoergenerally for people with chronic
illnesses. The potential problems for understandexgjsions about medicine taking
within an individualistic framework need to be re®al by understanding the process of
constructing reported attitudes, perceptions afidfeevhich shape how people take
prophylactic medications. Seeing how accounts afioree taking behaviour are
influenced by different interactional issues, gad@rly moral discourses manifested in
concerns of blame and accountability, may helplémiify how different discourses
constrain or facilitate what people say about thigiess management. This will
contribute importantly to how knowledge about medidaking behaviour is
formulated, by suggesting alternative ways to cptcise and so interpret talk about
such behaviour and methods. This knowledge camppied to communication with
patients in health care settings. If healthcarégssionals can be more attuned to the
discursive construction of talk about medicine ngkand the role of morality within
that talk, then they may come closer to the issugismore intimately influence
decision-making about medicine taking in the dhigs of people who live with
chronic ilinesses. Recognising the interactional moral dimensions of talk, may
enable doctors, nurses and patients to reach mbaborative decisions about

managing illness.

Overview of Adherence Research since the 1970s

Prophylactic medications are now the first lindreatment in asthma prevention. The
leading organisation and collaborator with the Wdtkalth Organisation promoting
asthma control worldwide, the Global Initiative #sthma (GINA) (2009), declares
that“the goal of asthma treatment, to achieve and naimtlinical control, can be
achieved in a majority of patients with a pharmagpt intervention strategy developed
in partnership between the patient/family and thealth care professional{p. 57).

Achieving and maintaining asthma control is therefeeen as being about finding the
appropriate medication. This is commonly a propkiglatypically a corticosteroid
inhaler, which requires the person with asthmake tonce or twice a day to achieve
optimum asthma control. Understanding what inflesngeople’s ability or willingness
to comply or “adhere” to this medical advice, hasgacupied researchers for the last
thirty five years although the realisation andrmagés to understand why patients do not



follow medical advice date back as far as Hippas 4T rostle, 1988, 1300).
Traditionally, and still common, the term “complaai denotes people taking and not
taking prophylactic medication as prescribed. Hosvemnore recently, the term
“adherence” has been used, to avoid the negatiweatations associated with
compliance. Even more recently the term “concordahas emerged, which although
not referring to medicine takinger se symbolises mutual agreement, or “harmony”
between doctor and patient (Royal Pharmaceuticae8oof Great Britain, 1997). The
term adherence rather than compliance is useddrihtésis as the implications of this
ideological and discursive shift, in understandinafthe relationship between doctors

and patients with asthma, lies at the heart ofgtudy.

Poor adherence to prophylactic medications remansportant issue for the NHS and
in asthma is described as a “significant burdemwbaating for a large proportion of the
costs of asthma (Barnes, Jonsson, & Klim, 1996is iEhdespite the investigation of
nearly 200 potential barriers to adherence (Donp%885; Royal Pharmaceutical
Society of Great Britain, 1997) and the use of ntoug models to predict adherence
behaviour (Christensen, 2004). Systematic revidviiseoature post-1970s research on
adherence to treatments has found such work to lltdgesuccess in predicting
adherence to prophylactic medications (Vermeirgrhghaw, Van Royen, &
Denekens, 2001). Associated interventions havemtsved inconsistent and difficult

to generalise (Haynes et al., 2005; Peterson, @akiyinley, 2003).

The majority of attempts to achieve the goal sétguGINA have focused on
identifying the different variables that reduce jpleds ability or willingness to take
medication regularly. Research has focused on caemis of medications, individual
patient or doctor characteristics, the doctor-patielationship, disease features, the
referral process and factors within consultatidre variables considered to have the
greatest influence on adherence and shown to aterefith adherence are beliefs about
medications and medicine in general (Ponieman, Wésky, Leventhal, Musumeci-
Szabo, & Halm, 2009; Roberson, 1992; Royal Pharotarzd Society of Great Britain,
1997). Researchers have often drawn on theorigs thaditional psychology to explain
the connection between beliefs and adherenceatremnts, using and developing
Social Cognition Models (SCMs). The most well-knoafrthese is the Health Belief
Model (Becker & Maiman, 1975) which constructedraad relationship between the

patient’s belief about their disease and treatmatht their adherence behaviour.
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However, alternative models also exist which eithgld on the Health Belief Model or
contend that different aspects of the individuatdrepredict adherence (Christensen,
2004). Consequently, no one model is regardedeastst predictive of adherence to

treatments.

Other individual patient characteristics investaghto date as potential indicators of
adherence have included personality, gender, agensarital status, social class,
disability and psychosocial factors (Harrison, 200&rmeire et al., 2001).

More recently, greater account has been takentaigerspectives on health and
illness which go beyond the specifics of the candiand medications (DiMatteo,
1994; Donovan, Blake, & Fleming, 1989; Naidoo, Di&kCooper, 2009; Stockwell &
Schulz, 1993) and there have also been other sttith¢ have attempted to understand
adherence within a cultural context (Sankar, LukygrSchuman, & Roberts, 2002).
This shift has been seen in asthma research omeatieeto medications which has
attempted to move beyond a focus on individual &ttaristics to understand asthma
medicine taking in terms of relationships and wittiie context of people’s everyday
lives (Adams, Pill, & Jones, 1997; Buston & Woo@0R; Prout, Hayes, & Gelder,
1999; Scherman, Dahlgren, & Lowhagen, 2002; Walglgan, & Gamsu, 2000). These
studies, using a variety of qualitative methodseharovided alternative ways in which
people with asthma make sense of their conditimgrporating insights that captured
the experience of asthma rather than focusingysoleindividual attitudes towards

asthma or medications.

This increasing awareness of the need to undersiangeople live with asthma and
other chronic illnesses in everyday life reflediser research seeing the doctor-patient
relationship and communication as vital in enhag@dherence (DiMatteo, 1994). It is
now common to place importance on improving comiatimn style to better
understand patient perspectives, providing appatgrnformation and educating
patients about the nature of disease and the angctind effects of medications.
However, a synthesis of qualitative studies ofdageriences of medicine taking
(Pound et al., 2005) suggested that a key reasgrpadple do not take medicines as
prescribed is that people are concerned aboutafieeysof medicines, arguing that
people “resist” the use of medications. These carsckave been shown to be difficult
to articulate within consultations (Barry, Bradl®yjtten, Stevenson, & Barber, 2000),

with patient’s views of medications often being nawn to clinicians, demonstrating
11



an absence rather than presence of concordantaremsaking between clinicians and
patients (Stevenson, Barry, Britten, Barber, & Begd2000). Pounét al argue that the
concept resistance indicates a coercive power diynlaetween medical care and
patients but also that patients actively engagk thiéir medications. This argument,
along with the realisation of the need to capteegtes’ lived experiences of asthma,
suggests that we may need to account for any ssistance when communicating with
people about medicine taking, not only in clinisattings, but also in our use of

research methods.

Gaps in Knowledge: Problems with Individualistic Approaches to Understanding
Talk about Medicine taking

The notion that people may resist the use of medgcindicates that people with
chronic iliness, when talking about medicine takimgy wish to present themselves in
particular ways to enable such resistance. Howelerdea of resistance to medicines
as a function of talk about illness managementgglly not reflected in the literature
to date. In addition there is evidence that marajtheare professionals appear to place
more importance on clinical perspectives of medisirather than those expressed by
families and friends, potentially limiting the oppunity for collaborative decision-
making within consultations (Stevenson, GerretvelRs, & Wallace, 2000).
Individualistic approaches to medicine taking asstinat what people say about
medicine taking and chronic illness managemengsearch interviews, questionnaires
or doctor-patient consultations, accurately reprtssa specific attitude, perception or
belief that the person holds about health, thenddmn or a medication. The “attitude”
is said to exist in a real sense which can be geba distinct from other attitudes or
beliefs that the person also holds. As this atétisdseen as “owned” by the speaker, it
is also viewed as relatively stable across a rafgecial situations. The functions of
talk are therefore marginalised within this framekvas is the role of context in shaping
those attitudes. Context is commonly viewed asrdisfrom attitudes, seen as another
variable that modifies decisions about medicinénigkvhile not affecting the attitude

itself.

However, there is research on health (Crossley?;2G0lies & Willig, 1997) and
beyond (Gilbert & Mulkay, 1984; Potter & WetherdlR87) that provides evidence of

12



attitudes changing even during the same interatiGrossley, in her study of views of
health and iliness, used focus groups based onial sonstructionist methodology to
explore the co-constructed nature of beliefs betwedividuals. She highlighted how
attitudes of responsibility were quickly replaceddttitudes of resistance when she
circulated health promotion leaflets. A social cibige interpretation of this
contradiction would be that “actual” individualitutles were biased by the context of
the focus group. In contrast, a social construgiqrerspective might argue that
reported attitudes existed as part of a processutdial construction between the
individual members and were constructed with refeego issues of blame and
accountability within the context of the group’sdractions. Crossley’s individuals
drew on cultural understandings of health and g¢nie apportioning blame and
accountability and in doing so managed their atéy beliefs and identities, the key
issues at stake within the interaction. This sutpgémat attitudinal approaches to
adherence exclude important information about Hageability of attitudes within
interactions which may undermine attempts to categahose attitudes. Associated
interventions aimed at changing medicine takingavedur may therefore be
inappropriate as they may be based on an attihatelbes not accurately represent how

people view their condition.

If attitudes towards issues of health and ilinessloe seen to change within interactions
then we have to ask: what is an attitude? Is it@mpate to use this concept in
understanding talk about prophylactic medicinertgRilf not then what is an alternative
way to understand this talk and what new sort @WWedge does this providdhe
following section will address the first two quests by unpicking the assumptions that
underpin the notion of the individual “attitude’hélief’ or “perception” which have

been used to generate the epistemology relatitigetdecisions that people make about
medicine taking. In addressing the third questiba,approach to be taken in this thesis

to understanding talk about prophylactic medicadertg will be presented.

Core assumptions about talk in attitudinal researoim adherence

Four basic assumptions underpin the attitudinaae$ on adherence: the notion that
individuals hold a fixed attitude about health ameldicine that is stable across different
contexts; the idea that these attitudes can bigeelithrough appropriate research

methods; the idea, that, once elicited, measutéddds can be used to predict and

13



explain prophylactic medicine taking behaviour; émel view that social, cultural and
situational issues are separate contextual faetdesnal to our attitudes. These
assumptions are fundamental to the types of knayelelat are produced or,
importantly, missed about people and medicine taKiime following research extract
on asthma medication adherence provides an exashfiie connection argued for
between individual utterance, internal cognitivetestand behaviour in most adherence
research undertaken since the 1970s.

In a study of beliefs about asthma and self-managétrehaviours, Halm, Mora and
Levanthal (2006) conducted an “interviewer-admeanmstl survey” which included the
primary question “Do you think you have asthmaoélihe time, or only when you are
having symptoms?” Respondents were categorisedwasgheither one of these
attitudes and to seek any association with bedibtaut the importance of using
prophylactic medications. Halet alfound that the “no symptoms, no asthma” belief
was negatively associated with beliefs about alvWeysng asthma, having lung
inflammation, or the importance of using inhaledticosteroids, and was positively
associated with expecting to be cured. The “no $gmp, no asthma” belief, or “acute
disease belief” was also associated with one-tbineér odds of adherence to inhaled
corticosteroids when the person was asymptomatic.

The title of the article by Halrat al clearly asserts the link between talk, belief and
behaviour: “No Symptoms, No Asthma: The Acute Egis®isease Belief Is
Associated With Poor Self-Management Among Inney-8dults With Persistent
Asthma”. It concludes that: “The single questior ‘{lou think you have asthma all of
the time, or only when you are having symptoms®’ efficiently identify patients who
do not think about or manage their asthma as anahdisease” (p. 579). Talk about
asthma can be clearly seen here as unproblemat&cprnoduction and in its access to
the required belief about asthma. Furthermore,stpilesented as an association, the
attitude is implicitly presented as a key variableausing poor self-management of
asthma as seen from the authors’ perspective.objeetivity of these findings is
authenticated through the use of detailed datacdin techniques with standardised
questions, demographic tables detailing the pa#iti's representativeness of the
broader population and the use of statistical asaglyHowever, the simplicity of the
connection between talk and beliefs and the comalesence of discussion of context

in how talk is produced is striking. The messagthis research is that if we want to
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find out who has the “wrong” attitude and therefott®o we need to educate we just

need to ask.

Deconstructing the Assumptions of Attitudinal Reseh on Adherence

The study by Halnet al study builds upon research that also construeted a
relationship between individual talk, cognition amehaviour, manifested in the
modelling of this theoretical relationship. The isbcognition models that have been
produced in the last 35 years represent formatngiie to predict and explain a range of
health behaviours using the basic tenets that lalahpropose. It is within these
models where we can see how the complexity ofrtlvidual in a social world is
managed by a scientific paradigm that places tiwictual at the heart of its

epistemology.

The analysis of scientific talk by Gilbert and Malk(1984) is a useful tool to help
deconstruct the assumptions of social cognitionets®od heir study is one of the key
influences on the development of discursive psyagyla methodology which is
foundational for the approach taken in this stuheir analysis is helpful to draw on in
examining social cognition models, both for its lex@tory power and for marking the

key point of departure from previous adherencearese

Gilbert and Mulkay interviewed 34 scientists woikin the field of biochemistry. In
doing so they were not interested in the “truthaddcientist’s account but rather how
the scientists themselves went about building KtrutThey found that the scientists they
interviewed demonstrated two distinct ways of tadkabout their own and others work
in their field, referred to as two distinct “integbative repertoires”: empiricist and
contingency repertoires. The interpretative repext@otter & Wetherell, 1987) is a
concept central to discursive psychology and refeeshigher-order analytical element
that is repeatedly used by speakers to characreealuate actions, events, or perhaps
a particular position one might take on a partictdgic. It occurs in a particular piece
of talk to achieve particular functions and is itiible by patterned styles and
grammatical forms such as specific phrases, metagirdigures of speech.

The empiricist repertoire identified by Gilbert adilkay involved statements of fact
based on “the evidence”, which assert an objectoo®unt of “how the world is”. Here

the researcher is constructed merely as obsentaeadbject of analysis in the true
15



spirit of positivist scientific practice. In consitathe contingency repertoire involves
statements which explain “mistaken beliefs” abbgt $ame object and these errors
were attributed to social factors such as failoranderstand, personal vendettas,
commitment to one’s own theories, dislike of theviikeory as well as many more
personal and so non-empirical barriers to objegtiilbert and Mulkay found an
asymmetry in scientists’ talk whereby the empiticepertoire was always used in their
own description of how they obtained their findiraggl hence their own theory about
the object of analysis. In contrast the contingemepertoire was deployed to explain
any alternative theoretical interpretation. Gilkeantl Mulkay found this pattern so
pervasive across scientific talk that every exanoplineory put forward as empirical
was found to be explained away by another scienitbtthe contingency repertoire.

Applying the analysis of Gilbert and Mulkay to s@ticognition models

Although Gilbert and Mulkay focused specifically scientists’ talk we can see how the
same repertoires have been deployed in researensgpap adherence to construct
knowledge of talk about medicine taking. The conioecbetween individual utterance,
the notions of internal cognitive representatiatit(ede, belief, perception) and
behaviour are widely constructed in attitudinakesesh on adherence as a unidirectional
causal relationship, an epistemology which is preskon empirical grounds. That a
theory should be presented as formulated on obslereaidence within a scientific
paradigm is of course not surprising. What is ténest however is how complexity in
people’s talk and human behaviour is managed srdsearch, how the coherence of
this essentially individualistic theory is maintaghin light of the range of ways in

which people talk and behave in relation to thealth, illness and medicines. This is
informative because it demonstrates how contefarmmulated and managed within
individualistic approaches and the social cognifreenework. This will provide a key

point of contrast to the approach taken in thisithe

In the health belief model by Becker and Maiman/&9depicted in Fig. 1), which
was the earlier model to be applied to asthma nrezlteking, we can see how
perceived susceptibility and seriousness of theadis are constructed as the core
factors influencing the likelihood of action in teame way constructed by Haénal
thirty years later. In this model, individual pgptiens are independent entities that are

stable across all contexts. However, there argt afidemographic and socio-
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psychological factors as well as “cues to actidvd@ttmay modify a perception and
action on any one occasion including age, sexopelgy, peer group, hewspaper
article or chat with a friend. Importantly thoughese variables are seen as outside the
individual perception, a discrete, independenttgniihis version of context constructs

it as contingency, covering anything beyond the@ation itself which can explain any
utterance or course of action taken but which smé¢sindermine the existence and
explanatory power of the individual perception.Becker and Maiman suggest:

“While it is assumed that diverse demographic, geaity, structural, and social factors
can, in any given instance, affect an individuakslth motivations and perceptions,

these variables are not seen as directly causampliance” (p.13).

In this view, context is seen as a separate varidialt accounts for contingent deviation
from the theoretical expectation. As it covers anffon that a person may take
concerning their health, the key theoretical ligtvieen individual perception and
compliance remains intact. To deal with contraditsiin the evidence, Gilbert and
Mulkay found that scientists could often be seeag®e a “truth will out device”
(TWOD), (Potter & Wetherell, 1987, p.153) in th&tk to argue that repeated
application of a model or theory will triumph ow@ntextual issues in the end. The
problem for adherence research to date howevbaidhis is yet to be proven.
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Figure 1: The “Health Belief Model” as
predictor of Health behaviour, Becker &

Maiman 1975
INDIVIDUAL MODIFYING FACTORS LIKELIHOOD OF
PERCEPTIONS ACTION
Perceived benefitsf
Demographic variables (age, sex, preventive action
race, ethnicity, etc.)
Minus
Socio-psychological variables
(personality, social class, peer ang ,| Perceived barrier®
reference group pressure, etc.) preventive action
A 4 A 4
Perceived — Likelihood of taking
Susceptibility to > Perceived Threat of »| recommended
Disease “X” Disease "X preventive health
Perceived Seriousness actior
(Severity) of Disease 7y
g

Cues to Action
Mass media campaigns
Advice from others
Reminder postcard from physician @
dentist
lliness of family member or friend
Newspaper or magazine article

-

18



The impact of social cognitive assumptions on resdapractice

We can see the impact of these methodological gssams not only in the theoretical
model used to explain adherence behaviour butialsow this assumption regulates
the methods routinely used to collect data, the gfpdata obtained, the results reported
and any subsequent intervention. An important iampéissumption of social cognitive
models is that attitudes, perceptions and beleggle internally within each individual.
The way to access attitudes therefore is to foouthe individual and to treat data as
unique to that individual. For example, the crosstienal study by Horne and
Weinman (2002) used questionnaires to exploredleeaf illness perceptions and
treatment beliefs for people with asthma. Theymoéel Leventhal’s self-regulatory
model (Leventhal, Diefenbach, & Leventhal, 1992)llokess perceptions to incorporate
beliefs about treatment. The questionnaire is ideabtaining categorical,
individualistic statements that can be assignethtitude” whilst data, (talk or free text
comments on questionnaires) that do not speci¥ieadswer the questions, are not
considered as data to be used for the primary sisalynportantly, by directing the
respondent to express their experience of asthraapecific format, in this case by
using the commonly applied Likert-type scale, th@’s sensitivity to any variation in
individual attitudes is restricted. Indeed, anyiaton would present distinct difficulties
for categorising a particular attitude and wouldltgnge the assumption of a coherent
attitude itself. The research of Horne and Weinmraauces results reporting
percentages of participants who express attitumeartls asthma and medications
within a range of domains, for example how theyweauses of their asthma (e.g.
pollution), its duration “my asthma will last a lptime,” consequences “my asthma is a
serious condition,” the necessity for medicatiory‘inealth depends on this medicine,”
side-effects “this inhaler is harmless.” The intrtion they go on to propose is
therefore to modify perceptions and beliefs of m&ttand medications through
appropriate educational techniques. By presuppdhbiaigndividuals have fixed
attitudes, the tools used to collect it and thendlaat is produced will solipsistically

substantiate the existence of such attitudes.

Applying the “empiricist” and “contingency” repeites identified by Gilbert and
Mulkay to social cognitive approaches, enableosee how the core unit of analysis,
the attitude, is deployed in research practicedalyce an epistemology that provides

sets of statements about the individual which aeéiptive of medicine taking
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behaviour. The methods used to retrieve thesesgava to reinforce this unit of

analysis and the theoretical modelling that is poedl forecloses any challenge to these
fundamental principles by explaining context astcmency. This form of theoretical
closure, reducing decisions about medicine taking finite set of attitudes and beliefs
marginalises the importance of social factors aaghelationships, family, work,
constructing them as contingent, random eventsofrtrast the individual is presented
as the core source of meaning, presumed to halsteete set of rational attitudes,

perceptions and beliefs which are not random basistent and largely fixed entities.

Assumptions of Discursive Psychology

Of course, the analysis by Gilbert and Mulkay desti@ted their own aims and
assumptions and those developed within discursyehmlogy. The same assumptions
form the basis of this thesis and so need to brudged here in three stages. Firstly,
instead of trying to establish what the “truthlinsany account, Gilbert and Mulkay
were more interested in what is achieved in tatky kersions of truth were
constructed, argued and authenticated in the diseaf scientists, whilst undermining
alternative versions and disclaiming any vesteerest. From this view, talk about
medicine taking is not about just conveying infotima that may reside “inside our
heads” but is about trying to achieve somethintpat talk. Language therefore can be
seen as performing an action. In the study of Giled Mulkay study this could be
seen for scientists attempting to uphold their ¢theories in their talk while discounting

alternatives.

Secondly, as talk is seen as oriented towards|sadtian, it will therefore change
according to the functions and social conditiong/imch it occurs. Variability in

people’s accounts is therefore seen as a manifastatdiffering social conditions, not
as a distortion of a cognitive state. Instead tfati@g the existence of a coherent
internal representation called an “attitude” obalfef’ or a “perception”, the discursive
psychologist argues that it is more appropriatespecify attitudes as language that are
constructed within and between individuals, groupstjtutions and cultures at

particular points in time. Talk takes place in sbspaces and therefore is inevitably
situated by the time and place in which it occiliftéis means that instead of viewing the
individual with perceptions and context as sepagatéies we can only understand

perceptions when seen from within a social hisebrontext.
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Finally, and as an implicit implication of the fitsvo assumptions, the view expressed
about the object of thought and the object itsedfiaseparable. If talk is constructed in
social spaces and those views can be seen totliaryso can the definitions and
descriptions of the objects that are used to cotivese views. The issue of account
variation has been discussed at length by PotteMagtherell in their critique of
attitudinal research (1987). They argue, througmenous examples, that a fundamental
problem for attitudinal research is that evidentceasiability in how objects are
described demonstrates that the object of thowgheitricably linked to the attitude
being expressed. This raises serious problemééoidea that people, in expressing an
attitude are always referring to the same thingmdaepressing that attitude.

Applying discursive psychological assumptions ttktabout health and illness

As the assumptions of individualistic approachegeHhzeen seen to give rise to
particular types of knowledge about the person agtinma and prophylactic medicine
taking, so too can discursive assumptions be seprotiuce their own type of
knowledge. We can see how the discursive assungptiisicussed here have been
applied in other areas of health and illness resear

The following extract is from Horton-Salway’s the$1998) on the discursive
construction of chronic fatigue syndrome, or MEingsa discursive psychological
approach to analyse accounts of the onset anderigiillness, Horton-Salway
demonstrated that the acceptance and recognitidEadds an organic condition, as
opposed to “all in the mind” was a hugely contestesh. People with ME did not
merely provide an attitude towards ME in a way thaly be considered accurate,
inaccurate, or distorted in the cognitive sensstelad, they were describing and
explaining events in specific styles and with spegieces of evidence to construct a
particular version of reality. In this example wancsee how Joe chose a particular

description of events as evidence to support tea tdat ME is a real disease.

34. Joe = | went swimming one week (.) you dide&l up to it (.) then the
35. following week
36. Angela = youwvere alright weren’t you?

37. Joe =yeah and this ties in because it's naawkrthat ME is caused by
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38. er (.) an enterovirus which is a prime plaxcpick up an enterovirus is

39. a swimming baths (.) it's also the classig§gdto be the classic place
40. to catch polio in the old days (.) hot sumn{erand | think with

41. swimming (.) kids being in the bath all throube day (.) at the end of
42. the day the water wasn't getting through tleartsing plant quick

43. enough (.) I suspect if you'd gone first thin the morning it would
44, be absolutely spot clean (.) but er | supysthe time we got there (.)
45. | suppose the enteroviruses were still thgnge@h (.) just unfortunate

(Horton-Salway, 1998, p. 174)

Horton-Salway argued that Joe was not just progidimeutral description of events to
formulate this explanation of what caused AngelME. She showed how Joe blended
the “classic” script of a polio story with AngelgXersonal narrative to add an
authoritative voice to his argument. The key poeinhg that Joe was showing that
catching a virus in swimming pools was not an uetéglea but was grounded in
scientific evidence. Angela’s visits to the swimgnipaths therefore positioned ME
alongside polio and as recognisable as an orgéseaske. At the same time, the
sequence of events constructed by Joe of an ewerydadane activity of going
swimming positioned Angela as “unfortunate”, Angedas therefore not to be blamed

for having ME but was at the mercy of fate in taene way as people with polio.

This example illustrates that Horton-Salway’s aptnts were managing important
iIssues at stake around the very nature of a pkticandition. Having what Horton-
Salway called “authorship” of this iliness couldd®en to be critical in managing
potential accusations of blame and accountabitityttie particular symptoms that
people like Angela were experiencing. They weredtoee not simply internal
representations that were being communicated tbsttemer but were expressions that
attended to the differing versions of ME that pelec British society in the 1990s, a
time when the meaning of this condition was hotiptested. Attitudes towards this
iliness are therefore better seen as a form ohkaction to manage these issues and
ME, the object being described, as inextricabliduh to that attitude. This type of
social action is situated not only by the sociatdriical context in which conditions like
ME were being debated but, as Radley and Billi@@8)®mphasised, also within the
context of the interaction taking place. It is betthey argued, to view beliefs about

health and illness as accounts given to otheraitiqoular situations. As people do so,
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they deploy ideological themes to naturalise thersions of the world, in ways which
serve the specific demands of the interactionfit§al, in the case of Joe and Angela,
Joe used the classic case of polio as a vehidenfdoy an interpretative repertoire of
the “unfortunate” individual coming into contactttvian organic virus to naturalise the
causes of Angela’s symptoms and that of ME. Thper®ire is therefore one which
drew on a cultural explanation of illness whichs#yat suffering from an organic
condition is acceptable and excusable within Briieciety at this point in time. By
understanding this moral context we can see tleatsgue that was salient for Joe and
Angela in daily life was whether they were respblesfor Angela’s condition. This
could have influenced whether Angela was viewed ‘dsad patient” and whether she
could gain easy access to particular treatmentsarnces.

Horton-Salway’s example demonstrates that the axtedbat people provide about
health and illness can be seen to be influencdwblyissues of blame and
accountability are understood within any particutaeraction. This type of moral talk
has also been identified across a range of conditmd health-related behaviours,
including smoking (Coxhead & Rhodes, 2006); infeding (Lee, 2007); AIDS and
drug-use (Hassin, 1994); HIV and unprotected séro(iRes & Cusick, 2002); back
(Lee-Treweek, 2001) and chronic pain (Werner, lsak& Malterud, 2004); talking
positively about cancer (Wilkinson & Kitzinger, 2D0ncluding treatment decisions for
cancer (Bishop & Yardley, 2004) and talk about i taking for older people
(Lumme-Sandt, Hervonen, & Jylha, 2000; Lumme-S&n¥firtanen, 2002). The
accounts provided by people in this literature wastorical in that the allocation of
blame and responsibility within the reported intti@ns were influenced by how those
versions came to be evaluated at that point in &intkin that particular place. The
different connections between health, illness agtthlviour that were activated by the
participants within those interactions were keyuahces on these evaluations. These
were likely to be drawn from culturally-availableptanations (Willig, 1999) of health,
illness and behaviour that were circulated throdiglourse (both linguistic as well as
other forms of discourse for example images ofthaaed in health promotion
campaigns) between people, groups, social networgtutions and cultures. These
discursive connections could be seen to link tygddsehaviour to particular states of
health, not purely in terms of the physical consgmes but importantly with an
evaluation of that behaviour as something which g@=d or bad. They can therefore

be seen as moral discourses of health-related ehahat circulate in society and
23



blame and accountability will be allocated withmearactions according to the moral
frameworks activated within that interaction. If w&n understand the moral context in
which people talk about prophylactic medicine tgkihen we will have a firmer
appreciation of the issues that are salient fopfgeahen they talk about the
management of their condition and how blame andwadeability may be distributed

within healthcare, research and other interactaana result.

Attending to moral elements of that context mayl wékr two particular advantages
over individualistic approaches. First, in viewitadk about medicine taking as
involving managing moral issues instead of artitntpan attitude, we can see how
these same issues may influence decisions ped&@about medicine taking and are
also manifested in talk. Changing behaviour is theihabout changing the individual
attitude through education but instead about reisagnthe social situations in which
issues of morality around illness management armdigime taking are relevant and in
which people make decisions about medicine takdegond, we can examine the
potential consequences of particular types offallparticular treatment decisions and
follow-up of patients in clinical settings in wayhich social cognitive approaches
cannot do. Reported attitudes towards asthma adicmes and medicine taking
behaviour are likely to be evaluated differentlydifferent contexts. There are likely to
be differing implications for how particular typektalk are categorised, in accordance
with medical notions of appropriate behaviour reégay asthma management. How
patients are evaluated in asthma consultationswedlybe influenced by how different
accounts fit into clinical perspectives. From a rmoaldperspective which maintains
adherence to prophylactic medications as the @&hima management behaviour,
understanding the role of morality in talk will pide insight into how patients may
need to “perform” (Goffman, 1959) the correct atli# to gain access to particular
treatments and how different types of accountdileety to be categorised.

What has traditionally been conceived of as attituchn instead be seen as moral
practice. Discursive psychology shows us how vessif the self and behaviour are
produced in talk to manage blame and accountabiMiyat is at stake in these accounts
therefore are competing versions of the self aftdieur which are judged from

within a particular moral framework. Discursive peglogy emphasises the creative
and productive nature of interactional talk andRadley has demonstrated the use of

rhetoric in discussions of health and illness emsgathat cultural explanations are
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produced through talk as people manage differéatuinas within interactions.
However, cultural explanations of health and ilkvase not only a product of particular
interactions but have their origins in everydag.liMoralities can therefore be seen as
regulating talk as well as being produced throwdik fThe production of particular
cultural explanations, versions of the self andaw@bur therefore have a spatio-

temporal component beyond the interaction itself.

Defining talk, discourse and “attitudes”

Having set out how talk was understood differemtlyhe study reported here, to those
that have previously studied adherence, notablynegptualising talk as a social, rather
than individual product, a definition of talk mag bsefully introduced that can be
applied within this alternative discursive framekudt is also important to distinguish
between the use of “talk” and “discourse” in thisdy. In addition, having
problematised the notion of an “attitude” some desion of the use of this term in this

thesis would be beneficial.

Discourse has two meanings in this thesis. Theresaning literally refers to the talk

of participants. However, using the term “discotirsgher than “talk” is intended to
firmly position that talk within the linguistic fraework of this study. Talk is

understood in many ways and the attitudinal apgrescritiqued in this thesis view

talk very much as belonging to the individual. @igcse in contrast, places that talk in a
social space beyond the boundaries of exclusiveithdal construction. Where the term
talk is used, it refers to a shared view of whdhéraw data for many social scientists
and which precedes any disciplinary manipulatioowiver, there are occasions where
“talk” has been used, where “discourse” could beduastead. In these instances this
has been done so to avoid confusion with the seasaaf discourse in this thesis.

The second definition of discourse is much morerabsand refers to the role of
culture, history and power in the production of miag. The work of Foucault (1972) is
particularly illuminating in understanding this defion of discourse and how the
production of meaning is regulated in society. Falicargued that it is possible to
identify sets of statements produced in talk anixt that have their origins in a
particular way of understanding a part of the dog@|d. These understandings are not

isolated from society and history but are emergf@augh particular social conditions
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and carry with them particular rules and ideologieknowledge and beliefs. A
discourse in this sense is a collection of relatatements that have been formed by and
through groups, social networks and institutions which serve to reproduce this
understanding. This study, and the topic of Chaptew, will discuss how collections

of statements about asthma management can besdeplaying a “moral discourse of
asthma management.” It will also discuss the osigifthis discourse, how and whether
it might regulate what people with asthma say aloeedicine taking and discuss the

implications of this talk for people with asthma.

In this thesis the term “attitude” is used in twstihct ways: when written without
quotation marks (attitude), it is used to reflegtryday taken-for-granted meaning, as is
intended by those adopting this concept in indiglthtic and social cognitive
approaches. In contrast, where “attitude” is usediscursive critique of this term is

being made which highlights the problems of ad@gptims term in understanding talk.

Applying discursive psychological assumptions ttktabout prophylactic medicine

taking

Discursive psychological ideas have already beed ts understand adherence to
dietary regimens in diabetes (Peel, Parry, Doudldsawton, 2005); exercise
(McGannon & Mauws, 2000) and hormone replacemenraihy (Hunter, O'Dea, &
Britten, 1997; Stephens, Budge, & Carryer, 2002)sTesearch has demonstrated how
people can be seen to construct therapies in atyarf ways to perform particular
interactional tasks, revealing concerns aboutrreats and the need for clinicians to
take greater account of discourses beyond medicatenight influence patients’
decisions. Applying discursive psychological asstioms to how people with asthma
might talk about prophylactic medicine taking emshlis to ask: what issues are being
attended to in talk about prophylactic medicinertigR What is achieved in this talk?
How is talk about asthma prevention situated bysti@al historical context in which it
takes place and what role do discourses (abstvabBalth and iliness play in the
accounts of medicine taking that people provideiEimg answers to these questions
will provide insight into how people with asthmadgperhaps chronic illness more
generally wish to be understood. Their talk produened reproduces ways of being in
the social world, that carries with it evaluatiarighe reported attitude or version of

events. This implies that if talk about medicinlitig is a form of social action, aimed
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at portraying ourselves in particular ways, theat thlk is situated within a moral
framework. Rather than categorising talk as reiftigcan attitude that may need to be
changed, the issue for researchers and healtha#esgionals then becomes what are
the moral properties that are produced in peopétksand what implications might this

have for how people manage their condition?

Summarising differences in approaches to knowleddeetween individualistic

approaches and discursive psychology

Both individualistic and discursive approachesal& ibout health and illness begin
with assumptions that have an impact on the tygenofvledge that is produced. In
particular, social cognitive approaches, the pradant paradigm applied to explaining
adherence, assume that people hold and are atadkatoly report attitudes, beliefs or
perceptions about a particular issue in healths Tieans that the speaker must
consistently describe the same object of thougbkpressing that attitude. Asthma,
illness, disease, severity, health, medicatiorastaobjects that are borne out of the
biomedical paradigm which clearly depends on theatification of these categories
for clinical practice to be implemented. Howevascdrsive psychology would argue
that a difficulty arises when these same assumptoa applied to people’s views of
asthma and medication. As we saw with the work afnidet al (2002) the research
methods employed to access attitudes towards asthchenedications often restrict the
possibility of picking up any variability in attitie and object description. Discursive
psychologists, however, assume that variation islagrent property of accounts and
ask if and why objects such as asthma, medicatidriless, might be described in
particular ways at certain points but in a différemy at other points in an interaction.
The research methods this approach employs wotddhpt to facilitate rather than
restrict variability.

Examining the talk of people with chronic illnessstdemonstrated that actions and
what can be seen as attitudes relating to heaklpféen justified not just reported. This
rhetorical work in talk suggests that the persattgude, identity or version of events is
at stake within the interaction taking place wtike potential threat of competing, less
desirable alternatives. Seeing talk about healthilaress as affected by competing
versions of the self, identity, knowledge, attitsidelaces talk about health and illness

within a moral framework. If talk about medicatiose orientates to different
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moralities, then we cannot be sure that a parti@itéude is being accurately
articulated. This possibility raises doubts abbeteliability of categorising talk about
medications as representing a particular attithdedan then be used as a predictor of
adherence. Situating talk about prophylactic medi¢aking as having a moral agenda
raises the need to discuss why morality might bedevant concept to apply here. Why
might this type of talk be value-laden and whatw@omean when we talk about
morality? This is the focus of Chapter Two buthas oint it is now appropriate to
provide a background, chronology and synopsis ettiapters within this thesis which

will elaborate the key ideas introduced in thispika

Author’s background and chronology to study

The idea for the study reported in this thesis cabwut through my role as a Research
Associate in the ELEVATE study, a large randomiseutrolled trial comparing the
cost-effectiveness of two prophylactic medicatiorsasthma. These medications
represented the therapy typically prescribed fergrevention of symptoms, the inhaled
corticosteroid and a prophylactic tablet calledeakotriene Receptor Antagonist, or
LTRA, which although available in the NHS, was haggrescribed at this point.
Participants were randomly allocated one of thegetteatments and followed up for a
period of two years using a mixture of questionemand breathing measurements. My
task, whilst largely free for me to design, wasiahly to compare participants’
perceptions of the two treatments and to use timsgghts to complement the main
study findings regarding participants’ reported&fity of life”, “asthma control”,
prescription refill rates and NHS resource use.dx@ample, if prescription refill rates

for the LTRA tablet were higher than for the intthiteroid, after patients had spent
two years in the study, then reported perceptidnisetreatment may be able to shed
some light on the reasons for this difference &ede data could therefore also be used
to triangulate with quality of life and asthma awhscores across the two groups. The
design of this qualitative sub-study was thereg@ewithin this methodological
framework of measurement and follow-up. Participaaking part in interviews would
be interviewed when entering the study and thesrwwewed a second and perhaps even

a third time at intervals across the two year foHap period.

However, the sub-study also had the potential idrdmute to a broader understanding

of prophylactic medicine taking. Patients’ abildywillingness to “comply” or
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“adhere” to regular prophylactic treatment has irgmEmuch attention since the 1970s
and is, as yet, largely unresolved. It was thességpropriate for a study comparing
perceptions of two different prophylactic medicasavould be set up within this
existing literature on adherence to treatmentss Wais given even greater appeal as it
presented an opportunity for me to test out two meting approaches to the issue of
“non-adherence” to medications. The first of theame from the dominant
methodology used to study patient adherence adspted the 1970s, the social
cognitive approach, which aims to elicit patierttstudes, beliefs and perceptions
about their condition and their medications as @ tegredict medicine taking
behaviour. The second of these came from my owkdraand as a psychology
graduate from the Open University.

The design of the social psychological elemenhef®@pen University’s Psychology
course particularly appealed to me as it raisegtssibility that the same object of
analysis can be understood in completely diffeveays, having extremely important
implications for the members of society that thesderstandings affected. The object
of analysis could be virtually anything in the sdavorld: notions of intelligence;
personality; identity; learning; education; relahips; health; racism; and the
dynamics of group behaviour. The ontology and emsiogy of social life was being
called into question in ways which critiqued trastial individualistic models and
conceptualisations of these objects, and extertaedrialytical focus beyond the

individual to meaning constructed in social spaces.

The input of Wetherell and Potter to these couraterals, offering such alternative
conceptualisations of social life, had the modugfice on my approach to this study
(1987). In developing discursive psychology, Wetheand Potter critiqued the notion

of individual attitude and importantly its produartiin interactional talk. Rather than
reflecting an individual’s internal cognitive staWetherell and Potter showed how talk
about a social issues such as racism, can be @aséifttaccording to the demands of

the interaction, thereby questioning attempts todawn that talk as a coherent
articulation of an individual's attitude. Instedldey argued, we would be better off
looking at how objects of analysis as “facts” apastructed by speakers themselves and
examine the implications of those constructions fidispecification of the meaning of

interactional talk by Potter and Wetherell therefoffered a way to reconceptualise talk
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about medicine taking which could then be set ajdire same assumptions of

individualistic methodologies.

This study and this PhD thesis was therefore dg@eeldrom an initial comparison of
specific medications to become an examination adthwr an alternative
conceptualisation of talk about medicine takingmige fruitful in developing new
insights about the decisions that people make aedicine taking. However, the
design of this exploration was not neatly set ugsatonception but, as | have
described, was initially situated within the posgt paradigm of a randomised
controlled trial comparing participants’ perspees\at different time points. The early
attempts to identify the interactional issues bemapaged in participants’ accounts
were therefore framed in this way and were impletegtby attempts to identify the
different ways individuals justified their mediciteking, their “accounting styles,”
which could be seen to persist across two diffeirgetviews. Data were obtained to
meet these objectives and it was only through cefig on these data, that the initial
aims, assumptions and methods involved in idemtfyccounting styles were exposed
as problematic in how they reflected the talk atipgants, and moreover as
methodologically incoherent with a discursive psytogical approach. If talk is viewed
as situated social action, then focusing on th&viddal and categorising that talk as
having a particular style is more logical from vifitlan individualistic rather than a
discursive paradigm. Similarly, seeking persistewican “accounting style” in two
different time points represents an attempt aicapbn more appropriate within a
positivist rather than discursive framework whichlbeaces difference as evidence

rather than replication in the phenomena it ingadés.

It was following this reflective work that a diffemt strategy was adopted that engaged
more fully with context in which talk about medieitaking was produced. This was to
analyse interactional sequences of face-to-faegvii@ws in detail to identify how the
properties of situated social action set out withi discursive approach of this study
could be seen to be operating. These propertidsded evidence of how participants
could be seen to manage issues of blame and aatilitgtindicating a moral agenda

in their talk which would therefore address themmasue of enquiry in this study.

However, this analytical work generated its ownbbems in that it became difficult to

make claims about talk about medicine taking aedatttivation of moral discourses in
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an interaction beyond that of the interviewer-g#pant dyads that were constructed. In
addition, there was evidence that some participdidtsot justify their medicine taking
at all. This raised the issue of how best to vaédidae findings from the interview data
which was both new and methodologically cohereti wie approach being taken in
this study. By taking a broader view of contextt thvant beyond the transcript of the
interview itself it was possible to specify the isbconditions in which participants
could or could not be seen to be justifying the@dmeine taking, subject to pre-
interview conditions being constructed through ipgration in the ELEVATE study. In
addition, a new data collection strategy was adbpsesed on a different set of
interactional conditions to the face-to-face intewss which could be used to examine
whether moral discourses of medicine taking wetwaed by participants. This was
done using a data-sharing focus group (MurdocharRbl& Salter, 2010) (published
article attached as an appendix), presenting jgaatits (of whom, all but one had taken
part in face-to-face interviews) with anonymousnéties developed from the data in
face-to-face interviews. This group task providétecent data in which we might see
moral discourses of medicine taking being activaledoing this, | was able to make
stronger claims about the issues faced by peopénwliscussing illness management
and the role of morality within different interamtial contexts which might also
influence decisions about prophylactic medicinertgkThis thesis and the chapters
outlined here therefore reflect a chronology indlegelopment of the study’s design

framework:

Synopsis of Chapters

Chapter Two: Morality in Talk about ProphylactictAsna Medicine taking

This chapter sets up the rationale for investigptire role of morality in participants’
accounts, building on the review of literature inapter One that identified how
morality could be seen to be managed within intesas about health and illness. To
further establish the rationale for a study exangnnorality, a review of literature was
undertaken which demonstrated evidence that notbnsorality have been linked with
asthma throughout history and are still pertineday. This literature review adopted a
strategy of examining the language used about asthrsources which appeared to
represent the dominant conceptualisations of as#trtfat point in history, not arguing

that alternative conceptualisations were not akbglebut rather that those most widely
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circulated were those most likely to inform clifipaactice and everyday concepts of
asthma and its management.

Reporting this evidence is therefore not intenaeprovide a fixed idea of the moral
context of medicine taking, but rather to be used atarting point for investigating the
circulation of discourse to the talk of people wasthma. It will present possibilities for
how moral discourses of asthma management havwdated through space and over
time and which may influence current conceptuabsst These are used to evidence a
cultural moral context which is likely to influengehat people say about asthma
medicine taking which was evident from a rangeanirses. This work is situated
within broader evidence of how health and illnesgsergenerally have been informed
by morality and a review of this evidence is in@ddn Appendix D. It will be argued
that examining the moral context that was likelynfmrm how people with asthma

talked about medicine taking was therefore likelyp¢ productive.

Chapter Three: Methodology and methods for invasitig the discursive construction

and role of morality in talk about prophylactic nieide taking

Building on the rationale that there is a needrtdarstand the interactional issues and
role of morality in talk about medicine taking,4i€hapter explains how this was done
in this study, first constructing the methodolobgttwas used and secondly the data
collection methods that followed.

Three methodological strands were key in analysitegview and focus group data.
The biggest influence was the discursive psycholldDP) approach of Potter and
Wetherell already discussed in this chapter. It belargued that a DP approach
provided an ideal set of tools in which to exantime discursive construction and role
of morality in participants’ talk because a morgéada can be seen as an implicit
property of talk which is viewed as social actibnaddition, the development of DP
was borne out of a criticism of traditional sogalychological concepts such as attitude,
and so was a logical approach to apply to a siroiitique made in this study. Using
data from relevant literature, the properties ofd&® discussed and how they can be
applied to this study of talk about medicine takiimgdoing so the relationship between
structure and agency in the production of talkaised and this discussion then leads to
the second strand forming the methodology whichefrom theories on the role and

function of power. The assumptions about how abstreral discourses of medicine

32



taking might structure the talk of participants se¢ out, using data which demonstrates
a dynamic relationship between individual utteraad systemic discourse.

This then leads to a discussion of the final strainthis study’s methodology which
emerged from realising, through the analysis adriview data, that claims about the
discursive construction of talk about medicine ngkand the role of morality within

that is not a straightforward process whereby éisearcher merely observes and lifts
the relevant meanings from the transcript. Instdaslauthor will suggest that the
function and role of power in discussions abouticied taking need to be investigated
in relation to interactors’ access to linguisticdanstitutional resources and the
contextual conditions that may be pertinent to éh@scounters. Analytical tools and
ideas from Linguistic Ethnography (LE) (Ramptorakt 2004) will be described which
enabled such investigation, suggesting ways in kvimteractor’s resources and the
contextual conditions of the interview data mightdnalysed. Details of the participants
and the methods of data collection will then beosgt arguing how the different forms

of data collected were appropriate to address tlestopns raised in this study.

Chapter Four: Analysing Interview Transcripts toidence Interactional Issues and

Moral Discourses in Talk about Prophylactic Medeitaking

This chapter reports the analysis of face-to-faterview data to identify interactional
issues and the role of morality in participant& @bout their asthma management.
Following from the early attempts to identify acoting styles, the properties of talk
about medicine taking are examined using extraota the interview data. Based on
those properties set out by Potter and WetherettéP& Wetherell, 1987, pp. 32-55),
participants’ talk will be examined, demonstrativgyv talk about medicine taking may
be viewed as a process whereby speakers need agmdiiferent dilemmas in their
accounts which orientate around the allocationlafie and accountability. This
analysis will assess how identifying such evidemm®nfigures our understanding of
notions of individual attitudes about medicineshas and illness by discussing how

these “attitudes” can be seen as social and motiahs.

Following this analysis of rhetoric and dilemmagparticipants’ talk, the same extracts
are examined for how participant’s management arniel and accountability situates
their talk within an historical and moral contekhese moral discourses are therefore

discussed for how participants’ versions of evanéspositioned within different
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discourses and the connections that can be matede moral discourses identified in
the review of asthma literature in Chapter Two.sTdmalysis will indicate the
relationship between systemic discourse and indalidtterance in talk about medicine
taking. It will then discuss the potential for havdividuals’ talk may be seen as a

manifestation of the moral issues that influenaéydkecisions about medicine taking.

Chapter Five: Contextualising the Role of Moral &iarses in Talk about Prophylactic

Medicine taking

The analysis in Chapter Five will highlight speciinteractional problems within the
face-to-face interviews that needed to be overconoeder to make claims about the
role of morality in talk about medicine taking. Tta¢k identified in a minority of
interviews could be seen to follow a different pattto the talk identified in the body of
the data. These “deviant cases” therefore req@ioete explanation and a solution is

presented drawing on ideas and techniques assbeiéteLinguistic Ethnography.

This analysis will highlight the importance of unstanding how participants’
understood, or framed, the interaction taking pfacehe type of talk that was
produced. It is argued that these framings arertgr@ on the interactional conditions
of the interviews and other techniques from LEdravn on to help specify the
conditions of the interviews in this study. Thisabysis will indicate the circumstances
under which speakers might have been preoccupigdaecounting for their behaviour
and when the role of morality may be present oeabm talk about medicine taking.
Emphasising how the talk of participants was paddigtrestricted to the interactional
conditions of the face-to-face interviews, raideel meed to obtain “new” data that
might validate the interview data. This was undestausing a focus group, in which
data was shared with participants and is the topanalysis in Chapter Six.

Chapter Six: Analysing Interactional Contexts iData-Sharing Focus Group

This chapter discusses an exercise in providingvapiece of data in which moral
discourses of medicine taking could be seen tacheatied in the talk of participants.
To provide what could be considered to be new @athfferent type of interaction from
the interview data was required which shifted d@itenaway from individual’s asthma

management. A focus group was used to perforntdkksbut rather than asking
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participants further questions about their asthraaagement, data from the face-to-
face interviews was shared with participants. Etle of focus group participants
therefore provided a dataset which could be tritatgd with the data obtained from
face-to-face interviews and also with the moratdisses of asthma management
identified in Chapter Two. It also provided a mebgsvhich participants could respond
to findings from the interviews. Extracts from floeus group transcript are therefore
examined for how moral discourses of medicine tgkiould be seen to be activated
within the group’s discussion. This analysis whitefore provide a more substantial
basis for evaluating the importance of accountorgriorality in discussions of

prophylactic medicine taking.

Chapter Seven: Discussion.

This chapter will review the rationale for thisdyuand discuss what has been learnt
about talk about medicine taking by using a diseerpsychological approach to
understand it. It will discuss the contributiontioé different pieces of evidence about
asthma medicine taking by considering the insightsided in how such talk is both
interactionally constructed and also structuredaviler moral discourses of iliness
management. Having built on the main analysis @frinew data, through an analysis
of the interactional conditions of the interviewslause of the focus group, the
examination of properties of talk about medicingrtg is extended beyond those
examined in Chapter Four to incorporate lessonsti@dout the production of talk in
diverse contextual and interactional conditions,dlocation of blame and
accountability within differing moral discoursesdathe relationship between structure
and agency in participants’ talk. Lessons learmenhfthe analysis of data in this study
will be used to assess how talk about medicinentpkiay now be better
conceptualised, by offering an alternative to imdlinalistic notions of attitudes and
beliefs. This will facilitate insights into how me@rchers and healthcare professionals
might be helped to better understand talk abotin@stmanagement specifically and
perhaps chronic illnesses more generally. Suggestidl be made for how they may
be more attuned to moral issues in talk and hoatrirtent decisions may be made that
are compatible with those issues. The author &b affer suggestions for further
research, using the methodological approach takéms study, within adherence
research and also in research looking at how peopleage chronic illness in everyday

settings.
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Chapter Eight: Conclusion

This chapter will summarise what has been learnehis study of talk about
prophylactic medicine taking for people with asthamal chronic illness generally,
underlining the contribution of the thesis findintgsexisting knowledge on adherence
to medications and the methodologies applied mfield. The chapter will conclude by
re-emphasising suggestions for future researctaaodhow healthcare professionals

might more appropriately support people with chealinesses manage their conditions.
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Chapter Two

Morality in Talk about Prophylactic Asthma Medicine taking

This Chapter is about building the rationale fardsing the role of morality in talk
about asthma management and prophylactic mediakneg. Approaches to medicine
taking to date have tended to focus on peopleigfsednd attitudes to asthma and
medicines which have potentially missed importastghts about how such talk is
likely to orientate to cultural notions of appragig illness management. Such a focus
raises questions about accepting the meaning®fdlk as accurately representing an
internal cognitive state, such as an attitude. &lnetherefore a strong case for
examining how talk about medicine taking is congied within a discursive and social
historical context. In Chapter One the interacti@mmmnponents in the production of
morality in talk were examined. Chapter Two willmexamine how asthma and
morality have been historically situated and themethe relevance of focusing
specifically on notions of morality in talk abowgthma medicine taking. This will be
done by concentrating first on historical linksweetn asthma and morality, and
secondly by examining how morality is linked to ttantrol of asthma symptoms in

contemporary clinical asthma guidelines.

Initially, historical evidence will be offered thahows how asthma has been discussed
in moral terms both in conceptualisation of its@egy and in recommendations for
prevention and treatment. This account will empd®bow individuals have been seen
as accountable for the causes and solutions ahassymptoms in various and shifting
ways, manifesting in explanatory models focusingnatividual psychology, personal
habits, or individual exposure to environmentajdars. At the heart of these
explanations lies the concept of control; of orezisotions, lifestyle or breathing and
morality is evident in these explanations through different evaluations that have
been attached to different displays of control.e4 koint in the development of modern
medical understandings of asthma is that althondtviduals are no longer seen as
accountable and therefore in control for contracaathma, morality has potentially
shifted to how individuals control their symptorit$is shift in the focus of morality
from cause to the management of asthma is miriarpdrallel shifts in

conceptualisations of other chronic illnesses threrdast hundred years.
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After investigating the historical linguistic corst®ns between asthma and morality,
this chapter will go on to examine how moralityingked to asthma in British society
today. Examining the specific medical conceptusibseof asthma management that
informs current clinical practice offers insightarthe broader moral framework that
regulates treatment decisions in a clinical settiMegdicine is the dominant institution
in the management of iliness and disease. Whetheudgh the NHS or in privately-
provided services, medicine controls and distribat@ast array of resources to society
in the management of health and illness. The pasbteneed these resources are
likely, (but will not necessarily), offer presentats of selves in ways which can enable
them to gain access to required services and ressut is therefore likely that in
talking to other people about their health, thely manage such concerns within which
control of oneself and one’s asthma symptoms kedylio be a central focus.
Theorising such regulation of talk by social diseuwill then be addressed by re-
interpreting findings from a research study that tegorted clinician and patient talk
about asthma management. This will involve tragnmath from the systemic
discourses identified in medical discourses tortimginifestation in individual
utterances. However, tracing this path and otheteexee will be drawn on to highlight
how “self-control” is potentially one of many mowdikcourses that may influence how
people talk about asthma management and make @lecsbout related prophylactic
medicine taking. This will underpin a case to bale#or broadening the analysis of
morality beyond a medical lens to the managemeitiheks in everyday life. Finally,
having built a case for examining morality in asthmanagement talk, some
conclusions will be drawn about what evidence @ued for evaluating the
importance of accounting for morality when intetprg talk about asthma prophylactic

medicine taking.

Historical Links between Morality and Asthma

For those tracing the history of asthma, the wdrkloses Maimonides (1135-1204)
and his “Treatise on Asthma” is repeatedly citedgi@an, 1983; Diamant, Boot, &
Virchow, 2007; Muntner, 1968; Opolski & Wilson, Z&)(Rosner, 1981). His work may
represent the earliest attempt to set out formigedjmes for the prevention and
management of asthma and we can see how Maimoroadssructed asthma self-

management as a moral practice.
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Maimonides was commissioned by the Sultan Saladigygpt to produce a series of
dietary and behavioural recommendations for theagament of the Sultan’s son’s
acute asthma attacks suffered after having a dddmonides’ book sets out general
principles of personal conduct relating to asthdedined as “difficulty of breathing or a
pain in the chest”, and iliness in general. Regutadf individual behaviour, in this case
controlling one’s diet, emotional state and habitste seen as fundamental to health

outcomes. According to Rosner:

Maimonides states that hygienic principles canroeged into seven categories
of which the first six are obligatory and the seeis commendable: clean air,
correct eating and drinking, regulation of one'ogams, exercise and rest, sleep
and wakefulness, excretion or retention of wasted,bathing and massaging.
To these he adds the regulation of coitus as aorizpt factor in a general
health regimen. (Rosner, 1981, p. 247)

According to Cosman, Maimonides argued that “meamauish, fear, excessive
mourning, and stubborn agitation affect not onlig gad appetite but also the
respiratory organs, causing accumulation of noxgages and preventing proper
inhalation”. To overcome psychic phenomena, Mairdesiadvised diet and medication
allied with philosophy such as “laughing at deaahtl keeping the mind occupied with
useful chores. However, Maimonides also arguedrtbahedication should be
prescribed for a condition curable by diet alorMetlications encourage physiological
dependencies, allowing the body’s natural urgdsettome ‘lazy’, and ultimately to
disappear because of lack of use.” With some resmnwith both Hippocrates’
commitment to the patient and contemporary conegigations of patient-centred
medicine, Maimonides’ philosophy aimed to treat‘thbole person” (Muntner, 1968).
The central message of “The Treatise on Asthma”thaisdiet can be seen as a life
pattern. A healthy body was necessary for a healbly. Medicine was seen to serve
not only a physical but an ethical purpose, closely to philosophical responsibility -
“nihil ex nihild’ (“nothing comes from nothing and nothing couldvaighout effect”).

The link between morality and the causes of astisritess explicitly drawn in the
Renaissance period from the™i 17" centuries, where the main focus on the causes

of asthma was on environmental triggers (CserB@05; Ellul-Micalle, 1976).
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However, Maimonides’ indication that individual géplogy played a part in causing
asthma can still be seen at the heart of explamabbasthma 700 years later (Osler,
1892; H. H. Salter, 1860). William Osler, considkes a forefather of modern
medicine, argued that “all writers agree that theii@ the majority of cases of bronchial

asthma a strong neurotic element” (Osler, 189828).

In the early 28 Century the link between an individual’s emotiodisiposition and
asthma symptoms was increasingly replaced by eaptars drawing on insight into the
influence of the allergen. However, the role ofiudual psychology was rejuvenated in
explaining the aetiology of a range of conditiomshe 1930s to the 1950s. This largely
reflected the emergence of the works of Freud and and psychodynamic
explanations of human psychology and behaviourr @ie period, psychodynamic
theories were applied to a range of ailments, olioly asthma, by Alexander and
colleagues at the Chicago Institute of Psychoarsafyrsd also by Dunbar based at the
New York Psychoanalytic Institute. Both Alexand&#9%2) and Dunbar (1947) cited
numerous individual patients’ cases as evidensaipport the connection between
emotion and the symptoms of asthma. Clearly drawmthe theories of Freud (1940),
explanations of asthma were constructed in ternasrefationship between individual
physiology and unconscious trauma, whereby an emaltstate brings about the
physiological display of asthma symptoms. Earlydtiood trauma was regularly
identified as a key to asthma in later life, asfration of too little or too much

motherly love, positioning asthma symptoms as atsuite for crying, or as suppressed
sexual desire. Here the role of deterministic, mscus, unresolved emotional
conflicts were foregrounded for the perennial asttsufferer. The individual’s
responsibility was not seen as orientated to eatdrabits but to “seek help” to resolve

internal causes.

In these psychoanalytical accounts of asthma, ritypralseen as linked to the existence
of asthma in two important ways. First, the quadibd quantity of motherly love is
clearly evident, with the mother being wholly respible for providing the “right” kind

of love. Second, it is clearly the morality of sekdesire that is central to the causes of
asthma. Here, the mother is positioned as reprieggthie regulator of social morality
and is once again responsible for how this moraitgommunicated to her child. In
both cases the child and person with asthma wasftre seen as holding unresolved

frustrations relating to either maternal affectarsexual desire, both carrying
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associated feelings of guilt and fears about exprgaunconscious and shameful
desires. Dunbar and Alexandar argued that, threogie complex process, unresolved
traumas led to their patient’s asthma, seen asréfestation of a self-perpetuating
overdependence on one’s mother, as a strategytémtian-seeking or as a response if

rejected.

This theoretical link between individual psycholagyd physiology clearly constructed
people with asthma as not only holding distastefuinoral and unresolved desires, but
also as devious manipulators. Whether these igtseen as unconscious or not, the
link between individual morality and asthma areaclend despite the increasing
evidence that asthma was an organic, allergic tiongireceiving a diagnosis of asthma
would be clearly undesirable in this therapeutictegt. In addition, as was typical of
psychoanalysis, it was the individual's respongipilwith the analyst as “guide”, to
“confess" and come to terms with these conflicssiigerpreted by the analyst), in order
to resolve one’s symptoms. Again, morality candensto be elucidated through a
display of individual control — of motherly lovedth control of the child by the mother
and of the mother by the child); of repressed seaesire (both by inhibiting it's
expression and relinquishing control through pswriadytic therapy); and through the
manifestation of asthma symptoms, seen both assaofocontrol and as a mechanism

for gaining control (of a mother’s affection).

Morality and the role of metaphor in apportioningl&®me for iliness

The notion that the individual was responsibletfoth the causes and solution of one’s
asthma, theorised through a psychosomatic marti@staf symptoms, is evidenced in
views of asthma widely-held well into the”?():entury, (Crocket, 1956; Knapp, Carr,
Mushatt, & Nemetz, 1966). Similar connections halg® been identified in numerous
other conditions, demonstrating how such ideas paveaded Western cultural
understanding of illness aetiology and managen@rgan Sontag in her passionate
critique of the metaphorical language of cancdyetaulosis and AIDS (1991), argues
that the more an illness has numerous causes dafinite origins, the more scope
there is for drawing on metaphor to help frama iterms of what is socially or morally
wrong. Sontag argues, citing examples from fictmetry, texts from psychoanalysts,

doctors and personal diaries, that morality has lagplied through metaphor to explain
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illness, and has for centuries, been related twiohabl psychology, again laying blame
on the individual both for the causes and the teswi of iliness.

Sontag identifies how in the ¥&entury people were thought to get cancer through
hyperactivity and hyperintensity and, as with asthmMaimonides’ recommendations,
were advised to “bear the ills of life with equaityhand not to “give way” (Sontag,
1991, p. 54) to grief. In contrast, and resonatwuity Dunbar and Alexander’s theories
on the causes of asthma, this connection betwéenited emotional expression and
cancer has been reversed more recently with tleetide the symptoms of cancer are
linked to repressed emotion (Sontag, 1991, pp.4837This is also precisely how
tuberculosis was frequently understood until thentdication of the germ “bacillus”.

As seen with asthma, it is the control (or lackasfyl (non)-display of emotions that is
the cause of the physical symptoms of cancer,den garlier with tuberculosis), and
which provides the basis for how blame and accduilitiafor one’s illness is
distributed. Despite the role of the unconsciousiany explanations of iliness in the
first half of the 26 century, the effect of linking control of emotiowgh physical

health is to equate individual freewill with goodlmad health, as Sontag argues, by
citing the psychoanalyst Groddeck (1977, p. 47)é"sltk man creates his disease, he is

the cause of the disease and we need seek nomé othe

Sontag argues that metaphor is used as a devagptation blame and accountability
for the existence of illness. The examples disaibgee suggest that people with
chronic ilinesses, including people with asthmay therefore also need to orientate to
issues of individual control in the metaphors threturn employ to provide the
evidence to manage blame and accountability. Feam@ke, Sontag cites the journal of

Katherine Mansfield a year before her death in 1923

A bad day . . . horrible pains and so on, and wes&nl could do nothing. The
weakness was not only physicaimust heal my Seftfefore | will be well . . .
This must be done alone and at once. It is atdbeaf my not getting better.

My mind is notcontrolled (p. 48)

Identifying how morality has been linked with asthin ways similar to other illnesses
emphasises that asthma is one of a range of ilsegskhich have been interpreted by the
available cultural understandings in which theiygbal symptoms are manifested and

expressed. These understandings are clearly remt &rd, importantly, underline that
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asthma as a disease and its management can bie $seas much a social phenomenon
as an embodied personal experience, carrying i@pbirnplications for how asthma is
managed. This highlights difficulties in assumihgttpeople are responding to a fixed
object (“asthma”) when they talk about medicinarigkand also illustrates that
decisions about medicine taking may be made int bfleulturally available

understandings of asthma, illness and medicines.
Shifts in individual accountability: From causes tmanaging asthma

Although it is possible to identify similarities thihow the causes of cancer and
tuberculosis have been conceptualised, asthmapiagalty not been regarded as
shameful, morally-laden or as life-threatening ascer or tuberculosis. Similarly, it is
easier to identify more recently emerging illnessbgch have been more heavily
associated with moral connotations of causationmadagement such as AIDS (Sankar
et al., 2002; Sontag, 1991) or chronic fatigue sy, (CFS/ME) (Horton-Salway,
2001). However, it wasn’t until the 1960s and 19{Hag the psychoanalytical links to
asthma were widely disregarded and asthma wasmesashas predominantly physical
in its causes (although tackling the symptoms tifraa through different forms of
psychotherapy can still be seen today), (M. Wentlwgrersonal communication, 2009).
Whilst, psychology continued to make an importamttabution to understanding
asthma causation, theories linking the mind tosgiraptoms of asthma placed little
importance on the dynamics of the unconsciouseatstieveloping theories
emphasising physiological responses to stress@motian (Wright, Rodriguez, &
Cohen, 1998), echoing € entury recommendations (as well as Maimonidex) th

asthma symptoms can be reduced by maintainingvaealotional state.

The continuing connection made between psychologyaathma emphasises that
whilst asthma is mainly considered to be a physioabition, it is a diagnosis applied
to an array of symptoms also explained by an asfgptential triggers, both physical
and psychological. However, in contrast to someiotion-terminal conditions whose
aetiology is unclear, such as CFS/ME, (where pewyalg often encounter difficulties in
having their symptoms recognised and diagnosed asganic condition), many people
with asthma are commonly seen as resistant togmoss, (Adams et al., 1997) often
related to the intermittent nature of the dise&tadrh et al., 2006; Horne & Weinman,

2002). The combination of an historical associatbasthma with a fragile individual
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psychology, explanatory vagueness regarding anymaliddual’s diagnosis and the
embodied experience of symptom-free periods hegha@x this resistance when framed
within research contexts investigating beliefs dtamthma. Importantly however, the
movement in medical conceptualisations of asthnea) having psychosomatic to
organic origins, may have shifted the patient’soactability away from the external
causes of contracting asthma to personal accolitydbr the control and display of
asthma symptoms. With medications being developbdh, for the first time began to
effectively tackle the inflammatory symptoms offast and offer that control, it was
now the individual’s responsibility to use thosedieations as instructed. Health
outcomes therefore, were increasingly seen asuét dconscious decision-making and
research in the 1970s began to focus more direatiyre individual knowledge which
would ensure that those decisions were the “cdroews (M. H. Becker, Radius, S.M.,
& Rosenstock, .M., 1978).

Asthma medications, asthma control and morality

Although asthma medications had been developee sirecearly 1900s (Crompton,
2006), it wasn’t until the 1960s that a treatmeatbutamol, which relieved symptoms
without serious side-effects, was widely availgldeamant et al., 2007) and which is
still the main form of asthma relief treatment présed today. Although forms of
prophylaxis were in existence, medications largelgnted around the relief of asthma
symptoms, bringing one’s breathing back under cbr# key shift in prescribing came
about through an increased understanding that gimfiammation is a key feature of
asthma. Coupled with a greater understanding dwatlar use of bronchodilator
treatments potentially masks inflammation meant, thvéh the introduction of the first
inhaled steroid prophylactic treatment in 1972 ofBn, Storey, & George, 1972; Clark,
1972), clinical practice shifted its conceptualisatof asthma care from “symptom
control” to control by prevention through prophytiadreatments. However, it is only
since the late 1980s and early 1990s that inhaézdids have been widely prescribed.
Explanations for this delay have been seen as@ftéars about inhalers following the
UK asthma epidemic in the 1960s, combined withdedoout steroids (Crompton,
2006; Kelloway, Wyatt, & Adlis, 1994; Price, 1994y,as a result of continued
evidence of asthma as an inflammatory diseaseesudting changes in asthma
guidelines (Diamant et al., 2007; Stafford, Ma,Kelstein, Haver, & Cockburn, 2003).
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The delay in the wide dissemination of prophylaatiedications indicates that the shift
in the conceptualisation of asthma pathology andagament, to one of inflammation
that needed to be prevented, is relatively news Taises the question about how well
this way of understanding asthma is circulateditiety beyond clinical and research
settings. As Horne, Leventhal et al have found, yrn@eople with asthma continue to
regard asthma as something that is not a contindisease that needs to be under
constant control. It is possible that when manypteavith asthma talk about how they
view their condition and make decisions about meditaking, they orientate their talk
to the older “symptom control” framework of asthmanagement, in spite of fully
understanding the need for prophylactic medicatidhgs may be because a symptom
control discourse is normalised within a wider raud social spaces and which may be
more compatible with the everyday lives of peopitasthma. Having looked at
examples of how asthma has been linked with mgrakalising that new forms of
discourse may operate concurrently with older disees raises questions about how
discourses of illness management interact andferaasross discursive contexts to
influence treatment decisions. In the followingts@t more recent examples of text and
talk are investigated to understand contemporamahtliscourses of asthma
management. This examination looks for evidencethieamedical discourse of
preventive asthma management carries notions ddlityoregarding asthma
management that will be communicated through tleeofi€linical documents and will

function to structure the talk and decision-makafiglinicians and patients.

The Role of Morality in Contemporary Asthma Managenent

The biggest influence on the practice of clinicgthana management today is the body
of asthma guidelines. Asthma guidelines are basedhat is considered to be the best
available evidence and provide the main sourcauimfagnce for clinicians treating

people with asthma in primary care in Britain. Tévgdence, largely generated through
randomised controlled trials, seen as the golddstahevidence informing guidelines,
promotes the idea that the way to manage asththeoisgh the use of self-management
plans and appropriate pharmacological treatmeiitnS®agement plans (SMPs)
incorporate advice about prophylactic medicinerigkand adherence to both the plan
and the medication is a key requirement for the pdebe effective. The review
undertaken here will present key elements of pedithat set out strategy and guidelines

for managing asthma. It will then focus on asthriv#PS to build an argument for how
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notions of morality can be seen to transfer frothms. management policies to clinical
decisions and hence medicine taking. SMPs candreae“fixed texts” (Blommaert,
2005), potentially a powerful tool which may benséerred across contexts. In this
instance the text of the SMP is “guided” by theoramendations within asthma
guidelines within a clinical context which is theansferred to people’s everyday lives.
To follow this process, the findings from a pied¢eoalitative research by Jones, Pill
and Adams (2000) will be re-interpreted. Joektal explored nurse, doctor and patient
views of SMPs and reported general resistance tBsSMnongst these different
participants. In addition, they reported a gulfvetn professionals’ concept of the
“responsible asthma patient” and patients’ viewstdad of viewing the talk of
participants reported in their findings as accuyatepresenting individual attitudes, we
can view this talk as a form of social action, dmapinsight into how the clinicians and
patients orientated to issues of blame, autonordyagnountability. This type of talk
can be seen as an activation of an institutionabhdiscourse of asthma management
apparent in asthma policy documents and which ipasitclinicians and patients as
simultaneously empowered and accountable for tregisions. This will highlight how
the individualistic ideology of patient-centred niwde creates a decision-making
paradox for clinicians and patients when set ag#esevidence informing asthma
guidelines.

Asthma Management Policies and Guidelines

Two different sources were examined to identifydevice of a moral discourse of
asthma management being constructed within cuasthima policy. Although
numerous guidelines have been developed over $h80ayears, the two most
influential governing bodies influencing asthma mgement in clinical settings in the
UK are the Global Initiative for Asthma (GINA) (29Pand the British Thoracic
Society (BTS), (2008 revised June 2009). GINA, thed in 1993, is comprised of a
network of asthma care experts, organisations abtigphealth officials that collaborate
to disseminate a global strategy for asthma manageand prevention. GINA receives
unrestricted educational grants from numerous paeaeotical companies and works
closely with the National Heart, Lung and Bloodtituge and the World Health
Organisation in the development of its strategye Bhitish Thoracic Society has
worked in collaboration with the Scottish Interegliate Guidelines Network (SIGN)

and who have jointly developed asthma guidelinesesil999. This decision to
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collaborate was based on an agreed view that ayon&leline was needed using
“explicitly evidence-based methodology.” It was dmped by a multidisciplinary
group of practising clinicians who review the ewide using a standard methodology

based on a systematic review of the evidence.

The language of the GINA report and BTS guidelwas examined for its discursive
positioning of the roles and responsibilities ahicians and patients. By choosing to
review these documents, it is being proposed thatvway in which medical
representations and moralities of health behavaoeicommunicated through
institutions is through the discursive power ofdaucracy and governance. This is not
to exclude the possibility that moralities withiredicine might come about and be
disseminated in other ways but to argue that thttinional power of formal
documentation is an important means for this. Toei$ here is therefore the study of
the power of language in communicating the meaafnifjness and how language and
treatment decisions about illness are regulatgupdeiced and produced through talk.
These documents will be examined by drawing orptireiples of language seen as
social action discussed in Chapter One. On a liteval, this is self-evident in that
asthma reports and guidelines are intended to &julhical practice. However,
guidelines may also be viewed as a form of rhetohizh construct doctors and
patients in particular ways and links these cors$itras to specific types of behaviour.
In particular, asthma guidelines work to “recomnietettain types of behaviour and
not others, thereby indicating a moral value tséeespective behaviours. The extracts
selected here represent the rhetorical acts teajuldelines appear to perform. We can
then examine these forms of rhetoric for the sbrhoral discourse that appears to be
constructed and subsequently whether we can sedifitiourse activated in talk about

taking prophylactic medications.

GINA

In 2004, a key objective of the GINA guidelines wedefined. This was to develop a
strategy for asthma management that was basednacathsthma control rather than
classification of the patient by asthma severitye Tole of the health care professional
was to: “establish each patient’s current levatreatment and control, then adjust

treatment to gain and maintain control.” Asthmatoans then defined as:
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* No (twice or less/week) daytime symptoms

* No limitations of daily activities, including exese

* No nocturnal symptoms or awakening because of asthm
* No (twice or less/week) need for reliever treatment

* Normal or near-normal lung function results

* No exacerbations

(Global Initiative for Asthma (GINA), 2009, p. xii)

GINA emphasises that any fall from this optimumesthould result in re-assessment
of asthma treatment, a warning of deterioratingrastbeing an increased use of
reliever medication. To achieve this control GIN&tssout the appropriate medications
that should be prescribed, “stepping up” and dosthraa treatments as the required
level of control is achieved. Stepping up may imedhe introduction or increase in the
use of prophylactic therapies, typically inhaledticosteroids, but may also include
leukotriene receptor antagonists, (an alternataéet therapy) or long-acting beta-

agonist treatments, which are usually prescribexttition to inhaled corticosteroids.

The challenge to medicine is to ensure that coigrathieved to help reduce “the
burden of asthma.” This is viewed “not only in tarof health care cost but also of lost
productivity and reduced participation in familfeli’ Preventive or prophylactic
medications therefore have a critical role to plathin GINA'’s strategy and to succeed
in their objectives it is essential that peoplewasthma take prophylactic medications
as prescribed. GINA proposes that there are fitarri@lated components to their asthma

management and prevention program:

Develop Patient/Doctor Partnership

Identify and Reduce Exposure to Risk Factors
Assess, Treat and Monitor Asthma

Manage Asthma Exacerbations

a bk~ 0N e

Special Considerations
(p. 50)

Component 1 has been a recent addition to the ptiemeprogramme and the

doctor/patient partnership is seen as a procesdaifonship-building:
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The partnership is formed and strengthened asmsi@ad their health care
professionals discuss and agree on the goalsaifrient, develop a
personalized, written self-management action piaiuding self-monitoring,
and periodically review the patient’s treatment &kl of asthma control.

Education remains a key element of all doctor-patigteractions. (p. xii)

It is also argued that clear communication betwiberhealth care professional and

patient is the key to enhancing compliance. Keyoiacto facilitate communication are

reported as:

A congenial demeanour (friendliness, humor, anehéiiteness)
Engaging in interactive dialogue

Giving encouragement and praise

Empathy, reassurance, and prompt handling of angeras
Giving of appropriate (personalized) information

Eliciting shared goals

Feedback and review

(p. 51)

These factors are presented within a section wénephasises the importance of

delivering effective education, seen as an intggaal of consultations. In this section,

the report also discusses barriers to adherenmephylactic medications. Non-

adherence is defined: “in a non-judgemental wathadailure of treatment to be taken

as agreed upon by the patient and health caregsiofeal” (pp. 52-53). The following

drug and non-drug factors are identified as relédatbn-adherence:

Drug factors

Difficulties with inhaler devices

Awkward regimes (e.g., four times daily or multigleigs)
Side effects

Cost of medication

Dislike of medication

Distant pharmacies
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Non-drug factors
* Misunderstanding or lack of instruction
» Fears about side-effects
» Dissatisfaction with health care professionals
* Unexpressed/undiscussed fears or concerns
* Inappropriate expectations
» Poor supervision, training, or follow-up
* Anger about condition or its treatment
» Underestimation of severity
* Cultural issues
e Stigmatization
» Forgetfulness or complacency
» Attitudes towards ill health

* Religious issues
(p. 53)

The extracts presented here from the GINA replustilate how the subjective
experience of the patient is interwoven with thgeotive components required in
achieving asthma control. We can see how thesedsnoerns manifest themselves
within the context of patient education. Individpaltient experience, feelings, beliefs
and attitudes are recognised, but within the cdrdgéfactors that may influence
patient’s adherence. The role of the cliniciaroiascertain the level of asthma control
and prescribe accordingly (the objective componéntl) also to act as educator to the
patient, working to align patient attitudes and enstanding with those required to
adhere to the relevant medication. This is constrtlas working in “partnership” which
is “strengthened”, principles which adhere clogelyhe concept of concordance held
within patient-centred medicine initiatives (Poko005; Royal Pharmaceutical
Society of Great Britain, 1997). However, with pati education positioned as central
to the consultation, medical knowledge is uphelthasggold standard by which to
measure the accuracy of beliefs and perceptionstdigalth and illness. This tension
between the knowledge of the patient and the knidydeof medicine is even more
pronounced when specific guidelines and recommendagre set out for clinicians to

follow within asthma consultations.
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BTS Guidelines

At the outset, the BTS guidelines state that thdejunes are not intended to be
construed or to serve as a standard of care aggkdtre important role played by the
individual clinician and patient in making decissoabout asthma management.
However, as with GINA, the BTS state that the afrasthma management is the
control of the disease and sets out its definitibasthma control which closely matches
the GINA definition. However, the BTS also statatttin clinical practice patients may
have different goals and may wish to balance thes &@if asthma management against
the potential side effects or inconvenience ofrtgknedication necessary to achieve
perfect control” (p. 33). The BTS emphasise a ‘sisp approach” for determining the
most appropriate treatment to start with, steppin@r down the quantity and types of
medication as is necessary according to the lehasttbhma control indicated by the
patient’s symptoms. A key part of this assessmiates that “Before initiating a new
drug therapy practitioners should check compliamitie existing therapies, inhaler

technique and eliminate trigger factors” (p. 33).

The guideline consists of recommendations whichgeaded according to the amount
and quality of the evidence available. Evidenagrégled from 1++ being the highest
quality down to 4. Randomised controlled trials (R or systematic reviews of RCTs
are considered the gold standard evidence withsngifading system. This is then
followed by case control and cohort studies. Atlib#om end of the grading are “non-
analytic studies, e.g. case reports, case sendsé@pert opinion”. The “Grades of
Recommendation” A, B, C and D are assigned basedeolevels of evidence that are
available for each area of asthma managementk&ug is also used to indicate
“recommended best practice based on the cliniqgatence of the guideline
development group.” We can see this grading megitayged out in the stepwise
recommendations where each of the 5 asthma steps niild asthma at step 1 to
severe asthma at step 4 and 5, recommend a medieaud state clearly the grading
which that recommendation is based upon. The recamation for the use of regular
preventive therapy has an “A” grade, meaning itdeaasnge of high-quality evidence
available to support that recommendation (p. 36)s fecommendation provides clear

guidance for the practising health care professiahéch can be broadly applied to all
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asthma patients. BTS also set out the asthma-tidi@d¢ures which indicate that a

patient is likely to benefit from an inhaled stetoi

Exacerbations of asthma in the last two years
Using inhaled32 agonists three times a week or more
Symptomatic three times a week or more

Waking one night a week

(p. 36)

The asthma review and self-management plans/aptaons:

According to the BTS guidelines, finding the optimtreatment for the patient’s level

of asthma severity involves regular review to eadbtepping down” of treatments.

Regular review of patients as treatment is steplos¢h is important. When
deciding which drug to step down first and at wiadt, the severity of asthma,
the side effects of the treatment, time on curdase, the beneficial effect
achieved, and the patient’s preference shouldealbken into account. (p. 46)

A key proposal within the guidelines is that a cainpart of any asthma review is for

the use of self-management (SMPs, also known &sgatans) (see pages 107-108 of

BTS guidelines for example plan). It also recomnsetindit the number of patients
receiving SMPs should be audited. It also suggbsatsaudits that feed back the

guidelines’ recommendations to clinicians, regagdire management of individual

patients, may improve outcomes.

Proactive clinical review of people with asthma noyes clinical outcomes.
Evidence for benefit is strongest when reviewsudeldiscussion and use of a

written action plan. (p. 80)

The ideal content of an asthma review consultagamcertain. Discussion and
provision of a written action plan leads to impravaitcomes. Other activities
likely to be important are reviewing understandifignedication role and use,
checking inhaler technique, recording lung functi®tructured review systems
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such as... improve the recording of relevant dataraag prompt a search for
causes of suboptimal asthma control, such as unelment, poor adherence or
poor inhaler technique. However, such tools cad teaa more physician-
centred or template-directed consultation. Revigvaatients using a patient-

centred style of consultation can lead to improvettomes. (p. 81)

This emphasis on a “patient-centred style of cdatioh” is evident throughout the
BTS guidelines. There are lots of reference toprspective of the patient and
emphasis of the individual and personalised naitiessthma management,
“personalised action plans”, “patient-centred stfieonsultation”, “ownership”,
“patients may have different goals”, “patient prefece”. In addition the “ultimate

judgement” of the clinician is essential.

As was seen in the GINA report, the role of edurgtoffered by the clinician, is
nevertheless fundamental in this approach as we@am the extracts below.

Successful [self-management] programmes vary ceraidly, but encompass:
Structured education, reinforced with written paaaaction plans, though the
duration, intensity and format for delivery may yar
Recommendationntroduce personalised action plans as partstftectured

educational discussion. (p. 85)

Checklist 1. Suggested content for an educatiomgramme/discussion.

This checklist is intended as an example, whichthgmofessionals should adapt to
meet the needs of individual patients and/or cafiérs purpose of education is to
empower patients and/or carers to undertake self neagement more
appropriately and effectively (my emphasis)Iinformation given should be tailored
to individual patient’s social, emotional and dseatatus, and age. Different

approaches are needed for different ages. (p. 86)

Here, (and also within the GINA report), we can Be® the provision of information
and an SMP is equated with the individual patisnt@powered decision-maker. This
positioning of the clinician and patient as infodvaecision-makers means that
responsibility for treatment decisions is considexelie with the doctor, nurse and

patient. However, the graded “evidence” meansifl@ihicians do decide to reject the
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recommended treatment option they are going agtiasbest practice” set out within
the guidelines. This position is reinforced ateliént points within the document and
the advice is clear that patient and clinician chaieeds to take place within the

structure of the guidelines.

Self management programmes will only achieve bégaith outcomes if the
prescribed asthma treatment is appropriate andngthideline
recommendations. There is some evidence that ohiparfa self management
plan may attract better treatment (i.e. increasexbisl provision from attending

physicians). (p. 86)

Recommendatiornitiatives which encourage regular, structuredeev
explicitly incorporating self-management educasbiould be used to increase

ownership of personalised action plans. (p. 88)

The BTS guidelines offer little insight into how @@ercome situations where the goals
of patients do not easily match the advice in thielgj/ines, other than to ask open
guestions, as set out in a section titled “Comglkaand Concordance” (p. 86). It is
arguable that the space for treatment optionseiefbore limited within the structure of
the asthma guidelines. This potentially creatatuatson whereby patients, doctors and
nurses are held accountable for problems arisitiggrmanagement of a patient’s
asthma as we can see in the below extract takemtfie opening paragraphs of the
BTS guidelines.

The ultimate judgement must be made by the apmtephiealthcare
professional(s) responsible for clinical decisioegarding a particular clinical
procedure or treatment plan. This judgement shonlg be arrived at following
discussion of the options with the patient, cowgtime diagnostic and treatment
choices available. It is advised, however, thatificant departures from the
national guideline or any local guidelines deriviexn it should be fully
documented in the patient’s case notes at thethmeelevant decision is taken.

(p. 1)

This discursive framework of the doctor-patienatieinship as “concordant”,

“proactive” and “empowered”, set against the needdcument “significant departures”
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from the guidelines arguably creates a decisioninggaradox whereby patients,
doctors and nurses are simultaneously responsiengpowered”, yet restricted by the
treatments available and regulated in their degssids a result, poor health outcomes,
or the “burden” of asthma, is potentially positidreeresult of treatment decisions being
outside of “best practice”, lacking “concordanceathnpatient’s perspectives, or

clinicians not being “proactive” enough.

The Manifestation of Accountability in Talk about Asthma Management

The positioning of clinicians and patients, withisthma guidelines, as both accountable
and empowered can be seen to be manifested inigwes with clinicians and patients
regarding SMPs. In a qualitative study using fogtmips, Jones, Pill and Adams
(2000) explored the views of health professionat$ patients with mild to moderate
asthma on the role of guided SMPs for asthma. Jetngdound that in the majority of
cases, SMPs were received unenthusiastically atlien@atients nor clinicians
considered them to be either useful or effectivemanaging asthma. This resistance to
SMPs may indicate the underlying tensions maniiétin asthma guidelines between
the evidence-based recommendations and the nb&brldctors, nurses and patients
have autonomy and are responsible for the decisi@isare made about treatment. We
can briefly re-examine some of the extracts thaeset al provide to theorise that this
tension might be transmitted from the proposalde 8MPs stated within asthma
guidelines to the talk of doctors, nurses and ptgie their discussion about the role of
SMPs in asthma management. This might then betosbéorise more generally
regarding the provision of asthma interventions tunedeveryday lives of people with

asthma.

In primary care, specialist respiratory nursescaramonly responsible for managing
patients’ on-going asthma through asthma reviewndsithe GP tends to see asthma
patients for emergencies. The review of the worBarfeset alreported here, therefore
focuses on the views of nurses rather than GRsastlikely to most effectively
demonstrate a case where the prevalence of actaligtian talk about SMPs can be
seen. Their study offered vignettes of patientdrnglabout SMPs to elicit participant’s
views in focus group discussions. The followingragt was provided by Adams et al as

representing the main issues to emerge from fougpgliscussions with nurses.
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Nurse W: They do have a place but you have to thiem to motivated
patients—with instructions there to make sure thidlyseek medical advice if
the condition is deteriorating . . . And not givéa people who would take it too
far and leave it too long before seeking help.

Nurse X: Well they say, “The nurse has given me $i | should be able to
manage myself.” Your concern is then whether théiytry to manage too long
before coming back, and then they reach a crisis.

Nurse Y: You can't cover every eventuality on ax@édher—you can't account
for every symptom so some of them would say, “Wdiaven't got that or the
peak flow hasn't quite got to that stage so I'toetait until it gets there.”
Moderator: You're making them sound quite dangerous

Nurse X: They can be, especially for very inteligpeople—they are the worst.
(Jones et al., 2000, p. 1508)

These researchers report that some nurses cortsjakients as “overconfident” or
“cocky” and that their own guided SMPs could leadldad habits” which could

militate against optimal health and treatment. Msr@nd GPs) also reported that the
clinician-patient perspective was regarded as foreddal in ensuring effective asthma
management and were concerned about patients “bhiadience” to standardised
plans, particularly with patients who lacked “ifiggtnce”, “commonsense” or didn’t
understand the SMP. The clinician is thereforekéiein educating patients, who, along

with SMPs, are accountable for asthma managemehtgmns.

In the examples provided by Joretsal, patients were seen as “not the best judges of
their own health” and were constructed into diveysmips: motivated-unmotivated,;
intelligent-unintelligent; cocky and overconfidesglf-doubting and lacking
confidence. Different asthma management behavemgrassociated alongside these
identities. “Motivated” patients follow instructisrand seek help when needed,
unmotivated “leave it too long”. “Intelligent” patnts think about their asthma and the
SMP too much and make incorrect decisions aboutalséhma and again avoid seeking
medical advice. “Cocky and overconfident” patiests also associated with a
reluctance to seek medical advice when needede8tatements serve the purpose of
managing any potential accusations that the narseompetent or has not effectively
communicated the correct piece of education alimit patient's asthma. Whether this

Is true is not the issue here. Instead, the fogtisat nurses can be seen to be managing
56



their accountability for their patients’ asthmagdaheir expertise as nurses in
discussions about SMPs. By constructing SMPs anpatly rigid and patients as
having difficult personalities, they achieved tvangs. First, crises in patients’ asthma
are blamed on SMPs and patients, and not nursesn&gthe role of the nurse is the
most important in achieving positive outcomes pogithat if patients attended the
surgery when they needed to then there would berfevoblems. They are therefore
managing the potential threat to their expertisewases, that SMPs potentially
undermine the need to have a nurse at all. The ratmteneatly summarises what has
been achieved in the talk about SMPs in this fgrosp when they say “You're making

them sound quite dangerous.”

The management of accountability and expertiseaemurses’ talk highlights a moral
dimension for their clinical practice and hintdextsion between the dictates of
medicine within asthma guidelines and clinical agm By dealing with potential issues
of blame for patients’ poor asthma managementtaikeof these clinicians can be seen
as versions of the moral discourse of asthma managieevident in the asthma
guidelines. In the guidelines, it is the clinicaho is simultaneously autonomous and
independent, (in concordance with the patient)aswbuntable for treatment decisions.
From the limited data available in the reportedwsethe nurses appeared to be
reproducing a version of this discourse, produocgégractionally within the focus group
of the study reported by Jonetsal. This is evidenced in how nurses appeared to be
managing an interactional tension between profass@mutonomy and accountability,
argued as creating a “decision-making paradoxthoicians. They did this by
constructing a contingent relationship betweenlekiel of the patient’s asthma control
and the clinician’s accountability. The nurses’ stoactions of SMPs as potentially
standardising patient's asthma management, pagesritsot the best judges of their
own health” using various categories of patierdngtkide a concept of time (“leave it
too long”), are critical rhetorical devices in hiiilg this relationship. The moral
discourse of asthma management can be seen ttusértive nurses’ talk but at the
same time a newer, more complex version of thisadisse is created within the focus
group interaction. Understanding how SMPs, patiantstime are constructed and
deployed as devices within this talk, links theiwidbal utterances of the nurses to the
systemic discourse of asthma management suggéissinguch a discourse is

transferred across contexts through the fixeddé#te guidelines.
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We can now briefly examine the patient views inglaper by Jones et al for evidence
that issues of accountability and autonomy were mianaged in their discussions of
asthma management.

Jones et al reported that:

“All but one of the patients agreed that self-mamagnt plans might be of use
to other patients but, for differing reasons, weoerelevant for them.”
“Non-compliant patients felt plans could be usdfulpeople with “more
serious” or “proper” asthma, whereas compliantgras felt they were
“pointless for them personally” or “they alreadydreafull understanding of the
issues.” (Jones et al., 2000, p. 1509)

Although there is limited data to interpret thektaf patients reported in the study by
Adams et al, there is a strong indication thatpg&igents within the focus group
“minimised” and “normalised” their asthma. This wesdent in how participants
positioned their own asthma with those with “préper‘more serious” asthma. This
sort of talk which minimises illness has been idett across a range of conditions and
levels of severity (Bury, 2001; Coxhead & RhodéX)@ Protudjer, Kozyrskyj, Becker,
& Marchessault, 2009; Prout et al., 1999). It hasrbargued that this type of rhetoric is
common because people with chronic illness negaddsent themselves as fit to
participate in society (Frank, 1995; Williams, 1998 restore former selves (Charmaz,
1990; Yoshida, 1993) or as someone with a “healtblpm that is not an illness”
(Cornwell, 1984). Despite the limited availableajat can be argued that the idea of
using SMPs, for patients in the study by Jogtes, potentially placed them and their
asthma outside of these categorisations and mag/lbesn seen as threatening the
discursive positions that they constructed in thedk. “Why do | want something

written down? You know . . . your chest tells y@p” 1509). The version of asthma that
the person constructed was therefore critical shewmining the potential view that they
needed to be taking their asthma more seriousdy;ttiey should have been using an
SMP in their everyday life; and should be held actable for adhering to the
instructions set out in the SMP.

As with the nurse’s views, we can see how patiattesnpted to provide an autonomous
and authoritative version of their asthma whichctioned to resist the use of SMPs, as

well as indicating how they were responsibly manggdheir condition, “we are self
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managing to a certain extent, where they give asrthdication to take—so we are self
managing ourselves, aren't we” (p.1509). However patients’ discursive positions
regarding SMPs and their own asthma hinted at warldere minimising their illness
might be appropriate. For these people, with ndlchbderate asthma, managing their
condition potentially needed to be done in a wayctvidid not place the person beyond
the realms of what is considered normal for thevdiets that they engage in everyday
life. This indicates a moral agenda in the patgpteryday lives about what constituted
normal and acceptable behaviour within the diffesartial networks that they
participated in. It may be argued that these caorcesere hinted at in their talk because
of the need to resist the challenge to these n@tdmormality that meanings of asthma
and SMPs represented. Their minimisation of asttamabe seen as an attempt to resist
alternative perspectives that view their asthmaremse serious” or a “proper” disease
that needs close monitoring. It would be likelytthaople, considered to have mild to
moderate asthma, in dealing with healthcare prafeats and researchers, may
construct a version of their asthma that orientiébese everyday concerns when
discussing their use of prophylactic medicatiortsese may be managed in conjunction

with ideas about responsible illness managemesg@s from a medical perspective.

There is therefore a conceptual need to engagetingte alternative moral perspectives
of everyday life and how they do or do not interaith medical perspectives on illness
management. More fully appreciating how differemtratities may operate in asthma
management talk may help understand the limitatodrise current clinical discursive
context that positions clinicians and patientseaponsible within a restricted range of
choices. We might also be able to understand hdturaliexplanations of iliness
management influence the decisions that people miadet medicine taking and illness

prevention in everyday life.

The Role of Lifeworld Discourses of lliness Manageant and Medicine Taking

The moral discourses of illness management whichmae most influence on
everyday decisions about medicine taking are thdasmurses which circulate social
settings, such as work, home, school, where thgithdals concerned have an interest
at stake. The importance of locating the accourasgeople provide within a cultural
framework has already been illustrated in studfdalk of people with other chronic

illnesses (Bury, 2001; Lawton, Ahmad, Peel, & Haidl, 2007; Williams, 1993) and
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in studies of health and illness perspectives rgereerally (Backett, 1992; Cornwell,
1984; Crawford, 1984). In asthma, “minimisatiorktaduch as that identified in the
research of Jones et al research, potentially gesvbone example of the value of
engaging in the symbolic space of people with aatbatside of medicine’s illness
management discourse. This symbolic space of eagryfé can be referred to as the
“lifeworld”. Originally a concept coined by Schu¥962) as “natural attitude”, it is
used in this research to refer to the “symbolicega which our personality and culture

are experienced” (C. I. Salter, 2005).

In this study, the objective was to identify eviderthat moral discourses, from medical
and lifeworld origins, were activated in talk abpubphylactic medicine taking which
then indicated some of the grounds upon which de@sabout medicine taking were
made. Lifeworld discourses were therefore theoraégedlternatives to institutional
medical discourses of asthma and illness manageimanave been discussed in the
analysis of asthma guidelines. For example, Ad&htlsand Jones (1997), in a study of
different asthma identities, highlighted how pap@nts varied in the people and
contexts in which asthma was revealed. Respondetitsivas interpreted as “identity
work” drawing direct links between respondentstitatles to medication” and “beliefs
about their condition.” Whilst this study adoptedadternative perspective in how such
talk is conceptualised, the realisation that il&sk, illness identity and illness
management differs across social contexts reviealdiffering moral dimensions that

circulate these social networks and lifeworld catge

Self-control and other lifeworld discourses

Individual culpability, for the causes and disptdyasthma and other chronic illnesses,
has been shown in this chapter as linked, circdlatel shifted in a variety of linguistic
contexts through history. Sontag’s (1991) analgéiiness metaphors highlighted how
the need for self-control has been evident in callpjcommon, or “lay”
conceptualisations, as well as authoritative tle=oof illness aetiology and symptom
prevention. Gareth Williams also identifies lifewsbconcerns with self-control, in his
analysis of the role of morality in interview tranigts with people living with
rheumatoid arthritis (Williams, 1993). His analydiEsmonstrated that the moral life of
the lifeworld has a powerful influence on decisiomsde about health and iliness, to

which medicine taking is only part. He discusses [jo. 102) society values “self-
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control” and the tension this has with living watchronic illness because it involves a
loss of control through interference on daily aties. Williams’ analysis reconstitutes
behaviour surrounding chronic illness managemetdsssabout denial or acceptance
within a rehabilitation framework but, rather, wine calls “moral practices”, that are a

continued expression of the self in a moral contiecdugh mundane activities.

Williams also argues that terms such as “adaptatfadjustment”, “coping”, when
applied to how people live with chronic ilinesse #ased on a world of contingency.
These are categorisations of actions accordingtential adverse outcomes, and in the
case of asthma, this is an asthma attack, (thesaypalk was evident in the nurse
vignettes discussed in the research by Jones. &allams argues that these
categorisations fail to account for peoples’ tdioat their illness not orientating to
these contingencies. People with chronic illnessatgues, are not trying to display an
optimum management strategy but how they wish tortekerstood according to the

differing moral dimensions that inform their lives.

Self-control has been made even more explicitihraa management literature where
control of one’s breathing has been regarded aspéagt of emotional or symptom
control. Self-control in asthma management is floeeeset within an institutional and
lifeworld context and is potentially an importamaburse which circulates these
different cultural spaces. A moral life set witldidifeworld context where self-control is
paramount, may mean a life where medications haveet functions and are hence
used selectively. Interpreting people’s talk abdubnic illness and medicine taking as
“attitudes”, lacking a consideration of moral anteractional context, runs the risk of
inappropriately judging that person outside of tinatal context and according to a
different set of criteria. Such “attitudes” areesftsubsequently used as evidence that the
attitude needs to be changed if the health-rela¢d@viour is to change. Seen in this
light, educational strategies are only likely torlwd they can be accommodated into

this moral framework.

However, talk about health and illness may notdstricted to notions of self-control
and the embodied display of symptoms, but may @ismtate to other lifeworld
discourses that impact upon discussions of heatihlmess (Cornwell, 1984; Pajari,
Jallinoja, & Absetz, 2006). For example, Cornweditady of East Londoner’s accounts

of health and illness demonstrated a range of bfédwconcepts and discourses that
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speakers connected between work and health ingudood and bad people,
malingerers, hypochondriacs, stoics, hard-workiay, moaners and cheerful people.
These insights showed that in discussing one’sthé@ahay not be sufficient to only
present oneself as fit for work but it is also reseey to display a set of personality
characteristics that go along with “being healthhis point emphasises that health-
related discourses do not have clear boundari¢spleakers orientate to independently.
Cornwell’s data highlighted how lifeworld conceptsat circulate lifeworld settings
regarding work, interact with one another but aléth medical discourses. In
discussing health and illness management theredpeakers can be seen to manage
multiple concerns simultaneously. Decisions aboadicine taking may be informed by
the moralities of differing social networks in whipeople live their lives and
competing moralities may create difficulties foe tthetorical work the participants

undertake.

Insights of talk within lifeworld contexts offerdistinctly different understanding of
medicine taking talk, than that offered by soci@jmitive conceptualisations. Rather
than viewing statements about medicine taking esting to one object of thought,
such as asthma or medicine taking, a lifeworld viaises the possibility that multiple
concerns are attended to simultaneously. Someseétboncerns are likely to be based
on the circulation of moral discourses of illnessnagement and others regarding
acceptable personality characteristics and behainahe social settings which
speakers have a stake in. In addition, understgrtdlk about health and illness as
about speakers attending to multiple perspectivdsmdiffering social spaces and
social networks, positions medicine taking as divigthat needs to be compatible
with participation in everyday life and extends therience of asthma from a physical

to social experience.

Evidence Required to Investigate the Discursive Catruction and Role of

Morality in Talk about Prophylactic Medicine Taking

Chapters One and Two have thus far presentedomai for exploring how people
construct prophylactic medicine taking within irgtetions and link these constructions
with notions of morality. This argued that our urglanding of talk about asthma
management and medicine taking needs to be reactedrand re-specified, to move

from a view of talk as representing individual taifies to one which sees talk as
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language constructed within social spaces. Thgpesification emphasised that it is
only when we view such talk from within a discuesivamework that we can fully
understand speaker’s orientations to moral issu#geir talk. It is now important at this
stage to establish what is meant by morality ia ghudy and the evidence that is
required to investigate this definition of moralitytalk about prophylactic medicine

taking.

Definition of morality

By situating the role of morality within an histcail and interactional context the author
of this study constructed a version of moraliteltsThis is a concept that is not fixed
or real but one that varies both between and witftgractions about illness
management and medicine taking. Members of interscinay mutually construct
these versions drawing on culturally-available ahdred understandings about
appropriate illness management and behaviour.idrctrapter a “moral discourse of
asthma management” was discussed within asthmamtiew initiatives and clinical
practice that carries with it notions of good aadl Ipatients, correct or incorrect beliefs
and therefore a code of conduct about approprett@our regarding asthma
prevention and management. However, people mayoalsotate their talk to social
aspects of life in any number of ways, such asde aé conduct within the workplace
or a morality of motherhood. Moral discourses ifeéss management are therefore
likely to be used in flexible ways by different pd® in different circumstances at
different times and used functionally to positibe person within those particular
moral frameworks. The connections that speakersrbakveen morality and iliness
are therefore related to the social networks whegioduce those moralities. The
“communicative ecology” (Gumperz, 1999, pp. 453Xaflour lifeworlds determines
the sorts of moralities that are reproduced anduysred in our interaction with other
people. They are therefore likely to be multipken de seen to be managed
simultaneously (Radley & Billig, 1996) and concdileathat moralities may be

contradictory.

Identifying evidence in a discursive analysis ofka

The aim of this study is to evaluate the importapsicenderstanding how medicine

taking is discursively constructed within interacts and how moral discourses of
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medicine taking can be seen to structure this Y&k .therefore have to ask what counts
as adequate evidence that interactional issuediaodurses of morality will influence
such talk in a variety of social contexts. The assiw this question will vary depending
on the assumptions that the analyst brings to aite ¢how talk is understood (its
ontological assumptions); and the knowledge thattatluces (its epistemological
assumptions). One way to clarify the differencesvben the view of evidence taken in
this study from the previous work examining tallbabmedicine taking is to apply
some different ontologies and epistemologies tmgles sequence of interaction, as it is
how different paradigms of knowledge treat thesesavhich reveal their differences
most effectively. The study by Adams, Pill and J(E997) on medication, asthma and
identity argued that people, in living with chroilioess, actively constructed their
identity in one of three ways: as accepters, dereras pragmatists. They adopted
Mead’s symbolic interactionism (1934) to emphasiskalectical relationship in
respondents’ “asthma identity work” between persatentity, the “I”, and social
identity, the “Me”. The following extract is takdrom a respondent categorised in their

study as an “accepter.”

| know that some people have funny ideas about@stihink you're
weak...disabled almost. Mind, | never have that gbattitude from people. |
think it depends on what sort of person you adan't act ill or weak or
anything so people don't think of me that way. Irkvall hours and keep the
house going.

(Woman, aged 32, shop worker, Adams, Pill & Jot89,7)

From a symbolic interactionist perspective it mayalbgued this particular person drew
on an “organised set of attitudes of others” (Me&i84, p.26) regarding “asthma as a
disability”, to construct her own self-image as same who “don’t act ill or weak”.
When viewed from within this framework, identityttiudes and beliefs are viewed as
an aggregation of interactions and in this senses@en as a series of discrete
encounters. The extract by Adams et al extrat¢tasefore treated as unique to that
interaction as are the set of beliefs, attitudesidantities the person holds. When
viewing this extract from within a positivist framverk, which has been the dominant
paradigm in explanations of medicine taking andeaglihnce, this person’s talk is also

likely to be seen as unique to this individual adertainly not sufficient to
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demonstrate that people with asthma more geneaallgyen just those who can be

classified as “non-adherent”, engage with a mogahda in their talk.

Rather than viewing the talk within this extractesque to the individual or as a
relationship between the generalised attitudesdemdity, this study was interested in
how notions such as “asthma as a disability” ameutated through society and drawn
on by individuals within interactions to addresstigalar moral agendas that were
activated within those interactions. From this vién speaker in the extract by Adams
et al was not just reporting her self-image, she da@ng so in a cultural framework
which assigns a positive moral connection betwteess and work. Viewed in this
way, her talk can be seen to be a product of disesuvhich are commonly shared but
manifested in novel ways to meet particular inteoa@al demands. The anthropologist
Birdwhistell (Varenne & McDermott, 1998) providegbarticularly illuminating

analogy to describe such connectivity in languégdividuals in a social context can be
viewed as threads on a rope which, on their owandascrete, discontinuous objects but
when made into a rope become impossible to delintiitin the twisted continuity of

the rope. Within an individual sequence of talle #malyst is not just looking at an
individual account or thread that is discrete agpbsate from other individuals. Rather,
the language that is produced at different pomteen as inseparable from the language
produced by other individuals (threads) in othéeractions because both are a product
of and productive of wider historical discoursese-thpe—in which talk about health,
illness, and medicine taking can be seen. Thigtishe same as saying that all threads
or individuals are the same, but rather to saytti@tanguage in one account is
connected with the language used in another thrsagial contexts that are shared and
that can be seen to be manifested in talk. Whemséhin this view, assigning
individuals into different categories is a choid¢ear level of analysis and an artefact of

traditional social scientific practice.

From the discursive perspective taken in this stitdpade no logical sense to
demarcate the analysis as related to separateddudis; instead the author looked for
sequences of interaction which were the differkregdds through which to trace a path
from a broader discourse of morality on asthma oieéitaking to the individual. The
methodology required (and set out in the next d@raptould therefore provide the tools

to identify some of these different threads. Byndoso, we can see some of the ways in
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which different social discourses of morality, @$edent parts of the rope, may be

momentarily manifested within interactions.

Types of evidence required for a study of interactal issues and moral discourses

Having established what was counted as evidendenithis study of talk about
medicine taking, the different types of evidencat there required can now be set out.
This chapter has reviewed literature that iderdigidence that discourses of asthma
causation and management have historically beanately connected with notions of
the virtuous or irresponsible patient. The disatgsioncept of “control” (asthma and
emotional) could be seen to lie at the heart cdetdiscourses and which allocate
responsibility and accountability for the caused arore recently the management of
asthma and chronic illness management more geyefakre was also evidence that
suggests that notions of self-control as well geyaétive notions of appropriate iliness
management circulate the lifeworlds in which pedpie with conditions on a daily
basis. The evidence that is required in this stadg make these connections with the
talk of the participants and there are three tygesvidence that are presented here as

necessary to make these links.

First, there was a need to identify evidence d&f éddout medicine taking that could be
seen to have a moral agenda. That is, talk thdtldmiseen not simply as accurately
articulating an internal cognitive state such astfitude or a belief but evidence that
demonstrated the speaker’s talk as serving a phatitunction to which the speaker
could be seen to be orienting towards. This gogeresimply reporting one’s views
but identifying evidence that shows the speakekimgrto present themselves, their
behaviour and versions of events in particular wayslst at the same time
undermining any potential threats to this constamcof “facts.” It is the specification
of this evidence that is necessary here whichalliw us to shift our conceptualisation
of this talk to one which views it as language ¢arted within a social space and
which will illustrate that the interactional contes vital for understanding this type of
talk.

The second type of data that was used and whictinsately connected to the first is
evidence that moral, culturally-available explaoasi of asthma, illness management

and medicine taking were activated within inter@es$i and structured the talk within
66



those interactions. Identifying evidence of papi#its engaging with moral discourses
is evidence that they are not simply reportingudes but that their talk is structured by
culturally-shared understandings of illness managenThis enables us to make
assertions about the circulation of different matiatourses to different social spaces
which play a role in what is said about illness agagment and medicine taking.
Instances of interactional sequences in which @pént’s talk can be traced to the
discursive connections between morality and meditaking identified in published
literature such as the asthma guidelines, situhtgdalk within a social structure. This
is achieved by identifying talk that orientatesssues of blame and accountability that
positions the speaker within these explanationnafss management. It also allows the
possibility for insight into alternative moral dmarses of illness management and
medicine taking. These may be discourses that rmayrbulated in the social networks,
the lifeworld of participants and which may be pararly pertinent to the decisions

that the participant makes about taking medications

Third, it was necessary to identify evidence thiawaed the author to make some
generalising statements about the interactionalioistances in which moral discursive
constructions of prophylactic medicine taking akelly to be reproduced. This is an
exercise in identifying links from talk identified one interactional space to a different
interactional space. The need for this evidenceemaargent in this study through a
realisation that some participants did not judtifgir medicine taking. It was therefore
necessary to contextualise the talk of study pp#ids to identify boundaries to moral
talk of medicine taking and to provide evidencd treabled the author to assess the
limits of extending these interpretations of tallybnd that of this study’s participants.
This was achieved in two ways: firstly by comparargl contrasting sequences of
interaction where participants could and couldb®teen to be justifying their
medicine taking and secondly by identifying monalcdurses of medicine taking in the
talk of participants in a different interactiongbse. The analysis of deviant cases in
Chapter Five will demonstrate that obtaining tlug 8f evidence required the view of
context to be broadened outside of linguistic mestdtions of discourse to incorporate
more ethnographic, non-textual forms of context thaght have influenced what
participants said within interactions. This is hesmwhat people say about medicine
taking may be dependent on having access to resotirat are not overtly apparent in a

purely textual analysis.

67



The knowledge developed from this work will thendmplied in Chapter Six in a data-
sharing focus group. These data, in this reseatting, were constructed with both
linguistic and ethnographic features of contexnind. The choice and implementation
of this method was based on the rationale tharifiggpants could be seen to be
justifying their asthma management and medicinegpia a different interactional
context then this provides a new piece of evidenaehich the influence of moral
discourses of illness management and medicinedgalan be seen.

Summary

The solution to asthma management problems asdfferough the GINA initiatives
and the BTS guidelines is to educate the patietitespare “empowered” to manage
their asthma more effectively. This implicitly agses that medical interventions
become more acceptable through the acquisitiomofvledge and Jones et al showed
this relationship as also constructed within thiclan’s accounts. It has been argued
here that the result of this simple relationshiween individual knowledge and
individual choice is the construction of notionge$ponsibility within talk about
chronic illness management (Crawford, 1984; Lupi®95) which focus at an
individual level. This involves a discourse abotiows responsible for treatment
decisions, what a “responsible patient” means, \ebabns are “responsible actions” to
control asthma by patients and clinicians, and shesponsible for the experiences
that patients have with their asthma, whether dsawatrolled or in the event of an

asthma crisis.

The review of asthma in this chapter was develdpesklectively identifying literature

to formulate a theoretical link between how asthras been conceptualised and notions
of morality. It presented the case that it mayroéftil to investigate how moral
discourses of asthma management influence talldaadions about medicine taking.
However, it is important to be cautious about baugr-deterministic in extrapolating

to what happens when people with asthma talk atpedlicine taking across a range of
social situations. People live with chronic illnessl asthma in a variety of social
contexts and interactions. The notion that pewjitle asthma need to display different
forms of embodied control has its origins in anlgsia of the institutions which have

had the greatest influence on the production okttevledge about asthma and its

management. It may be that only in certain typedinical encounters that these types
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of concerns are activated in talk. Although clihieacounters play a vital role in
decisions about appropriate treatment and followvitp patients, they are only part of
a social world in which people live with asthmaefémay be many other notions of
morality that have been linked with illness ancdhast management that have not been
documented or have been of interest to researchieisspoint is highlighted by Frank

in drawing on Tim Brookes’ reflections on his lifigth asthma: as becoming someone
who is “successfully ill”. This moral success ig gonfined to how he is perceived
within clinical encounters but is about being “ménan compliant: his ‘healing’ means
learning to live with asthma creatively and meafufig and he knows he can only

learn this not as a patient but by going outsi@eclmic” (Frank, 1997, p. 136).

Identifying the interactional and moral in talk aibonedicine taking entails active
discovery and investigating such talk will help raaksible how notions of morality
operate so as to structure and be constructedwdimamic interactional spaces. Itis
argued that such an investigation can provideleerianderstanding of this talk than
that provided by individualistic notions of attieidr belief. It is this understanding that
may then provide clues to a fuller appreciatiothef medicine taking decisions made

by people with asthma, and other chronic illnesseveryday life.
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Chapter Three

Methodology and methods for investigating the disasive construction and role of

morality in talk about prophylactic medicine taking

In Chapters One and Two it was argued that attimldipproaches to adherence risk
overlooking important insights about how attitutieiealth and illness, beliefs about
medications are situated within institutional, bigtal and interactional contexts.
Examples of talk about health and illness were shtmabe situated within these
contexts, manifesting in notions of morality beoriented to by speakers. The research
approach being developed here identifies problemgdditional attitudinal approaches
to adherence, as it suggests that talk about nmediaking for people with chronic
illnesses is also likely to be set within a morahfiework and therefore will not simply
represent some internal state. Chapter Two condlbgesetting out the types of
evidence required to adequately examine the diseucenstruction and role of
morality in talk about medicine taking. This chaptd!l now detail the methodological
framework required to plan the collection of thdséa, focusing on the properties of
talk within interactions around prophylactic medeitaking and how wider social

systemic influences might structure that talk.

The view of talk within a social space taken witthrs study also means having to
define the boundaries of that social space, asréifit definitions of these spaces will
differently define the context in which talk is pkaced, with important implications for
what counts as data and what insights are enabbedxample, an analysis of talk
within interactions from a conversation analyti@@R) perspective (Atkinson &
Heritage, 1984), typically adopts a view that tingya@ontext pertinent to the analysis is
that to which participants orientate their talkhit interactions. It is this context which
the analyst will also access, although some atteimpie been made to combine CA
with macro processes in health research, suchhart8an’s studies of the discourses
of counselling (1997). Conversely, an analysistfcural discourse, such as in Critical
Discourse Analysis (CDA) (Fairclough, 1995), typgigaiews context as linguistic,
macro-discourses that regulate the meanings madkalle within any particular
discursive framework, including interactional talihilst these perspectives have very

different analytical foci and assumptions, bothwntext as largely restricted to
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identifiable linguistic forms. The present studgigthodology, informed by both CA
and CDA approaches to discourse, builds on thguistic focus to enable a view of
context unavailable to a solely linguistic analybig also incorporating ethnographic
features in the production of talk. Such featurey tme crucial in shaping participant’s
talk.

This chapter begins by explicating the methodoleggd in this study and the analytical
tools applied to understanding the discursive aantbn and role of morality in
participants’ talk. The related details of the m#paints and methods used for data
collection are then discussed as well as the dtbacssiderations in conducting these
methods.

Methodological Tools — Discursive Psychology and hguistic Ethnography

Three different methodological threads have infagehthe design of the methodology
in this study. First, and central to this methodgls the discursive psychological
approach of Potter, Edwards and Wetherell (Edwé&rBstter, 1992; Potter &
Wetherell, 1987) to the study of fact constructiomteractional talk. Applying
discursive psychology (DP) enables us to examitezactional talk about health and
illness and to reveal the moral agenda implicitonstructions of medicine taking.
Second, understanding how the talk of participhatscome about requires some
evaluation of the uses of discursive psychologials for understanding how moral
discourses of medicine taking may be activatedrenvd they structure the talk within
interactions. This involves setting out the vieweta in this study, of the relationship
between systemic discourses and individual uttesrapecifically the role of power in
regulating meaning to examine how far the toolsettped in the DP approach may
meet these ends. Third, this discussion of powsesajuestions not only about how
power regulates meaning but also in what circuncgsupower is manifested.
Approaches such as CDA have sometimes been acofibethg over-prescriptive in
interpreting the role of institutional discoursddBmaert, 2005), potentially missing
important ethnographic contextual features thagrofery different interpretations into
the production of talk in institutional settingstr@menable to a linguistic analysis alone
(Collins, 2009; Collins, Drew, Watt, & EntwistleQ@5; Mehan, 1996; Sudnow, 1967).
The recent development of linguistic ethnographiy)((Rampton et al., 2004) in the

UK now offers a range of potentially useful methagtsme of which have contributed
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to the present study methodology. As will be see@hapter Five, LE can be used to
specify the conditions of power and morality withesearch settings and to help
explain the deviant cases discussed in Chapter Five

Applying Discursive Psychology to Interactional Tak about Asthma Management

and Medicine Taking

Discursive psychology (DP), emerging in the 1989sne of many forms of discourse
analysis reflecting theories of language develdpsdeen the 1950s and 1970s. The
review by Edwards and Potter of DP (Edwards & Rpft892, p. 27) traces the
theoretical origins of discursive psychology to linguistic philosophical reworkings
of language and knowledge (Austin, 1962; Wittgeinste953), cultural and literary
theory which studied texts as constructed and e¢Barthes, 1974; Derrida, 1976;
Shapiro, 1988) and the functional approaches @fuage use seen in speech act
theories (Grice, 1975; Searle, 1969) and ethnondelbgy (Garfinkel, 1967; Heritage,
1984). These traditions themselves constitutedneagonses to criticisms of Noam
Chomsky’s theory of the rules of generative gramdeeloped in the 1950s. A key
principle of generative grammar was that a limgetlof rules are responsible for
generating grammatical sentences. Whilst hugelyential in our understanding of
language learning, Chomsky’s theory was criticiedot adequately accounting for
naturally occurring talk with all its ungrammatica@mplexity as used in particular

contexts (Lyons, 1967).
Viewing talk as social action

The disciplinary approaches to studying discourselvemerged from these criticisms
developed distinctive views and definitions of diskse analysis while sharing
assumptions about the role of language; that tectalk are constructed within social
spaces, within and between people, social groanpsiutions and cultures; that text and
talk does not merely convey information but sery@scific functions; and hence text
and talk constructs reality through language. Tlhasas greatly influenced the
sociology of scientific knowledge (Ashmore, 1989lbért & Mulkay, 1984; Potter &
Mulkay, 1985) and applications to social psychol@@gtter, 1984; Potter & Wetherell,
1987; Potter & Wetherell, 1988).
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The application of DP in this study has originghia theoretical critique of social
psychological notions of attitude by Wetherell &watter (1987). This critique was
based on Austin’s philosophy of language and hinaf the “speech act”, which
fundamentally changed notions of descriptive talkeat as straightforwardly and
accurately reflecting an objective reality. Augtli®962) rejected logical positivist
arguments, linked (although perhaps incorrectiginfVittgenstein’s “Tractatus
Logico-Philosophicus” (Wittgenstein & Ogden, 20@3at statements which could not
be evaluated as either true or false are meanmgles therefore that truth and falsity
are critical in an understanding of language. bdtéustin argued that language does
not just describe something but it also does soimgtfrhis was therefore a radical shift
from the conceptualisation of language as somethimgh was logical and which

could be assigned a reality. Wittgenstein’s laterkv'Philosophical Investigations”
(Wittgenstein & Anscombe, 2001) critiqued both Haesic assumptions of logical
positivism and also Tractatus, by viewing language-in everyday contexts, using the
term “language games” to emphasise the conteximalibns of language use in public
space. In a similar way, Austin’s philosophy ofdaage reframed language as a human
activity within a social context. Rather than viagiindividual talk as a way to uncover
the internal reality of individual attitudes, h&kasis to understand what social actions

language performs.

This alternative view of everyday language as mfof social action formed the basis
for DP. Potter has argued (2008, July) that DPbmannderstood as re-specifying many
traditional social psychological concepts, namelgmory, attribution, script, attitude,
categories. Such re-specification happens whelatigeiage used to articulate these
concepts comes to be seen as a form of sociaha&sdiscussed in Chapters One and
Two, much evidence shows how peoples’ discussibhsalth and illness do not just
report their memories and attitudes but can alseelea to orientate towards a specific
interactional moral agenda. As Radley (1993) argwesis analysis of the role of
metaphor in people’s narratives of adjustment toreic illness, the illness experience
is not just about the person meeting the physe@lirements to participate in society
but is also about arranging the detail of theiedito avoid stigmatization. Their health-
related actions therefore need to be legitimatetkaling with other people, to avoid
moral condemnation (Bredmar & Linell, 1999; Has4i894; Lawton et al., 2007; Lee,

2007), and to achieve a status that does not seghem from “normal” health status.
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Talk as sequentially and rhetorically situated

The key conceptual notion of attitude critiquedhis study, is therefore re-specified
not as an articulation of internal cognitive stae as situated linguistic action. As such
actions take place within interactions, the “attéa” that people adopt should therefore
be seen as constructed sequentially as particgptaik unfolds. This view of the
sequential construction of talk within discursiveypghology relates closely to the
central assumption of conversation analysis (Sa&hksgloff, & Jefferson, 1974;
Schegloff, 1968). In this view, health narrativesaccounts are therefore analysed as
part of a conversational sequence rather tharrggrasentation of broader variables. In
addition, CA analysts also view accounts as a leakmof “dispreferred seconds”, in
other words a response to a question which doesiaet the preferred or expected
response. When an expected response is not providedinteraction, there is a
conversational requirement to explain and jushiy alternative provided. Accounting
for one’s health, iliness and related attitudestbanefore be seen as situated not only
sequentially but also rhetorically. In Chapter @neexample of this could be seen in
Horton-Salway’s extract from the account of Angatal Joe discussing the causes of
ME. The discursive work that they undertook in tielg their account could be seen as
a sequential and mutual process between Angeld@atb construct and validate
Angela’s ME as an organic condition. People, ingkessing an attitude” towards a
health issue can therefore be seen to justify tsétipn they take towards this issue.
Billig (1987) argues that we can only view attitade a context of debate and conflict,
arguing that an “attitude” is an expression of *fsomething and “against” something
else. This view of “attitudes” seen in a contextiebate and conflict shifts the
researcher’s analytical attention from what indixdbattitudes may be to what
expressing attitudes does: the interactional fonstthose expressions serve; the
interactional conditions in which those attitudes manifested (i.e. why this attitude

and not another); and how those attitudes are anst and legitimated.

Variation in talk

Viewing talk about medicine taking as both sequatnd rhetorical suggests that an
articulated view about illness or medicines, rathan being seen as a consistent and
accurate representation of the individual's atgtuthay instead be seen as distinct to

specific interactional demands. This raises theipdgay that talk about illness
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management might vary according to different irdBomal contexts. Such discursive
variation in talk about health and illness hasaasebeen highlighted in a range of
research (Crossley, 2002; Gillies & Willig, 1997adkey & Billig, 1996) and these
insights may be applied to how talk about asthneimemonly reported. People with
asthma are frequently seen to “minimise” and “ndigea the impact of asthma in their
daily lives (Adams et al., 1997; Protudjer et 2009; Prout et al., 1999). However,
within examples of this “minimising” talk participts can be seen to display both
dependence and independence in managing their asthchusing medications.
Researchers aiming to identify some internal ngalitparticipant’s attitudes and
understanding have to reconcile such contradictifaihey are to succeed in upholding
any decontextualised “attitude” or “understandir@y.contrast, a discursive
psychological study will recognize and attend testihcontradictions as situated and
diversely co-existing social and moral actions.gteavith asthma can be seen in
articulating such normalisation talk to orientatartore widely circulated moral
discourses which demand that speakers be simulialyeenderstood as both
responsibly managing their condition and also aplgewho are demonstrably fit to
participate in society. Realising these twin airas therefore lead to observed shifts in
descriptions of asthma medication-use (Protudjat.e2009) and to pose potential
interactional dilemmas when these different mogaralas appear incompatible.

Analytical Tools to Examine the Construction of Tak about Medicine Taking

People can be seen to deploy a range of devigastifying their attitudes and
behaviour (Potter, 1996). The analytic focus iis #$tudy aimed to uncover some of
these devices in participants’ talk about meditakeng. Using DP to examine how
people justify attitudes and behaviour, allowsaisgecify some analytical tools which
might be useful in interpreting the devices papaeits’ deploy in constructing versions
of events and themselves. We are then able to exanaw these devices are deployed
in the analysis of participants’ talk. The mainIgheal tools which were considered
useful in this study to analyse the role of moyalit participant’s talk were discursive
objects and interpretative repertoires and themate and definition of these tools are

now discussed.
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Discursive objects

A key critique that Potter and Wetherell made @fwdinal research relates to how
people construct “objects of thought” (1987, pp:583 in their accounts and the term
“discursive objects” used in this study, was bameduch a critique. “Objects of
thought” is a term that has been used in sociathpspgical theories of attitudes to
refer to established categories with often takergfanted meanings, and attitudes as a
manifestation of individuals locating these objemts‘dimensions of judgement”
(McGuire, 1985). However, Potter and Wetherell destiated how people’s
construction of such objects can vary even formerson within one interaction. In this
study, diagnosis of asthma may well be seen asnanomly-used object of thought in
justifying medicine taking. Research on the perspes of people with asthma has
repeatedly highlighted how asthma is viewed inreyeaof ways including: “not proper
asthma;” the sort of asthma not warranting closeagament; (Jones et al., 2000); a
chronic condition; “not an illness” (Adams et dl997); an acute episodic condition
(Halm et al., 2006). These versions of asthmayguiedlly treated as distorted
perceptions of an objectively fixed category oftlasa” founded in scientific,
biomedical evidence. However, there is plenty aflence that demonstrates how
people can be seen to actively construct illnesshaalth (Bury, 2001; Charmaz, 1990;
Frank, 1995; Yoshida, 1993) to enable their pgéiton in everyday life, suggesting
that these non-medically-based versions may be samially acceptable within
important everyday settings such as work. Thigjimsiherefore repositions different
individual’'s versions of asthma as constructiora #re critical to dealing with
everyday interactions and gaining access to aiesavithin lifeworld contexts, rather

than to be viewed merely as distorted perceptions.

Consider the following extract, taken from a quaiite study on asthma which found
that families construct a sense of “ordinarinesshanaging their child’s asthma, with
prophylactic inhalers seen as enabling rather itlaibiting ordinariness: “It's a firm
twice a day commitment that she [my daughter] gpssed to fulfil...]” (Prout et al.,
1999, p. 150). The findings of Prout et al cleadgonate with theories that emphasise
the active construction of iliness within lifewoséttings. However, we can build on
this insight of the individual as active agent & wxamine this extract from a rhetorical
perspective. The parent’s use of “firm” positiortkdm as taking responsibility for

implementing what is “supposed” to be done. Thisloa seen as a response to a moral
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discourse having been deployed, that parents drgood parents” unless they actively
ensure that the advice of doctors and nursesl@afied. They need to affirm that their
daughter has to “fulfil” this “commitment;” and théney have entered into an
agreement with their parents in the same way @t inight enter into any other
parental child arrangement where a task has tebdermed. Within the context of
being interviewed by a health researcher on howli@smanage a chronic illness,
inevitably a number of issues will be invoked whaentre around both the appropriate
behaviour of the child and of the parents. Thiatesd to whether their child’s condition
may be considered to be physiologically under abratnd also that the family is a
healthy environment for a child with asthma to limeTheir actions are laid open to
public criticism and appraisal and so they arekahito be willing to depict their

child’s asthma as anything other than ordinary mowinal and their child’s medication-
use as anything other than compliant and respandtyl analysing the lexical and
grammatical features used in constructing thiesatant, the parents’ talk can be seen as
enacting the medical directive on asthma managewlaich upholds adherence to
prophylactic medications as morally responsibleaddition, their talk could also be
seen as positioned within broader cultural and hrdisgourses of responsible

parenthood and child protection.

The same objects of thought are potentially coogtdiin a range of ways by
individuals to perform different functions and witference to different consequences
of blame and accountability. Different lexical agrdhmmatical features may be
deployed by speakers to construct these differersions of the “same” object. Within
talk about how individuals manage their conditithre construction of asthma, does not
reflect an internal reality which may be vieweddadorted, but can also be seen as a
flexible device which a person can use to enal@etto be understood in particular
ways. In this sense we can view these objectsonfght as discursive constructions,
which speakers act to situate within different nharad culturally-available discourses
of illness management. By deploying discursive clisjas an analytical tool we may
therefore gain insight into the moral discourses gtructure talk about medicine
taking.
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Interpretative Repertoires

Another tool which may help in understanding thie iif morality in participants’ talk

is the “interpretative repertoire”. This has beesdaibed by Potter (1996, pp. 115-116)
as “systematically related sets of terms, ofterd wgi¢h stylistic and grammatical
coherence, and often organised around one or neoteat metaphors”. In Chapter One,
the concept of interpretative repertoire as setro@ilbert and Mulkay (1984) was
introduced to help set out specific differencesveein social cognitive and discursive
conceptualisations of talk. Gilbert and Mulkay rtbe asymmetry in scientists’
explanations of their own and others researchigsl(the empiricist and contingency
repertoires respectively). This discursive varmtiodicated not only the rhetorical
nature of these scientists’ talk but also the ysthbé same person and in the same
interaction, of very different explanations whenaiissing the same topic. In the
present study, “interpretative repertoire” is usedefer to the sorts of explanations that
participants provided regarding their medicinetigkand in so doing to emphasise how
this talk can be seen as social action ratherdisaeflecting internal attitudes.
However, interpretative repertoires, like discuesobjects, were viewed in this study
not only as products of interactions but also gsilaed constructs set within wider
structural discourses of chronic illness managerardtmedicine taking. The reason
why explanations that people provide in their actsumay often be seen as rhetorically
convincing is that the devices they use tap intaroonly understood explanations.
Consider the following three examples from the gtofolder people and discussions
of medication-use by Lumme-sandt, Hervonen andaJ{2f00). Lumme-Sanét al
identified three interpretative repertoires in thkk of their participants: moral; patient;
and self-help repertoires. We can examine exangbleach these repertoires for how
the speakers enacted versions of moral, cultuealgitable discourses of illness

management to account for their medicine taking.

The following first example was reported as belaggio the moral repertoire: “All |
have on prescription are these children's aspamaseven they are for dizziness” (2000,
p. 1846). Lumme-Saneét al argued that there is a strong moral dimensiohisitype

of talk which orientates around the speaker’s neadinimise and to offer justification
for their use of medications. Presenting medicatise in this way serves to present the
speaker as morally responsible in the managemeaheufiliness, deploying the same

kind of minimisation talk seen earlier in talk abasthma medications. However, we
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can also see a moral dimension in both the patietiself-help repertoires reported in

the study by Lumme-Sandt et al:

Patient repertoire!l only have these doctor's prescriptions. Sixeféint ones
in the morning and three in the afternoon” (20QQL.§47)

Self-help repertoire?l have used onions all my life and | now use fleeds and
parsley as medication and they are good. Thesawarugs”. (2000, p. 1847)

As Lumme-Sandt et al report, the talk identifiedhii the patient repertoire is set
within the role of the compliant and satisfied pati We can therefore see a moral
incentive to position oneself as a “good patienithim what might be called a discourse
of Parson’s “sick role” (Parsons, 1951). In cortirag&e can see a very different moral
discourse being orientated to in the self-help meje. Here the speaker can be seen to
be positioning themselves as actively engageddepéndent on medications and
therefore a fully engaged, responsible managdredf health. This is not necessarily a
responsibility set within a medical perspective imstead sitting comfortably within an
alternative lifeworld perspective about what it me#o be responsibly engaged with
life, health and oneself. The object “drugs” caspdbe seen to be discursively subverted
in a way which also alludes to these alternatiegapies, thereby positioning the
speaker as compliant within such an alternativeuwlgve paradigm of healthy lifestyle

choices and iliness prevention.

“Interpretative repertoires” then can be vieweaasntating to versions of discourses
that circulate shared social spaces and whichbsithppropriated by speakers to
perform specific functions within interactions.thre present study, such functions are
viewed as moral actions and both interpretativememres and discursive objects are
seen as linking the detail of rhetorical talk talen moral discourses of chronic illness
management and medicine taking. The DP approaghtedi this study enabled these
links to be made by focusing on the lexical itemd grammatical styles that people use
to construct discursive objects and interpretatapertoires that position their attitudes

and versions of behaviour within wider moral disc®s.

By asking people with asthma questions about meeli@king, in particular, people
who have not taken prophylactic medications asgpite=d, the researcher places

demands on the responder to orientate in someaviyetmedical directive to follow
79



the instructions of those medications. Even if‘tesponder” says nothing, their “non-
response” tells us something about how, withindbreditions of the research interview,
that person does or does not engage with the niedjeada that preventive therapies
need to be taken regularly if asthma control ise@chieved. This interactional
dynamic therefore locates this interaction, instinally within a research and health
context and, historically, within a contemporaryntxt of reducing risky lifestyles,
preventing chronic illness and prophylactic meddiaking. This talk is highlighted as
sequential, rhetorical and interactionally-consiedcand regulated by wider moral
discourses. This tension between the constructeéd@amstructive nature of talk reveals
important issues of power in talk relating to mawkctaking. We may now briefly draw
on some theories about the exercise of power kntabrder to theorise how moral
discourses of medicine taking may circulate toeddht social spaces and to the talk of

the participants in this study.

Issues of Power and Structuring Talk about Medicingaking

In Chapter Two the language presented in asthnaeljues was linked to talk
produced within interactions. An argument for a ahaliscourse of asthma
management could therefore be constructed, regglathat clinicians and patients are
able or willing to say about taking prophylacticdi@tions. This argument reflects
Foucault’s use of the term “abstract discourseh@“Archaeology of Knowledge”, a
term typically used when referring to sets of mtbastatements that are identifiable as
regulated and produced through the practices afifspastitutional frameworks
(Foucault, 1972, p. 121).

In the asthma guidelines such discursive statenmeaysbe grouped together as
“recommendations” or “best practice” which offeliraited range of options, typically a
regular pharmacological treatment, and which deosabout patient’s asthma
management have to conform to. It may be arguddhbkamplications of this asthma
management discourse for clinical practice is thiktof treatment options within
clinical consultations is limited to statementsttieder closely to these guidelines.

The relationship between systemic discursive sirestand the regulation of meaning
has preoccupied generations of scholars and canderstood within theories on the
function of “soft power”, set out by Gramsci (189237) in Prison Notebooks

(Gramsci, Hoare, & Nowell-Smith, 1971). In contrasthe coercive and violent notion
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of “hard power”, “soft power” refers to winning “ags and minds” (J. Blommaert,
personal communication, November, 2007), the aeceptand popular support of
rulers by the ruled. To gain such popular accegtdine language of propaganda is
exercised, and an essential component to this gemgka in gaining societal control is
Gramsci’s concept of “hegemony”. This refers to‘inéellectual or moral leadership”,
the creation of an ethics or morality by stateiingons, an “ethical state”, backed up
and enforced by the capacity to use coercive, ard’lpower”.

Fairclough’s (1995) approach to CDA draws linkshen hegemony and discourse
that are of key relevance in addressing the impgictstitutional morality in the talk of
people with chronic ilinesses. He argues that dissmconventions (as within a doctor-
patient consultation, or a job interview and eversearch interview) naturalise
particular ideologies of the participants and iefahips within that setting, (doctor-
patient, researcher-participant), particular typelsnowledge and beliefs and attitudes
and so, appropriate or inappropriate behaviouhiwiand outside that environment. In
the case of people with chronic iliness, the ndigaton of discourse surrounding the
doctor-patient relationship and discourses of dfhmanagement will involve following
medical advice, typically through the use of prdphtic medications. Naturalising
these discourse conventions, Fairclough argueblenthe ideological dimensions of

existing hegemonies to be reproduced.

This naturalisation of discourse within institutedisettings has clear links with
Bourdieu’s notion of “habitus”. Bourdieu (1984, d%9-225) argued that individuals
incorporate social structures in every “habitudl accluding speaking and writing. The
notion that certain types of talk are naturalised habitual in institutional settings
implies that certain other types of talk will benealered inacceptable, irrational or even
radical. In the context of talk about medicine takand in view of the
recommendations set out in guidelines for the tneat of asthma, choosing
prophylactic medications are presented as natachhabitual whilst other “alternative”
forms of therapy/decisions may be considered orati, radical or simply incorrect. As
seen in the analysis of these guidelines in Chapter, such alternative decisions are
not easy to take and are monitort&gignificant departures from the national guidedin
or any local guidelines derived from it should b#yfdocumented in the patient’s case
notes at the time the relevant decision is tak€British Thoracic Society & Scottish

Intercollegiate Guidelines Network, 2008 revisedel@009, p. ivl)
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Whilst this research draws on theories of powealsib queries how we can identify the
evidence for this. The risk of taking a pre-deteradi view on power is that this will fix
the role of structural discourse and presume thgtgipants within a particular
institutional setting will always orientate to irtgtional notions of moral behaviour
constructed as a hegemonic and discursive pra@imeversation analysis of
interactional data in institutional settings hageigded how the exercise of power should
not be taken for granted (Silverman, 1987; Thorrdaey 2002) and there may also be
“asymmetries” (ten Have, 1991) in the amount df tald the style of turn-taking
available for roles within institutional settingsdaactivities. These do not necessarily
entail a power imbalance, they may just be inelatalspects of “expert-provider” and
“layman-listener” roles. Power dynamics therefoagénto be identified rather than
assumed within a micro-analysis of data. The pitesteidy adopts an approach which
attempts to avoid being prescriptive about howalisse is manifested and what
function it serves. Power may be accepted or exszhd may have its origins in
multiple locations. An example may be taken from dmalysis of accounts of health
and iliness by Radley and Billig (1996):

Wife: ‘He didn’t rest as much as he should haveeddiinere’s no doubt about
that. That used to bother me. He used to go otéfiog about in the shed and
doing things that | didn’t think he should do. htarlemember anything in
particular.’

Husband: ‘Like chopping sticks one afternoon -aétikrnoon, while she was at
work.’

Wife: ‘There’s no holding him when he’s alright?’

Husband: ‘Another time | was splitting logs for laour.’

Wife: ‘That was naughty too!

Husband: ‘Some people would say it was too much| thought it was getting
me better quicker....And | felt that the more eis&d did the quicker | got
better.” (Radley & Billig, 1996, p. 227)

The analysis by Radley and Billig of this extragtpghasised the potential for seeing the
production of the story of the husband’s behavamsia joint activity in reproducing
their shared memory. Radley and Billig also disedsdsow the account provided by the

husband and wife was situated within a discursiaméwork of gender relations and
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moral order with the husband emerging as the “viots hero” and the wife the
“worrying female”. Radley and Billig argued thatdlsequence is typical of how
people, who are considered ill, draw on versioniseaith in their accounts to negotiate
themselves out of weak positions of ill health viiig we view from with a Parsonian
“sick role” discourse, evades their social respaitises and their place in the social
order. The husband, in his activities, not onlymied evidence of how he was
responsibly overcoming illness, but with the helhis wife, also asserted his place
within a traditional discourse of gendered roldse Activation of the sick role discourse
in this account was not pre-determined or fixedhwhe husband being designated an
inevitable place within medical notions of good dnadl patients. Instead, the husband
and wife’s version of the sick role worked simulansly in conjunction with a cultural
discourse on gendered roles, and positions wereatiaégd as their story developed.
These positions can be seen to be in turn: “natigintgsponsible activity for a person
with this illness; a sensible risk-taker; a perdomg manly activities like chopping
wood; heroic. Again talk about health and illneas often be seen to involve
orientating to and undermining contesting alten@ainterpretations of behaviour “some
people would say it was too much, but | thoughtas getting me better”. (Radley &
Billig, 1996, p. 227)

This complexity in referential meaning relateshe tontextualised function and
orientation of interpretative repertoires analysethis study in talk about medicine
taking; that there are no rules about who usesrdifit repertoires and when, and they
will be used flexibly to perform particular functis within specific interactional
demands. The same speaker can assume differeeswwi¢footings” (Goffman, 1981)
and thus, it can never be assumed that the saraefyplk refers to exactly the same
meaning. Interpretative repertoires and discurshjects are concepts used in this study
to capture this relationship between structurafraist discourses such as the sick role

discourse, and the constructive properties of autgrnal talk.

If a proposition, a sentence, a group of signsbeanalled “a statement”, it is not
therefore because, one day, someone happenedaotheen or put them into
some concrete form of writing; it is because thsifan of the subject can be
assigned. (Foucault, 1972, p. 107)
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The approach taken in this study treats what pesgeabout chronic illness as not
necessarily submitting to the dominant moralityrefdical notions of appropriate
illness management, but, rather, to suggest théitjpants may manage several
moralities simultaneously. These moralities magiogate and circulate through a range
of social spaces and as explored in Chapter Twg,begarticularly pertinent in
participants’ everyday lives, their lifeworlds (CSalter, 2005; Schutz, 1962) to play a
key role in their decisions about medicine takifige DP approach and associated
analytical tools discussed in this chapter willdpplied to the data in Chapter Four to

gain insight into these moral manifestations irtipgrant’s talk.

The Distribution of Interactional Resources in theConstruction of Moral Talk

about Medicine Taking

So far, the need to demonstrate rather than asthenwele of moral discourses in talk,
has informed a methodological framework facilitgtinsight into participants’
orientating towards multiple moralities in theitktabout medicine taking. However,
while these analytical tools may enable a patrettréiced from systemic, cultural
discourses to individual utterances, they havetéichability to specify the
circumstances in which such talk might occur amrtimoral implications, as will be
seen in Chapter Four which describes the analysidesview data. Chapter Five, will
go on to examine the absence of moral discourspartitipant’s talk in relation to the
presence or absence of resources that memberniEdions may have had available
to them. Misunderstandings within interactions hiagen found to highlight
inequalities in access to resources which may itapty affect how that interaction
proceeds. Consider the following example from agtf misunderstandings within

primary care consultations (Roberts, Moss, Wasgsigga & Jones, 2005).

Here, a Bangladeshi patient has come to ask hi®Gign his passport form.

1 black pen and this is for you M isn’t it

2 P yeah M B’s my name

3 how long have | known you B

4 (1.5)

5 P my name

6 (..)

7 D How long (0.5) how long do | know you for how manyears
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P oh:um (..) e::h 9 years (..) come to the mnhe to this country
9 in er (.) 1990(.) but [then | am]
10 D [I saw you] in ninety: six
11 P 96
12 D (0.5) ((counts on fingers of left hand)) 5 ngeve known you
13 ()
14 P really

Roberts et al highlight in relation to this extrdww the text in bold represents a crucial
misunderstanding in the interaction between théat@nd patient with important
implications for how the consultation continueseTauses of the misunderstanding are
evident on a number of levels: phonetically, (“kmdwand “name”); grammatically,
(have known vs. do know); metaphorically (how loRy.bureaucratically (the use of
the expression “how long have | known you” withimistbureaucratic context); and
institutionally, (the patient may not appreciatattto sign the passport the GP must
have known the patient for a minimum length of fimiéhe consequence for
misunderstanding within this sequence is that titad has to reformulate the spatial
metaphor “how long have | known” from the presesrtfect to the present tense which
then elicits the required response.

Whilst the focus of the research by Roberts etad to identify some specific reasons
for misunderstandings between GPs and patients divense language and cultural
backgrounds, important insights can also be drawam their analytical findings which
may be applied to any instance of interactiond wathin institutional settings. Such
talk has the potential to involve misunderstandiwvghin interactions when there are
mismatches in how members of those interactiongnstand that talk, even if members
might be regarded as speaking the same first lgggoafrom similar cultural
backgrounds. These misunderstandings are likebgdtar for a variety of reasons, but
as seen in the extract from the data of Robed$ etay be located in inequalities in
members’ access to key linguistic, bureaucraticiastitutional resources. Members’
understandings of the meaning of an interactionthadalk within it therefore has
consequences for how those interactions proceéi invportant implications for

analysing the role of moral discourses in talk aboedicine taking.
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The production of naturalised institutional talkemeed to by Fairclough, which in the
present study involved examining the productiomeflical notions of appropriate
illness management in talk about medicine takingy alepend on how the members of
that interaction understand what that interactgaliout. The activation and sequential
development of moral discourses of medicine takiitbin such talk may be reliant on
members having access to and interpreting theaictien as pertinent to that discourse.
If interacting members do not share understandahgjse talk taking place within that
moral discursive framework then the interactiohkisly to proceed very differently to
other interactions where that discourse is consitiezlevant and available to both or all
participants. Chapter Five will examine whethefed#nces in understanding about the
meaning of interactions may be linked to the disifion of resources related to
participants’ involvement in the study and disctiesimplications of potential
differences for the production of moral discourseslness management and medicine

taking.

However, the analysis of Roberts et al indicates while misunderstandings may be
manifested within interactions, insight into thetdbution of resources within
interactional talk is enhanced by moving beyondawidence solely available to a
linguistic analysis. This may mean looking beyopddfic interactions to other
contextual features that may influence that intéoac To understand these contexts,
ideas and techniques were drawn from linguistioegnaphic approaches to

communication and language.

Linguistic Ethnography

Linguistic ethnography, which has emerged in theibke last 10 years, has been
described as a site of encounter for differentigises and perspectives, rather than a
conceptually-unified school of thought (Ramptomlet2004). Whilst those associated
with LE conduct their work from a wide range ofapdines, these scholars have come
together in order to help resolve some commonatliffies identified in the analysis of
text and talk, particularly with regards to comnuation. A central area of difficulty

lies in definitions of context, how context is istigated and what implications these
issues have for how power can be seen to oper&tetiand talk. LE forums in which
the analysis of communication have been explorade lyenerally agreed that important

contextual influences on communication can be ssdroth ethnographic and linguistic
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and that context should be investigated and neinasd. Ethnographic and linguistic
approaches to communication have often been segartoas separate disciplines and
as a consequence have potentially missed oppaesitit draw on respective strengths
in answering similar research questions regardamgnounication. LE has drawn on a
range of theories, methodologies and analyticdirtemes to apply to studies of
communication and to help generate new insightsitaibe production of talk and how
we might better go about analysing communication.

Rampton describes LE as an attempt to “tie downii@graphy and “open up”
linguistics. Such opening up of linguistics hastigatar relevance to the methodology
constructed in this thesis at this point. Incorfiogaethnographic analytical techniques
into an otherwise linguistic approach offered tléeptial to provide important insights
into important contextual features that might otvise go unnoticed, offering
techniques to move beyond research interview trganis¢o examine those processes
and steps that influenced the research setting,imitan evaluation of the discursive

work taking place.

As indicated by the data of Roberts et al, sequeateteraction follow from those
resources available to members of interactiondollow a particular interactional
pattern, the appropriate linguistic resources riedxt activated. When the appropriate
resources are not easily accessible for membdr{s)evactions misunderstandings may
occur, indicated by a different interactional patteSimilarly, the prevalence of
individual justification and morality in talk aboatedicine taking may depend on
participants having access to and deploying pdatiicuoral discourses in their talk.
Moral talk about prophylactic medicine taking whsrefore examined while taking
account of participants’ available resources, waykbwards an understanding of when
moral discourses of medicine taking may be likelyp¢ activated.

Understanding resources available to participaittimthe present study meant
looking at how participant’s understandings coudsben to be manifested in the
specifics of language produced, i.e. the rhetdrib@ talk, moments of tension in turn-
taking sequences and interactional patterns whighested different resources and
mismatches in interactional framings. However,deksinsight of how these
understandings came to be manifested also reqtnesauthor to examine the

conditions that led to the research setting — tbegss of selection, eligibility and
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recruitment, any documents used, the researcingételf, the roles that were
constructed as well as how the data were captoeedrded, transcribed and
interpreted.

The analysis of data in Chapters Four and Fivethtefore move from an analysis of
rhetoric and moral discourses in researcher-ppdrtiinteractions, to an examination
of researcher and participant presuppositionsyictypes within the research
interaction, multi-modal constraints within theardaction and an examination of how
participant’s identities were constructed and tfamed across contexts prior to
interview. This aims to enable specific insighbitite interactional conditions in which
participants deployed linguistic resources thagmated to moral discourses of

medicine taking.

Methods, Data Collection and Participants

The study was carried out as a qualitative subydioked to a large, quantitative
asthma study (ELEVATE). The ELEVATE study consistédwo randomised
controlled trials (Step 2 and Step 3 trials) wilim@st 700 participants. The qualitative
sub study was linked to the Step 2 trial and eactigpant, upon entering the study,
was allocated either an inhaled corticosteroid lethar a leukotriene receptor
antagonist tableThese participants were considered to have mitddderate asthma

upon entering the Step 2 trial.

Details of recruitment to the qualitative and quatgtive studies

The steps involved in identifying and recruitingtpapants are now described. This
includes documenting the steps to recruitmentHerquantitative study set out in the
final report for this study (Price et al., in prgsxtracts of which are included in
Appendix C. The summary account given here hagedie full report of these steps to
provide only those details needed to contextu#isestudy of the present thesis,
omitting some of the technicalities relating to meation type and asthma severity. Full
documentation of these is available in the fulloref the ELEVATE study.
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Recruitment Stage 1: The Asthma Control and Quafityife Questionnaire

People who might be eligible to participate in EIEEVATE study were identified by
searching the electronic databases of Generali€antdical records. These were
patients aged 12 to 80 years attending 53 partiog&P practices in Norfolk, Suffolk,
Essex, Cambridgeshire, Bedfordshire, HampshireDandet. Patients were asked to
complete and return to their GP practice, two qaestires (both disease-specific
validated tools): the Asthma Control Questionn&€Q) used to evaluate asthma
control (Juniper, O'Byrne, Guyatt, Ferrie, & Kiri99); and the Mini Asthma Quality
of Life Questionnaire (MiniAQLQ), (Juniper, Guya@ipx, Ferrie, & King, 1999), used
to evaluate the impact of asthma on quality of Ratients who met the entry criteria

(see Appendix C) were invited for a screening \(igisit 1).

Recruitment Stages 2 and 3 - The ELEVATE studisMisind 2: Assessing eligibility
and entry into the randomised controlled trial.

At Visit 1, participants (and parent or guardiaapipropriate) gave written informed
consent and were allocated a unique study numbeticipants were given the option
of consenting to interviews and some brief detagse provided in addition to the main

information and consent forms, (see Appendix C).

The nurse reviewing the patient’s asthma madenzalijudgement about the potential
benefit that the patient might receive from takamgadditional medication based on a
combination of objective measurements commonly usélde assessment of asthma
control and quality of life. This nurse assessmed conducted at Visit 1 and Visit 2,
which took place 2 weeks after Visit 1. All patiedter entered into ELEVATE were
therefore considered likely to benefit from addiabtreatment to control their asthma
and improve their quality of life. Eligible patiemvere randomised according to their
asthma severity and current medication-use. Thergatrecruited for qualitative
interviews would have been allocated one of thegvaphylactic treatments for their
asthma being comparatively tested in the Step Btgaave trial: a corticosteroid

(brown) inhaler or a leukotriene receptor antagitaislet.

Recruitment Stage 4 - Analysis of prescription rdsdor evidence of history of non-

adherence
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The qualitative study, focused on the insightsrefiieby those people who had been
entered into ELEVATE as likely to benefit from tagia prophylactic medication
regularly but who had not previously taken this roation as prescribed. By
implication, by not following the instructions dfat treatment these people could be

considered as “non-adherent”.

Patients were identified from prescription recomlsp had been prescribed the standard
prophylactic therapy, inhaled corticosteroids priésa in the previous year, but who,
according to the standard dosage and frequencygeofiiven by the British Thoracic
Society guidelines (2008 revised June 2009, p.d@)not appear to be taking it

regularly.

Recruitment Stage 5 - Telephone call to check rmitre@nce to inhaled steroids and

invitation to participate in interviews.

Each participant potentially eligible for the quafive study was telephoned to discuss
the details of the research interview, to invitenthto take part and to gain further
information on how they did or did not use theiown inhaler prior to entry into the
ELEVATE study. Prescription refills and adherenel-seports as indicators of
adherence have generally shown to be unreliablesearch studies (Christensen, 2004)
which have also found a general trend of patiemé&sastimating rather than
underestimating their adherence to medications. &ingission by the person of non-
adherence was therefore considered as a potergiaigle participant for the

qualitative study. An interview was set up if paigiants appeared to have a history of

non-adherence and agreed to take part.

A confirmation letter was then sent to participanith details of what the interview
was about as well as another questionnaire thabd®s used to assess patient
adherence — the Medication Adherence Report ScBIARS (Horne & Weinman,
2002), (see Appendix C). However, in the qualimswdy, this was to be used to
provide a starting point for discussion in the egsh interview rather than as any

intended measurement aid of adherence.
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Participants - demographic information and relevaad¢o analysis

Twenty-four people were identified as potentialhph-adherent” to prophylactic
medications and therefore eligible to participatgualitative interviews. Two further
people were identified who had not taken prophidatiedications before entering the
study. These people were invited to participatthas talk could potentially provide
useful contrasts with the other participants’ disore strategies. All 26 people had
consented to take part in the ELEVATE study anditpiave interviews at visit 1. All
participants were white British, lived in Norfolguffolk and Cambridgeshire and spoke
English as a first language. Participants were &gdaeen 17 and 80 years. Thirteen
were women and 13 were men. Five participants éegived a diagnosis of asthma less
than three years prior to interview. The particisareported having one of the

following occupations: farmer, farm manager, schmgdil, retired general practitioner,
social services employee, telephone engineer,aatevusewife, car showroom
manager, retired, trainee school teacher, andgndidrd.

Data Collection Methods

Face-to-face interviews and a focus group werévwioemain methods used to collect
data. However, the discursive approach taken sittigsis meant that any instance of
language in text or talk could also be treatedada dnd hence other data sources were
also examined in this study which played a fundaaienle in understanding the
participants’ talk in the interviews and focus goolihe Chapter Two review of
literature examined text from a variety of addiabeources. The moral discourse of
asthma management identified in the analysis dinaatguidelines, texts on asthma
causation and management as well as sources widictodconcern asthma were used
in this study to examine how cultural discourseslioéss and asthma management
might structure the talk of participants in thesiviews and focus groups. Similarly, the
process by which participants were recruited hss laéen examined and can be viewed
as providing data. The recruitment process setasuihe quantitative study offered
details of the conditions which preceded the ineamnand focus group data, and which
may have importantly shaped the content and intieraad process within these core
data. Participant recruitment is therefore analysedore detail in Chapter Five to
address a particular concern about the circumssancghich participants could be seen

to justify their medicine taking. These non-intewibased sources of data are crucial in
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providing further evidence of what might structthe talk of participants and to situate
such talk within a social historical context. Howeuhe selection of these additional
materials was not to assert these sources as hestevant influences likely to
structure participants’ talk. The production oktalithin research interviews would
likely have been affected by a multitude of inflaes. Rather, the choice of these
additional materials was based on those which wecessible for analysis, but also
those that could be seen as likely to play an itgoorole in the production of talk
about medicine taking within the context of papants taking part in an asthma study

comparing prophylactic medications.

Face-to-Face Interviews

Face-to-face, semi-structured interviews were cotetlwith all 26 participants who
agreed to take part in the qualitative componenbheELEVATE study. Interviews
were chosen because this study was interestedarpbople with asthma constructed
an account of their asthma management and so ienes\provided a means to directly
obtain these perspectives. As discussed in Chaptey seven of these were also
interviewed a second time to explore persistend¢®ua they talked about medicine
taking at two time points. The second interviewkiptace a year after their initial
prescription of the randomised prophylactic treatt@nd participation in the main
asthma trial. For the first interviews, Mason’s@20pp. 68-74) guide to structuring
gualitative interviews was used to construct aifiexinterview schedule and a series of
“topic cards” to guide the discussion, includingidgraphy of asthma”, “treatments”,
“relationships and asthma” and “risk and sever{g€e Appendix A). Topic cards were
used to help the interviewer elicit a mixture ofradives and “attitudes” from
interviewees. This talk could then be analysedkem@ne ways in which medicine
taking behaviour and views were situated by paudicts within a social historical
context. An additional interview guide was develbper participants who were
interviewed a second time. Topics covered inclutiedoarticipant’s story of their
asthma since the first interview; views on thethasa and risk; medication-use;
life/asthma goals; views of health and illness;ezignces of encounters with
doctors/nurses; issues of trust in illness managemead the future and their asthma.
These changes were implemented following an uraledsig that the participants’
lifeworlds may be fundamental in how they manadpirtcondition. In addition the

author was exploring the notion of risk as a reftvssue for asthma and medicine
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taking and considered asking participants direestjans about risk a useful way to

understand this issue.

Despite the imposition of a structure on particigatalk by the interviewer’s use of
topic cards, interviews were conducted with the afrallowing participants to say
whatever they felt relevant, following typical gaitce on effective qualitative
interviewing techniques, which suggests the usgpeh questions, avoiding imposing
the researcher’s own opinions and use of prompt¢atworate or clarify (Lincoln &
Guba, 1985). Interviews therefore did not rigidjldw a standardised interview
structure and in several cases some of the platopacs were not explicitly discussed.
Interviews typically lasted approximately one howith the shortest interview lasting
thirty minutes and the longest about one hour any five minutes. Issues typically
covered included: the history of the person’s liviegt condition, events around
receiving a diagnosis of asthma, history and haifitssing medications and details of
communication between themselves and doctors ars@siuiHowever, using topic cards
required the researcher to enact some assumptions the issues that were pertinent
to discuss, structuring the talk of participantd aence impacting on the data that were
produced. These same issues were also likely selleeted in conducting the analysis
as most pertinent to justifying asthma managemethin@edicine taking. The
implications of this structure for participantsikand the data produced are examined

in Chapter Five.

Data-Sharing Focus Group

A single focus group was undertaken with partictpdrom the face-to-face interviews.
Within the focus group, data, in the form of anoly® vignettes, was shared with
participants. These vignettes were not taken fragnsangle interview but were
constructed from the accounting styles that weeetifled in the initial phase of the
analysis of interview data. The rationale for cdiileg the focus group data emerged as
a response to questions raised after the analyfie interview data about the role the
author played in helping to construct the talkrdérviewees. The focus group offered a
means of addressing these difficulties by obtainiatn that was based on a different set
of interactional conditions to the face-to-faceemtews. The methodological rationale
for the development and design of the focus grolligherefore be reported in detail in

Chapter Six after the analysis of interview data.
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Ethical Considerations

Participants were invited to take part in the daéire sub-study at the same time as
being invited to participate in the larger quaniv&a asthma study. If willing, they
provided their consent to participate in intervieat%/isit 1 of the ELEVATE study. On
contacting the participants to invite them to klerviewed, and at the interview itself,
the researcher informed them that the aim of thervrews was to understand their
views about their asthma and the medication thelyoleen prescribed in the study.
They were also given information to clarify tha¢ tlesearch sought to investigate issues
that influenced people’s decisions to take meddcaticommonly used to prevent
asthma symptoms and that this may involve discgdsinv the patient viewed health
and iliness in general, lifestyle choices and thispn’s attitudes to life in general.
Participants were also informed that:

* They could withdraw their participation at any timed without giving a reason.

* The interviews were part of a student project aedevin addition to the main
study.

» The interviewer had not received any medical tregrand was not able to offer
any advice regarding their asthma. As necessaticipants were advised to
contact their local surgery if they had any quesicegarding their asthma.

« The interviews would be recorded, a transcript getied and that the results of
the study would be published in academic jourmdlissteps would be taken to

protect the individual identity of participantstime use of these materials.

After conducting several first interviews the autbhonsidered that participants should
be verbally re-consented regarding the aims ofrttegviews. This was because the
focus of the PhD study had shifted beyond a spefdtius on asthma and medications
to the meanings of asthma within a lifeworld cont&e-consenting participants to
these study aims was not only to ensure particgpanderstood the researcher’s aims
but also to facilitate discussions that went beyarsghecific focus on asthma. Details of

the rationale and steps taken to re-consent gaatits are provided in Appendix D.

All but one focus group participant had providefbrmed consent to take part in the
quantitative and qualitative studies and had air¢aklen part in the qualitative

interviews which preceded the focus group. Befbesfbcus group discussion,
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participants were reminded both in writing and loa telephone that the aim of the
qualitative part of the study was to obtain tha&rgpectives regarding their asthma and
medicine taking. They were also informed that tine @f the focus group was to share

some of the interview findings and to obtain the@ws of those findings.

The participant who had not previously consentetékte part in the ELEVATE
quantitative study, nor had taken part in any offget of the qualitative study, had
attended the focus group with his father and weaiad to take part. Despite being
recruited in a very different way to the other piants, this person could count as an
appropriate member of the group discussion whenimgetalk about asthma
management from a discursive perspective. Thigcalse his talk, like the other
participants, could also be viewed as situatediw#hsocial historical context in which
moral discourses of illness management are ciredlet different social spaces. His
inclusion therefore offered an opportunity to exaeinow issues of morality might be
manifested differently to the other participants. i@viting this individual to participate,
the focus group moderator, and author of this fhegive him verbal information
regarding the details of the study and purpos@efacus group; his right to withdraw
at any time; and that if he took part then his navoald not be used in the transcript.
The other participants were asked if they mindeslitidividual taking part in the focus
group. After the focus group he was provided withiHfer details of the study and was
offered, but declined, the opportunity to withdrhis contribution. All participants
were also informed that their own views would netdsesented in the data, reminded
of their right to withdraw their participation amgked not to share personal comments

arising in the discussion with anyone outside efftitus group.

Summary of Methodological Approach

Understanding how culturally-available discoursekpho structure interactional talk
provides a “loose coupling” (Goffman, 1983, p.1d) éxamining talk about medicine
taking. This allows us to consider and discusstte@imstances in which participants
within interactions about prophylactic medicineitgkmay reproduce moral discourses
of illness management and which may also influetemgsions about medicine taking.
To understand how interactional data comes torbetsted, the specific approach set
out here builds on DP by examining the language usa range of documents which

detail cultural conceptualisations of the causesraanagement of illness. The language
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identified within the review of the asthma and othealth and illness literature in
Chapter Two provided a range of discursive elemeasesl to construct a moral
discursive framework about asthma prophylactic wiaditaking that can be seen to be
activated in talk and text across time and spadeeyAsource used was the body of
contemporary clinical asthma guidelines for astimamagement, commonly used by
clinicians in asthma consultations. Asthma guidiare used to regulate and control
the allocation of treatments for asthma, so offgthre potential to regulate not only
clinical and patient decisions about medicine tglnt also, by implication, to regulate
the talk which governs those decisions. By deplgyins methodological tactic, a
specific discourse can be seen to circulate tlartrent and management of asthma.
This discourse of asthma management focuses aretteefor asthma control by:
drawing on a limited range of therapeutic optiqrajents monitoring their own
symptoms; and adherence to self-management plaich whentate to adherence to
prophylactic medications. These parameters of astmanagement constructed within
this discourse therefore carry important codesoofiact regarding the behaviour and
decisions of clinicians and patients which are &lsay to regulate the talk related to

those actions.

The discourse identified within asthma guidelinas therefore be seen as a moral
discourse of asthma management and the core tastfidd for the analysis of
interview and focus group data in this study iséfare to trace a path from this moral
discourse to the talk of participants. The disaggsychological tools are useful here
because they enable examination of the moral coemgsrof talk through an analysis of
rhetorical devices that participants deploy. Nagiof morality can be seen to be
implicit to the rhetorical construction of accounfsdbehaviour, versions of events and
versions of the self. In the present study, accahmedicine taking are examined in
terms of their deployment of a range of rhetordmlices which orientate to the
particular discursive issues that are activatetiwithe interactions taking place.
Rhetorical devices work not only to present a patér version but also to undermine
alternative versions and it is this then-observaldeursive work that will indicate the
particular notions of morality that speakers aterating to. Two rhetorical devices that
have been identified here as likely to be usedpeakers in managing competing
alternatives are “interpretative repertoires” ad€ursive objects”. Reasons why
speakers are likely to use such devices and whyyrttayy be relevant for the analytical

approach taken in the present study are that thesees appropriate culturally
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available discourses and objects respectivelyljlely to be shared between members
of the interaction and can be seen as criticabiw hlame and accountability are
allocated. Moral discourses can therefore be ugefidwed as both constructing and
constructive in speaker’s accounts with repertaares objects being used flexibly by
speakers to perform specific and sometimes multiptegextualised tasks. However, the
nature of this relationship between systemic mdisdourses and utterances is not fixed
and the analysis of rhetoric in the interview daiihexamine the limitations of these
data for interpreting the role of morality in tlakt of participants beyond those
interviews. The conditions in which participants #ikely to engage with notions of
morality in their talk needs to be investigatedheatthan assumed and it is for this
reason that this study has also drawn on techniggssciated with linguistic
ethnography. These techniques, which originate faaange of disciplines, are used to
identify contextual influences on the productiorpafticipants’ talk, which may not be
directly accessible to a more narrowly linguistialysis. Conducting this task will then
provide the rationale to provide data generated different set of interactional
conditions to the face-to-face interviews. Movioghis developed analytical position
provides a basis for evaluating the interactiossilies and role of morality in talk about

prophylactic medicine taking.
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Chapter Four

Analysing Interview Transcripts to Evidence Interadional Issues and Moral

Discourses in Talk about Prophylactic Medicine takig

I’m not one of these people who get up in the nmgrand think “right, inhaler,
take it (.) before |1 go to bed, take it”
(501441, Interview 1, page 3, lines 6 to 9)

This chapter will present the analysis of facedoefinterview data, undertaken to
identify evidence of moral discourses influenciragtizipant’s talk about medicine
taking. Participants may need to justify their asihmanagement and medicine taking
in face-to-face interviews to manage the potetialcation of blame and accountability
for their reported views, medicine taking decisiansl other actions regarding the
management of their asthma. One type of justificagarticipants might attempt,
deploying a range of rhetorical devices, is to destr@te that they are in control of their
asthma, potentially deploying historical discourskasthma causation and
management. It is conceivable that some of thesmdises might be activated by
participants in their interviews with a health raser in justifying any “non-

adherence” to prophylactic medication.

The purpose of the analysis reported here wasetttiigt evidence of blame and
accountability in participant’s talk and how thisyrhave been linked to moral
discourses of medicine taking and asthma managefieistwill be used to assess the
merits of this approach for understanding talk dedisions about prophylactic
medicine taking. Analysis of the face-to-face iatews was therefore aimed at
identifying interactional rhetorical devices thhbwved the participant orienting to
issues of blame and accountability and how the gpamant of different discursive
positions activated in this process linked to galliy-available moral discursive
frameworks such as those identified in the analysasthma guidelines and other

sources in Chapter Two.

The analytical strategy which was adopted to amalyeractional talk began with an
attempt to identify patterns in how decisions aldaking prophylactic medications
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were justified across all face-to-face intervieWkis was to provide evidence that a
moral agenda in the talk of participants was peveas the dataset whilst at the same
time also allowing deviant cases to be identifi@slwill be seen this early analytical
approach raised particular problems relating tatéeampt to individualise participant’s
accounts as having a particular style, their “aotiog style”. A solution to these
analytical problems is therefore set out and wipigpares the ground for the second
area of analysis which examined the propertiesl&fadbout prophylactic medicine
taking if viewed from a discursive psychologicatggective. This highlights the
dilemmas that many participants could be seen todmeaging in their talk which were
intimately connected to notions of blame and actatihity. This takes us to the final
area of analysis in this chapter which examinedittks between participant’s

management of blame and accountability with widecalirses of illness management.

The analysis of interview data therefore focusedoom areas:

« A description of the different ways, referred to‘ascounting styles”, in
which talk about prophylactic medicine taking asthana management were
discussed in face-to-face interviews.

« A demonstration of the properties of this talksasn from within a
discursive psychological framework and the intecaal dilemmas that can
be seen to be activated within the interactiong#oticipants.

« Anillustration of how these dilemmas are manageg@drticipants and
thereby how issues of blame and accountabilitynaaeraged.

+ An examination of the culturally-available morasdirsive frameworks that
are activated within interactions and which alledaame and

accountability.

Although the majority of participants could be sa@etheir interviews to be legitimising
their medicine taking there were three participavtie did not appear to attend to
justifying their medicine taking. The limitation$ the findings reported in this chapter
will therefore be discussed, thus preparing thenggddor a further examination of these
“deviant” cases in Chapter Five.
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Analysis of Face-to-Face Interviews to Identify Acounting Styles

In Chapter One, the primary objective of theseyeamhklytical steps was shown to
emerge from the need to develop a sample to falipvior a second round of
interviews, intended to be used to validate findifrgm a first round of face-to-face
interviews. An analysis of patterns in accountitydes across participants was
undertaken to examine how these styles and theoncal thscourses of medicine taking
deployed by individuals in their first interview snaave persisted in their talk in their
corresponding second interviews. This sample wae teelected to reflect preliminary
categorisations of a limited set of analyticallgtadict ways which it was intended
should cover all participants’ accounting for austification of how they took
medicines. However, only 18 interviews from thefig& interviews were characterised
in this way because, in performing this task, gigant problems were identified.
These were found to relate to the level of analysiag undertaken, to developing
understanding of discursive variation within theenactions and the attempt to validate

findings using a second interview.

The process for identifying each participant’s asdog style is described in Appendix
D. To help organise the identification of accougtstyles, NVivo software was used.
NVivo is commonly used within qualitative reseatolorganise and facilitate the
coding of transcribed data. It is designed to supibe use of coded data as labels to
apply to data subsequently analysed such as indtieor grounded theoretical
approaches (Glaser & Strauss, 1967). In the pretedy, words, phrases and sections
of text were coded by the specific effect the spealkchieved in a particular piece of
talk. Annotations were used to detail those devisesl to achieve this effect. Such
coded effects were then collated to representréifiteinterpretative repertoires they

appeared to build within the interview.

Preliminary Characterisation of First Interviews

Accounting styles

Within the data from the 18 interviews analysede foreliminary accounting styles

were identified:
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Compliance as passiv&he participant positioned her(him)self as engagitial
their asthma, emphasising themselves as respomsililen control. There was a
frequent use of the self-regulatory repertoiredsifoon her(him)self against those
who uncritically comply with medication instructi®nThis was an active rejection
of compliance as an ideal. For example, the folimaparticipant constructed
compliance to prophylactic medications as an acinafitical and habitual
dependence, positioning himself against “one ae¢hgeople” who “rely” on
medications and take it without question:

I’m not one of these people who get up in the nmgrand think “right, inhaler,
take it (.) before | go to bed, take it". | don’twt to rely on it like you know.
Cos some people obviously will rely on their inhslend they’ll take it just
because (1) it's their medication and | don’t wémdo that

(501441, interview 1, page 3, lines 6-13).

Minimisation repertoire using several rhetoricaluviges to justify medicine taking
Participants with this accounting style eitherlad that they did not have asthma,
or that their condition was too mild to warrant atince to prophylactic
medication. Their own version of their conditionsagvotal in justifying non-
adherence to prophylactic medications, but didatexine healthcare for any mis-
diagnosis. In this following example, laziness aped as an acceptable device to
justify non-adherence because it works to authatgtithe speaker’s (S) version of

her asthma as something too mild be taken seriously

S: well always, ever since I've had the inhalerg hever done it properly.
JM: why was that at the beginning then?

S: lazy [laughs] | suppose because | don’'t havmadly enough. | would do it,
lets put it this way, if | really suffered from lsta, and it affected my life, |
would make sure | did it.

(530181, interview 1, page 3, lines 19-27)

Tension between lifeworld and medicine. Adheretenpial threat to lifeworld:
Participants positioned prophylactic medicine tgkas incompatible with activities
in their everyday life. However, individuals withi$ style appeared to resist

challenging the medical directive on adherencéhénfollowing example, this
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participant hinted at a tension between challengimgcal “experts” and his own

preferred view:

If its proved to be effective (.) and it is the sidered opinion of the
experts...was proved that this you know the prexmetwas instrumental in in
you know (.) in in doing that or helping (.) helgirelieve those symptoms then
so be it if that's what it takes that's what it ésk

(670287, interview 1, page 20, line 36 to pageliag,5).

Blame of healthcare breaches sick role contré&articipants blamed healthcare for
not identifying the “real” cause of symptoms or fmt communicating with them
effectively regarding their condition and healtmegglly. Taking prophylactic
medications was therefore positioned as potentigdigting the wrong condition. In
the following extract, a key device in justifyingmadherence lay in this
participant’s concept of the “root cause” of hegdihing problems, which medicine

was failing to address:

What ... | am being sold at the moment is um songetbikeep me ticking over
so that (3) | suppose so that | can breathe wheseld to | | don’t know how to
put it really. It's not examining what the root ...

(351823, page 10, lines 39-43).

Minimisation repertoire using few rhetorical devéc® justify medicine taking:
Participants with this accounting style did notegnhto much of a dialogue about
their asthma, appearing to have either nothinggtfy, unwilling or unable to
articulate an explanation for their medicine takiAgthma was considered not to be
a big issue in their life. These participants appeédo represent deviant cases
because of the lack of a narrative about asthmauestification of medicine taking
behaviour. The following example demonstrates &&fpnteractional sequence
with the participant providing only short responseguestions regarding asthma

management and medicine-use.

JM:  Yeah. How would you compare the tablets wi¢hitihalers

3)
J: Al. Alritght
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JM: Do you think there’s any differences?

J. Er (2) they don’t seem to have no side effecsmething (2) so long as
| remember you know try to keep remembering to éaleeyou have to to
take one at night don’t you

(650405, interview 1, page 10, line 13-25)

Two participants were harder to categorise in tlaeseunting styles. One participant
constructed a pathological cause of their asthmzagement behaviour, positioning
himself as passive and out of control. Problem&egpced with asthma were blamed
entirely on himself;l had asthma all my life and (.) still don’t havieunder control (1)
which is down to me, you know reall60345, interview 1, page 2, lines 21-24).
Another participant, unlike the rest of the sangalepted a compliant position with
prophylactic medications. Previous non-adherenceexglained on being prescribed a
prophylaxis with too low a dose, but in contrastitose who blamed healthcare, this
participant praised doctors and nurses for the lvaread receivedyeah that
((increased dose)) and the nurse yeah yeah it madénell of a difference well I'm not

blaming the doctor. (261284, interview 1, page 3, lines 36-38).

Interpretative Repertoires

The interpretative repertoires that were identifigthin these accounting styles were
designated as:

» Self-regulatory Participants deploying this repertoire constrdd¢teemselves as
active and engaged with their condition. The usprophylactic medications
was recognised as important but people who toak ttegyularly were described
as passive compliers.

» Self-monitoring Participants using this repertoire could be geaninimise the
importance of asthma in their life and were relatta take prophylactic
medications, preferring to respond to symptomseggssary.

» Self-blameThis type of explanation involved acknowledgihg importance of
adherence to prophylactic medications and thepialged by clinicians, then
blaming oneself for not following medical advice.

» Sick role Participants using this repertoire constructedraractual relationship

between themselves and clinicians. These explarsatiould be seen as versions
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of Parson’s sick role (1951), where patients shéalldw advice from a
competent physician.

* Root causeThis type of explanation could be seen to be lisggarticipants in
conjunction with a sick role repertoire to arguatttlinicians’ failure to identify
the real or “root cause” of their breathing probéerapresented a failure to fulfil
the role of a competent physician.

* Minimisation By minimising the importance of asthma in evenytite, this
repertoire enabled participants to justify non-adhee to prophylactic
medications. This could be seen either as congtiguasthma as not real asthma
or too mild to warrant regular preventive therapy.

e Compliance This type of explanation could be seen as repnogumedical
advice. This repertoire could be seen to be usddmdlifferent interactional
tasks, for example in conjunction with self-blarepertoire or as an indication

of current medicine taking.

To illustrate the process of developing repertoiess$racts detailing effects and devices

that constitute the self-regulatory repertoire barseen in Appendix D.

Methodological problems in the analytical construgh of accounting styles

Through attempting to identify the different wayargicipants accounted for their
medicine taking, their “accounting style”, a numbémethodological problems were
identified for interpreting the analysis of thatalarhese problems were related to the
appropriate level of analysis required to examirteractional talk about medicine
taking, the implications of this analysis for th@ligy to identify discursive variation in
participant’s talk and the appropriate method bycwito validate findings from a

discursive analysis of participant’s talk.

Level of analysisSetting an objective of identifying individual’'s@minting styles
presupposed that the “individual” was the apprdprumit at which to conduct the
analysis. The discursive psychological approachieghm this study viewed talk as
language produced in a social space, situatedhi @énd space. Viewing talk about
medicine taking as connected to social historioatexts, entails adopting an analytical
framework which can enable insight into those cxitistevhich are activated in that talk.

Viewing such talk only through the analytical lesfghe individual however, limited
104



scope for a discursive analysis. This is becausediidualistic focus has the potential
to isolate that talk from these social conditistsyeducing interpretations to individual
characteristics rather than reflecting the cireataaind activation of different discourses
in that talk.

Discursive variation/Adopting an individualistic focus also had implicets for the
types of insights that could be derived from suctamalytical approach. These can be
seen in the process of attempting to identify sagacategorical accounting styles in the
analysis. This process aimed to list “effects” dnterpretative repertoires” in
participants’ talk with potential to generate théimaategories within the same
interview or later, when interpreting further tél&tween participants. However,
attempting this could also be seen to gloss overpbexity and variation in the talk of
participants. This can be seen in how interactitel&lwas de-contextualised so as to
transfer it to the discrete categories of “effe@sd “interpretative repertoires”, which
were then to be used to develop the “accounting.styn compartmentalising and
abstracting individual utterances as accountinigstiy this way, talk could be seen to
be treated in a similar way to those individuatistpproaches attempting to identify
individual attitudes, potentially missing importasariations in the functions of talk
assigned to a particular accounting style.

Validating analytical interpretations from firstt@rviews:Further problems were posed
by attempting to provide an analytically sound bdsr conducting a second interview
with each participant. Second interviews were utadlen to validate interpretations of
talk in the first interviews, and to identify pest@nce in moral discourses. Such a step
did not fit logically with a discursive approactathreated talk as situated in

interactional conditions.

It may be considered that by recreating the sameeaational conditions in a second
interview, participants could be seen to produeesdime kind of talk on both
occasions. Such similarity might be allowable whkigswed from within a positivist
paradigm, with similarities between the two occasibeing seen as evidence that
participant’s talk had persisted across two tim@afsahereby strengthening claims that
the same kind of talk might be found in a rangetdractions. However, taking a
discursive psychological perspective means thattdik must be examined in terms of

its specificity to this interactional setting anot im the expectation that these data will
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tell us anything new about how participants wilkte other interactions about their
asthma. From a discursive perspective, identifgiagsistence therefore becomes
problematic if data from two different circumstaa@e treated as representing talk
from a broader range of interactions about illmaamagement. Allowing for persistence
within the same type of interaction does not fithva discursive approach which,
instead, will focus on how participants link medeitaking with morality under
different interactional conditions, potentially &hag different discourses to be

activated.

Resolving problems highlighted in analysing accoung styles

The next phase of the analysis sought to resokgetmethodological difficulties by
adopting an entirely different analytical stratégydentify the role of moral discourses
of asthma management and medicine taking in ppaints’ talk. Rather than attempting
to identify accounting styles through analyticaliesv of those interviews, this
alternative strategy, was to analyse full trangsrippm face-to-face interviews so as to
evidence morality in participants’ talk. This reédahe extent of decontextualisation of
talk from the context of research interviews. Witee production of “data”, captured
from an audio recording, can be seen as one fore@dntextualisation (Burman,
2004) of talk, analysing transcribed talk nonetbgleffered some opportunity to
overcome the analytical problems of discursiveatarn identified. It also allowed an
analysis of the process of production of meaningoasething constructed between
participants rather than derived from an individsal resolving the problem of the
individualistic focus apparent in the analysis of@unting styles. Finally, it enabled
insight into what sorts of data would be requitedstrengthen, or validate the author’s

interpretations about the role of morality that &verade through the analytical process.

Adopting this alternative analytical strategy reqdidecisions then to be made about
how to treat the second interviews that had alrdmsn conducted with seven
participants (reported in Chapter Three), and hmpldce the analytical concepts
“accounting style” and “interpretative repertoirdhe analytical focus had now shifted
away from examining persistence in accounting stgl@oss time points. From the
discursive perspective now adopted, similar intéoaal conditions were being created

in the second interview as in the first. It wasdfiere decided that the seven interviews
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with participants who had previously been intenaelvwould be treated in the same

way as first interviews and included as part ofrtie@n body of interview data.

The process of identifying “accounting styles” tedbwn to be useful for identifying a
range of ways in which participant’s justified thasthma management and medicine
taking and for substantiating the concept “intetgiree repertoire”. However, because
of the problems posed by individualising particifgatalk, the concept of “accounting
style” was not deployed further as an analytical.tblowever, the concept
“interpretative repertoire” continued to be usedlltestrate the variety of ways in which
decisions about medicine taking could be seen &xbkined by participants.
Interpretative repertoires are produced interaefigrio perform particular tasks. Unlike
accounting styles, groups of people do not use sotemretative repertoires and not
others. The same repertoires may be used by ditfpeople to perform very different
functions. The “interpretative repertoire” was #fere a useful tool in helping to
emphasise discursive variation in interactiond,tahd so supporting a shift away from
an individualistic focus on individual attitudesttidk about prophylactic medicine

taking in multiple and dynamic moral discursive txts.

Analysing Properties and Dilemmas in Talk about Prphylactic Medicine taking

In this section, extracts from face-to-face intews are examined, providing examples
of some of the different ways in which moral disks@s influenced the talk of
participants. This is not to provide an exhaustéiweount of the many different ways in
which people with asthma talk about asthma managertevill, however,

demonstrate, through case examples, what can happak about asthma management
and medicine taking when public morality convergeth personal experience in this
research context. The presentation of this analydii®egin by showing how the
properties of the discursive psychological appraaddpted in this study could be seen
as displayed in participants’ talk. These propsrtiere seen in how: participants’ talk
could be seen as situated social action; versibasents were authenticated and
alternatives undermined using rhetorical deviceglwmdicated a moral agenda for
participants; talk was both constructed and constre; and different types of talk may
have operated simultaneously. These properties neinaded the discursive dilemmas

that participants faced within research interactishich were related to the allocation
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of blame and accountability for participant’s viearsd behaviour regarding medicine

taking.

This analysis of how participants resolved intaoal dilemmas revealed different
moral positions that were activated through theoomgydiscussion within face-to-face
interviews. The analysis of talk about asthma manamnt was therefore extended to
engage with culturally-available moral discursiv@meworks that could be seen to be
activated within interactions. These discursivenieavorks referred to moral discourses
of illness management and medicine taking but @siher “lifeworld” (C. I. Salter,
2005; Schutz, 1962) discourses that may have iatgrg with those specifically
relating to the management of asthma. Talk wasyaedlto seek evidence of a
discourse of accountability in participants’ acctswvhich may have reflected the
abstract discourses identified in asthma guidelaresother sources discussed in
Chapter Two as well as other discourses that mag baginated in different social
spaces to the institutionalised medical discouBefore examining the transcripts
however, the process of transcription and analysiertaken in this part of the analysis

must be explained.

Process for Analysing Face-to-Face Interviews

Transcription: The face-to-face interviews were captured on aagmand then
transcribed, based on a system developed set éikimson and Drew’s “Order in

Court” (1979) which was based on Gail Jeffersonisversation analytic transcription
conventions. Although many nuances of talk areilostanscriptions, these conventions
offered the best technique to facilitate an analgsirhetorical devices as they enable as
much of the detail of participant’s talk as possitd be captured in written form, (see
Appendix B for full details of conventions).

A first pass of the tape was taken to construobae transcription of the content of the
interview. The tape was then listened to a secione to check choices in the transcript
and to make further edits. This was originally demencorporate as much of the detail
of a sequence as the researcher could interpreteasnt. This included pauses below 1
second, changes in pitch and intonation, speeaim@bnd the tempo of an utterance.
This approach can be seen in interviews 67028 6d0889. However, having

completed these transcripts, it became clear tiadtithor selected sequences within
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the transcript which related most closely to pgstiot’'s asthma management. It was
therefore decided that this level of transcriptf@tail would only be undertaken when
the researcher could identify relevance in a paldicsequence for the participant’s
explanation of medicine taking. Details of trangtidn such as tempo and pitch were
only included where the researcher noted them lpgnigeinterpret the turn-taking
sequence between the researcher and participémirdgerpret the rhetorical devices
being deployed. For example, several participantsdtories to justify their asthma
management. In these cases it was considered tiddt of the detail of the story was
the main focus of the analysis and key rhetorieaiak rather than how the speaker told
the story. In contrast, where a participant seetodxzk foregrounding a particular part
of an explanation as critical in justifying thesthma management, then this was given

emphasis in the transcript.

The transcript was then read through slowly, irdng phrases underlined and broken
into sections if it seemed appropriate. When meditaking, asthma management, or
other health behaviour was discussed, an analiy#ii® shetorical devices being used
was undertaken. Other sequences which were alsbass&tarting points were
discussions of the participant’s GP surgery and\IH& generally or views of health

and illness.

Analysis:Appendix B sets out some key questions that wensidered in analysing
transcripts. Chapter Three proposed that the agstgin of objects of thought,
otherwise referred to as “discursive objects”, antdrpretative repertoires are likely to
be useful tools in analysing the accounts thai@pants provide, focusing on lexical
features and grammatical styles used by speakeapglying these tools a key
requirement in providing a plausible interpretatadrihe data was to demonstrate
“participant’s orientation” (Potter & Wetherell, 89, p. 170) to interactional issues.
Speakers, in constructing rhetorical accounts,atanly deploy devices that will build
a specific version of events but may also be seeleploy devices that undermine
alternative versions that pose a potential thieabiv that person wants to be
understood. Identifying participant’s orientati@ndiscursive issues meant pinpointing
devices that address these threats to versiome &felf, behaviour or “attitudes”
towards a particular issue. This enabled parti¢gdalk to be viewed from a moral
framework where blame and accountability could lamaged and allocated within

interactions.
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After analysing key sections in the transcript, tleat step was to look for links and
contrasts between analysed sections to examinéerihgmilar positions were being
constructed. This involved identifying importantdarities or differences in the
content and construction of talk. In addition saesi not explicitly discussing asthma
management were examined for any further insigibttime interpretations formed thus
far by the analyst. This then led to formulating Kinds of explanations that speakers
appeared to be constructing at different pointsugh the rhetorical devices they
deployed. This part of the analysis developed thedr-order concept of the

interpretative repertoire, as set out in Chapteeé&l{Potter & Wetherell, 1987).

The next stage involved specifying when the ineamée used a particular repertoire
and not another which was used elsewhere. Repstoiay be used at different points
for different reasons, may be multiple and conttty. A key aspect of this part of the
analysis involved looking for whether different egires created new problems for the
speaker. Wetherell has suggested that a key weglittate the identification of
repertoires is to examine if a particular combimatf repertoires creates “trouble” for
the speaker, (M. Wetherell, personal communicaf@mbruary 2, 2006). We saw in
Chapter Two how the nurses in the research of Jetn@s2000) on asthma self-
management plans appeared to manage such a teesroeen notions of autonomy
and accountability, by constructing a contingemsiam of the nurses’ role in their
patient’s asthma. Their orientation and managermgktitese tensions provided evidence
that they were drawing on a moral discourse ofraatmanagement also identified
within asthma guidelines. The analysis by Gilbed &ulkay (1984) of scientific talk
provides another example as seen in Chapter Omgy. idientified a “truth will out
device” (Potter & Wetherell, 1987, p.153) was beisgd in scientist’s talk to manage
potential accusations of bias that seemed to enarg® issue in their talk, when
discussing the differences between their own werteapirical” and other scientist’s
work as “contingent.” Identifying these devicesrdfere provides a form of validation
for the analysis and enhances the trustworthinkeas analytical interpretation (Potter
& Wetherell, 1987). However, such devices may [fecdit to identify and caution is
needed when interpreting tensions and contrad&tiom@ participant’s talk. What may
appear as a contradiction may have some suppadivgal link which made sense in

the context of the interview. In analysing discuesiension the issue was to examine

110



whether the sequences of talk were closely linkeitié interview and whether the

person could be seen to actively manage any sudhactiction.

Finally, having provided evidence that interviewease engaged in a moral agenda to
justify their asthma management and medicine takhmydata were analysed to see
whether links could be made to different moral digses that circulate society
regarding asthma and illness management. Thesd beuhe moral discourses
discussed in Chapter Two around appropriate illnessagement as seen from the
asthma guidelines, older discourses of asthma suadi@al control, contemporary
notions of iliness prevention or those relatingymptom control as seen in the latter
half of the twentieth century. Alternatively othdiscourses may have been activated
which may have contributed something new to thdeady identified. To make these
links, the interpretative repertoires that paréeits deployed were re-examined for
evidence that these repertoires could be interg@deversions of moral discourses of
illness management or of other discourses thatinfeuence an evaluation of the
speaker’s asthma-related behaviour. As illustratde analysis of data provided in the
study by Jones et al, the technique for doingltbssin how rhetorical devices, such as
discursive objects, function to construct repeemithat appear as versions of culturally-
shared moral discourses.

The analysis presented in this chapter will theeeg®t out and identify key sections of
face-to-face interviews which appear to show pgdict’'s orienting to competing
versions of their medicine taking behaviour. Thesamples will be used to make links
with the moral discourses of asthma and illnessagament and medicine taking
described in Chapter Two so as to provide a basia fliscussion of the implications of

morality in talk about prophylactic medicine takimgChapter Seven.

Analysis of Interview Transcripts

To demonstrate the discursive properties withinigaants’ talk, extracts from four
face-to-face interviews are presented here asexasaples and then analysed in depth.
They were chosen as they display very differentsnaywhich participants could be
seen to justify their medicine taking, and werehedeliberately selected from different
accounting styles identified in the early analyBisspite being assigned very different

accounting styles, these patrticipants can be sekave distinct similarities in the
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interpretative repertoires that they deployed &ednhoral discourses of medicine taking
that were activated within those interactions. &gnitifying what is different and what
Is shared in these interactional sequences wéwidible to demonstrate the analytical
problems in identifying accounting styles, how #éave been resolved in a detailed
analysis of transcripts, examine the relationslemvieen discourses of morality and
individual utterances and highlight what can bengdiby taking a discursive
psychological approach to this problem. The factat® interview dataset collected in
this study therefore represents a range of waysghioh talk about medicine taking may
be manifested within a particular type of interactiBy drawing links to wider cultural
discourses, it aims to illustrate the circulatiowl @activation of morality within this
interactional context which might indicate the impace of considering the influence

of morality in talk about medicine taking more geaily.

Excerpts from transcripts from the four interviengported in this chapter can be found
in Appendix B. Each excerpt includes at least drib@ extracts reported in this chapter
and enable the author’s choice of extracts to laenexed and facilitate further insight of
how participant’s versions were sequentially cartrd within the interactions taking
place. In addition, full transcripts of all inteews cited within the main text of this
thesis have been provided in a CD as an appensiuddnyms have been used in all
extracts presented here. The line numbers quotttkititle of each extract correspond
to the line numbers of the excerpt included indppendices. However, the line

numbers used in presenting this analysis corresfmtite numbers used in the extracts.

Constructing “Non-Adherence” using Scientific and Bychological Repertoires

Extract One is taken from a second interview widv® Dave was aged 39, had asthma
all his life and lived in a detached house in alklocation. He stated that he was a
manager of a car showroom or company, a Chelsebaibsupporter, golfer, keen
gardener, visited his local pub regularly whererte with friends and had talked about
asthma. He also stated that he was financially-aféliwent on holiday three times a
year and had left a large sum of money to asthseareh in his will.

“I have my solicitor raising his eyebrows whendasv how much money | left asthma
research in my will” (page 30, line 51 to pagel8ie 1). Dave was prescribed an
asthma prophylactic tablet which was supposed taken once a day to be effective.

This treatment replaced the brown inhaler whichivle prescribed prior to participation
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in the ELEVATE study. In the analysis of first inteews, Dave was categorised as
having accounting style 1IGompliance as passivila Extract One, we can see an
example of how Dave justified not taking the praleyic brown inhaler by deploying
two repertoires. Early on in this extract we cam aescientific, rational repertoire. This
has similarities with the “empiricist” repertoirgentified by Gilbert and Mulkay,

reviewed in Chapter One. Then we can see a psygicalaepertoire.

Extract One: Participant 500367 (Dave). Interview Rage 5, line 1 to page 6, line 51

1. JM: (1) So what, what are the differences do ywoit, or the relative

2 difference between (1) eh, tablets and the brnolvaler?

3. D: (3)Ithinkit’s, I think there’s an element p§ychology comes into it.
4 (1) And I think there’s a degree of psychologynes into everything
5. (1) in as much as (.) partly because | think ¢htadblets are doing some
6 good (.) it's certainly got to help the job a (&) help the fact that they
7 are.

8. JM: Yeah.

9. D: (2) Em, (1) the brown one I'm absolutely, I'enaged to convince
10. myself beyond a reasonable doubt, it doesn’t vaoriks effects are (.)
11. minimum, minimum effectiveness. (2) | know, I, ¢Wad (1) asthma
12. (2) all my life. I've you know, | started with tHigtle pink tablet but
13. through to the Ventolin, then went on to the bigte ones which were
14. foul, before that we had spin halers and all thkes® we used to have
15. to put out fucking cups in and things and cracking things. I've

16. been through the full nine yards with this. (1) #&n as Ventolin

17. appeared (1) instantly you have something whiehaare (1) (??).

18. You went from having (1) asthma (1) to using)it¢. being perfectly
19. normal again (1), like that. (1) It was (2) a bgg difference. (5) The
20. brown, | mean with, I've had two or three or faliiferent doses of the
21. brown one and I've played about with it for (1wvaek, for (.) nine

22. months sort of thing, and I'm adamant that it'$ made any

23. difference. (3) It really hasn'’t. (1) Yeah andid dforget to take it and |
24. did forget to, it was just (.) h, how (4) and tki@s thing about using
25. the two in conjunction. (1) Well, (2) it just,ugt never (1) really

26. accepted it.
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27.
28.
29.
30.
31.
32.
33.
34.
35.
36.
37.
38.
39.
40.
41.
42.
43.
44.
45.
46.
47.
48.
49.
50.
51.
52.
53.
54.
55.
56.
57.
58.
59.
60.
61.

JM:

JM:

JM:

JM:

JM:

JM:

JM:

(1) Sois it, is it just the eh (3) the drusgiff or is it the device that,
that's in it as well [is there anything else aljout

[Oh no, I don't think] there’s anything (??). No

It's not like |

) 1, (2) it's, it’s, I, | have experimented tiit and, and you know a
week playing with it and then a week without ilahen a week with it
and | really can't tell you that there, that ther@s a great deal of
difference among any.

Right

There really was none (?) (2). I've been betti¢h these tablets in as
much as | know for a fact that | have ordered \é=stolin (.) since I've
been using those than | was before.

(1) Do you think you've eh, (1) taken (.) tlabdket more regularly?
I've taken the tablet, yeah.

Right.

Oh definitely, definitely (2).

What would you say about the (2) given what'yewsaid about
psychology (2) what you know about it and the thet you definitely
taken them (??) more regularly (1) what do yookhhe possible
differences in treatments?

Going back to what | said at the beginningl(thlink there’s an
element of psychology in as much as (.) becausd1) pretty
adamant I've been told that this will (1) helpesffively but, (.) I've
been taking it, I've been going along with it,d"¢ertainly as | said,
used less Ventolin at the same time (2). No, blem at all. (1)
Brown one was very hit and miss in as much asulevforget to take
it didn’t matter where | put the thing. (2) | héem scattered, | had
one in the car, one in the, beside my bed, omeyioffice and I'd still
forget to take it. (1) I don’'t know why but | judid.

(3) That's interesting.

(2) 1 think it was, | think it was (1) the fatttat (1) it, it's so similar to
the original (.) the blue one, the Ventolin (.haf (1) you use when
you've got asthma, when you’re having an asthrtecktor (??), you
use the (??) (1) and it's (1) that’s a cure, yiml g up, you reach for it

at that point (2) to (1) go to the action of usea@ctly the same sort of
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62. (1) when there’s nothing wrong with you, is notaural (2), and |
63. think there is an element of that feeling.

A key way in which Dave explained his use of prdphtic medications and which is
evident in this sequence is through his use ofemsfic repertoire. He constructed his
argument using legal and scientific terminologyytsed a reasonable doubt” (line 10),
“minimum effectiveness” (line 11), combined with ampirical approach to test out the
brown inhaler (lines 31 to 34). This active constian juxtaposes with a sense of
passivity with the types of medication providedlegendency with what has been
available at different times, emphasised with aeeaf frustration in lines 15 to 16.
This mixture of articulating objectivity alongsidebjective, long-term experience, “I
know, I've had asthma all my life” (lines 11 to 18&)jsplayed a powerful piece of
rhetoric for demonstrating that his account oféffectiveness of the brown inhaler
medication was the authoritative one. The effe& twaconstruct his asthma
management and himself as well-intentioned, ratiand reasonable, but thwarted by
inadequate treatments. Not only this, but he wasomeone who just accepted the
advice he was given, but someone who made his awd ap, “I've managed to
convince myself beyond any reasonable doubt” (Ilhés 10). This is a direct rejection
of the notion that patients should passively commpli instructions to take medications
as prescribed, instead asserting active monitaririge medication’s effects. His “non-
adherence”, within this repertoire that Dave carged is perfectly plausible in the
context of recounting the work he had done himigetést out the effectiveness of

brown inhalers.

However, Extract One also demonstrates Dave uspwyehological repertoire to
account for his non-adherence to the brown inh&lave discussed different elements
of psychology including forgetting, visual assoiatwith blue inhalers (lines 57 to
63), notions of psychological acceptance, “I justar really accepted it” (lines 25 to
26), the placebo effect (lines 4 to 7) and the pelagical impact that the introduction
of Ventolin as a new treatment had in the managéewfasthma. The detail provided in
his endeavour to overcome his poor memory andttekérown inhaler regularly, in
lines 52 to 55, suggests Dave was attempting twetig any notion that he did not try
hard enough with the brown inhaler. As already iidie by Cornwell (1984) and more
recently Radley and Billig (1996), notions of beingvork, or a hard worker, are often

linked to undermining potential accusations of gearmalingerer. Dave, using a
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metaphorical “scattering” of inhalers in key loceis, constructed a version of himself
as someone who is in many places on a daily bafsighich his office is one.

Forgetting to look after his health is set withimstcontext and the “scattering” strategy
is therefore represented as a proactive attemptdocome the limitations of his own
psychology brought about by this busy lifestylev®a non-adherence was set within a
broader cultural discourse of the busy workingwidiial and importantly not within a
context where remembering things might be seerta problem. This rhetorical work
therefore undermined potential criticism that Daxaes lazy in his attempts to adhere to
the medication. As well as using the scientificerpire in this extract, Dave also
undermined any suggestion that he had an irrat@malincorrect perception of his
medications. This was achieved by constructing alfres committed to seeking out the
truth through endeavour, objective empiricism axpegience, three attributes that can

be widely seen as core values in a working context.

An important device Dave used when deploying thelpslogical repertoire was the
construction of the brown inhaler as something #edn’t “natural” to use “when
there’s nothing wrong with you” (line 62). From @cgl cognitive perspective, this type
of statement has been repeatedly identified areboated as an individual attitude
where the individual does not view their asthma &mg-term condition (Halm et al.,
2006; Horne & Weinman, 2002). However, Dave cleddynonstrated in this extract
that asthma was something he had lived with allifésrepeatedly confronted and,
with his regular taking of the tablet prophylaisat he fully understood the function of
prophylactic medications in that his adherencénéotaiblet had resulted in Ventolin
being required on fewer occasions. By viewing Davalk from a discursive
perspective, his statement about the brown inlvedesrcontextualised in a version of

Dave as the informed scientist and not someonehakaoncorrect beliefs.

Blame, accountability and moral discourses in ExttaOne:

By deploying a scientific and psychological repggpDave could be seen to have been
simultaneously active and passive in accountingnf®@medicine taking behaviour and
both repertoires could be seen to have workedniddi to manage potential
accusations that he was not managing his asthnra@pdely. This was achieved by
demonstrating the steps he had actively takerkedantrol of his asthma whilst also

demonstrating the limits to his own agency in agthmanagement. This was shown
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initially in expressing his frustration at havirgfbllow strange and ever-changing
regimens that had not, until the advent of Venigrovided the level of control he had
sought; and then with unconscious aspects of iddalipsychology limiting his ability
to remember to adhere (set within a context ofdpaibusy working individual) and to
“naturalise” and “accept” the brown inhaler as editable treatment for his asthma.
Seen in this way, Dave’s symptoms were as a resultderstandable and acceptable
limiting circumstances, and not due to personahkss or any "irrational” rejection of

the value of medications, or denial of his conditio

This analysis indicates that a moral discoursestifraa management was activated in
these interactional sequences which can be semretdate around Dave constructing a
version of the virtuous ill person. This was somewo made an active attempt to
control their condition in difficult circumstancest merely accepting the advice they
were given. This is not a traditional medical idé¢ahe ideal patient but is a
reconstruction of more contemporary notions of‘dsthma expert” seen within recent
patient-centred initiatives, (Department of HeaR@01; Taylor & Bury, 2007hut also
within wider ideologies of twenty first century viking life and of the “reflexive
consumer.” By positioning himself on the positivelef this moral dimension of
illness behaviour, Dave provides plausible explanatfor his medicine taking
behaviour, problems with asthma control and cordfdiis asthma management and
health more generally. Importantly, rather tharwing) statements about his individual
psychology in isolation, as a social cognitive pertive might do, the interpretative
repertoires that Dave uses in this sequence aglagiendent and lead to a different

interpretation when seen together.

Deploying a Sick Role Repertoire to Blame Healthcar

In contrast to Dave’s stance, Extract Two is talkem a second interview with Irene,
who can be seen to have taken up a more passiviatafidtic stance towards the
healthcare she received. Irene was classifiedrffiise interview as having accounting
style 4 -Blame of healthcare breaches sick role contrbiene was 63 years old but
was 48 years old when she had been diagnosed stitma. In this extract, Irene was
explaining why she didn’t like taking tablets. Skhas prescribed an asthma
prophylactic tablet as part of the main asthma aémal argued here that she stopped, as

she thought they made little difference to hermsth
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Extract Two: 121221 (Irene). Interview 2, page $e 11 to page 4, line 2

1. JM: yeah, so you, when you entered the study andmere prescribed the
2. tablet.

3. L Mmmm.

4. JM: You said you stopped taking it two or threenths ago, were you

5. taking it every day or?

6. I | took it every night. | had it up beside mydhéut what actually

7. happened | lapsed (1) eh, over Christmas timed{gn’'t get one in

8. because | didn’t order it in time (1) and thement without and then |
9. just sort of (1) left it you know?

10. JM: (2) You said you didn’t notice any difference?

11. I | haven’t noticed any difference because (1)l Isad the attacks (1)
12. you know, (1) but em, (2) as | said I've also gobther one | take for
13. (2) eh, (??). (2) Arthritis (1) now | don't likbdt tablet at all (1) I, and
14. | don’t even think that works either (1) [and &ty

15. JM: [What don't] you like about them?

16. I: Pardon?

17. JM: What don't you like about the tablets?

18. I (2) 1 think you keep filling your body up witHlahese tablets and (1)
19. you know (3), | don’t know | just feel that, isahcausing my problem
20. (2), you see with my problem (1) my stomach prob(&) | just, | (??)
21. with my stomach. (2) em, (1) | feel everythingat €1) | get pain in
22. here | ain’t been to the doctors with it yet @prt of there like, | don’t
23. know if | got an ulcer or what (.) and I, | thitdblets (2) you know,
24. (1) I don’'t know it might be me, | ain’t really(a) big fan of tablets.
25. (1) You see but | have been taking them for y€Brgoproximol and
26. I’'m saying years, no they’re now telling you (hat they're bad. (1)
27. They going to take them off the shelf, don’t knibwou saw the

28. article?

Irene, like Dave, reported that she did not nagieg difference in her symptoms after
taking a prophylactic treatment regularly, althowugth Irene this was the tablet form

rather than the brown inhaler. Like Dave, this pered failure to change her symptoms
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formed the main basis of the argument for not caiig with the treatment on a daily
basis. Irene also reported forgetting to take pytgtic medications used for the
prevention of symptoms, “I lapsed” (line 7). Howgwse can see that Irene’s statement
of forgetting had a very different effect withiretinteraction than that of Dave. Dave
reported forgetting but only in the context of atl@monstrating how active he was in
managing his asthma, how many steps he took teptdwmself forgetting and that his
good intentions were thwarted by unconscious pdggnal forces. Here, Irene showed
how she managed to take the treatment regularkebping the tablets at her bedside,
but this only preceded a simple statement thatdide't order it in time (1) and then |
went without and then | just sort of (1) left ittygnow?” (line 9). In contrast to Dave,
there was little rhetorical work done by Ireneustjfy this forgetting and in this
sequence, non-adherence to the asthma medicatiorotlappear to be a major
concern. Instead of forgetting being set withiroatext of active engagement with
asthma, the effect of Irene’s talk is open foriptetation, one of which could be that
she had “given up” or “misunderstood” the functadfrthe medication and her asthma.

Following the interaction further however, we cae shat Irene provided a broader
concern about tablets which served to contextuttiselecisions about the asthma
tablet. “I think you keep filling your body up witkll these tablets” (line 18). Irene used
a powerful metaphor to directly challenge the vatitaking an aggregated category
“tablets.” The idea of the body as a container Wwioan be filled up stressed the
argument that adherence meant her body can’t kegpae tablets in, spilling over
with medication. She blended mitigating phrasedoii’'t know | just feel that” and “I
don’t know it might be me” with a personal narratief her long experience with tablets
and current stomach problems to present her sriti@f tablets. The sense of
apprehension, emphasised with a lack of cohesitimeisentence “(1) | just, | (??) with
my stomach. (2) em, (1) | feel everything | eatl(@t pain..” (lines 20-21) suggested
an uncertainty in presenting this position, yetdmguments were supported and
therefore normalised with reference to a presslaréis evidence “they’re now telling
you (1) that they're bad” (line 26). By using thalective term “they” to refer to
scientists and medicine, Irene might have beeifyusy not using the tablet therapy for
the prevention of asthma by associating it with andermining the solidity of medical
knowledge regarding another tablet. Her behaviouictthen be accepted as reasonable
because if the medical knowledge about medicatibasges then it cannot be trusted,

raising questions for taking them. Her earlierestagnt that she “just sort of left it” (line
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9), could then be understood as acceptable anithdreer from blame for not taking the

asthma prophylaxis as prescribed.

As this sequence in the interaction continued,diposition on medications was set

further within dissatisfaction with healthcare mgenerally. Again we can see similar

rhetorical devices were being used by Irene to @atcor her (lack of) attendance at her

local surgery.

Extract Three: 121221 (Irene). Interview 2, pagele 38 to page 7, line 7

© ©®© N o g & WD RE

JM: So you've been (1), how many times have yanldsack in to the

surgery in the last year? [for your asthma?]

[I'm a], you see this is the thing (1)

| should see an asthma nurse but thing is (.ptihetime my asthma’s
evermentioned (1) down that surgery (1) is if | hallelwwhen | had
bronchitis (1),;'00h, you got asthma (1) eh, take (1) more (1) ieha
you know,“do more(.) inhaler” (1) but apart from that there’s no (1)
em, (1) request to see the asthma nurse or agylike that, (1) and as
far as “I'll be honest with you (1) I do find today’s world (1), and
I’'m not alone (1) we got one of the best surgelribsnk down there, |
really do (1) but, (.) they still like say you wedown with a complaint
(2) and you got two or three other things on yourd (1), they don’t
want to hear, you got to make another appointrakiie time. (1) For
the specialised thing, whatever you want (1) awvavriably | think they

don’t really (2) you know, want to know really h@ honest.”

In this extract, the interviewer’s (JM) questiorpapred to represent a face-threatening

act which Irene could be seen to orientate towarhs.issue appeared to be the possible

criticism that she was not taking responsibility her asthma because she had not

attended the surgery as often as she should. ®hien is first evidenced with the use

of the modal verb “should” (line 4). However, tiias merely a preface to direct

criticism of the quality of care that she had reedi namely that the surgery did not

take enough of an interest in her asthma, “the trilg my asthma’s evenentioned (1)

down that surgery” (lines 4-5) and that “they dar'lly (2) you know, want to know

really to be honest.” (lines 14-19)ene constructed a very clear picture of herself o
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the one hand - as a patient with concerns she dantéiscuss, and “that surgery” on
the other - as dismissive of these concerns amkehigunterest in her individual
circumstances. These versions were not merely ibeschowever, but were
authenticated using a range of rhetorical deviEgst of all, she provided a specific
example to script a typical response to her exprrs®f concerns about her asthma,
adopting the voice of doctors and nurses in andgrtame “ooh, you got asthma (1) eh,
take (1) more (1) inhaler” you know, “do more(.hater” (lines 6-7). This was followed
by a normalisation device, positioning her uncasoggery as pervasive of the NHS
more generally and representative of an uncaringdwdoreover she used the
evidence of allies in her viewpoint “I do find iaday’s world (1), and I'm not alone”
(lines 9-10). This served to rationalise her argoinig erasing any notion that this view
was radical or an irrational judgement of her laaigery. She also added further
weight to her argument by twice revealing thatsiae confiding in the interviewer —
“I'll be honest with you..to be honest.” This is a truth claim, somethingchihas been
thought through already and to which she has ardassdence to support. Irene, also
set these criticisms within a mitigating phrasechrserved to position her criticisms as
reasonable, “we got one of the best surgeriesmkttiown there, | really do” (lines 10-
11).

Blame, accountability and moral discourses in Extits Two and Three:

Like Dave, Irene could be seen to manage issubkofe and accountability for her
decisions and views about medications and heatlgamerally. In doing so, a moral
discourse of illness management and health behaappeared to be activated within
the interaction which Irene deployed in allocatigo was to blame for her symptoms
and decisions about medicine taking. In both exdreaken from the transcript of
Irene’s interview, we are left in no doubt thatnkeemade a particular connection
between the provision of health and a particularaihexpectation. In Extract Two, the
expectation was that the treatments provided shoelet their intended purpose, that
those who prescribe it do so with a commitment &iimg the patient better, and
therefore not with detrimental side-effects. Infagt Three, Irene set up a moral
connection between those who provide healthcare,that care should be delivered

and the motivations and characteristics of thosegdihe caring.
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It may be interpreted that Irene was deployingieksole repertoire”, drawing on a
Parsonian sick role discourse (Parsons, 1951) cortynnoderstood in British society.
The principles of Parson’s sick role that haveitradally been associated with the
doctor-patient relationship are that illness isrmnT of social deviance in which an
individual adopts a certain role. The sick persaxempted from normal social
responsibilities, is not blamed for being sickexpected to seek competent help in the
form of a doctor and is expected to comply withbgmen prescribed by a competent
physician. The interpretative repertoire that Irdeployed was not an exact replica of
Parson’s concept but instead drew on this traditiomodel of the doctor-patient
relationship, which is circulated through Britistcgety, to construct a version which
tackled the particular issues at stake within tteraction. These issues appeared to
orientate around whether Irene was or was not gpjately managing her asthma,
whether she was justified in not attending her sryrgnore frequently and whether her
decision to not take prophylactic asthma medicatias an acceptable one. Irene’s
version of the sick-role included criteria for amoetent physician - somebody who
attends to each patient’s individual circumstantbg specialised thing” (line 14), and
one which should be proactive in the managemepatént’s asthma (lines 7-8). Her
sick role repertoire also included images of meithos and the people who take them.
In deploying a visual metaphor of the individuasgiely filling up and spilling over
with tablets (Extract Two, line 18), she activagedulturally-available conceptualisation
of the sick individual with a range of unspecifignptoms and vague causes of which
the tablets were producing rather than solvingc@&ystructing the sick-role in this way
Irene was able to justify not only her non-attermabut also her decision to not take
the prophylactic asthma tablet, which was positibag virtuous and preventive rather

than causative of illness.

Irene’s approximation of the widely understood sicle discourse enabled herself,
medications, doctors and nurses, to be positiongdnathat discourse, according to her
personal experiences and circumstances, and adsagmeral value to the different
participants set up within that discourse. Irepasification of her decisions about her
asthma and medicine taking rested on the argurhahtloctors, nurses and the
institution of medicine had not met the conditi@i€ompetent physician and reliable
treatment regimen. Irene’s criteria of the (de)spealised doctor-patient relationship
and visual imagery of the passive patient spilbrgr with medication detailed the

evidence of how this condition had not been methis sense, the institution of
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medicine can be said to have violated the sick-colgract that Irene had set up within

this interaction.

Deploying a Sick Role Repertoire for Self Blame

In the case of Irene we saw how her explanatioms$tiima symptoms and other health
problems were managed by directing blame towarelslimgers of medications, the
lack of certainty in the knowledge of the medicaifpssion as well as directly
guestioning the motivations of clinicians themsslvEhis strategy was identified in
several participant’s accounts (e.g. see full tepss on CD for 261906; 141693;
351823). In contrast, Stephen was the only pagitipvho repeatedly blamed himself

for his problems with asthma.

In the lead up to Extract Four, near the end o itherview, Stephen had been asked
how he saw the future in terms of his asthma managéand also to reflect on his
experiences with doctors and nurses. Here we @ahe Stephen directly positioned
himself as a bad patient within a moral framewdrk sick role discourse.

Extract Four: 660345 (Stephen). Interview 1, pag8,2ines 41-45

1. S: Idon’t have any complaints (2) over (1) myatreent of doctors or

N

asthma nurses over the last few years. | thisichdy they’'ve been
3. banging their head against a brick wall with merahe years (1).

Here, Stephen used a common metaphor of bangirig loead against a brick wall to
describe GPs’ and nurses’ roles in helping himsfasitioned clinicians as persistent
and well-intentioned and importantly active in dpihe “banging.” In contrast, Stephen
was constructed as the wall - a fixed, immovabledbHaving “no complaints”
therefore set this metaphor within a moral discewfsroles and responsibilities which
clinicians were fulfilling. Again, like Irene, Stepn was deploying a sick role repertoire
which set up a contract between him and the doatmdshurses. The issue then was
how Stephen positioned himself within this discuesinoral contract and in Extract
Five, Stephen seems to be summarising how he wisheel understood within this
moral context. In contrast to Irene, it was Steplvbo was violating the sick role

contract.
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Extract Five: 660345 (Stephen). Interview 1, pagg Anes 33-41

JM: Is there anything you feel you haven't sgitf?Or anything you want
to ask me?
S: I’'m just sort of glad to be part of this stumlyd (2) in a way feel

1

2

3

4. guilty (1) on_mypart over (2) the years of not (1) being very hélpr
5 (1) cooperative or whatever hhh and | just thwrl if I've got a

6

chance...

However, Stephen did not only admit guilt but heoadisplayed remorse for his
behaviour and then offered a commitment to becoivettar person given a chance. We
can view these notions of guilt, cooperation andrgachances as reproducing a
rehabilitation discourse which is not only set with dominant medical discourse of
remission (Frank, 1995) but can also be seen iemadciety in reference to the
probationary discourse of criminals (Proeve, SnéiNiblo, 1999). Stephen’s
justification of non-adherence, which these exasplemonstrate, orientated around
constructing himself at a crossroads in his lifethi the sick role discourse that was
activated in this interaction, Stephen could bensrerally to be taking the right road at
this crossroads. Whilst his previous behaviour p@stioned as uncooperative and as a
violation of a sick role contract, the commitmemthange, functioned interactively to
present himself as on a different road, as a pefpband rehabilitated patient.
However, this talk of self-blame and rehabilitatiwas also set within a psychological
repertoire which resonated with Dave’s accountellllave, Stephen constructed
notions of an unconscious psychology influencirgrttanagement of his asthma, seen

in Extracts Six to Eight.
Extract Six: 660345 (Stephen). Interview 1, page liBes 19-26

S: It's sort of been a pattern of (.) f@ving many symptoms and not
having_anypreventative or reliever (1) or very little relea(1) and then
(1) when the times come when I'm not well or seadly in summer (1)
I have (3) stillno preventative medicine. Go and get prescribédl it

from the doctor (.) knowing full well that I'm hgoing to take it (1). |

o a0k w D

don’'t know why.
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Extract Seven: 660345 (Stephen). Interview 1, p@8eline 52, to page 24, line 8

S:  it's been myself that's been (2), not unwillingouldn’t say but just (2),
°“ah it's alright™ you know just (.) carry on (1) really (2)ust carry on
with it° (1) You know? “I haven’t, I'm not wheezy so, (Qwknow I'm
alright.” (1) And it's sort of thasort of mentality really (1). Sort of
acceped that I've got asthma and eh (3) at times “l'ot wheezy (2)

o g K w e

°I'm fine” (1) you know?

Extract Eight: 660345 (Stephen). Interview 1, pat#, lines 12-22

you know you’re ouéind you haven’t gdt (1) or, you know, if it's not

1. S: Em, (1) if you havengot the Ventolin at hand (1) then you can sort of
2. get panicky, do you know what | mean?

3. JM: Yeah.

4. S: If for example, it's getting lowr (1) you've left it somewhere else,

5.

6.

at_ handbasically (1) it's (2) there’s a sort of (1) paras, such.

Blame, accountability and moral discourses in Extta Four to Eight:

In contrast to Dave, but similarly to Irene, Stepldeew on traditional ideas of the
doctor-patient relationship and constructed vessmirhimself, doctors and nurses in
explaining his non-adherence to medications. Howeudike Irene, Stephen undertook
little rhetorical work to discredit potential altettive interpretations of his actions. This
was most likely because he blamed himself for bis-adherence and positioned his
explanation within broader discourses of remissiehabilitation and remorse. Blaming
oneself and not doctors offers a submissive andotiant position within traditional
doctor-patient conceptualisations. This discursieton does not challenge a powerful
institutionalised set of roles and relationshipsibstead reproduces a widely
understood discursive object, the “bad patienthwithis common discourse. In
addition, in British society an explanation of delhme and remorse is typically viewed
as “honest” when activated within a rehabilitattiscourse. There was therefore little
need for Stephen to provide supporting evidencé&®wversion being constructed. A

slightly different interpretation to this might beat we can view Stephen’s admission of
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guilt as his attempt to save “face” within the natetion taking place. Criticising himself
arguably enabled Stephen to “own” any judgememi®behaviour, rather than
potentially having it directed at him through thegoing discussion. Stephen’s
“owning” of the criticism may therefore have linitéhe need for Stephen to justify his

asthma management any further.

This contrast between Stephen and Irene’s accoarttew the sick role discourse was
deployed, provided an important point of triangulatoetween the two forms of
justification. This was that the construction o thhad patient” within Stephen’s sick
role discourse, (requiring little rhetorical wonkdasupporting evidence), and the “bad
doctor” within Irene’s account, (requiring a lotrbfetorical work and supporting
evidence), highlighted the moral value attributeth¢ing a compliant patient within a
medical discourse regarding clinical advice andgniption instructions. As Chomsky
argued, when discussing structural constraintsimitiainstream media on the
production of unconventional thought: “The beautgancision...is that you can only
repeat conventional thoughts.” (Achbar & Wintoni2k09). This point of contrast
between the interviews of Irene and Stephen thexgfmvided further evidence that a
moral discourse of illness management was activattdn participants’ talk which
included traditional notions of compliance to destanstructions.

In contrast to Dave’s use of a psychological repestwhich functioned to justify non-
adherence within a busy lifestyle, Stephen consdtlia version of his psychology
which appeared to reinforce his discussion elsesvtiet he was to blame, (set within a
sick role repertoire), for his poor asthma managsmnie Extract Six, Stephen
constructed himself as at the mercy of unconsdioces and pathologised his
behaviour “Go and get prescribed it (.) from thetdo (.) knowing full well that I'm
notgoing to take it (1). | don’t know why.” (Extra8lx, lines 4-5). In Extract Seven by
contrast, it was a symptom control “mentality” thaas normalised, which prevented
him from taking prophylactic medications. Finaliy,Extract Eight, his relationship
with asthma relief medication was constructed gslpslogically dependent, leading to
panic if the inhaler was “not at hand.”

The psychological repertoire that Stephen deplagsdnates with the discourses of
control identified in Chapter Two. The notion ti&ephen’s medicine taking behaviour

was driven by something he was unaware of reflE@%)s psychoanalytical
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connections between unconscious, repressed ematnohthe manifestation of asthma
symptoms and asthma-related behaviour (Alexan®&2;1Dunbar, 1947); while the
links he made between panic, relief medicationastima attacks echoed theories
constructing the converse relationship between iemaitcontrol and the symptoms of
asthma (Wright et al., 1998). These connection®wkantified elsewhere in the sample
(participant 261906, pages 4-5; 670217, page 2neier, there was little evidence in
the analysis that these participants were direxibntating to or had access to these
specific discourses and the connections made het@ea interpretations of the
researcher. As discussed in Chapter Two, notiosgléicontrol (Williams, 1993, pp.
92-108) have circulated British society in a rangeontexts and talk such as Stephen’s
may have origins within broader moral discoursesmbodied control in lifeworld
settings. In contrast, there was stronger evidémaiea “symptom control” discourse
was activated within Stephen’s psychological repest which could also be seen to be
used by Dave as well as other participants in theys Non-adherence to prophylactic
medications was frequently explained in the contéxbrgetting, a “mentality”, or in
terms of responding to symptoms, despite thesepamts displaying a clear
understanding of the function and need to takelpyagtic medication regularly. We
saw earlier how Dave situated his forgetting withibusy working context. A key
device in presenting forgetting as a justificationnon-adherence, which participants
such as Dave and Stephen shared, was to presesifianation in the context of a
willingness and intention to comply. In Stepherése this was clearly stated: “not
unwilling | wouldn’t say but just (2)'‘ah it's alright.”” This indicated that a “symptom
control” discourse was perhaps widely circulatethattime of interviewing participants
and that this form of explanation was considerestptable and more compatible with
participant’s everyday lives than a discourse tfias prevention.

However, it is possible to see how Dave’s and Stejshuse of symptom control
explanations have the potential to be judged diffdy, depending on how their
different justifications are positioned within difent moral frameworks that were
activated within interactions. Dave’s “scatterirgf’relief medication in a variety of
locations, (line 53) was functionally plausible whget within a discursive framework
of active engagement and management of one’s hdaitively taking control of one’s
body is potentially a powerful explanation withiredical and lifeworld moral
discourses of illness management and also broastudses of individual

responsibility. Dave also positioned himself as sone who donated money to asthma
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charities and as someone well-informed about astmdaexperienced in the different
treatments that had been available. Respondingniptems, rather than preventing
them was therefore constructed by Dave as resgersild morally acceptable when
positioning himself within a discourse of the aetimanager and contributor of society.
Contrast this explanation with Stephen’s accoura similar kind of behaviour.
Stephen positioned his behaviour within a sick-théeourse where the advice had
been to take his prophylactic medication regulavignaging asthma through symptom
control rather than prevention was therefore coigdd as irresponsible and it was

Stephen who was to blame for poor asthma outcomes.

Both Dave and Stephen’s explanations “made sengkinthese discourses, at the

time the interaction took place, yet despite sintikehaviours, blame and accountability
were distributed differently. Blame and accourligbare therefore apportioned
according to the individual’s constructed positwithin the moral discourses that are
activated within interactions. However, differenbral discourses may function more
effectively than others at different points in tissed within different interactions. From

a clinical perspective it is conceivable that erplions such as Dave’s could be seen as
inadequate and irresponsible within a moral dissewf asthma management that puts
prophylactic medications at the heart of that disse. We saw in the work of Jones et

al that talk such as Dave’s could be seen as “Camk§overconfident” rather than

someone who is actively managing their condition.

Minimising Asthma and Symptom Control in a Lifeworld Context

The idea that, for many participants, a symptontrobadiscourse was more compatible
than an asthma prevention discourse, within lifégvoontexts, appeared to have strong
links with Cornwell’s concept of a “health problghat is not an illness” (Cornwell,
1984, pp. 130-131). In the final extract from timalgsis to be presented in this chapter,
we can see further evidence for this interpretabonalso some of the potential
implications of adopting this position within lifesld settings such as the workplace.
Extract Nine presents another type of justificaiidentified in the data. This was a
common rhetorical strategy for not taking mediagagias prescribed, which involved
minimising the severity and impact of asthma ormrgda@y life. In the lead up to this
extract Martin was asked about the history of Bibima and what doctors and nurses
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communicated to him about asthma and medicatioastitVks interview was
categorised as having accounting styleT@asion between lifeworld and medicine.
Adherence potential threat to lifeworl@ihe extract is of particular interest because of

the strong stylistic assertion in the opening line.

Extract Nine: 670287 (Martin). Interview 1, page 1lline 35 to page 12, line 7

1. M: =Solhave it has been. But | stress it isandebili(.)tating (.) problem
2. insofar as my (.) y’know ‘my work is concernedhay you know my
3. life is concerned. (.) Um (.) | don’t play (.)dtall | do (.)

4. occasionally bouts of strenuous work (1) um itmanaged” and I'm
5. very fortunate in that (.) you know | can choisethe middle?) ((of
6. something?)) what what | do (.) a- at work ratien (.) um (.) you

7. know being in a managerial position | mean | devanna (1) y’know
8. er (2) brag but you do have a little bit of fle}p(h)ility um and if

9. there’s you know y’know there’s somebody elselalaée who will

10. move the grain lorry up and you know | would de jub while he did
11. while he did that (.) and if its unavoidable wi(l) I'll do you know
12. put a mask on and move the lorry myself whicligsiot an issue as far
13. as I'm concerned (1) you know the guy um (.) yoow | can

14. certainly ask somebody else can you just move dowmhile | take
15. over from you= =Everybody knows that the reasomdoing it I'm

16. not frightened of work but they just (.) | can rage it in that way (.)
17. um (.) so (.) I suppose you could say well acyuatiu are changing
18. your lifestyle but not to that degree.

An analysis of the rhetorical work in the extraetrtbnstrates how Martin deployed
several devices to provide evidence to supportlaisn that his asthma was not
debilitating and therefore that he was responsitdynaging his condition. He illustrated
how he was in control of his asthma by detailingpmmmon scenario at work; a flexible
situation that was agreed and understood by hisamples and that was afforded by his
managerial position. Combined with a list of othetivities where his asthma was
represented as being “managed”, this providedaaraie of evidence to support the
case that “it is not a debilitating problem” (likg However, as a consequence of

scripting a typical work scenario to demonstrat this asthma was managed, Martin
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can be seen to negotiate a number of position®otihgs”, (Goffman, 1981, pp. 124-
159) activated by using this scripting device ariclv threaten an alternative
interpretation of his behaviour. This is evidenaedteractional repair work that

Martin displays. First, he can be seen to haventated to a potential interpretation that
the adaptive strategies he used at work show saergtaiggling to cope with everyday
work activities, “its not an issuas far as I'm concerned” (lines 12-13), then, tieats
exploiting his employees, “= =Everybody knows ttieg reason I'm doing it” (line 15),
and that he is lazy or workshy, “I’'m not frighteneidwork but they just” (lines 15-16).
We can see that, in a discussion of asthma managelartin was simultaneously
attempting to construct different versions of re$f svhich included “responsible person
with asthma”, “person with health problem that @ an illness”, “conscientious
worker”, and “good manager.” Finally, Martin’s ads@n that his lifestyle had not
changed “to that degree” offered further evidenfca key issue at stake in this
discussion of asthma prevention. Whether his lfedtad changed was not a question
put to him. So it seems fair to infer that herenaes responding to the framing of this
interactional sequence within competing moral disses of appropriate and
responsible illness management, while also respgndi different moral discourses

from his everyday life, defining what it means ®dgood manager and a hard worker.

Blame, accountability and moral discourses in ExttaNine:

The analysis of Extract Nine demonstrated Martigagred in justifying his asthma
management and also that he had some access t@kdisoourse of asthma
management which places emphasis on patientsgonsibly manage their condition.
This was primarily evident in Martin’s account ofygical work scenario,
demonstrating a moral agenda to be understood@minol of his condition and to
undermine any suggestion he was irresponsibly magdus asthma. This
preoccupation dominated key sections of his ineamnand he could frequently be seen
to argue that he monitored and managed his sympasmecessary, either through a
regulation of behaviour, (as seen in Extract Nioe)yith the use of prophylactic or
relief medication. This strategy therefore haselisks with the symptom control
discourse identified in Stephen’s account but unftephen, Martin constructed
himself as someone proactively managing, or “ssjiatating” his condition, rather than

reactively responding to symptoms.
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This self-regulating repertoire has similaritieshwthe active construction of asthma
management that Dave deployed, showing someongedgad actively managing
their condition. Like Dave, Martin could be seerctmtextualise his justification of
asthma management in a work, and specifically, mpament setting. Martin’s version
of his asthma management may therefore be sedawshpe within an institutional
discourse of organisational management where $@eneone who possesses
management skills. However, we can see here thalsbéhas to manage other
moralities of his lifeworld. In Extract Nine theddferent moralities do not appear to fit
neatly with a self-regulatory repertoire being agpld where Martin’s explanation runs
the risk of positioning himself as a manager whpleits members of his workforce for
his own ends. This is potentially a rhetorical de sador Martin, relying on the
listener to provide any discursive space for thisston to pass without confrontation.
Martin demonstrated how these competing versiotsms$elf, from medical and
lifeworld perspectives, operated simultaneoushhimithe interaction, creating an
interactional tension that needed to be managegleas evidence that Martin
orientated to and managed these alternatives theediolating the importance of these
different moral frameworks within the interacti@aking place. This insight into the
moral dimensions of Martin’s talk shows that anrapgh which would reduce Martin’s
talk to an attitudinal statement that Martin viewesl asthma as “not debilitating”,
would miss important insights that have a signiitdaearing on his use of medications.
These are that Martin’s decisions about medicikmgamay be influenced as much, if
not more by a preoccupation in being seen as a g@wdger; a good worker; and as
someone who does not have an illness; rather tlsrajview of his asthma as not
serious enough to warrant regular prophylacticttneat. From a discursive
psychological perspective, the “attitude” that Nidgt asthma is debilitating is
inseparable from these other concerns that heedfaith on a daily basis.

Summary of Findings from Face-to-Face Interviews

The analysis of interview data in this chapter #esonstrated that participants who
had a diverse range of explanations for their meditaking were engaged with a moral
agenda when discussing their asthma managemente®ing participants’ talk from a
discursive psychological perspective, it was pdedib readily identify properties in

this talk that are not accessible when viewed fesnindividualistic perspective.

Participants could be seen not merely to be daagriheir asthma management and
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medicine taking but also to be engaged in a rafgéoursive actions, with the
objective of presenting themselves, their behavama their attitudes in particular
ways, whilst undermining competing alternativesisvaas evident in the range of
rhetorical devices that participants deployed. Empngst these were the different
discursive objects that participants’ construcesgharding themselves, their asthma and
doctors and nurses. This was achieved by drawirggramge of culturally-available
representations of health and illness such asutwirs ill person”, “expert patient”,
“responsible person with asthma”, as well as tran# and well-established
conceptualisations of the doctor-patient relatigmsim performing these constructions,
participants could also be seen to work to undesrptential alternative versions of
themselves such as someone having “incorrect bgligfisengaged with his/her
condition”, or “non-compliant.” These versions cdile seen to interact with other
constructions that had origins in lifeworld conggxguch as “someone full up with
medications”, “hard-working manager”, “wealthy béawtor”, “rational scientist.”

These different discursive objects, along with othetorical devices, (such as
normalising or generalising devices or the idecdition of external evidence to
authenticate an argument), were deployed by ppatits to construct particular types of
explanation, referred to as interpretative repegsyifor their asthma management and
medicine taking. This discursive action that pgraats undertook emphasised the
dilemmas that needed to be managed regarding heaksps would potentially be

categorised, thereby indicating a moral agendheir talk about medicine taking.

By highlighting the properties of participants’kah more dynamic understanding of
talk about medicine taking was possible, movingahalytical focus away from
attempts to categorise individuals. In doing se,floblems highlighted in the attempt
to identify individual accounting styles could alsegin to be addressed. These related
to the level of analysis being conducted, being &blidentify discursive variation, and
how to validate analytical interpretations. Thelgsia of transcripts reported in this
chapter demonstrated how the talk of participaatdccbe seen to be connected despite
each account offering very different explanatiamstheir asthma management. This
connectivity was seen through the shared morabdises that were activated within
interactions and deployed by participants as im&tgpive repertoires. These repertoires
could also be seen to be multiple and to interditt @ane another, highlighting both the
variation in the sorts of explanations that papteits provided and also how different

moral discourses were managed simultaneously licipants. Participants’ orientation
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to competing discourses also provided some valfditynalytical interpretations that
those discourses were activated within interactammswere pertinent to participants in
justifying their asthma management.

A process of analysis which isolates talk into sétde-contextualised statements, risks
categorising that talk in ways which mask the fiorcof that talk within the interaction
of its production, and also its function in dailgaisions about medicine taking. This
type of approach has been seen with individualestid social cognitive approaches to
studying medicine taking, which have been the pmadant method to date in
explaining non-adherence to prophylactic medicatidiewing talk about medicine
taking instead as a form of situated social actiemcan see that reported “attitudes”
work interdependently in constructing versionsealf and behaviour and may reflect
attention to multiple concerns about asthma manageboth from medical
perspectives as well as viewpoints circulated wigharticipant’s family, work and other

social networks.

Moral discourses and the structuring of talk

The connectivity in participants’ talk emphasisedvidifferent moral discourses of
illness management and medicine taking circulag tine and in a range of social
spaces. The discursive objects participants deglape the interpretative repertoires
they constructed could be seen to have some eXptiks with historical and
contemporary discourses of asthma managementrtioydar a discourse of symptom
control. A range of participants could be seendplaly this discourse in explaining
non-adherence to prophylactic medications andutccbe seen to function alongside
other concerns within participant’s lifeworlds. $hindicated that a symptom control
discourse may be more compatible with other masaladirses of illness management
in participants’ lifeworlds whilst a prevention daurse could pose a threat to

participant’s roles and activities in everyday.life

Deploying a symptom control discourse could be se@onjunction with speakers
constructing the authoritative version of theihasa, functioning as a key rhetorical
device, for several participants, in managing blame accountability regarding their
medicine taking. Constructing the authoritativesien of asthma to indicate speakers

responsibly managing their condition, provided ewick of a moral discourse of asthma
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management, reflecting tensions identified in astigmidelines which positions
clinicians and patients as simultaneously empowanetresponsible. There was also
some evidence that participants reproduced notibtise educated patient evident
within asthma guidelines whilst notions of sharedision-making, or concordance
between doctor and patient were less evident. Asdiszussed in Chapter Two, the
language used in asthma guidelines representsadmratic manifestation of
institutional tensions between evidence-based atidni-centred medicine. However,
whilst these twin concerns may be particularly adot clinicians in making decisions,
the evidence in the interview data suggested thidicgpants’ talk had more coherent
links with other recognisable, culturally-availajheoral discursive frameworks of
patient and doctor roles, rules and rights as asetther discourses of illness
management that circulate lifeworld contexts. I diata analysed in this chapter these
discourses included: versions of a Parsonian sit&k-the expert patient; consumerist
and management discourse; a cultural discoursehan ivmeans to be sick; a work-
ethic discourse; and a rehabilitation discourse pitrpose of the analysis was not, in a
Foucauldian sense, to detail the range of discarsbjects, concepts and statements,
which are associated with these different discaurRather the aim was to indicate
different moral discourses which appeared to bwatetd within interactions, could be
seen to be managed by participants, who attemptpdsition themselves and their

behaviour within those discourses.

Being accountable for one’s health, whilst a nottearly evident in asthma guidelines,
is a moral concern reflected within a variety cfatiurses of health and illness and it is
these different moral discourses towards whichigpents appeared to orientate their
talk. However, the analysis also showed that teealirses which participants drew on
were not exact replicas of these discourses bu e@mstructed to meet particular
interactional demands on them to justify their noadh taking. The identification of
interpretative repertoires was used in the anatgsessnphasise this “loose coupling”
(Goffman, 1983, p.11) between systemic structuckiadividual utterance. Doing this
indicated how notions of morality, illness managatrend medicine taking may
circulate a wide range of social spaces which siradalk in interactions about
medicine taking but which may be creatively usetheet a range of interactional
concerns. In addition the different repertoireg ffaticipants constructed appeared to
have multiple origins and functioned interdepeniyanttalk about illness management.

This manifestation of the different moral dimensiam such talk may indicate that the
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issues that influence medicine taking decisions beags likely to originate in everyday

life as in individuals’ understandings of asthmd associated medications.

Limitations of interpreting the interactional isstgeand role of morality in

participant’s discourse from interview data

The extracts from the face-to-face interviews pied examples of how participants in
the study could be seen to deploy rhetorical deviogosition themselves within
culturally-available discourses of appropriate treatlated behaviour. However while
the extracts reported so far clearly provided ewgethat these participants were
preoccupied with justifying their behaviour, not@érticipants simply reproduced the
type of rhetorical defence of their medicine takioegng sought in this study. The
analysis also yielded three interviews where theree few rhetorical devices being
deployed by participants and which did not folldwe pattern identified in the body of
the data. We also need to know what can be leaomt interviews where participants
do not appear to be justifying their medicine tgkamd whether this can inform the

patterns so far reported which highlight a morarata in participants’ talk.

In Chapter Five, sequences of interaction are dssiwhich show examples of
participants deploying few rhetorical devices to@amt for their asthma management.
These extracts will be seen as difficult to analysiag the discursive psychological
framework set out thus far in this thesis. The @eador this difficulty will be explored
enabling the role of moral discourses in the tdlgarticipants to be contextualised.
Developing a richer understanding of the circumstarunder which participants’
justified their asthma management suggested thatder to generalise about the
interactional issues faced by people when talkimtyrmaking decisions about medicine
taking, we might need to obtain data based onfardiit set of interactional conditions
to the interview data. This will be the topic ofdfiter Six which will analyse data
collected from a focus group in which data was etiavith participants. These
additional data will then enable a discussion im@hr Seven of the importance of
considering interactional issues and morality tidsainderstand talk and decisions

about medicine taking.

135



Chapter Five

Contextualising the Role of Moral Discourses in T& about Prophylactic Medicine

taking

D: SORRY I'M NOT VERY HE(h)LPFUL

JM:  NO YOU ARE NO NO WHAT | WANT TO DO is understaur
point of view.

(670289, Interview 1, page 23, lines 38 to 40)

In the previous chapter, data were presented wdeamonstrated evidence of the
interactional issues and role of morality in talloat medicine taking. Participants’ talk
could be seen to be structured by a moral discafrdmess management as well as
other lifeworld discourses. However, Chapter Farratuded by introducing some of
the limitations in interpreting the role of morglib how people with asthma and other
chronic ilinesses talk about prophylactic medidiang in interactions outside of the
interview setting reported in this study. Thesecawns were related to how the face-to-
face interviews came about and were set up. Tlapteh will attempt to address some
of these concerns, beginning by analysing extifasts interviews where participants
did not appear to be justifying their medicine takbehaviour. Key features of these
interviews, which led to this interpretation, wéhat they lacked a “qualitative”
narrative; involved a lot more turn-taking and infrom the researcher; and were
shorter interviews than those interviews whereigpents provided long narratives and

extensive explanations for their medicine taking.

This analysis of “deviant cases” led to the intetation that one reason that
participants, within interviews, might justify tmenedicine taking would be if they had
access to the particular framing of the intervibat the interviewer was attempting to
activate. The following section describes how thisrpretation was investigated by
examining evidence of interactional misunderstagslin the deviant cases. It will then
demonstrate how an analysis of the conditions @interviews may enable insight into
potential misunderstandings and the circumstancderuvhich participants were likely

to justify themselves. This discussion will thenused to provide the rationale for the
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additional data that was collected in this studwinch interview data was shared with

participants in a focus group. This will be theitojpr Chapter Six.

Talk about medicine taking deploying few rhetoricdévices

In this section two extracts are analysed to p@wudight into why some participants
did not appear to justify their medicine takingexpected. These extracts were chosen
because they provided two very different typesitdraction which appeared to result
from a mismatch in resources between researchepaidipant. Each extract can be
found as part of a longer excerpt in Appendix B #refull transcript for the interviews
included in this chapter are available on a CDmag@pendix. As with the earlier
extracts discussed in Chapter Four, the excertislenhe choice of interactional
sequences to be examined and facilitate furthéghhef how participant’s versions

were sequentially constructed within the interatditaking place.

In Extract 10, Dawn was responding to a requesh fitee interviewer to clarify her
views and that of her doctor regarding the us@efrown prophylactic inhaler. In
contrast to the extracts presented in Chapter Foeire was much less evidence of the
use of rhetorical devices that might suggest a htisaourse of asthma management
was dominating Dawn’s account. Throughout the inésv, Dawn seemed to minimise
the importance of asthma for her. However, whekéartin (for example, in Extract 9
of Chapter Four), constructed a typical work scen@r manage potential accusations
of irresponsibility in not taking his prophylacticedication, Dawn can be seen to offer
a much more straightforward explanation. As witheotinterviews, the researcher
sought to uncover any tensions between the paati€g presentation of how they
managed their asthma and any clinical guidancehheyeceived regarding their
asthma management. Extract 10 presents an attgndp o go over earlier comments
to pursue these points further because little soaterial had been previously obtained,
despite there being a strong indication and assampy JM that a tension existed
between Dawn'’s perspective and the medical penspeand that Dawn would

orientate to this.

Extract 10: 670289 (Dawn). Interview 1, page 18di51 to page 19, line 36

1. JM: Andand (.) the (.) um do you talk to him abbaw you use (.) the
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2. brown inhaler we talked about that briefly befare (.) and he said

3. that you should take that (.) to did he say yloat should take that

4. every day or (.) a long period or did he how lggdsay you should use
5. it over a long period of time (.) cos you sornoéntioned did you

6. mention to him that you stopped using it

7. D: Yesyeah (1) ahhh well he sort of (.) hhh ((eting slightly

8. exasperated)) | mean his advice is really tiséoluld use it (.) all the
9. while and its totally down to me that | don’t b&se his advice to me
10. is (.) to use it (.) yknow most of the time bunhkan | feel fine without
11. it | don’t really know why | need to use it becawgithout using it (.)
12. I’'m alright | don’t get breathless or get any asthsymptoms

13. JM: And do do you actually share that view witmlor

14. D: Yes he know | stopped using it yes yeah (.sfdte just you know he
15. just (.) said you know if | you know its up towyeeally (??) SO I |

16. MEAN IF I'M IF I'M do have a bad attack alrightwill start using it
17. (1) for any reason um (.) have a bad attack hutogmal run of the day
18. things | don’t (.) | don’t want to use it (.) hkexy day

19. JM: [I'mjust trying to understand why exactly he¢h ((slightly nervous
20. laughter))

21. D WELL I I DON'T KNOW | THINK ITS JUST AS | SAY TS JUST
22. THE THOUGHT OF TAKING IT EVERYDAY WHEN | DON'T

23. REALLY FEEL | NEED IT

24. JM: °Okay that's fine’...

If we analyse this extract using the analyticaldateveloped and used in Chapters
Three and Four to look for evidence of Dawn justifyher medicine taking, limited
evidence emerges that Dawn was deploying a rangeetdrical devices and
interpretative repertoires to account for her meeitaking. We can see that Dawn does
display an awareness of a potential tension betweeriew and medicine with use of
the modal “should,” perhaps triggered by JM’s owge of should. However, in contrast
to extracts in Chapter Four, Dawn didn’t seem toagg these potential tensions any
further other than to say that her doctor saidcshd do what she liked. Dawn seemed
to avoid being too confrontational with phraseschiiedged her position - “sort of”,

“yes he know...” and switched from a position thathags blamed herself for not
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following her doctor’s instruction “down to me” tme which was more empowering
“up to me”. There was little evidence that Dawn wasoccupied with managing
different moral positions in her talk about heihasa management, despite being aware
of potential tensions between her view and medisjnestead simply asserting her

view in a very clear voice, (lines 21-23).

This extract can exemplify two interpretations @vih's account of her asthma
management. The first of these was that Dawn’styldl justify her medicine taking
was constrained when she had to reproduce the gbimedicine, spoken through the
voice of her doctor. This resonates with the exsragthin Stephen’s interview, where
he could also be seen to orientate to the persjesodif doctors and nurses. Stephen
explained his non-adherence to prophylactic meidicatoy blaming himself for his
decisions and positioned clinicians as “bangingy thead against a brick wall”, (Extract
Four). This explanation was set within a lengthgcdssion of his problems in
managing his asthma and complying with prophylactédlication. In the case of Dawn
however, the voice of medicine was possibly comnstrg her ability to provide an
intelligible narrative. In both Stephen’s and Dagsvatcounts there was a lack of
rhetorical work evident in explaining how they mged their condition. In contrast to
Stephen, where his self-criticism appeared to rediitle defence within a moral
discourse of remorse and rehabilitation, Dawn’& lafcrhetoric was perhaps more to do
with alternative lifeworld discourses being res&@by the voice of medicine that acted
out the clinical discourse of asthma managemerdsd liypes of distinctions were
identified in a number of extracts within and betwenterviews and formed part of a
separate analysis on the concept of “discursiveeSdaetween structure and agency.
This work has not been reported in depth in thesighbut some analytical notes have

been included in Appendix D.

The second interpretation of Dawn’s account, witiah perhaps be seen in conjunction
with the first, is that Dawn did not frame the dission as a “qualitative interview”
where participants are often expected to talkragtle about their experiences and
viewpoints. To obtain evidence to support thisrptetation required an alternative
analytical technique to the discursive psycholdgioals available up to that point. This
was because the analytical focus was to seek nibembetween the interviewer’'s and
Dawn’s understanding of the encounter rather tbadentify rhetoric. Such an

alternative interpretation was enabled by drawingh® concept of contextualisation
139



cues from interactional sociolinguistics (Gumpédr299). Contextualisation cues are
signals (verbal and otherwise) to indicate whatexins being referred to within an
interaction and which are relied upon in everyddgractions to interpret the intention
of the speaker. In Extract 10, JM asked Dawn tolvesthe apparent tension between
her own decision to stop taking the brown inhatet the doctor’s advice that she
“should” be taking it. The presentation of thisgmatally difficult issue for Dawn, the
specific context being referred to, was set witniong wordy opening question, which
suggested a problem, rather than directly pointleiissue that needed addressing.
Phrases were deployed by JM to highlight the sfeciintext, using the modal verb
“should” to activate the medical voice and “did yoention” to position Dawn’s own
previously iterated position. However, Dawn seemeakperatetly JM’s continued
questioning on this point, perhaps either becahededt she had already provided an
answer and had nothing to add, or did not appretie point that JM was trying to get
at. This appeared to be an insufficient responsé@Nbwho then made another attempt
to get the response required with a further contdidation cue — “do you actually share
that view with him” (line 13). However, Dawn stdidn’t address the issue, of her and
the doctor having different views, in a way thapegared satisfactory for JM. As a
result, another bid for the information was madéna 19, with the nervous laughter
suggesting the interactional tension was increaskagvn then stated very loudly her
position but only after saying ‘Il DON'T KNOW’ (lin@1), which again suggested she
didn’t see the point being sought. This appearatktoonstrate increasing pressure for
Dawn to say something assertive about her viewghvthien led to a rapid retreat by
JM, “Okay that's fine’” (line 24). This signallexddifferent contextualisation cue, that
JM would stop asking this question and that thesew®w moving to another topic.
Although Dawn provided a clear reason for not wamto take the brown inhaler,
spoken in a louder tone, her lack of elaboratiothes point was not what JM as the
interviewer was expecting or hoping for. Her inapito meet this framing suggested
that she was not able to access or utilise thécpéat discursive framework of asthma
management that JM was constructing within theactéon, summed up towards the

end of the interview in Extract 11:

Extract 11: 670289 (Dawn). Interview 1, page 23)di38 to 41

1. D: SORRY I'M NOT VERY HE(h)LPFUL

2. JM: NO YOU ARE NO NO WHAT | WANT TO DO is understd your
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3. point of view.

The next extract demonstrates another example oftarview where the talk of the
participant suggested that the interviewer’s (JNJerstanding of the interview, (how it
should have proceeded and what it was about), aiashared by the participant. As a
consequence, the interview appeared to lack thefaoarrative and rhetorical devices
identified in other face-to-face interviews, perbamdicating that there was little
justification of asthma management. In contrashst of the face-to-face interviews
the interview with Janet (J) took place at her l@tagery. In Extract 12 we can see
evidence that this different location appearecetaup a particular expectation of how
the interaction would proceed.

Extract 12: 650405 (Janet). Interview 1, page &dil4 to page 10, line 51, local

surgery

JM: Your inhaler um again I’'m not here to sort ay/s

J: No

JM: why aren’t you using it but why did you decidlet to or why did you
decide

Well | think | probably | didorget to take it first thing in the morning
sort of thing | think that was half of it and yknow if you felt alright
you sort of didn’t think to take it it weren’t ngéry often

3)

JM: Ok. Um and have you been did you go back taitetors after?

© ©® N o 0 & DN RE
(]

10. J | think | probably had to go back to check tnagrything you know
11. was alright I'm sure | did. He wanted to check ymow to make sure
12. it was alright (1) yeah

13. JM: And what did he say do you remember

14. J He said that was y’know sort of carry on witlugyanhalers and

15. y'’know take them how you should sort of thing

16. JM: You say you've been doing that for about 30rg2a

17. 3 =Yealf

18. JM: (?7?) um okay and the first time you changed wiasn you entered this
19. study

20. J Yeah
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21. IM:

22. J:

23. IM:

24. J.

25. IM:

26. J:

27. IM:

28. J:
29.

30. IM:

31. J:

32. IM:

33. J:

34. IM:

35. J:
36.

37. IM:

38. J:
39.

40. JM:

41. J:

42. JM:

43. J:
44.

45. JM:

46. J:

47. IM:

48. J:

49. JM:

50. J:

51. JM:

52.
53. J:

54. JM:

55. J:

What made you um decide to take part in thdystwias there
Well | | think | don’t know if | had a letter dhey rung me up
Yeah

And | said providing that worked round me sdrthing | could do it
And you were happy to try something different

Yeah

And um so you've been taking the tablet for

A couple of weeks I think (1) I think I’'m on tli&) cos there’s four
strips | think in the packets | think | must beanon the third strip
Right

something like that

And how'’s that going

Alritght yeah

You're sort of

| think I've got to go and see her again ohrgét I've got it in my
diary

It's a few weeks wasn't it

Yeah.

((searches in bag for diary))

That'’s alright don’t worry it's a few weeks isit

Yeah that is the 30it's when I'm starting a new job | think
Yeah

I'd better tell them | might be a bit late wedlint gonna be long here
about half an hour

Yeah

I've only got to go a little way up there s@int far away

That's handy

Yeah

Um but you manage to remember to take it ejaay or]

[Yeah] (1) well I try to heh heh heh

Yeah. How would you compare the tablets with itthalers

3)

Al. Alritght

Do you think there’s any differences?

Er (2) they don’'t seem to have no side effecsomething (2) so long
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56. as | remember you know try to keep rememberintgke one you have

57. to to take one at night don’t you
58. JM: Yeah
59. J: Yeah

60. JM: And how do you think they work do you feel ttia¢y work

61. J: Yetah. (2) Yeah

62. JM: How have you noticed just how long it takeg dtthing

63. J: Um. .hhhh hhhhhhh um no | took them | take tladnmght and they |
64. seemed alright y’know after | took them and that s

65. JM: But, you said you mentioned the brown inhab@ktabout a week two
66. weeks

67. J: Yeah | think that was when | first had it | sopp to get use you know
68. JM: Getusedto it

69. J: Yeah get used to them

Extract 12 is typical of how quickly turns were ¢akin this interview, with Janet’s
responses amounting to a few sentences at mostaaidg to a higher number of turns
and the talk being approximately evenly shared betwinterviewer and participant.
This is a notable contrast to other interviews \ehgarticipants did most of the talking
in long responses to questions. In the lead upisoeixtract, Janet verbally completed
the Medication Adherence Report Scale (MARS), vsk®d about the circumstances
surrounding her diagnosis of asthma and was thadas explain when she was first
prescribed the brown inhaler and her experiencesiofj it. As with the extract
presented here, Janet provided short explanatimhsl@scriptions of the events. This
extract was interesting for the analysis as JMgited to directly address the issue of
non-adherence in line 1. However, the contexthicr question was specified “again

I’'m not here to sort of say why aren’t you usirg Tthis contextualisation cue provided
a reframing of JM’s role “I'm not here to” and thermative expectations of what Janet
could and could not say about her medications withis interaction. Providing a
reframing suggested that Janet had not done whaew@ected up to this point in her
talk about asthma. In other words, she hadn’t pledia long account of her asthma and
decisions about medications and didn’t seem tastying any of her behaviour.
Despite this reframing by JM, Janet provided agfttéorward response with few
rhetorical devices being deployed. Her forgettmgat within an historical context of

having had asthma for 30 years, potentially distapber current asthma management
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from any decision that she made. However, Janetadfered little explanation of her
motivations for taking part in the current asthralyg (line 22), or of how she had
experienced the new tablet treatment (lines 5146%ach of these three responses
Janet presented a simple description of eventst Wimatable in these simple
descriptions as with her talk elsewhere in theringsv is that her responses stuck
closely to the question and once that had beereadéd she ceased her response. This
was in contrast to other interviews where a questias often followed by an elaborate
response, often bringing in different aspects efghrson’s lifeworld and views of
issues outside of asthma. Here, Janet consistaniti to the specific question with

virtually no elaboration.

If we view Janet’s talk as accurately reflectingughe engaged with her asthma, then
one interpretation of this interaction could bet thsthma does not play a big part in
Janet’s life. From a medical perspective with ajediive to get patients to adhere to her
medications, she appeared to be happy to followeviea instructions she was given
and perhaps just needed a little reminder of tleel ne adhere to her prophylactic
medication more regularly. However if we view thiteraction as a product of the
social, historical and interactional context themean see evidence that Janet was
responding to the dialogical expectations of aipaldr type of interaction. The short
responses and frequent turn-taking appeared muaoh like an asthma review
consultation than a qualitative research interacthssthma review consultations
typically check patient’s symptoms and how theyusiag their medications. Janet
checked how often she needed to be taking thettdinle 56-57), started to check her
diary for study visit dates (which function as asthreviews) for the main asthma study
(line 39), detailed how many “strips” there werehar prescription (lines 28-29) and
provided responses that did enough to affirm thatedications were ok and working
(lines 33, 53, 61). We can see how this framinthefinteraction was jointly
constructed by JM and Janet, as JM filled the sphetwveen Janet’s talk with further
questions or clarification, functioning to reinferthat this was a “checking” type of
interaction. There was also evidence of a mometdradfion as JM attempted to move
on from this “checking talk” by providing answers flanet (line 40). Unfortunately,
this only served to reinforce the dialogical expéon being mutually constructed (lines
35-48).
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However, when viewing this extract from within thecial space in which it took place,
a new and very different interpretation of thisenatction is possible. The interview not
only took place within Janet’s local surgery buswanducted in a doctor’s consulting
room which Janet had previously attended for amnaatconsultation with a nurse. The
interviewer, sat in the clinician’s chair next tea@mputer, asked direct questions about
Janet’s asthma as she sat in the “patient’s chBn’S ethnographic context appeared to
set up a communicative expectation within the inésv which was closer to that found
within an asthma review than a qualitative interwi®/hen viewing Janet'’s talk as a
qualitative interview, her lack of narrative appehto indicate a lack of justification for
her asthma management. However, if we now viewrttegaction as an asthma review
then we can see that Janet was indeed engagethondeating that she was
appropriately managing her asthma. This was evetkby the checking talk that took
place, including Janet counting medication stnippeating the prescription’s

instructions and indicating she had recorded appwnts by searching for her diary.

One interpretation of the uncomfortable momenthetwo extracts presented here is
that there were mismatches in expectations bettveeimterviewer and interviewee
about the meaning of the interaction. One purpbsleecface-to-face interviews was to
elicit a narrative from participants to enable ustinding of how and whether
“lifeworld” discourses might conflict with medicdiscourses of asthma management
and adherence. The moments of tension in the tiwaas suggested that neither
participant was engaged with this presuppositiahwas therefore not doing what was
expected within their respective research intergieliis was evident in Dawn’s and
Janet’s responses to contextualisation cues provagedM, suggesting that one way to
gain insight into when participants do or do natify their medicine taking would be
to examine how both researcher and participantsapsrunderstood what the
interviews were about and how the research interei® a method regulated what

participants were able to say.
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Analysing Interactional Conditions in which Participants Justified Medicine

taking within Face-to-Face Interviews

A technique which was used to gain insight intomatches in how researchers and
participants “framed” interview interactions wasaimalyse some of the interactional
conditions of the face-to-face interviews. Ideasxfiinguistic ethnography (Rampton et
al., 2004) were drawn on in conducting this partihefanalysis. This is because
approaches that have been associated with ling@tnography (LE) have shown a
way to unite a range of linguistic and ethnograisciplines when studying
communication. A scholar, whose ideas have beeth taseritique research interviews
from an LE perspective, has been Charles BriggggBr who has worked to combine
linguistic and medical anthropology with socialtaapology in a range of fields,
provided a sociolinguistic appraisal of researdhriviews in “Learning how to ask”
(1986). Here Briggs highlighted a number of aréas tan be investigated to
understand these conditions in research interviedsgg data from his own interviews
Briggs demonstrated how “communicative blunderg’. @2-60) over contextual or
indexical meanings are a frequent occurrence arigws, revealing a divergence in
and lack of access to each member’s presuppositioass and framings of the purpose
and meaning of the research interview and it's comigative procedures. This is set
alongside a transformative process whereby paaintgare asked questions which
force them to artificially summarise and providetafct meaning from everyday
experiences, a process which bears little relabdhe experience itself. Briggs argued
that researchers frequently fail to recognise tlpeseesses and as a consequence
interpret participant’s talk in ways which typicafit their own conceptualisation of the

interview and which mask indexical meaning by assgits content as “real.”

To analyse some of the conditions of researchvigenss that Briggs sets out required a
different analytical approach to the one set ufasolhe reason for this is that the
discursive psychological methodology taken to asmletoric in talk has a particular
conceptualisation of context which was limited thoe purposes of analysing the
interactional conditions of interviews. The disc¢uespsychological view is that while
wider discourses may shape interactions, contexoduced by participants through
the interaction and is made pertinent to the amalyg participant’s own orientation to
particular discursive issues. We saw this in theyditcal path that was traced between
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the identification of moral discourses in asthmanagement in Chapter Two and the
rhetorical talk about medicine taking of the papi@nts in this study. This analysis of
moral discourses was based on a theoretical libkd®n discourses that circulate
cultural and institutional spaces to the activaaon regulation of interactional talk.
This was therefore a view of context that limitesdanalytical lens to a linguistic
analysis, which although providing much that is©yr@dout what happens when people
talk about potentially contentious issues, wastahin its ability to specify the roles,
presuppositions and communicative expectationsiadtpreceded and been set up
within the interview. Instead, a view of contextsveeeded that allowed an examination
of features that were not apparent in a purelyugdnalysis of interview data, but
required going beyond the transcript itself. Thisamt attending to more ethnographic
features of the research interview that may haagqul a key part in what was said

within face-to-face interviews.

One useful way to conceptualise these featuresrikgt can be found in the work of
Jan Blommaert. He argued that a purely textualyaigafails to account for “forgotten
contexts” (2005, pp. 56-57). These contexts ardeaitires of single texts but are of
“larger economies of communication and textualgs@tiand offer additional evidence
that bridges the gap between social structuretandanifestation in talk and text. It is
the analysis of these forgotten contexts that ave discussed to enable an
understanding of how researcher and participamgsyppositions, goals and framings
of the research interviews may have been divergdms. analysis of what participants
brought to these interactions enabled the inteyaaticonditions in which participants

were likely to justify their asthma management aredlicine taking to be specified.

Interactional Conditions of the Face-to-Face Interiews

Attending to several interactional conditions hieetped suggest that misunderstandings
were likely to occur between researcher and pp#iti Revealing these
misunderstandings indicated that justifying medidiaking was dependent on
participants having access to and utilising linaisesources regarding their
involvement in the study that were not directlyereéd to within the interaction but
which were implicit within the larger economiesa@immunication and textualisation to

which Blommaert refers.
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Pre-textual identities

The first interactional condition to attend to tekato the process of recruitment for the
interviews described in Chapter Three as set withencontext of a large, randomised
controlled trial (the ELEVATE study). To be inteewed, participants needed to be
categorised in all of the following ways, deterntri®y a mixture of objective breathing
tests and questionnaires:

« A person with asthma

« A person with inadequate quality of life

+ A person with inadequate asthma control

+ A person who is non-adherent to medications

These “pre-textual” identities were not explicithade reference to within interviews,
or at any point in the participant’s involvementiwihe ELEVATE study, but were
implicit in the process of recruitment and eligilyildescribed in Chapter Three.

The talk within Dawn’s extract suggested that JMrapted to activate the pre-textual
identities that had been constructed through Dayarticipation in the main asthma
trial. These were indicated by JM’s asking Dawnudlbeer reluctance to take the brown
inhaler and how this fitted with her doctor’s viesupt. However Dawn was not able to
respond to JM’s contextualisation cues and her ¢d@ccess to or use of these
contextual resources resulted in a very differgpé tof interaction. If we contrast this
with the extracts in Chapter Four, we find muclomsgyer evidence that these pre-textual
identities were activated in the interviews withrita Irene, Stephen and Dave, and
that they responded accordingly. In contrast to Daualk, Janet demonstrated clearer
evidence of a moral agenda in her talk. Howeveikeithe interviewees discussed in
Chapter Four, Janet’s talk was not orientated $ofying previous actions but instead
involved her presenting herself as compliant wigth éurrent asthma therapy. The pre-
textual identities that JM attempted to activateentberefore re-framed within a context
of an asthma review consultation leading to anatyy@ of interaction taking place.

This indicated that pre-textual identities werevaated within interactions and engaged
with by participants in a number of ways, appeatmplay a key role in influencing

whether participants justified their medicine takin
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Researcher and participant presuppositions

The second interactional condition of the interngewhich may have influenced how
participants talked, was related to the differenespppositions held by the researcher
and participant about the resources and goals#wit member brought to the interview
setting as well as their understanding about whpplns within research interviews.
The goal of the interviewer was to elicit data be tiscursive construction of
medications and views of health and illness. Tha gbthe interviewee, by contrast,
might have been to have a chat, help out, get sonteoff their chest, to finish the
interview as quickly as possible, or to get somauwsation of their own opinions or
position. The interview questions set out in thterview schedule (Appendix A)
constructed normative expectations about how ppatits engaged with their asthma,
their goal for participation in the interview andhat they were able to say about their
asthma. Even the loosest questions aimed at efjanarratives “tell me about your
views on illness” suggested that the participaousthbe able and willing to discuss a
view on illness. This potentially constrained papants’ narratives to a format that
they may or may not have been able or happy tacpaate in. This could be seen in
how the interview schedule focused on asking qoestabout what was told to
participants by doctors and nurses, how well it dase and how they felt about having
an asthma diagnosis and prescription of medicalibere was a presupposition that
because they did not take their medication as pbest; participants should have had a
grievance about their health treatment and thaintieeview offered an opportunity for
participants to express those grievances.

Both researcher and participant had potentially @#ferent understandings about what
a “research interview” was about, which were thanefikely to lead to
misunderstandings. Using the term “interview” wpidrticipants to describe the
conversations taking place, imposed a set of cdiw@non that situation, not only
about who should ask the questions but what sajuie$tions were to be asked, i.e.
open-ended questions aimed at eliciting narrativagticipants may have or may not
have been familiar with this particular genre (Dura2001) and whether they had such
familiarity may have influenced how they participatwithin it. In addition, there were
different activities within the interviews whichtagp different interactional
expectations. Generically, this was a researcivigt® and specifically a qualitative

interview. However, participants were also askedamplete the Medication
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Adherence Report Scale — MARS (Horne & Weinman 2200his was sent by post but
was reviewed at the beginning of the interviewcdntrast to the qualitative interview it
required short responses. There was therefore ahaigtivity types that required
different types of responses, or “production fosh&Goffman, 1981) potentially
leading to misunderstandings about which produdomat was appropriate and when.
Janet’s interview began with her verbally complgtine MARS questionnaire, as she
had not already completed it by hand. This may ls@eip a particular expectation
about the type of response required which, aloriy apossible lack of familiarity of
qualitative research interviews, may have contalub her framing that interaction as

something akin to a clinical consultation.

In addition to problems being raised in switchimgguction formats across activities,
participants’ talk could also be seen to be colgdolvithin activities, regulating the

type of talk that was produced. The standard im@rformat of question and answer
sets up a particular interactional sequence wlaghlates what interviewees are able to
talk about and how they deliver it. Qualitativeeintiews typically involve a series of
sub-sequences which follow a particular patteregiently the interviewer begins with
an opening question from the interview scheduleyided with a contextualising
preface. This is often followed by a narrative fridm participant with the interviewer
providing listening confirmation cues. Possibleifieation questions interrupting the
narrative sometimes occur and then the intervienay use follow-up questions to pick

up again on something said earlier in the narrative

We can see this type of pattern in the transcaptke face-to-face interviews
(Appendix B and CD). The interviewer was seen tatiad the rhythm of the interview
and also to select what the issues “are” in paiaf’s talk which, although open to
cues from the interviewee, decided what needee tollbowed up and focused on. This
was evident in the researcher’s preoccupation patticipant’s reasons for not taking
their medication. The choice of questions in ttierwview schedule that met this
purpose therefore controlled the boundaries oveglee in what and how topics, set out
on topic cards, were discussed and later, whatawalysed and “seen” in the data. This
structuring of talk therefore regulated the produtand interpretation of the role of
moral discourses in talk, further influenced by hadk was captured within the
interview, documented as “data”, subsequently aeal\and produced for a particular

audience. Face-to-face interviews were recordetos, taken away to be transcribed
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with a limited set of transcription conventions awalysed at a later date for the
purposes of a PhD thesis. Much of the richnesshaadces within the original verbal
interaction were lost as a result of this procBsga were therefore “made” rather than
provided and ran the risk of decontextualising m@ral discourses were produced

within interactions, minimising the possibility afternative interpretations of that data.

As a researcher on the ELEVATE study, participgotentially viewed the author’s
(JM) role as an expert on asthma. This framindgnefresearcher’s role combined with
an interview format of direct questions potentiaproduced the individualising
discourse being critiqued in this study, demandiag participants justified their
medicine taking behaviour. The use of the MARS tjaesaire may have reinforced
this by activating an “adherence discourse”. Sanylthe act of setting up a one-to-one
interaction which was about “your asthma”, may dlawe called for participants to
provide morally acceptable explanations for thesiens that they had made. As
Radley and Billig (1996) point out, being interviedvby a presumably healthy and
employed “health researcher” about one’s healtatedl behaviour will create a
particular type of interactional dynamic wherebiemiewees are faced with a dilemma
of presenting themselves as fit for work yet présgnwith authentic symptoms and not
a “malingerer.” Consider the following extract takieom the interview with Martin
discussed in Chapter Four. The sequence showntiaded 3 followed shortly after
Extract 9 in Chapter Four which demonstrated Mastiantating to a variety of

concerns with his health and his work.

Extract 13: Participant 670287, (Martin). IntervieW, page 12, line 11 to line 47

JM: °What did she say’
M:  She said morning and night

1. JM: Um (.) Um when you entered the study (.) and ywere randomised to
2. the (.) brown inhaler=

3. M: =tMmhm

4. Q)

5. JM: did the nurse talk about how she would like itrse

6. M: =Yes

7.

8.

9.

()
10. JM: °What did you say’
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11. M: I said fine. if its_parof the study, of course I'll do it

12. JM: And and [have]

13. M: [And ] | have been doing it

14. JM: °And how long’s that been, how long have yoarben it
15. Q)

16. M: With the studyyou should have the tiils of that=

17. JM: =l have but its in my car=

18. M: =Right [okay]

The latched responses and softly spoken, yet ditgestioning, resemble what might be
found with a witness taking a stand in a courtro@vhat is important here is that the
participant, Martin, didn’t seem to pick up thenfiag of this questioning as asking
about the nurse’s behaviour and not his. Rathergéfensive work suggested that he
considered it an interrogation of his behaviouteptally seen as continued from the
earlier discussion. This was indicated at linedT6where Martin appears to regain
some authority within the interaction by initiatingeverse in the turn-taking sequence

followed by JM’s own rather weak latched response.

The author’s role as both researcher on the mammastrial and qualitative research
student had the potential to seed a mixture of auisn interactions. Participants may
have seen the interview as either an interrogatfaheir asthma management, an
opportunity to air grievances or as something efg@ely. The direct questioning about
a failure to take prophylactic medications hadgbeential to exacerbate any tensions
whilst providing a barrier to different contrastifrgmings of the influences on
participants’ asthma management that the intervi@ttempted to construct.
Participants were therefore likely to differ in hoey understood the dialogical
expectation set up within the interview and woulfled in how the linguistic resources
available to them were utilised in a discussiothefr asthma management. This would
make for lack of clarity in what was required framerviewees and there was a range
of evidence that there was gap between the resa& @xpectations and how the
participants framed the interactions, evidenceth wiitements such as “that’'s why | felt
that perhaps | was wasting everyone’s time, yowmkry doing this survey” (530181,
page 1, line 50 to page 2, line 2), “SORRY I'M NOERY HE(h)LPFUL” (670289,
page 23, line 38). It is therefore possible thek laf access to the interviewer’'s agenda
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(andvice versaand to the linguistic tools of adherence may haeated some of the

interactional tensions and misunderstandings apparn¢hin the data.

Summary

Being asked to provide a long narrative about oastama was likely to be an unusual
occurrence for many participants in this study. Tésearch interviews, while well-
defined from an academic perspective, may well leckevague boundaries and
definitions for participants. Whilst participantsayhave had some similar discussions
with relatives and friends about their asthma tveyld have been unlikely to have
participated in a discussion where their asthmaagament was the sole focus of
attention. Although individuals’ asthma managemesiibe focus of discussion in
asthma consultations, this research encounteranigative stranger was, unlike
clinical consultations, one which they had notiatéd. The topics of discussion,
agendas of the researcher and patrticipant, backdspexperience and roles were
potentially unclear and the style of questioninglddoe seen to be interpreted in a

number of ways including as an interrogation ofiadticipant’s asthma management.

Without the presence of well-defined parametersaiteria for discussion that were
easily accessible to participants, it is conceigdbht those who justified their medicine
taking may have been responding to a particulanfs@teractional conditions that were
activated within those interviews. These conditiaese an individualising discourse
within a research context which had recruited pgudints based on their asthma being
categorised as inadequately controlled and onehwtoald have positioned participants
as blameworthy for that inadequate control. Forynaarticipants, being interviewed by
someone, working on that study, about their meditaking decisions was therefore
likely to activate issues of blame and accountigbéibout those decisions. In contrast,
participants who did not appear to deploy manyatiesl devices, either blamed
themselves (in the case of Stephen); framed tleeaction as a clinical review (and
therefore adopted a different style of rhetoric)appeared uncertain as to the purpose
of the discussion and unable to utilise the necggsaources to justify their medicine

taking.

The “researcher” and “participant” in this studyrevénstitutionalised roles formed

through medicine and scientific research that irmpdemented through research
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interviews. The purpose of the interview, the rptetes, rights, communicative
expectations and responsibilities of the participavere therefore external
constructions that were partially and unevenlyatéd within the interview
interactions. In addition, both researcher andvwgvee brought their own differing
theories, presuppositions and expectations aboat the interactions were about.
These constructs therefore moved across time awegnd had an influence across
contexts. The resources available to interviewdrarticipant were likely to differ and
yet it is the interviewer who set the normative estptions of what was expected from
“a person with asthma who is discussing healtheds and medications.” The
justification of medicine taking within interviewgas therefore intimately connected to
participants’ ability and willingness to access tbsources that the interviewer
possessed and attempted to activate within theaictien. These attempts were not
explicit statements but could be seen throughritexviewer’s use of “contextualisation
cues.” Similarly, participant’s framings were cansted in the dialogue. These
framings were also not made obvious because afldk of explicit discussion within
the interaction taking place. These insights tlweeefaised uncertainties for the author
in the ability to extend claims about the role ajrality in participant’s talk beyond the
face-to-face interviews to other types of inte@etabout prophylactic medicine taking.
Such uncertainties posed an analytic requiremeidietatify data that could be
considered “new” which could be used as furthedence that participants and people
with asthma engage with notions of morality whescdssing prophylactic medicine
taking. Chapter Six reports findings from a focusup where data from the face-to-
face interviews was shared with participants. Tdw$ group could be considered as
providing new data because a different interactidgaamic was constructed from the
interviews, building on the lessons learnt from dnalysis reported in this chapter.
These new data were then analysed to identify acielef whether moral discourses of
medicine taking might also be activated and whiclil therefore enhance the

plausibility of interpretations generated from fhee-to-face interviews.
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Chapter Six

Analysing Interactional Contexts in a Data-SharingFocus Group

Viewing talk as a product of interactions betweengie raised challenges for
indicating how the participants in this study mighie talked in a different type of
interaction than interviews. Taking into accourd tonditions under which the research
interviews took place entailed interpreting thesrof morality in that talk as unique to
that particular form of interaction. Deriving mageneral statements about the role of
moral discourses in a range of everyday interastabout illness management was not
possible without some comparison of talk in anoked of interactional space offering
a different type of data that could also be sedmtbmoral discourses in talk. This is a
distinct departure from positivist notions thafpeafic sample size is needed to
generalize to a wider population. Here, talk waswad as implicitly linked to systemic
discourses that circulate through society withiifedent interactions, social networks,
and institutional and cultural settings, and whstiucture that talk. Talk about health
and iliness can be seen to be a product of diseswvkich are commonly shared but

manifested in novel ways to meet particular inteoaal demands.

The different data required in this study to geheeaabout the role of morality in talk
about medicine taking therefore had to represefiediended case” (Burawoy, 2003) in
which to trace threads in the production of moyallto be considered different, it had
to be based on a different set of interactionabl@@ns to those constructed in the face-
to-face interviews already undertaken. A focus groould be used to set up such a

different type of interactional dynamic.

Apart from the obvious difference that using a gradiscussion has in contrast to a one-
to-one interaction, a key strategy in setting up #fternative interactional dynamic was
to share findings from the face-to-face interviewth the focus group participants.
Sharing results with research participants is widetognized as an important way to
acknowledge their contributions to research prejest essential component of
knowledge transfer (Crosswaite & Curtice, 1994)vall as a powerful qualitative
research tool to enhance the interpretation anditsabf research findings (Lincoln &

Guba, 1985, p. 373). However, such sharing is somestfound to present difficulties
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for researchers and participants (Scheper-Huglo€g) because the content of findings

might be challenging and it might be difficult iod accessible means of

communicating results to participants. The specife of a focus group to consider

findings raised dilemmas for participants in idgmtig with those findings, creating a

different type of activity in which moral discoussef asthma management and

medicine taking might be activated.

Focus Group Recruitment and Design

The five ways of accounting for non-adherence, reploin Chapter Four, were:

Compliance as passivParticipants with this accounting style reported
monitoring their asthma and responding accordingly;

Minimisation repertoire using several rhetoricaliges to justify medicine
taking Participants with this style minimised the impatasthma on
everyday life;

Tension between lifeworld and medicine. Adhereterpial threat to
lifeworld. Participants with this style constructed asthmaath interfering
and as having minimal impact on everyday life;

Blame of healthcare breaches sick role contr&®etrticipants with this style
blamed health care for incorrect diagnosis or inesit;

Minimisation repertoire using few rhetorical devic® justify medicine
taking Participants with this style provided little a» explanation for non-
adherence.

The author drew on these findings from the analykface-to-face interviews in

designing the focus group activity. Key charactarssof four of the accounting

styles found in the face-to-face interviews weredu® construct four brief

vignettes, each presenting statements made inrgh@érson voice. Vignettes were

deliberately constructed from the early analysigtdrview data to represent each

accounting style and not as specific views of ifdiial participants. Presenting each

vignette provided a basis for participants to posithemselves in relation to the

person represented in each vignette. All vignettesset out in full as follows:

Vignette 1 Medications are necessary to control my asthma ¢bom’t rely on

them. | decide for myself whether | need to talgadicular medication. Some
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people use medication for the sake of it and apeni@ent on it. | assess how |
feel and then take the necessary action.

Vignette 21 do not have proper asthma. | have very few bregtproblems and
the brown inhaler doesn’t make any difference towlay | feel. | don’t have any
concerns about taking medication but | often fotgeto so.

Vignette 3Asthma is a nuisance, an inconvenience, but ismlbeterfere with
my life. | use my blue inhaler to stay in contrbélnoy asthma and | avoid
situations that affect my breathing. | should tdie brown inhaler every day
and it is my fault that | haven't, but | don’t watietbe hooked on too many
medications.

Vignette 41 don't think | have asthma. | think doctors andses do not
understand my symptoms and | don’t feel that tigtgh when | go to see them
or talk about the causes of asthma properly. | anterned about the side
effects of medications. The experts say that somdications are now unsafe,
so | don’t want to take a medication every day thdain’t think works very

well.

At least one person linked to each accounting stidetified in the face-to-face
interviews was invited to attend the focus grouphW the wider sample available, the
first author made an active attempt to invite abeé of men and women, and people
with a range of ages and social backgrounds. Teplpegreed to take part, four of
whom later stated they were unable to attend aeduther participant did not attend
on the day. One other person who had not takenrp#ré study attended because he
was accompanying his father, and he was then ohtitgarticipate. The inclusion of
this participant created a particular interactiahaiamic in that he was the only focus
group participant who could contribute to the degstan without having the issue of
potentially being represented in the vignette dpsons. The discursive methodology
adopted in this study meant that this participatafk could be analysed using the same
assumption that was applied to the talk of othetigpants. This was that moral
discourses of illness management are likely to beifested and circulated to text and
talk in a variety of social spaces involving a rarmg different people. This participant
could therefore be included in the focus groupuliseon because his talk would offer
an opportunity for the author to analyse a potéptthfferent orientation to moral
issues of illness management than that providettidopther focus group members.

Analysing the contributions of an individual whosedical background was not known
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to the author and who also had no direct conneetitinthe vignettes presented, would
be potentially fruitful if any discursive variatiar tension between himself and the
other participants was identified within the fogrsup discussion. All participants
were White British, lived in Norfolk, England, asgoke English as a first language.
Participants were aged between 40 and 80 year&iwkl of the six participants were

men.

Methodological Assumptions

Using a focus group for triangulation to contexis@kthe production of talk on

medicine taking called for this form of data cotlen to be managed using assumptions
different from those often adopted. Although thisran increasing engagement with the
variability of talk in focus groups (Clavering & Maughlin, 2007; Puchta & Potter,
2004), researchers frequently see individual cbations and group dynamics as
reflecting participants’ underlying attitudes aradues (Kitzinger, 1994; Redmond &
Parrish, 2008). The discursive psychological apginagsed in this study meant that
contributions in the focus group were viewed asdpechange and therefore not as

contributions that could be easily categorizeceimis of underlying attitudes.

The task of validating findings through data shauimthis study was therefore viewed
differently than research approaches that trektaskeflecting individuals’ inner
realities. Individual member checking is a commamed technique, for instance in
phenomenological or grounded theory approacheslidate research findings from
face-to-face interviews by checking the researshieterpretations individually with
participants (Bloor, 1997, p. 41; Lincoln & Gub®&85b, pp. 373-378; Seale, 1999, pp.
63-72). Participants are typically asked to dineo#iport on whether they agree or
disagree with the researcher’s interpretation eirtimterview. Any disagreements
identified in this way might then lead to a reipi@tation of that data. However, using
such an approach to validate individual intervienvghe present study would raise
rather than answer questions about any agreemem¢dre the two sources of data.
Karnieli-Miller, Strier, and Pessach (2009) argtieat the participant—researcher
relationship activates important power relationkjolr poses difficulties for validating
findings with participants. In this study, the aEimember checking might also have
been set within a moral discursive context in whlah participants could be seen to

justify themselves. Consider the following examialeen from a face-to-face interview.
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Extract 14: 261284, (Frank). Interview 1, page lifies 16-25

F:  Well no, because I just thought well you knoxemybody’s got asthma
and it seems such a common thing and um, quiteliy you don’t feel
il you know that’s the thing you don’t feel ill] as such, just the fact
you can’t breathe. Do you see what | mean? Yautdids not like
you've got a cold or you've got the flu, anythiliige that. You haven't,

you, you're perfectly okay apart from the facty@an’t, you, you're

N o O ks 0 DbdR

gasping for breath so sometimes [I'll feel a biadraud for, for . . .

A key interpretation of this extract was that Fravis constructing the discursive object
“asthma” as something that was not really an ibnd#is version of his asthma was
crucial in justifying his lack of attendance at ldsal doctor’s surgery. However, asking
Frank whether the researcher was correct in irtény Frank’s view of his asthma as
“not a proper illness” might have raised the issaeonly of the accuracy of Frank’s
understanding of asthma but also his rights tosgcservices to treat his asthma. This
would potentially create a discursive cul-de-saddiank who, depending on his
response, could be seen as in denial, as havitaytdis beliefs, as not requiring

treatment or, rather, as a malingerer.

In the alternative discursive framework, sharintadar the purposes of triangulation is
not just an activity in which the content of fingsare confirmed or challenged by
participants. It is also generating data. This pssdorces the researcher to consider the
method by which findings are communicated and neded to by participants. In this
study, it was necessary to confront the problemosv to share findings with

participants in a way that did not reproduce theractional dynamics of the face-to-

face interviews.

Interactional conditions of the interviews and foswgroup

Instead of the analytical lens being focused o @adividual’'s behaviour in
interviews, using a focus group offered the chaonamnalyse a collective management
of data that was not attributed to any single imtlial. As well as offering participants

an opportunity to set out their own perspectiveéhmse findings presented, a focus
159



group was therefore used to provide a new settaf aigainst which to analyse the
prevalence of morality in talk about medicine takiihese data could then be
triangulated with the analysis of face-to-face ivivs. However, the reason for use of
this form of triangulation in the study was nostek confirmation in the focus group
data of the accuracy of interpretations of the enhbf the accounting styles identified
in the interview data. Instead, triangulation irvem examining how the different
interactional conditions produced different kindgadk influenced by moral discourses.
As with the interview data, within a discursive pglogical framework, validation was
achieved by examining “participants’ orientatioofter & Wetherell, 1987) to
different moral discourses. The focus group datdcctherefore be treated as
analytically additional because members were ppadiing in an activity that was not
only different, but was based on interactional ¢towds differing from the face-to-face
interviews, requiring a different kind of particiteorientation to the talk taking place.
Instead of being confined within the demands ohviadial face-to-face engagement as
with an interview, focus group participants had enfreedom to stay silent and also to
respond to participants other than the moderatogat of questions was to be directed
at any one person, and the author, who also astdtedocus group moderator, was

primarily to act as observer rather than interviewe

Issues in using a focus group to share findings

A series of extracts selected from the transciiph® data-sharing focus group are used
here to explicate specific considerations thattbdae attended to when analysing this
type of focus group from a DP perspective. Thedtaption conventions that were
applied to the interview data were also used reatapted from conversation analytic
conventions to enable close scrutiny of talk irfattion. The extracts illustrate the
different ways in which participants respondedrid discussed the vignettes,
medications, and medicine taking, underlining kb#variation in participants’
responses and the different discursive strategesddopted as a group. These
examples illustrate the range of ways participanentated to issues of morality and
medicine taking within this research setting angbleasise the issues that had to be
considered in analysing the data. The first comaitten was what strategies the focus
group moderator could adopt to construct a diffemeieractional dynamic from the
face-to-face interviews and what evidence in thea daght indicate that this had been

achieved. The second arose from examining whastgpessues participants could be
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seen to manage within this different researchrggtind with this task. Answers to
these questions were needed to show ways in whislwvieis a new dataset and so could
support a broader examination of the role of mdrsdourses in talk about medicine

taking.
Constructing an Interactional Dynamic in the FocusGroup

A key issue for constructing an interactional dyrathat differed from that generated
in face-to-face interviews was linked to the mott@ra role in the focus group
discussion. In British media representations, nesess are commonly conceptualized
either as people with clipboards on high streetshgsa series of questions or as people
who work in laboratories. The use of face-to-fatgenviews that preceded the focus
group potentially reinforced the former concepuzation. In the context of the focus
group, therefore, a key task was to redefine an swtions of what researchers do.

This was done by the moderator informing partictpam arrival that

What we will be doing in today’s group will be tave a good discussion and to
get your reactions, as a group of people who mdlyhage some differing

views, to some of the findings from the first iniews. The materials | will be
showing you are sets of opinions that differentgdeanay make. They have no
names attached and are not taken from any oneieerThey have been put
together from my own interpretations after | clgsetamined the different ways
that people in interviews talked about their asthiitas is a chance to talk about
what you think. (Murdoch et al., 2010)

Before they discussed any vignettes, the modeaatad participants to jot down on
paper their ideas of a healthy person and anrnigge They then shared their notes with
the person sitting next to them and then with thele group. This was done to help
prepare participants both to discuss the vignéidseen themselves rather than
directing comments to the moderator and also feréflexive task of comparing their
own positions with those presented in each vign&pies of Vignette 1 were
distributed to each member of the focus group &ol fer themselves, and the moderator
also read out each vignette to clarify the cont€éheé moderator asked the participants,
“What do you think?” when presenting the vignetiad then tried to minimise his own

talk from that point onward, to avoid guiding thealission of the vignettes in any
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particular way. This approach contrasts with rede#irat also used vignettes in focus
groups but where the moderator took a much monreeagile in facilitating the
discussion (Brondani, MacEntee, Bryant, & O'N&l008). The moderator minimised
his talk by avoiding answering specific questiond allowing silences to be managed
by participants. When the group’s discussion ofriéie 1 appeared to have reached a
“natural halt,” the moderator then passed aroumtiraad out Vignette 2, and repeated
this process until the group had discussed all Yoymettes. Extract 15 demonstrates the
consequences of this strategy for the interachanfbllowed and how participants
managed the moderator’s silence. The talk in tkisaet immediately followed the
presentation of Vignette 1. In these extracts, gacticipant has been assigned a
number. Participant 4 was the only member who didparticipate in the main asthma

study and qualitative interviews; he did not statether or not he had asthma.

Extract 15: Data-sharing focus group, page 5, lid® to page 6, line 45

1. Participant (P) 2: Yes that's it.

2. P6: O°Yep[(...)]°

3. P2: [Yeah ]Ilyes.|suppose some pedpleise medication just for the
4 sake of it but um where where you know ( . .re) are virtually

5. dependent on it.

6. P4: Yeah but also a lot of the medications yoe tagbu have to keep a

7 regular taking of it otherwise how do you know wWiex you you need
8 it or do you don't it's like taking a tablet it eio work immediately you
9 take it well it is something you got to keep takio keep ya whatever
10. it is under control so in one respect that's ((iigaette)) wrong and in
11. another way it is right.

12. 4)

13. P6: Particularly with the preventative.

14. P4: Yeah.

15. P6: Cos you don’'t know whether

16. P4: No exactly.

17. P6: if that's the whether you are feeling bettecduse you changed
18. something

19. P4: Yeah.

20. P6: rather than actually keeping the
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21. P4: Yeah.
22. P6: keeping the medication it might be that yowwee know you've taken

23. the carpets out

24. P4: Yeah.

25. P6: or wha(h)te(h)ver

26. P4: Yeah.

27. P6: whatever it is or changed your job or
28. P4: Yeah.

29. P6: whatever but this was summed summed me upK.th

30. P4: | mean that would be right with the inhaleegjiee you you don't

31. squirt an inhaler if you don't need it but with tablets you've got to
32. keep

33. P5: Provided there’s no after effects of taking tblet after a long period
34. of time if you are taking the tablet and you aréuming the inhaler
35. afterwards um that's quite a good solution.

36. 4)

37. P4: Soto sum it up that's right and that’'s wrgrgferring to the

38. vignette))

39. heh heh.

40. ? Mm.

41. P5: Yeah.

42. (7)

43. P6: So your first sentence “Medications are nexgd® control my
44, asthma but | don’t rely on them” well you do in ayw

45. P4. You do don't ya because if you didn't,

46. P6: |If they are necessary are you relying on them?

After Participant (P) 5 had put forward his view, &tempted to close off the
discussion of the vignette by summarizing the viefvhe few members who had
contributed so far, a summary apparently accepgetidiher participants. This agreed-
on position was potentially a cue for the grougteyy silent and await direction on how
to move the discussion forward, perhaps with theenator presenting Vignette 2. The
moderator offered no response, however, and adhdesilence followed. This silence
was eventually broken by P6, who attempted agamdwe the discussion on. This type

of interactional sequence, where a series of tigrfalowed by a comparatively long
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silence, was repeatedly made evident throughoulioeission. As the moderator
continued to refrain from filling these interactarspaces, participants were obliged to
continue the discussion. This contrasts signifiganith face-to-face semi-structured
interviews in which it is commonly the researchérowesolves long silences with a

new question.

This evidence for a different interactional dynanmioses questions about which
discourses of medicine taking can be seen as laetngated within this sequence and
what might this talk of participants tell us aboontextualising the production of talk
about medicine taking. The position taken by P4rse® embody the medical directive
that prophylactic medications should be taken @yl Throughout the whole
discussion it was only P4 who continued to retorthe task of reviewing the vignettes.
The use of phrases such as “you got to keep talimg’ 9) focuses medicine taking on
the individual behaviour rather than the medicattself. In addition, P4 positioned the
person in the vignette as both “right” and “wroragcording to notions of necessity and
reliance on medication. Such positioning can be seset up an evaluation of the
knowledge and associated actions of the speakbisivignette, framed within a
medical discourse of right and wrong attitudes acttbns in asthma self-management.
This discursive positioning of right and wrong belbar and attitudes provided
evidence that a moral discourse of medicine takiag being activated in the discussion
and was evident in a different type of interactimm the face-to-face interviews. This
new data provided in the focus group supportedezndd identified previously in the
face-to-face interviews that the participants is 8tudy engaged with moral notions of

illness management in their talk.

A further question arises, however, about why tieioparticipants who, from a
medical perspective, could be considered not t@ haken prophylactic medications as
prescribed, did not overtly resist the medical diree constructed by P4. Rather,
participants appear to have worked together t@ctilely uphold the dominant medical
position without voicing questions about its asstioms. One interpretation could be
that this reflected the attitudes that participauisally held. From a DP perspective,
recognizing that a moral discourse was being atetd/between participants entails then
looking at the sequences of the interaction totifleissues seen to be at stake for
speakers, and therefore to identify reasons whaksye did not resist the medical

position constructed by P4.
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Interactional Dilemmas

Extract 16 demonstrates how using a focus groupaiogulate with the analysis of
face-to-face interviews created particular issudesterpretation for the analysis of that
data. The focus of triangulation here did not cona@ehether participants could confirm
the accuracy of the vignettes. Instead, the focas placed on the different ways
participants oriented to the vignettes and meditakeng, which emphasised how and
whether moral discourses of medicine taking weteaavithin the interaction. The
task of the analyst in this case was therefordeatify phrases, syntax, metaphors, as
well as other devices that demonstrated this aatent. As can be seen in Extract 16,
presenting findings in this research setting rajsadicular types of dilemmas for

participants which they were seen to have to mamatfeir discussion.

Extract 16: Data-sharing focus group, page 27, lid® to page 28, line 26

Moderator (JM): Ok this one says “l don’t thinkdvye asthma. | think doctors
and nurses do not understand my symptoms andtl fdehthat they
listen when | go to see them or talk about theseawf asthma

properly. | am concerned about the side effecta@diications. The

take a medication every day that | don't think kgovery well.”
(11)

P6: Well | feel sorry for em they
(7)

10. P1: Well I was lucky when | went to see the nwise actually suffered

1.
2
3
4
5. experts say that some medications are now unedfdan’t want to
6
7
8
9

11. from asthma which was great because she knewlegxduat | was

12. talking about and what | should do and shouldo’'add | seem to

13. remember she said there were no side effects fnerbrown one but
14. the blue one be careful with the blue one seerarteember her saying.
15. (2)

16. P6: Oh Ididn’t know tha:t.
17. P5: What is the compound difference then betwkerbtown and the blue
18. one?

19. P1: The bro[wn one coats]
165



20. P6: [used to be] ventolin but it's sort of satmol int it.
21. P1: Mm the brown one coats the lung don'’t it tHoagd stop irritation

22. and the blue one opens the opens the bronchia wyhe

23. (2)

24. P6: Mm but the | don’t know whether | was (2) cdetely awake at the
25. time but | thought when they when they hook youma nebul a

26. nebulizer | don’t know if that has happened to ahyou but you're
27. getting 10 times the dose of the blue one so llyresaa really is a kick
28. in the system.

29. P1. Mm.

30. P5: Mm.

31. P6: Um but that | may have got that wrong but getithe blue one you do
32. have a puff on the blue one but actually when hdaketo a nebulizer
33. you're actually going to get 10 times the dose behlue one in

34. theory can’t be that harmful can it not your blugfer if that’s the

35. case.

Vignette 4 depicted an openly critical positionmadications and medical expertise.
After the vignette was read out there was an larskpause, followed by a partial
sentence from P6 to distance himself from the sgreakd which conveyed pity -“Well
| feel sorry for em they” - but which stopped shafrtontinuing with the evaluation of
the person. This was followed by another 7-secaus$@. These silences and a
truncated response from P6 offered a contrastsjmoreses to the other vignettes, which
were less critical, and suggested that participaste more reluctant to articulate a
view that might be seen as closely aligned withvilees expressed by the person
represented in the vignette. There was additiovideace for this interpretation as the
sequence continued. P1 broke the silence but didffer a direct reaction to the
vignette. Instead, he referred to his own expegenith the use of a story about what

the nurse told him about specific drugs and thde sffects.

There is plenty of evidence elsewhere of how stasexve different functions in talk
about health and iliness (Cornwell, 1984; Franl@5t9. umme-Sandt et al., 2000;
Lumme-Sandt & Virtanen, 2002; Wong & Ussher, 20@)e function described by
Lumme-Sandt and Virtanen (2002) in their analy$ifoous group discussions of

medication among older people is that stories camasa vehicle for controversial
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opinions without those opinions being attributedh® speaker. Stories can be presented
as a “fact” which the speaker is “just relating’ligieners, the effect being that the
message within them is upheld as “truth.” Theyeéfame present conflict in indirect
terms, transmitting arguments about a particurasvithout making explicit reference
claims and so are difficult to argue against. Here,opinion was that of the nurse, and
so it was presented as being distanced from Ppuected as “fact” because it came
from someone with medical expertise. It could bensas even more authentic because

the nurse had asthma herself, “which was greaté (1i1).

This information seemed to create a problem for R®xnderstood this medication:
“Oh | didn’t know tha:t” (line 16). However, theasy of the nurse not only allowed P1
to express his own view indirectly, but it alsoves as a device for the rest of the group
to test out their own knowledge without being hatdountable for anything that might
be considered inaccurate. The elongated vowehiat,t which P6 used in response,
emphasises how this was not just fresh knowledgeas knowledge that made a
significant difference to how he had been managieg@sthma. In contrast to his earlier
statement, which he cut short, this provided amaubmission of ignorance about the
dangers of the different medications. He then aggaet® test out his own
understanding by referencing a story of when he"ia lighted,” how he received
“ten times the dose” and so effect of the blue lehaas minimal and should not be
worried about. This alternative point of view wasgented as “what happened,”
thereby removing claims to truth on his own paittdmia truth presented through the
actions of medical experts. In addition, he refedifrom making a strong assertion and
challenge to the argument of P1, made with his imgeime, “I don’t know whether |
was completely awake at the time” (line 24) anchdy have got that wrong”(line 31).
This set an alternative argument against the oesepted by P1, again in an indirect

way.

This evidence suggests that the speakers were mgreagumber of different issues
between themselves in their contributions to tiesussion. First, there seemed to be
reluctance to openly criticise medications and theadre professionals in the same way
as the speaker in Vignette 4, initially emphasisgdhe long silences. Second, the use
of stories and deference to medical expertise &tbdifferent opinions to be aired
without direct ownership. This not only avoidededily aligning speakers with the

person in the vignette (and thereby implicitlyici#zing the medical profession), but the
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stories also acted as a vehicle for the individt@kest out their own knowledge. This
hints at participants’ uncertainties about the@fef medications which they were
maybe not willing to express too overtly.

This example shows that using a focus group toesfiadings in a study investigating
the role of moral discourses in talk about meditakeng can create specific
interactional dilemmas for participants. P2 hacerounting style in his individual
interview that closely matched the doubts aboutioagidns and health care expressed
in Vignette 4, but he was silent in this sequeiMereover, the other participants
avoided direct evaluation of the vignette by distog their own experiences and
testing out their own understandings of medications

Participants might or might not have identifiediwihe accounting style of the person
in the vignette they were asked to consider. Téugiired additional decisions by them
about whether they had anything to share with thergarticipants. If they did identify
with the accounting style, they would position tlsefwes both in relation to the
fictitious person associated with the accountiytestind also to the other research
participants. Despite the moderator informing pgvtints that the vignette was not
taken from any single interview, they might haveapated about whether it was they
who were being represented. These issues creg@aigrtial dilemma for any
participant about how and whether to share thew\of the vignette with the wider
focus group. This is because such sharing woule haged the risk of their then
finding they were standing alone in their viewtlodir knowledge and beliefs being
challenged or judged, or of presenting themselgesoatradictory and inconsistent

from the views they had expressed in the earlieg-fa-face interview.

The issues participants faced in sharing their giave likely to be seen as limiting or
confounding factors when viewing member checking task where findings are
confirmed or challenged. In this study, howevesuées of personal identification (or
not, in the case of P4) with data offered oppottesirather than constraints to examine
how these issues were managed by participantsafidlgsis of Extract 16 revealed
how participants could be seen to be negotiatimggmal accountability as the
discussion proceeded. The talk of P4 was also acally fruitful, as the absence of
personal identification could be seen to functisraaontrast to the other participants’

discursive strategies. Evincing such negotiatidfeyed insight into a range of ways in
168



which moral discourses of medicine taking werevatéid within this interactional
setting, and how participants positioned themseiveslation to those discourses. The
content of the discussion also revealed how thge tyf focus group presented an
opportunity for participants to share their expecies of asthma in a way not available
to them previously. The group’s shift in topicgrsonal experience indicated ways in

which participants both shared concerns and testetheir understanding.

In Extract 17, another device can be observed girovhich participants managed these
dilemmas, by collectively aligning themselves tmatually held view. Here, the
moderator attempted to get Participants 2 and 8, e so far not spoken, to voice
their opinion on Vignette 4, because in their fe@éace interviews they had indicated

some concerns about steroids in medications.

Extract 17: Data-sharing focus group, page 29, lid® to page 30, line 40

1. JIM: ((To P2 and P3, could not get eye contact)atMo other people think
2. about the statement on the “I am concerned abeusitle effects of

3. medications”?

4. P1: You mean in general or just asthma?

5. JM: Yeah I'm justinterested in what other pedpiak about um.

6. P2: I'mjustworried heh. | don’t think you welbu may think about it but
7. I mean if something is doing good you don’t wamych about that do
8. you what is the er if you start worrying about wéhwer you take you

9. [wouldn't take it would you.]

10. P4: [It's the same with everything] they tell yootno eat this not to

11. [drink that sO]

12. P3: [That's right]

13. [that's the same. ]

14. P2: [l don’t think that] really.

15. Some people you know | suppose do who would thiakld worry

16. about it but basically | don’t think um the majgrof people are too
17. concerned

18. P1: Yeah but with one tablet might not but sevdifiérent types of tablet
19. I mean an accumulation of tablets [(...) ]

20. P2: [Oh well yeah]
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21. (1)
22. P4: Yetreferring to this guy or person | meart thay don’t know they

23. don’t think they got asthma | mean well what haweytgot then you
24. know um it if you go to the doctor's with the sympis they can

25. usually tell you what what you've got and what yawen’'t you know
26. to say um they don't listen to me and another.

In this extract, it is possible to see how speatengked together to achieve an agreed-
on position on the person presented in Vignete2dprovided a normalizing
abstraction: “if something is doing you good youndevorry much about that do you”
(lines 7-8). This “normal” position on medicationsas then equated with all things
related to health and illness by P4 with an oveilag statement: “it's the same with
everything” (line 10). P3 continued to establisis tinuth with her own overlapped
repetition: “that’s right” and “that’s the same.2 Fhen switched back to the first
person. “I don’t think that really” (line 14), amdstated his own position, which linked
back to his opening comment on line 6, and agaidenaa explicit claim that this was a
normal position: “I don’t think um the majority people are too concerned” (lines 16-
17). By adopting such a collective position in tigla to the person represented in
Vignette 4, concerns about medicines were attribtdeonly a small group of people
and medicines were upheld as trustworthy. P1, wiimaot follow this position, seemed
to represent this minority group in this extracig dis statement “yeah but with one
tablet might not but several different types ofl@éalb mean an accumulation of tablets”
(lines 18-19) posed a threat to this consensusring that taking medications for a
long period of time might be dangerous. Howevecabge a consensus had already
been reached between Participants 2, 4 and Jyakential threat was largely ignored

rather than directly challenged.

Despite the repeated pattern of the group predartiinapholding the medical directive
on the efficacy and safety of medicines, Extractiégicts an abrupt shift to the
disclosure of a very different perspective on astlamd medicines that the whole group
then worked together to share.

Extract 18: Data-sharing focus group, page 30, lid2 to page 31, line 36

1. P6: Isthere astigma attached to [that]
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2. P4: [Yeah]

3. P6: name asthma do you think (4) >are you trymgay< admitting

4. weakness

5. if you went for a [job ]

6. P4:. [Yeah.]

7. P6: interview

8. P4: Yeah.

9. P6: forinstance

10. P4: Yeah.

11. P6: “Oh by the way I've got asthma” do you thihlat would actually do
12. you any harm

13. P2: Yeah.

14. P6: inyour job interview.

15. P4: Yes, it's going to go against you isn't it.

16. P6 & P2: Yeah.

17. P4: In the majority

18. P6: Do you say “l I have a bit of shortness ofatihesometimes but | can
19. cope with it.”

20. P4: Yeah.

21. P2: Mm.

22. P6: You know that doesn’t sound quite so bad.

23. P4: No.

24. P6: You say “Oh | suffer from asthma" people think

25. ALL: ((Inaudible, at least 3 people responding & fcluding P3, who |
26. think said “That happened to me the other weeki yat’s right
27 yeah,” all making noises of agreement.))

Lines 25-27 in this sequence are striking for thesl of contribution that this topic

elicited from several members of the group. Theuwdision was then dominated by P2’s

expressing how he was continually referred to rHeabpiith no real coherent sense of

what his condition might have been, and dismayoat he had been treated. In Extract

19, these issues were pursued further in the dismusand the views of P2 were then

supported by other participants. The articulatibthi topic was then followed by

other participants expressing their doubts abaustiety of some medications.
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Extract 19: Data-sharing focus group, page 33, lid® to page 34, line 28
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P2:

P6:
P2:
P6:

. P2:
. P6:
. P2:
. P1L:
. P6:
. P2:
. P6:
. P2:
. P6:
. P2:
. P6:
. P2:
. P1:

. P1:

. P6:

. P1:
. P6:

. P1:

Go through all the tests and then it's ughtont the doctor will say
“Right at the moment it's not too bad but it wikt worse” this is what
they said to me some years ago “It will get wase/ou get older” but
medication will sort of keep it in check and ahastis that's how it's
been so

The worry is too that it might be masking samederlying problem.
This is yes absolutely.

So that you may well have more serious comfddiut because you
think it is all wrapped up in the asthma think

That'’s right.

they aren’t taking no notice of ya.

No no.

Mm.

Whereas somebody who'’s healthier and suddedy

Yeah.

you know lung problems

Yeah.

might well

Yeah.

be thinking about other other causes.

Yeah.

When you go to some hospitals they vary teatify in the type of
treatment you get as well

((noise))

Sometimes you're in there two seconds “Oh ¥b&th blah blah
another one you go there and they really go tontowyou.

2)

(To P1) But you've been having, well I'm I'ntking up that you're
actually having, you've had quite a good discusalmout that blue
Yeah.

um remedial inhaler there’s warnings aboutham that | didn't realize
about don’t know if anybody else did but

They are steroids aren’t they or a type abglearen’t they
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34. P6: Mm.

35. P1: which um they always tell you

36. P6: I think next time | will go | would just liked know a bit more about
37. the ((P6 stopped speaking))

When compared with other extracts from the focwsigr this sequence demonstrates a
very different orientation to the issue of mediciaking and medicine safety. In
contrast to when the group collectively upheld‘tihedical” position in earlier extracts
and marginalized challenges to that position, dismn here articulated a series of
concerns about asthma, medications, and how hesihis delivered. Instead of this
discussion following the presentation of a vignéibevever, it followed the shared
expression of opinion that a stigma is attachdatieadiagnosis of asthma. This informed
a related shared discourse to argue that accegptimggnosis is far from a simple
matter: that health care can be experienced agBemphbeing passively handed around
different specialists without the patient reallyoknang what is going on; that no one
was very certain about what counts as safe limitaedicine taking or what is in them;
that they might mask other more serious conditiansl; that the standard of care

seemingly differs hugely depending on luck.

The variation in how participants oriented to thgnettes and to discussion of medicine
taking highlighted in these extracts provide dif@rtypes of evidence of the ways in
which participants engaged with moral discourseabéir talk. At some points in the
talk generated in the focus group, the dilemmas@mered by participants discussing
the vignettes could be seen to be resolved usiegsh strategies. This was done by
avoiding direct reference to the vignettes anddiiectively aligning perspectives with
the medical directive on medicine taking and itplications for appropriate behaviour.
However, the participants could also be seen tealesoncerns about medications and
to test their understanding of medications throsighies. These concerns appeared to
be revealed more openly the further the discussioved away from the vignettes
themselves, to display a type of orientation to itied taking that was grounded in
moral discourses from participant’s everyday livEsis shift in participants’ articulated
position on the safety of medications underminemtarpretation that participants
necessarily “hold” a consistent medical view on roie@ taking indicated in earlier
extracts. Instead, it suggests that talk about amegltaking is contextualised in the

demands of the ongoing interaction taking place.
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Summary

The analysis presented in this chapter has unddrtiow moral discourses of medicine
taking were also activated within the differenttyustured focus group interaction, thus
lending support to the main analytical contentioat tmoral discourses influence how
people with asthma talk about medicine taking. Dgplg a focus group to share
findings set up an interactional dynamic that ddtéfrom that in the face-to-face
interviews, posing additional dilemmas for the poegly interviewed participants
around whether and how they might identify themselwith the findings presented.
This was not intended as an exercise in directhfiooing or refuting findings from the
interview data. Instead, the purpose was to usentbeview findings as a device to
elicit talk about asthma management that mighttrrindicate the role of moral

discourses in that talk.

The data displayed a range of varying participaws on medications, from
reproducing the medical directive to regularly tpkephylactic medications to
challenging the safety of medications. The incln6P4 was fruitful in this respect as
he seemed to play a key role in activating thisiocadlirective which needed to be
managed by the other participants. In contraspfm@aches that advocate member
checking, a DP perspective provided a means ofifmgauch variation in relation to
changes in talk about medicine taking alongsideatitization of different moral
discourses between several participants. From pdd$pective, therefore, using a focus
group in this study could be seen to provide frasth interesting data that could be
purposefully compared with data in earlier intevwgein which participants were seen to

manage issues of morality.

The insights from the analysis of the focus graapdcript provided key points of
contrast with the interview data in how moral diss®s of medicine taking could be
seen to be activated. The dynamics of the focugprepresented a clear shift away
from the individualistic focus within interviews whe questions were directed at
individuals who then were required to discuss tasthma management with the
researcher. Through this new interactional dynaheaole of the researcher was
arguably reconstructed from someone who was anreapesthma to someone with a

much vaguer position and background. However, thexeevidence that this
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reconstruction was not immediate but could be se@merge as the discussion
proceeded. This could be seen by the way partitspegsponses to the vignettes
reproduced a medical discourse of asthma managewieite, once the main task of
reviewing vignettes was addressed, the discussiifted to more critical positions, and
at the end of the whole discussion a more exgteiterment suggested an important
shift in positioning had occurred “we thought yoare/an expert” (page 37, line 9). The
participants’ framing of the focus group moderasran expert on medications, their
realisation that this was not the case, and thx@ieetations of the discussion were
analysed. This work can be found in Appendix D. HEsele for the main research
questions is how this reconstruction impacted upertalk and how this talk can be
viewed as different data to that obtained in tloefep-face interviews.

The analysis revealed that although participantg maae initially framed the
researcher as an expert on asthma, a moral digcotiessthma management could be
seen to be activated in this interaction wherei@pents had to undertake a different
task to that required in their own face-to-facematew. Instead of participants having
to respond to questions about their individual veha and attitudes regarding asthma
management, this task provided participants witlffarent discursive space in which
to position their “attitudes.” Instead of participaviews being set alongside their own
medicine taking behaviour, here participants’ vievese positioned alongside the
views of a fictitious person. The collective repmotion of a compliant medical
discourse to each vignette could be seen as anespo a task which was potentially
viewed by participants as a test of individual kledge about asthma and medications.
This dynamic could therefore be seen to presenicpgants with a different dilemma
from the interview data about whether to articuktsgements about the function,
pharmacology and efficacy of medications which riegn be considered incorrect and
challenged. This was therefore a different marafiest of a moral discourse of asthma
management in which blame and accountability wasmi@lly allocated for incorrect
knowledge. Individual responses to the vigneti&s,the talk identified in interviews,
could therefore be seen as performances which degrendent on having the
appropriate resources — in this case, knowledgeeafications. The sequential
development of the discussion, in which the moaeraid not display access to these
resources, revealed how his talk could also beeteas a performance which proved to

be inadequate to maintain the view that he wasxpareon asthma.
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The majority of the participants had the additiosiédmma of identifying with the
findings presented. Their apparent reluctancedousis the vignettes could be seen as a
response to this interactional condition. Howetais was not the case with Participant
4 who had not participated in the face-to-facerinésvs. Participant 4 demonstrated a
greater willingness to stick to the main task ofiewing the vignettes, (contrast the
different participants’ responses to the secondetig between pages 11-20). The
contrast between his and the other participantstrdmutions may have been because he
was not able share experiences of asthma or mextisathus revealing a different set

of required resources to medical knowledge. Howehvisrreproduction of the medical
directive, and moral discourse on medicine takitidated that the production of this
discourse within this focus group was not onlyat¢a within the context of being a
person with asthma participating within the broaaghma study. It could also be seen
as a discourse that circulates different sociatepand manifests differently according

to different interactional tasks.

The shift in the participants’ talk from being collapt to being more critical of
medicine could be seen as a result of the ongasayisision, moving away from
attending to the vignette task and which may hdse laeen influenced by the
moderator’s ongoing reluctance to contribute todiseussion. There are likely to be a
number of reasons for this shift to personal exgmees, but even without exhaustively
exploring these reasons, these data could be sgen\ide types of evidence that
would clearly have been unobtainable within anvidiial interview. The increased
noise and overall level of contribution seen inr&gt 18 provided an example of the
group dynamic not identified elsewhere in the déston. Instead of a few individuals
taking turns, the discussion of the stigmatizing&st of being labelled with asthma
elicited a higher frequency of turn-taking from mgarticipants, culminating in several
participants responding simultaneously to the negatonnotations associated with the
term “I suffer from asthma.” This discursive vaat provided a strong indication that
participants shared a moral incentive to presemtelves as not suffering from illness
across a range of social contexts. This providethéun evidence that prophylactic
medicine taking is situated within lifeworld seggwhere a moral discourse of

admitting illness will “go against you.”

These discussions therefore suggested how thisveskstructured by a number of

moral discourses, which were seen to be activatddfarent points through the
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sequential development of the discussion. The eenesgof concerns about the safety
of medications, receiving a diagnosis of asthmaaogssing treatment revealed how
discussions and decisions about medicine takingbmayanifested differently in
lifeworld settings to medical conceptualisationasthma management. This suggests
that these are important insights provided by @lardiscursive approach to understand
talk about medicine taking, which might enable agskers and clinicians to better
understand and support people with asthma and ofinenic ilinesses. These issues

will be examined in the discussion chapter.
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Chapter Seven

Discussion

I mean | feel quite comfortable taking that ((biokaler)) (2) and it don’t seem
to affect me (.) an awful lot (1). It helf®) in a way (1) with, | mean | take that
and the wife says to me (.) “you’ve stopped whegz(R) I've wheezed all my
bloody life so (1) | don’t even hedr(.) you know? (1) She can hear it. (.) |
don't.

(261906, Interview 1, page 13, lines 31 to 38)

The study reported in this thesis explored thewt&ee construction of prophylactic

medicine taking for people with asthma and parédylthe role of morality within this.
In this chapter, the reasons for doing this aréeemesd before examining how the three
questions set out in Chapter One have been answsimglthe discursive approach to

understand talk about medicine taking. The threearch questions were:

* How is talk about asthma management and medickneg@onstructed with
people who are not taking prophylactic asthma natins as prescribed?

« What role do moral discourses play in constructioinsedicine taking by
people with asthma and what does this say aboulijeetives of asthma
policies and guidelines?

* How may discourse-related insights help us undedstiae limitations and
achievements of a discursive psychological appraacimderstanding talk about

medicine taking?

This chapter will examine this study’s contributimnknowledge of adherence to
prophylactic medications. It will go on to highligissues raised by the methodological
approach underpinning the study’s findings, for ommicating and treating patients, as
well as for conducting future research in thisdielhese are issues that will not have
been apparent in adopting more commonly-used appesao adherence, which have
focused on the individual as the unit of analysisxplaining medicine taking
behaviour. Rather than interpreting individual tabbout illness management and
medicine taking as a representation of an intggagthological state, the approach
adopted in this study has instead led to a vietal&fas a “performance” (Goffman,
1959) on the part of an individual, conditionaltbreir having access to specific
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linguistic resources drawn from their social antiural context.

Review of Background to Research

The present study was informed by a review of céhpolicies and guidelines to
asthma management because the objectives of theamdnts have influenced
research on adherence and also informed decisbong appropriate asthma
management in clinical practice. Key amongst tlisseiments have been the Global
Initiative for Asthma (GINA), and the British Thania Society (BTS), and the
objectives of these organisations have been teaehndividual patient’s asthma
control through the use of appropriate medicatiéingm a clinical perspective meeting
these objectives has often been described as ed$enteducing the “burden” of
asthma on healthcare resources (Barnes et al.),1@36lting from poor adherence to
medications. Researchers have therefore attempideéritify the barriers to adherence
and help clinicians and patients overcome themdsetrthe objectives that GINA and
BTS set out.

GINA and BTS have broadly grouped a range of bartie adherence around either
practical considerations for the collection and osmedications or those factors
influencing beliefs about illness, perceptions anderstanding of medications and the
doctor patient relationship. Factors identifiedrbgearchers which are seen as relating
to individual patient’s personality or cognitiveashcteristics in effect represent
components of a model of the individual in thelat®nship with medications —
individuals’ beliefs or understandings they maydhabout their medication, their fears
about side-effects and their beliefs about asthmasadtitude to ill-health which may
influence their medicine taking. Current reseamnctfamlherence to medication” usually
sees the individual patient as a subject whoses/@wnedication, asthma and illness
must be treated as fixed, if those views are tobasured and related to outcomes of
adherence or non-adherence. It is also necessatrththversions of medication, asthma
and illness that individuals refer to, the “objestshought”, carry fixed definitions to

enable those views to be measured.

From a clinical perspective, the assumption thtétraa, medications and illness are
fixed objects of thought fits logically within aieatific and biomedical paradigm which
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is institutionally grounded in the causes of illm@nd generation of medications. As it is
individuals who are observed, assessed, measuveated and reviewed in clinical
settings, this assumption would also offer somechddit with adopting an

individualistic approach to how those patients vibeir condition, associated
treatments and how they might comply or adhered¢ggntive therapies. However,

such a paradigm will view talk about asthma, medbeceor illness, as a window to a
decontextualised and coherent internal reality tbatd then be measured against an
external reality and medically-defined object. A®sult, perceptions that were not
found to match the clinical, fixed definition ofglobject “asthma” for example, were

frequently seen by those adopting that definitisrfidastorted.”

The Chapter Two review of asthma guidelines hidtieg how the notion that patients
have incorrect beliefs (an implicit assumption witthese guidelines) will lead “patient
education” to realign that perception with realidowever, other evidence which
adopted a discursive, rather than individualistiew of talk, suggested that when
analysing patients’ discussions of their views albmalth and iliness, the “attitudes”
these patients articulated could be seen to chawvegyethe course of an interaction, as
could their versions of the objects of health dimss that they related to those
attitudes. Examining this evidence suggested tieaviews that people express about
health and illness may be intimately connectedh¢sé objects being discussed and the
nature of the discussion, in turn raising questeisut the viability of attempts to
pinpoint a coherent individual attitude on a parée health issue. Instead, attitudes
about health and illness could be seen as a digeursnifestation of the interactional

conditions in which that talk was taking place.

Other cross-disciplinary research as well as ewiddrom this study, also indicated
ways in which individuals, in discussing an issuevhich they have a stake, may
engage in a range of social and moral actions gtroleir talk. Here, instead of
viewing talk about prophylactic medicine taking wdegiven the right conditions, the
speaker would accurately articulate their beligfspuld also be viewed as a form of
moral action for presenting the speaker in spewfgs. The role of morality in talk
about asthma prophylactic medicine taking theres@emed worth exploring to enrich
understandings of what people with asthma are detmn they talk about medicine
taking and whether in turn understanding of moyafitthis talk better reflects the

issues that inform their everyday life decisionswliheir medicine taking. Such
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insights might also inform understandings of howgde with chronic illness more

generally talk about and manage their condition.

Depicting the ontological relationship between mdhividual’s talk, internal attitude and
behaviour, predominantly used as a basis for piediadherence, has the effect of
reducing an individual patient’s experience ofalis to a set of isolated statements
which can then be categorised as specified typbésladfs, perceptions which are then
used to predict medicine taking behaviour. Ideitythe apparently limited capacity of
individualistic approaches to capture interacticarad moral issues in talk about
medicine taking raised the need to adopt a diftemesthodology which would avoid
such reductionism. The alternative methodology ey by the discursive
psychological approach of Potter, Edwards and Welh@&dwards & Potter, 1992;
Potter & Wetherell, 1987), with an assumption d@éractional talk as a form of social
action, appeared to offer a highly promising fraragin which to try and understand
what happens in talk about prophylactic medicifkéntpand how such talk might

engage with morality.

In acknowledging the relevance of engagement withahpositions in such talk it
became increasingly pertinent to explore what mstiof morality might structure the
talk of participants and evidence that people megigage with moral discourses of
illness management within a range of social situresti Further historical evidence was
required to assess how asthma and morality may lbeae regularly linked in talk and
text about the causes and management of asthmahacid might also be connected by
the participants in this study in a discussion alasthma management. This would
enable a path to be traced from the notions ofatedility for asthma constructed
within these discourses to notions of accountghdinstructed within the talk of
participants. The tools of DP appeared to proviéams for tracing such a path. Other
research using a discursive approach to talk ateaith and illness suggested the
concepts of discursive objects and interpretatyertoires might be relevant in making
these connections between individual utterancesader systemic discourse. The
following discussion examines what has been ldaynising DP to understand talk

about asthma management and prophylactic mediakneg.
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The Construction of Talk about Asthma Management ad Medicine taking

The data analysed from face-to-face interviewstaedata-sharing focus group
demonstrated challenges to simply interpreting &blut medicine taking as accurately
representing a person’s internal attitude, beligferception about their iliness and how
they manage it. Rather than merely describing oagtlsma management, participants’
talk could, rather, be seen as performing partrankgractional tasks. These tasks were
typically seen to be to legitimise the individuaiscisions about asthma management
and medicine taking, so indicating speakers attergpd manage individual notions of
blame and accountability for those actions. THhisased participants’ talk as a mutual
construction between interactors rather than aataculation of an individual internal
representation. Conceptually shifting the origihgndividual talk about asthma to a
social space had fundamental implications for hoat talk might be analytically
treated. Such talk could no longer be categorisagftecting an “attitude” because the
data demonstrated discursive properties that pitledlany such interpretation. These
properties were that talk about illness managermedtmedicine taking can be viewed
as rhetorical, sequentially, interactionally consted and potentially shifting, and both
historically and institutionally situated. Theseperties, identified in the analysis of the
data, reflect and build on the discursive psychiclgoroperties of participants’ talk
examined in Chapter Four, which emphasised speak#eractional dilemmas in talk
which could be linked to wider moral discoursesliscussions about health and iliness.
Following the analysis of interview data in Chagfere the discursive psychological
properties were expanded to incorporate a morelegtanderstanding of forms of
ethnographic context which may condition the prdiduncof interactional talk about

prophylactic medicine taking.

First, participants’ talk could be seen to be rhe#dly constructed. Separate statements
in talk, which from an individualistic perspectiagay be categorised as discrete
attitudes, perceptions or beliefs, could be sedetmterrelated to perform particular
discursive tasks, typically to justify asthma maeragnt. These statements could be
seen to be contextualised within certain culturatgred explanations or settings and
thus seen to be rhetorical devices deployed byggaahts to construct an account, to
discredit alternatives and to manage tensions legthileese competing alternatives.
Examples of such rhetorical devices, seen in tladyais of interview data in Chapter

Four, included the construction of discursive otgegeneralising and normalising
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devices, stories, external evidence such as newspajorts, reproducing or ironizing
the voice of medicine, use of withesses or apgeadscommon consensus. These
devices were seen to contribute to different tygfgsarticipant explanations —
interpretative repertoires, which could also benseversions of moral and other
discourses identifiable in British society. Simitapertoires could be seen to be
deployed by different participants to achieve d#dfea functions. They could serve
multiple functions and in some cases could be seée deployed by participants
simultaneously, then requiring further strategmsmanaging any tensions or
contradictions. This evidence suggested that pasjpteasthma, in discussing their
views of asthma and medication-use, may not candigtrespond to some separate,
external, real and fixed object. Instead, asthmedioations and illness may also be
seen as discursive objects, constructed in a yasfaways to perform particular
interactional tasks. Evidence of the interactidnattions of this kind of talk
contradicts the construction of such talk as sethfferent attitudes which would
appear to bear little relationship to the meanihgueh talk for the person articulating
it.

Second, participants’ talk could be seen to betcoced sequentially within
interactions. As interactions proceeded particigismes could be seen to be made
pertinent at different points within the ongoingalission. Chapter Five provided
several examples of how interactional dilemmasdabel seen to emerge through the
researcher’s choice of topics and style of questgand through the explanations
provided by participants. Similarly, the focus goalata showed how the moderator
presenting the vignettes led to one type of intevaal sequence, (most notably marked
with extended silences), whilst participants introitg stories led to a very different
type of sequence. Particular types of talk aboudionee taking can therefore be seen to
constructed sequentially within interactions whiglans that building understanding of
talk about asthma, medications or illness is asmalout attending to what speakers
did not say, thereby calling into question any gatesation of talk as a coherent attitude

or belief.

Third, if talk about medicine taking is sequentiaituated, shifts should be detectable
in “attitudes” being expressed by participants tagaasthma and medications. Such
shifts were seen in the focus group data whereidhaal participants’ views of

medications could be seen to shift from downplayhegdangers of relief and
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preventive asthma treatments to expressing conaedas the effects of long-term use
of those treatments. A social cognitive interpietamight be that such apparent shifts
in attitudes represented unreliable and distortégd dbout individual attitudes, a result
of group influence on the expression of individatitudes in group situations.
However, such an argument implies that there ishemaunbiased set of conditions in
which people’s attitudes might be obtained. Thiglgthas emphasised, from the review
of literature through to the different data anatlygethis study, that talk will always be
informed by and conditioned by interactional regmients. The notion that well-
designed scientific research methods can somehovwmise or bypass these influences
is to ignore how talk in a social world cannot remdself from that world but will
always be situated within the social historicalteain which it takes place.

Fourth, the explanations provided by participatsi@d be seen to be historically
situated. In order to provide a plausible justifica of one’s asthma management,
participants’ explanations needed to make sengennparticular cultural explanations
of health and iliness that circulate British sogitetday. Examples of these were
provided in Chapter Four and these different exatians could be seen to be situated
within moral discursive frameworks that allocatéanbe and accountability for the
speaker’s actions. Two different speakers discgdsia same actions could be seen to
be judged differently because of how each speadliogied different cultural and moral
discourses to position their behaviour. This evidesuggested that a particular reported
medicine taking behaviour is unlikely to be unifdyroategorised within interactions as
either appropriate/inappropriate, correct/incoraatesponsible/irresponsible. Rather,
the speaker’s action may be judged according to éftectively the speaker positions
that action within those moral discourses thati&ety to allocate blame and
accountability for that action. The range of expldons provided by speakers are likely
to “make sense” differently within different soclaktorical and interactional contexts
and judged according to the plausibility of the largations provided within that
context. The delivery of an explanation or “attéidnay therefore be situated by time
and place but also how that talk is interpreted@araluated may be historically
situated.

Finally, talk about medicine taking could be sesmnatitutionally situated,
demonstrated by the analysis of deviant casesrdaardhctional conditions. The research

process was itself situated within a context otjerelevance; the larger NHS asthma
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study from which these participants were recruitésing techniques from linguistic
ethnography, the role of the researcher in linkheglarger study with this study, could
be seen to construct specific interactional coadgiinfluencing the talk of participants.
Implementing the face-to-face “interview” methodiuttbbe seen to activate institutional
roles of “NHS representative”, “researcher” andrtjggpant” and to structure
participants’ talk. A range of researcher and pgrdint presuppositions about patients’
and researcher’s identities, goals and motivatwoe® not explicit within the interview
setting but appeared to have influenced how pp#rds understood the interaction
taking place. This was evident in interactionalsetces of both the interview and focus
group data. Researcher attempts to obtain pantitipaws were therefore also
constrained by these interactional conditions amkddent on how participants framed
that interaction. Researchers’ institutional ra@es often taken for granted in research
settings, with researchers often taking care torengarticipants are informed about the
purpose of the research rather than the reseasatode’ within that setting. Informing
participants about research aims is usually unklentéo uphold ethical standards of
informed consent. However, the analysis of dagaonted in Chapter Five and in
Appendix D, regarding the role of the focus groupderator, indicated that informing
participants will not only have an ethical consetpesbut may, equally, inform how
data will be constructed within particular param&t&hese insights demonstrate that
talk about illness management and medicine takiogducted within research and
healthcare settings may regulate the talk withat setting according to particular
communicative expectations about how interacti@motld” proceed in that setting.
These expectations may not be explicit or predetexthbut can be seen to emerge
through the ongoing discussion. This suggestedkettactions about illness
management and medicine taking do not thereforeigega complete representation of
one’s attitudes or illness management behaviourshaonsistently reproduced in a
range of contexts. Instead such discussions caedieas a presentation of illness
management in a format that the speaker considess appropriate for the type of

interaction taking place.

Talk about medicine taking within research settiogs therefore not easily be
categorised as a particular attitude if a speakalksis viewed as a product of
interactions, being rhetorically, sequentially tbigally and institutionally situated.
This view of talk therefore reflects much of thetature reviewed in Chapter One,

particularly the analysis of “interactional dilemsfidy Radley and Billig (1996) for
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people discussing their chronic illness with a ‘ltteg employed” researcher and
Horton-Salway’s (1998) analysis of the discursivastruction of ME as a struggle for
authorship of an iliness within a contested histdrspace. Certain types of interaction
can be seen to give rise to certain types of tatkthis suggests that the discursive
properties of such talk creates difficulties inigsmg fixed categorical statements to
talk about medicine taking. However, this is nos&y that this discursive view of talk
about medicine taking is so idiosyncratic that wewnable to analyse such talk to gain
understanding of the issues that influence decispmople make about medicine taking.
The analysis of interview data in Chapter Four ade@ how participants’ talk could be
seen as simultaneously unique and shared and Bstilits analogy discussed in
Chapter Two provided a useful way to conceptudhseview, discussing how the
different “threads” of individual talk could be set form part of a larger social
structure (“the rope”). Participants’ talk could $&en to be connected through the
different moral discourses activated within intéi@ts and towards which participants
orientated in constructing their justificationstbéir medicine taking. This orientation
was evident in the devices that participants’ dggdb in particular the use of discursive
objects and interpretative repertoires (discusseéthapter Four). Discursive objects
here could be seen as appropriations of “fixedabjesuch as asthma, medication and
iliness, whilst repertoires could be seen as vassad broader cultural discourses. The
activation of moral discourses in participantsktemphasised that understanding these
different discursive frameworks may not only indecthe issues that were pertinent in
discussions about asthma management and mediking.tdhese same discourses may
also be activated in other social spaces in ppditis lifeworlds. The circulation of
these different moralities to lifeworld settings,which blame and accountability for
medicine taking decisions are distributed, theeef@ems critical in informing how

people make decisions about their condition.

The five properties identified in the analysismtierview and focus group data has
enabled knowledge about individuals’ talk aboutes management and medicine
taking to move beyond notions of this talk as reprging internal cognitive
representations. A range of interactional issuaesbeaseen to influence the production
of this type of talk and people can often be searrientate to a range of moral
dilemmas in managing these interactions. Eliciingerson’s views and versions of
their illness management and medicine taking measefore not be a simple matter of

choosing carefully worded questions, or deployimg dorrect data collection
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instruments. The findings suggested that talk abwadicine taking is constructed
within a social space by contextual features thay not be directly observable within
the interaction taking place, potentially involviagnultitude of issues and moral
dilemmas that may be shifting and negotiated asactions proceed. “Attitudes” may
therefore be unlikely to be accurately and constbtarticulated within this dynamic
and changing social space but instead somethiegwedy be offered which is amenable
to a discursive analysis. This is talk which carseen as a manifestation of socially
circulated moral issues that may influence decsmvout medicine taking in daily life.
Understanding the relationship between social disssand individual talk is therefore
likely to assist with getting closer to those sbaiad moral issues that influence
individual decisions about medicine taking.

The Structuring of Talk about Asthma Management andMedicine taking

The Chapter Two review of literature and the analgg language documented within a
range of sources helped theorise how abstractulises of asthma management might
structure the talk of participants. This demonsttdiow links have been made
throughout history between asthma and moralityhligbted how links made between
asthma and morality have changed; and emphasisedisoourses of asthma
management have been constructed and circulatedaioge of social spaces, over time
and are still evident today. The sources examineldided journal articles that reviewed
and cited historical manuscripts; original publiocas representing dominant theoretical
conceptualisations of asthma causation and managepublished research findings
reporting clinical and patient’s perspectives ainias management; and contemporary
documents outlining strategies and guidelinesHerdinical management of asthma.
The analysis of these data formed the basis ofgum@ent that moral discourses of
asthma management were likely to be activated bycpaants in their talk about
medicine taking. While individuals in the early ttieth century could be seen to have
to account for having asthma in the first placeremecently this connection between
accountability and causation has been replaceddoymaection between accountability
in relation to how individuals manage their astrand the decisions made about
medications. In contemporary asthma guidelinesigpaccountable for one’s
management of asthma symptoms, has been linkechwiitbns of responsibility,
autonomy, authority and empowerment, orientatimgiad the central requirement of

preventive control of one’s breathing.
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Many participants could be seen to justify theintaalherence to prophylactic
medications, so indicating how an asthma preverdiscourse might structure these
justifications. At the heart of this rhetoricalkavere versions of the individual, their
attitudes, identities and behaviour, which speakenked to present as trustworthy and
authoritative and in which their actions could bers as reasonable and responsible.
Being accountable for one’s asthma outcomes cbwlicbfore also be seen as a
reproduction of a moral discourse of asthma managémhich places clinicians and

patients as the “empowered decision-makers” yatwatable for those decisions.

However, the historically-situated explanationd ferticipants provided (see fourth
property of talk discussed above) revealed notafreecountability that were
constructed within other moral discourses of illegnagement. These discourses
appeared to circulate a range of social spaces@mtructed versions of doctors,
patients and the doctor-patient partnership in wayish could be attributed to a variety
of sources, rather than seen as a direct reprastuctiasthma management discourse
evident in asthma guidelines. In addition, notiohdoctor’'s and patient’s
responsibility, evident in asthma guidelines carséen to be emergent from traditional
sick-role conceptualisations, and the emphasisootod-patient partnership within
guidelines reflect broader contemporary discoursgarding the “concordant”
partnership and it's replacement of the traditidisampliant” doctor-patient
relationships (Royal Pharmaceutical Society, 199 talk identified in the interview
and focus group data cannot therefore be eastgdréo any one particular source, nor
can a range of distinct moral discourses be idedtés independent entities with
bounded sets of terms that speakers might depltheintalk. Rather, something much
messier happens in interactions, with speakerdaegpions appearing to appeal to
shared understandings that may have multiple eapday premises, can be seen to have

origins in a variety of places, and yet wholly iatitable to none of them.

The indeterminacy of talk was nowhere more evidean in how the concept of
“control” was deployed by participants. In all theurces examined in this study,
control appeared as central: control of one’s eomgti (either consciously to avoid
symptoms or to express as a form of cure); of om#sl, (either as emotions and
desires or as beliefs and knowledge); lifestyle laaoits (from sexual activity and diet

to daily decisions about medicine taking). Moreerdty, the relative success of
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prophylactic medications in preventing asthma syt has increasingly encouraged
discourses linking control to prevention rathemtleantrol by responding to symptoms
through the use of reliever inhalers. As discussdthapter Two, prophylactic
medications have only been in wide circulation sitiee 1980s. It was evident that
many of these participants, who, from a medicasjpective, could be considered as
“non-compliant” or “non-adherent”, justified themedicine taking by deploying the
older discourse of symptom control. This is a disse associated with the management
of acute conditions and participants justifying tdoatrol of asthma symptoms through
relief medication could often be seen to assothaaise of a symptom control
discourse with the discursive construction of thgot asthma as “not serious”, “not
debilitating” or “not proper asthma.” Much of thesearch reviewed in Chapter One
(Halm et al., 2006; Horne & Weinman, 2002) pinpeththis “perception” of asthma as
a key reason why many people do not adhere to glagtit medications or attend their
surgery and instead rely on alternative strategiesvever, the analysis in the study
reported here demonstrated how it may be advansiageoview these “perceptions,”
not in isolation, but as connected by people witfeent versions of their own self,
such as someone with asthma, with an acute or ichitmess, fit for work and working
hard, a fraud, someone who cares and is not carexthfl not a burden. These versions
of the self and one’s condition can be seen notlypas “distorted perceptions” but as
formulations of health problems that may play ac@alrole in influencing which
versions of the self people can construct and whial enable them to participate in

everyday life.

The management of asthma and illness more genenalytherefore extend beyond the
physical experience and management of physical &ymgto a social experience of
asthma and iliness. This can be seen as a cowmtrointy of symptoms, but of one’s
attitudes, identity(ies) and behaviour within medliignd lifeworld contexts. This

finding clearly resonated with the concept of “itdgnwork” of Adams et al (1997) in

which people with asthma engage, Cornwell’s findifigarticipants’ “public accounts”
(1984) where moral implications of illness were aged, alongside other work
emphasising how people with chronic illness actiwgnstruct themselves to enable
participation in society (Charmaz, 1990; Frank,3)9®lotions of self-control are
clearly not isolated to one aspect of health oeattto health itself, but can be seen to
be situated within other moral discourses aboutiiddal control and discipline, within

which speakers actively position themselves. $rfarrative analysis and discussion of
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chronic iliness and the pursuit of virtue in evarydife, Gareth Williams makes this
connection in commenting that in 1980s British sbgihealth, like wealth was neither
good nor bad in itself. What was good was “the-d&€iplined activity, which
according to Protestantism and Mrs Thatcher, presititem; and in their absence is a
sure sign of gluttony and sloth” (Williams, 199392). Tracing a path between
individual utterance, (regarding control or any ogpt implicated in moral
accountability), and the moral discourses struotusuch talk proved difficult because
concepts such as control could be seen to originaesariety of locations. In addition,
the historically-situated individual whose talk daaseen as both regulated and

productive of wider discourses added further comipleo tracing these origins.

These difficulties in determining the structuring‘attitudes” and versions of events
indicates that talk about illness management isxeoessarily what Fairclough referred
to as “naturalised” (1995) within a particular discse convention. As discussed in
Chapter Three, Fairclough argued that particulstituttional settings bring about, or
“naturalise” particular discourse conventions. TWwas reflected in the fifth property of
talk identified in this study which identified tallbout medicine taking as institutionally
situated. However, in contrast to Fairclough, pgngperty highlighted that the

regulation of talk was not prescriptive but coutddeen as a complex arrangement of
interactors’ communicative expectations of thatiingonal context which are difficult

to determine. The discursive complexity within naietions suggests that Goffman’s
term “loose coupling” (1983, p.11) between uttemand social structure appears to be
a more helpful conceptualisation with speakers tatyjog a number of moral
discourses in their talk. However, this suggesas titie discursive approach taken in this
study is limited in the ability to locate talk alidlness management and medicine
taking within a coherent moral discursive framewttr&t might be used to critique
existing policies and inform the generation of fetdlness management guidelines.
Instead it suggests that individual constructiohiireess management and medicine
taking needs to be understood for how shared utathelimgs of illness management are
manifested in talk in novel ways which might indeapecific concerns that speakers

orientate towards.

However, this study has built on research thatigislighted interactional and moral
dilemmas in talk about health and illness by idgimg how blame and accountability

might be differently allocated according to theenaictional conditions of different
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encounters. What was said within interactions cta@deen not only to be influenced
by the talk taking place but also by how the redeaetting and those interacting within
it were constructed prior to that encounter. Adagtan approach through which to take
account of the interactional conditions in whidheks talk and medicine taking takes
place may therefore enable understandings of whiatal discourses are likely to be
activated, how these discourses might structursetiteractions and to offer means of
examining them. This in turn may provide firmer arstandings of how speaker’s
constructions of concepts such as control may biieted and categorised. This
therefore re-emphasises how talk about illness gemant and medicine taking can be
viewed as a performance in which speakers musoyegpropriate linguistic resources
in order to be categorised in what they and otletigpants may see as appropriate
ways. These “appropriate categorisations” can ba as discursive objects that have
emerged from different moral discourses, suchlesrésponsible manager of one’s
health; compliant patient; empowered decision-makerontrol; and hard-worker. The
findings suggested that being categorised in thweses will enable access to particular
types of outcomes regarding the clinical managemesymptoms, or activities within
lifeworld settings such as work. Understanding hallk about medicine taking operates
as a performance therefore provides insight intgpfocess by which people living with
chronic iliness might come to be categorised wittansultations and lifeworld settings,
how relevant these categorisations might be for tieey manage their condition and

the consequences of these categorisations formesdtdecisions.

Talk as a Performance

The discursive psychological and linguistic ethramipic methodological framework
used in this study enabled talk to be situatedliakdd to wider moral discourses of
behaviour. However, it also demonstrated how tatkud medicine taking may be a
continuously constructed performance within intéoas. Participants could be seen to
shift the orientation of their talk to meet the @fie discursive demands that they
evaluated as relevant at particular moments wititeractions. From a medical
perspective that deploys a discourse of prevemtmmhadherence in understanding
patients with asthma, it is possible to argue soate explanations of asthma
management may be interpreted very differentlytheis, with different consequences
for those people. The interview data analysed iagB#rs Four and Five illustrated a

range of ways participants’ accounted for the skimés of medicine taking behaviour,
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or “non-adherence”. These different versions cdnddeen to be historically situated
with varying degrees of blame attributable to indinal speakers. This analytical work
indicated that people, in discussing how they marthgir condition, are potentially
categorised according to the effectiveness of tteitorical accounts rather than how
they actually manage their condition in everydég. IRather than participant’s
“attitudes” and medicine taking behaviour, it magytheir linguistic performance within
the interaction that is categorised by the researdoctor, nurse, according to the

criteria that are set up within that interaction.

How these criteria are communicated to patientesgarch participants appeared in
this study to be critical in the consequencesHerithteraction that takes place. The
institutional roles, presuppositions about thodes;anormative expectations about the
type of interaction taking place as well as theetraphic contextual features are likely
to have some bearing on how interactors understariftame” those interactions and
therefore the perceived criteria used in interpgethe talk within it. People with

chronic iliness will engage with the framing thiagy feel is relevant for that particular
interaction and how they want to be understoocterting to that framing. The
variations in talk according to particular framingas made evident through the
analysis of interviews where a few participantsmd appear to frame the research
interview as one where a narrative was expectedaadn which the participant’s
identities had previously been constructed in paldr ways — as a “person inadequate
control and quality of life” and “person non-adh&revith medical care.” The apparent
lack of access, or use of these resources potgrda@itributed to a very different type
of interaction as a result, seen in the analysextfacts in Chapter Five. The lack of
display and apparent access to particular resoundbsse extracts indicated that it was
these participants’ performances that were catsgdrand not how they actually
engaged with their condition.

This view of the performative elements of illnessratives builds on work undertaken
already on how people provide stories within reseanterviews, (Bury, 2001;
Riessman, 2003a, pp. 340-343), and clearly linkirth the work of Radley and Billig
and their concept of “interactional dilemmas” (198 ed by people with chronic
illness in presenting themselves as healthy arfdrfiivork. Skultans (2000, p. 9) argued
that “narrative makes actions intelligible to tledf and to others by showing the part

they play within an intentional project.” Theseténtional projects” seen throughout
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much of the interview data in this study have iatkd a manifestation of issues that
may also be performed in dealings with peoplefewlorld settings, reflected closely
with studies that have also demonstrated the padnce of illness in everyday life,
such as the experiences of patients with arti{isy, 1988, p. 92); patients with
traumatic spinal cord injury (Yoshida, 1993); aradiratives produced within clinical

care, referred to by Mattingly as “healing dramg€04, pp. 73-94).

However, the concept of performance developed tlumstudy’s findings has the
closest connections with Riessman’s (2003b) amabylsperformance narratives for
men with multiple sclerosis. Using a similar anigigt approach to this study, Riesmann
used the theories of Bourdieu and Goffman to exanvio contrasting performances of
masculinity, situating these accounts within a aldaistorical and interactional context
in which the social structures of gender, classdisadbility could be seen to structure
and be reinvented in accounts of the body and kspéze. Like Riesmann, the findings
in this study emphasise a dynamic relationship betwsocial structure and individual
agency in performances about illness managementauddtine taking, in particular
how the same condition or behaviour may be contstduand therefore construed very

differently depending on how it is historically aimgtitutionally situated.

Yet the research on performance narratives typgitellnds that talk within the
interactional context taking place. Other reseavithin health (Roberts et al., 2005)
and outside of health (Billings, 2009, SeptembéonBnaert, 2005; Mehan, 1996) has
shown the importance of accounting for the distrdruof linguistic resources and their
transference across contexts in how talk and tbe¥éperformances” are interpreted
within different interactional encounters. Thisdtis findings combines insights
regarding the performance of talk and the allocatiblinguistic resources, within the
field of medicine taking and talk about illness mgement. Understanding how talk
about illness management can be seen as a perfcemdrere speakers’ linguistic
resources are evaluated against specific criteables us to interpret the role and
functions of power and the dominance or absengaxicular discourses in talk within
research and healthcare interactions. Becausaslimanagement and medicine taking
can be viewed as a social and not just physicatrpce, people, in discussions with
clinicians or researchers, may orientate to a nurmbmoral discourses in talk about
medicine taking. However, the crucial point for hpaople are viewed within health

care interactions, and how those discussions pdpteahich versions of illness
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management and medicine taking clinicians are ditbgrto in those interactions and
what criteria will be used to categorise the perfances that people with asthma or
other chronic illnesses are displaying. Unlike @Gadh's use of the term “performance”,
(which carried the implicit assumption that intdoais had a shared understanding of the
meaning of the performance which took place), tleesss of these performances is
likely to depend on the distribution of resourcethim interactions, which may not be
shared between clinician/researcher and patietitjpant. The meaning of these
performances is also likely to be fluid, as cultunganings of different health
behaviours and display of symptoms have been shiowhis study (Chapter Two and
Appendix D) and elsewhere, to be regulated, negatiand resisted across space and
through time (Brandt & Rozin, 1997; Herzlich & Ret; 1987; Sontag, 1991),
manifesting itself through policy, guidelines, iteghromotion initiatives and media
images (Davison, Davey-Smith, & Frankel, 1991 nickl practice (Pollock, 2005),
interactions about health and produced by indiv&liratheir talk (Pill & Stott, 1982).
The interpretative repertoires that people constuithin discussions about their illness
management may closely match contemporary, lochisscourse that may be key in
allocating blame and accountability, or perhapsrred more out-dated, remote
discourses that are limited in their functionaketfveness within the interaction taking
place. Inequalities in access to resources withaith interactions may therefore result
in clinicians or researchers inappropriately catisgtg a person’s engagement with
their condition on the basis of “information abaititude” they see as having been
given in their discussions with that person. Thedwg” kind of patient performance,
I.e. one’s that are considered incorrect from aioagerspective, may lead to clinician
accusations of the patient being irresponsible;autimerent, having the wrong beliefs or
being in denial. Inappropriate categorisationsdfwe have the potential to lead to
inappropriate treatments being prescribed, a viéwehvis reflected in research that has
shown the potential detrimental effects of a mddigenda controlling consultations
and marginalising patients’ lifeworlds in thoseatissions (Barry et al., 2000; Mishler,
1984).

Asthma or other illness prevention discourses aragps only available to people
whose backgrounds have equipped them with theiBtigwesources required to enable
a discussion that will be effective within the ifgional framework of medicine. This

Is not the same as saying that education is thédkegyprovements in adherence. What

it means is that because of socio-economic ana-4gusiorical circumstances there are
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inequalities in access to these resources thatsitbahsome people will be more
effective at accounting for their behaviour thahneos, whilst not necessarily any more
likely to be “adherent.” This point is echoed bytieds et al (2004) who have shown
that people’s abilities to utilise institutionahduistic and bureaucratic resources within
consultations is a growing problem in areas oftikewith increasingly diverse
populations, having consequences for how consoittagproceed and potentially

treatment outcomes.

People with chronic illnesses may become delineattdn the discourse of prevention
according to clinical and researcher’s assessnighew “beliefs.” The effectiveness of
the articulation of those beliefs within an intdras about symptom prevention may
determine the particular subject position thaticlans/researchers “assign” to
patients/participants within that framework. Moregyeople with chronic ilinesses
may not make decisions about how they manage ¢badition based on subject
positions within this discourse and are unlikelyrtake the judgement about how their
illness management is positioned within it. Thestens that were manifested in
eliciting participants’ “attitudes” and versionstbkir medicine taking behaviour within
the interviews of this study may be seen as traalsfe to healthcare interactions more
widely both at an interactional level in relatianaccess to resources and also at a moral
discursive level, in relation to the basis on whigtisions about illness management

are made.

Interpretations of Talk and Decisions about Prophyactic-Medicine taking

If we view interactional talk about medicine takiag a continuously-constructed
performance then it is difficult determine fromttalk how people with chronic illness
make decisions about medicine taking in everyday However, the literature review,
which included an examination of the language witsthma guidelines, the analysis
of interview and focus group data provided différgmes of evidence of how
discursive links have been made between asthmagearent and morality and that
these links could be seen to be circulated andfested within varied social spaces. In
asthma guidelinesliscursive links could be seen in the incomphiybof an ideology

of patient-centred medicine with policy directitbat regulate the options available to
clinicians and patients. This tension has the ptkto radicalise clinical decisions

which do not conform to the guidelines and so inmppa moral incentive for clinicians
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to comply with orthodox treatment recommendatidnghe interview datathe

majority of participants could be seen to be prepead with providing plausible
reasons for the decisions they reported. Thesemeasere rhetorically constructed
using different culturally-available discursive ebjs and interpretative repertoires in
their talk such as the sick individual passivelynig up with tablets or versions of the
hard-worker. These rhetorical constructions mapdréicularly effective in allowing
these people to function in important social neksand lifeworld settings that they
access in everyday lif&he focus grouplataby contrast displayed evidence of some
participants’ reluctance to identify with a positiounning counter to an orthodox
medical directive on medicine taking. Such reluceademonstrated an awareness of the
authoritative medical discourse on the correct fioncand use of medicines, a
discourse to which participants may feel requiecespond and to position themselves

in morally acceptable ways.

When people talk about illness management and nnediaking they may (as shown in
Chapters Four and Six) orientate their talk to ipldtmoral discourses that have some
connection with that talk. Blame and accountabitiy be seen to be allocated
differently according to the performance of thék taithin the particular moral
discourses that are activated within interactidiss suggests that talk about illness
management will function differently in differemtteractional contexts and therefore
may be indicative of the moral discourses in wipebple make decisions about
medicine taking on a daily basis. While a medi¢atadurse of asthma management may
classify a particular attitude or behaviour as éimect” or “non-compliant”; within
alternative lifeworld discourses, these same aiistand behaviours may be considered
appropriate and normal, and function to uphold irtgod lifeworld identities. The
explanations provided by many participants, indidahat taking relief medications lay
at the heart of these alternative moral framewarksre blame and accountability were
distributed. “Non-compliance” or “non-adherencemedications, attendance at a local
surgery or to any aspect of healthcare could, inyniégeworld contexts, therefore be

seen as an appropriate response.

Situating individual’s talk within a lifeworld coext reconfigures our understanding of
how decisions are made about illness managemenmnaddtine taking. Instead of
locating the individual as having a package ofudes and beliefs which can be elicited

and measured to predict adherence to prophylad@dications, without reflecting on
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the construction of those attitudes, a more holistiderstanding of the individual is
made available. This is to more fully appreciaeitidividual’s management of iliness
at a unique intersection of the other influencetheir lives. These influences are not
discrete entities but form a complex arrangemerboterns into which “having
asthma” or any other illness has to fit if thosepde’s lives are to be maintained. This
understanding resonates with other work which Ingshasised that illness and its
management needs to be viewed as a social andst@ty a physical experience in
which people actively construct their identitieonaer to participate in social life
(Bury, 2001; Charmaz, 1983; Frank, 1995). This gtuals emphasised that dimension
of this experience which relates to the individoadly experiencing a physical
condition within a range of shifting moral discwesicontexts. Medicine taking then,
can be positioned as a social activity that intsragth other social activities which
situate medicine taking with a range of moral cdations, defining individuals in their
use of those medicines. It has therefore been dripat to understand decisions about
medicine taking we need to view this social acfialongside other such social
activities and alongside how the individual is piosied within moral discourses
associated with those contexts. This approachteguhbe unit of analysis outside the
individual and within their lifeworld context in wth decisions are made and
discursively managed, while considering that indlivl’s social and moral activities.
This evidence provides insight into and consideescdompatibility of available and
efficacious treatments with patient’s lifeworldgftre the compatibility of individuals’
beliefs with clinical treatments. This may provitere convincing explanations of
patients’ practices in relation to adherence tranlze provided by individual attitudes

to medical objects.

In this study, differing discursive contexts wedentified in which moral discourses of
medicine taking could be seen to be activated adsullikely to be activated between
clinicians and patients in consultations aboutrastland other chronic illness
management. The value of educating patients abediaations can, in this way, be
seen as too limited in the ability to influence hpeaople will use those medications.
This is because here the relevant issue for pateart be seen not as one of whether
patients understand their condition, what medicatido and the need for adherence but,
rather, as what these may mean as concerns ingxeepkryday lives. One application

of the ideas examined here may therefore be towiys to help attune clinicians to the
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moral dimensions of talk being attended to ancgspond accordingly in

communicating with patients.

Some Implications for Communicating with Patients in Clinical Settings

Within the discourse of adherence, people with mizrdinesses may become
designated as “good patients”, “bad patients”, poesible”, “irresponsible”, as having
“accurate understanding” or “incorrect beliefs“,“asmpliant” or “non-compliant”.
Such adherence discourse-related designations enagded on clinical judgements of
the effectiveness of their talk within an interaatiaccording to particular criteria of
disease control and associated recommendatiofoopriate illness management.
Peoples’ performance of that talk may affect hogytare assigned within that
framework, with likely consequences for the treattraecisions reached by clinicians,

with patients potentially being prescribed medmasi they may not have wanted.

Viewed in this way, through a discursive psychatagand linguistic ethnographic
approach, the function of treatment guidelines masd to be repositioned as a
reference point rather than a recommendation éattnent. If notions of the individual
need to be re-located within a moral discursivet@dn so, too, do notions of evidence
and patient and clinical expertise within a clitisetting. Instead of attempting to
reconcile the inherent contradictions between cdihievidence-based and patient-
centred practice, the clinical encounter could dgjal broader notion of evidence than a
medical paradigm that upholds randomised contrdtiets as the gold standard to
inform practice. This evidence would be providedligy patient, but instead of focusing
only on their talk as a means of assessing theacgwf patient’s beliefs, this view
would understand such talk as indications of thentinas and issues at stake for
patients.

The alternative or additive interpretation offereate would have implications for how
the consultation may proceed. For example, a patigh asthma reporting that they
only used a brown prophylactic inhaler when thditfeat they were getting a cold
might lead to the consultation proceeding in onenaf distinct ways. A discussion that
conformed to asthma guidelines might follow wheréig/nurse or doctor educates the
patient about how their asthma is a continuous tyidg condition that needs daily

management, and that in order for the brown inhal&ave any effect the patient needs
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to take it much sooner before any cold symptonseaiihis would be likely to bound
the discussion within a medical discourse of asthmaaagement and so close off
opportunities for the patient to express the rélmedications in their everyday life.
However, when repositioning evidence within pagéeveryday lives, the clinician
might instead ask the patient whether they areemred about taking a medication
everyday. This might lead to a discussion of medtaise in a lifeworld context, in
which particular moral discourses circulate, whichy then facilitate further discussion
of the compatibility of a prophylaxis within thosettings. The need to facilitate
discussion of patient’s concerns about medicati@ssalready been highlighted in
research that has shown the difficulties patiexpgegence in articulating concerns
about medications (Stevenson, Barry et al., 208@hin this view, the clinician’s role
as expert would therefore be less about advisitignta about what they “should” be
doing but rather as being able to offer a treatrtfeaitbest meets the patient’s concerns
and needs. This is not to say that patients be¢empowered decision makers”, and
that clinical consultations may be more “concortlahtere is evidence to suggest that
some people do not wish or expect to be given &eho their treatment (Butler,
Rollnick, Pill, Maggs-Rapport, & Stott, 1998; MaKkpArntson, & Schofield, 1995).
Rather, discussions about illness management ndsal riepositioned so that decisions
are more fully informed by the issues that areipent to patients in everyday life. The
patient’s expertise does not lie in providing tbkuson however, but lies in their
experiences of the issues that affect their pgditdn in activities such as work, school

or other social activities.

Instead of viewing evidence as an objective okjgetinst which to measure patients’
attitudes towards treatment or iliness, this sbevidence varies according to the moral
discursive contexts of patients’ lives. Insteadiefving talk as a separate entity from
evidence and assessed as either correct or intsuat talk might be seen as
providing the evidence itself and so avoids anreht contradictions between clinical
and patient perspectives. The notion of doctorgpattollaboration might therefore also
be reconfigured. Instead of attempting to persyedients to adhere through different
tactics, using what Habermas called “open” or “@aled strategic action” (Scambler &
Britten, 2001) this approach is about accepting hod whether medications are
compatible within people’s lives and the functibiatt“non-adherence” might play in
lifeworld contexts — an approach which Habermasrretl to as “communicative

action”. Reframing both ideas of evidence and iralthis way may help reduce
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clinician and patient time and service resourcemnsfyre-educating” patients to little

effect and only to repeat such discussions atea thtte.

Limitations and Achievements of a Discursive Psychaogical Approach to

Understand Talk about Medicine Taking

This study has been able to provide novel insigiitsthe production of talk about
prophylactic medicine taking in moving beyond indivalistic approaches undertaken
to date to explain and predict adherence to pr@uiigl medications. However, the
predominantly discursive psychological methodolaggd in this study does not
provide an alternative means of obtaining patiemspectives in order to better
persuade those patients to take prophylactic mgolisamore regularly. Rather, it
reconfigures our viewpoint of the individual perseith a chronic illness and the role
of medications within that framework. This is oneahich the individual is located
within a range of interacting social spaces. Meithics and medicine-use are then
assessed as to whether it is compatible with tepaees. This study has attempted to
understand this by shifting the unit of analysisgvirom individualistic, attitudinal

concepts to a study of interactional issues withgocial space.

The interview and focus group methods deployedttetstand the discursive
construction of participants’ talk created soameéractions in which the language of
medicine taking would be reproduced and producexlitih the interaction. However,
these were not “real-life”, or naturally occurrimgeractions, but, as the analysis in
Chapter Five brought out clearly, were unusual entars for discussing asthma
management, with vague definitions, boundariegsrahd expectations. The
construction of the research settings and datamiliis study will therefore have
produced a particular type of talk and resultintadAlthough examining the contextual
conditions in which participants were recruited amdrviewed provided valuable
insights on the production of this study’s dat&, teethods used in this study restricted
the analysis largely to linguistic techniques, prding a broader understanding of
participants’ naturally-occurring language as peatuwithin the social spaces in which
asthma was managed. This potentially limited tmel&iof moral discourses that would
have been activated within interactions which waeleal the moral concerns of
participants that might influence daily decisiob®at medicine taking. These

limitations were initially identified from analygythe interview data and were
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addressed with the use of the data-sharing foaugpgiVhilst this focus group can also
be viewed as an unusual encounter for participandsscuss asthma and medications,
the researcher set up the group to help facila#ter kinds of moral discourses that
might be activated in this different interactiodghamic. The groups’ shared concerns
about being a person labelled with asthma, of liemgr medication use and experiences
of healthcare suggested that using the focus gn@agpsuccessful in activating different
discourses to the face-to-face interviews. It dlsmonstrated that further, potentially
richer insights regarding the link between morakdurses and medicine taking might
have been identified by observing discussions thfimaa in participants’ lifeworld

settings.

However, the purpose of this study was to explbesvialue of investigating talk about
medicine taking using a discursive methodologyaléernative approach to those that
have viewed this talk as representing individuadiates. This study has achieved this
aim by pinpointing key properties in participartek and showing how this talk can be
seen as both structured and creative of moral dises. By adopting a discursive
psychological and linguistic ethnographic methodglave might now better understand
talk about medicine taking as a performance, stibgediffering linguistic resources

and as a manifestation of moral issues that infdaity decisions about medicine
taking. Interview and focus group methods providpgdropriate means for examining
this because they provided opportunities to edigith talk in direct conversations with
participants. Discursive psychological analytieditniques provided the tools to
analyse the discursive construction of participaatk and using these tools
highlighted the interactional dilemmas that peopbey face in discussing how they
manage their condition. Additionally, interpretimgerview data was enhanced by using
technigues and ideas from linguistic ethnographglitaw a more explicit and detailed

examination of the exercise of power in context.

This study has therefore provided a foundation aickvto build a more sophisticated
methodology to further examine the relationshipveetn talk and illness management.
Such examination might focus on how performancleding to illness management are
seen to play out in everyday settings or to undadsthe positioning of medicine taking
as an activity alongside other social activitiesnAthodology to understand these
iIssues might combine linguistic and ethnographfr@gches and could be implemented

using a form of participant observation to identifigat sorts of interactional dilemmas
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and moral discourses are activated when peopletoemdnage their conditions within
lifeworld settings. These insights would providether evidence of how illness
management and medicine taking are positioned nvghople’s everyday lives and
suggest new ways in which people might be suppaaedanage their conditions

within these contexts.

In deploying a discursive psychological and lingiaisthnographic approach to
understand talk about medicine taking, the findiogthis study also raised other
potentially important issues which were not pogstbl pursue within the scope of this
project. Firstly, the approach taken in this staduld have led to a more detailed
analysis of how different types of talk could bers¢o be dominating or be
marginalised in discussions of asthma manageméetdiscursive variation identified
in the analysis of focus group data regarding pigdints’ “views” of medications
indicated that medical conceptualisations of medi¢aking functioned at certain points
to marginalise competing alternatives regardingstifety of medicines. In contrast, the
analysis of interview data provided examples of lpanticipants constructed versions
of themselves whilst at the same time underminimgjraarginalising less-desirable
alternatives. It might therefore have been fruittuexplore further how and when
medical versions of asthma and illness managenwend be seen to dominate
participants’ talk and therefore the implicatiorighos for what may be left unsaid in

discussions about illness management and med ekiagt

Secondly, the consideration of the circumstanceghich participants’ justified their
medicine taking led to the concepts of “affordanaetl “discursive space,” building on
Radley’s (1993) analysis of agency and “spacestdr’ in how people live with and
talk about chronic illness. Radley discussed hoacep of action are available to people
with illness between what is expected regarding thehaviour and what can be
attained. Appendix D includes a comparison of tetaric identified within two

extracts selected from one interview undertakethisstudy. This brief analysis
indicated that it would be fruitful to further expé examples of variations in the
“affordance” of “discursive space” to understandvhindividual choice might be
positioned within different moral discursive framaks. Justifying illness management
may be related not only to the activation of digigrmoral discourses within
interactions (and speaker’s access to those disesubut also to the discursive space
that is afforded within ongoing discussions.
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Finally, the biographies that were provided by iggrants regarding the origins of their
asthma, the circumstances that led to a diagnasishen use of medications could
have been explored in more depth. These storidd sometimes be seen to
contextualise the version of asthma that the ppatit constructed within interactions,
which was then used in justifying the decisiong thay had made about the use of
prophylactic medications. In a similar fashionhe tvork undertaken by Horton-
Salway and her analysis of talk about ME, stortesuathe origins of asthma could
have been analysed for how and whether participatrisggled for authorship”
(Horton-Salway, 1998) of their condition. This ntegve offered insight into how
blame and accountability may have been pertinediscussions of the causes of

asthma, offering points of contrast to discussiagarding the management of asthma.

Summary

The findings from this study have provided an intgot contribution to the existing
body of knowledge on medicine taking and partidulanowledge about prophylactic
medicine taking for people with chronic illnesséle findings have indicated that
attempting to identify individual attitudes or kefl about illness or medication as a
technique to improve how people take medicatiomsadequate in identifying the best
ways to support people with chronic illness. Thayéialso provided insights into why
attempting to improve peoples’ adherence to meidicaisolely through educational
techniques is likely to have limited success. Idigoh to providing a critique of current
asthma management strategies and research ainmegraving adherence, the findings
have suggested that a more useful way of undeiisiaghdw people talk and make
decisions about medicine taking might be foundgisiiscursive and ethnographic
methodologies. The approach taken in this studyhaaded insights that indicate a
range of contextual features influencing individuighlk about illness management
within interactions and understanding what inflleshimdividual decisions about
medicine taking may involve taking account of thiessgures. Key amongst these are
likely to be a range of culturally-available mod#écourses of illness management that
can be seen to circulate medical and lifeworld extst Individuals’ decisions about
taking medicines may therefore need to be seegrinst of how it is evaluated within
those contexts and whether it enables those ingisdto participate in important social

activities. Other contextual features influencialiktcould be seen to be produced
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through the researcher’s role and implementatiah@study design. The choice of
methods could have been improved by incorporatbsgovational data of everyday
interactions about asthma management which wouwld peovided better understanding
of the interactional issues and moral discoursasrthight have more direct influence on
participants’ daily management of asthma. Howether interview and focus group data
helped illustrate how people’s talk about medidaigng can be viewed as a
performance. This insight suggested that indivigiuability to utilise specific linguistic
resources within interactions may be key in howgerances are categorised by other
members of that interaction, having important irogtions for how healthcare
interactions are conducted. The methodology usé¢adisrstudy provides a means of
understanding how talk about medicine taking isstmected within interactions which
might then be used to communicate more effectiwally patients but also to better

understand the issues that inform daily decisidmmaiamedicine taking.
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Chapter Eight

Conclusion

They’'ve always got a weapon (1) like weight, sngkih) and something else
(1) it could be em, (1) excuses as to why (2) ysufter less if you were (2)
perfect. (2) Which we ain’t none of us, are we?Tdat's how | feel and so (.)
sometimes I'm reluctant to go because of thatT{Bt is the truth.

(121221, interview 2, page 24, lines 46 to 51)

The contribution of the findings reported herenigroviding a novel way of
conceptualising how individuals talk and make deais about medicine taking, with
substantial implications for communicating with aupporting these people in
managing their condition. Whereas health educatfproaches have assumed that
individual attitudes can be elicited from patiemtgasured and then used as a means to
improve adherence to prophylactic medicationsnehe conceptualisation offered in

this study views the individual within a social amdral historical context which is
multi-dimensional and shifting. Here, talk abolriélss management is seen as a form of
social action and a product of a dynamic relatignbletween social conditions and the
individuals within interactions, and to be botlustured and productive of moral
discourses of asthma, illness management and medgtking. Medicine taking can

also be viewed as situated within different momitexts and the decisions that people
make as social acts defined by these contexts.fiflailschapter will summarise the key
insights that have led to this conceptualisatioreuline its contribution to knowledge,
and suggest further related research and implsifior improving the clinical care of

patients with asthma and other chronic illnesses.

The novel conceptualisation of how individuals tabbout and take medications, which
emerges from the findings of this study, arose femtapting a fundamentally different
understanding of talk about asthma from previogsaech about adherence to
prophylactic asthma medications. Instead of vievimatjviduals’ talk about asthma or
medications as an articulation of an internal repngation, talk was viewed as a product
of interactions within a social historical contekhe primary data collected in this study

was obtained from transcribed face-to-face intemaad focus group data which was
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then analysed using discursive psychological amglistic ethnographic approaches.
The language within a range of other data sour@ssalso examined to see how people
with asthma were constructed in relation to thesealand management of this
condition. In addition, non-textual forms of datare examined in relation to how the
researcher, participants and interviews were coaigd within this study. This was
therefore a study of language and its use, andatg of the individual, as situated and
defined by context, represented a significant depafrom previous individualistic
approaches to adherence which have identifiednthgidual owning and expressing

coherent and bounded attitudes and beliefs didtioat context.

Shifting the core unit of analysis from the indival to their situated language therefore
enabled access to a new form of knowledge abolir@stnedicine taking. Instead of
producing an epistemology of the individual andrtaéitudes or beliefs, set against the
objective categories “asthma”, “medication” andri#lss”, the approach developed from
discursive psychology produced an alternative fofrknowledge of the individual as
constrained by and producing moral contexts oégkhmanagement and medicine
taking. In discussing asthma management, people teuseen, not simply to be
reporting how they have managed their asthma, wrthey view their condition and
asthma medications, but also to be managing isfudame and accountability linked
to their actions and reported attitudes. This wadesiced by the rhetorical devices that
participants were seen to deploy and the compegngjons that they could be seen to
manage, both from within a medical perspectivestiima management and from
lifeworld conceptualisations of what it means talband to manage illness
appropriately. These culturally-available concefations (Willig, 1999) could be

seen as moral discourses which allocated blamaecwlintability for the same
behaviour and attitudes in different ways, potéiytiaising difficulties for speakers
when competing discourses were activated simultasigavithin talk. Talk about
asthma, illness and medications could be seenremndestation of these competing
concerns, thereby repositioning the individual freomeone possessing sets of attitudes
to someone at the intersection of different morstaurses which need to be negotiated
to participate in everyday activities. This studging asthma as a case example, has
therefore provided an alternative means by whitthalhout medicine taking might be
understood and studied, suggesting the use of methat enable the researcher to
engage more closely with the issues that mighuénfte the everyday talk and

decisions of people with chronic illness and inebhinoral issues are foregrounded.
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This study has also built on other discursive psiaiical approaches that have already
researched talk about health and illness. Firsisideveral scholars associated with
discursive psychology may recognise the role ditutsonal discourse in producing
meaning within interactions, this study has attesdpb trace this path from institutional
discourse to interactional talk, to understand nooval talk of medicine taking might
have come about. It did so by moving beyond thestapt of interactions to examine
moral connections within other forms of text thistwlate society and which might
have structured individual talk. This thereforeegxted the use of discursive
psychological tools to help bridge the gap betwiedividual utterance and broader
systemic discourses. By doing so, the author whesradi only to provide insights about
what happens within interactions about asthma nmeamagt but also to provide a
critiqgue of asthma management policies that infb@ethose interactions. Incorporating
an analysis of ethnographic contextual featureisrtiight have influenced the
production of talk about medicine taking enableddstbions of interactions to be
pinpointed that appeared to play a key role inpitegluction of participants’ talk. These
conditions were related to how the research intenas were framed by researcher and
participant and were not identifiable by a lingigcigtnalysis alone. Developing the
methodology to study ethnographic contextual festuvent beyond a more typical
application of discursive psychology focusing oalyinteractions. This development
allowed some generalisations to be made aboutrdauption of talk about medicine
taking, both for people with asthma and other clordimesses. This provided
distinctive lessons in how we might study issuesualnedicine taking in the future and
also how clinical practice might be improved. Thstfof these was that talk about
medicine taking may now be viewed as a performanckthe second was that
individuals’ talk may be viewed as a manifestatdmoral issues that may influence
everyday decisions about illness management anitmedaking.

The first key generalisation enabled in analysimg study’s findings, was that talk
about prophylactic medicine taking could be viewsd performance rather than as an
articulation of one’s views or behaviour. Goffma(l959) use of the term
“performance”, has suggested that talk about meditaking can be viewed as a public
display that is organised by a “loose coupling” fil@man, 1983, p.11) between social
structure and individual agency. Here, people wagthma have been shown to present

themselves in ways that may enable their contimaeticipation in everyday activities
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that are important to them. Such findings are supgdy earlier research which has
evidenced peoples’ need to construct their livesags which enable their participation
in important everyday activities such as work (@haz, 1990; Frank, 1995; Yoshida,
1993). This view of the person with chronic illnésglies that their talk about illness
and treatment cannot be simply treated as an aecariiculation of how that person
engages with their condition, nor as representiagegific attitude about their condition
or medication. Instead, such talk can be seercastimuously-constructed performance
and it is these performances that may be intenpretealuated and categorised within
interactions rather than an actual attitude or bielia. This has the potential to lead to
clinicians and researchers inappropriately catsgayinow people manage their own
condition and prescribing treatments which mayra@propriate to how those

individuals live with their condition in everydaiyd.

The structure provided within the research acaésgisurrounding this study indicated
that how performances are categorised is likeljiffer according to the criteria used to
allocate such categories. Within a clinical intéiaacwhich uses asthma guidelines to
structure the care of patients, these criteriaccbel whether individuals are considered
“non-adherent” whilst also classifying them as paidly having inadequate asthma
control and quality of life. In lifeworld settingsdividuals’ talk may be categorised in
very different ways but in both settings the créddor evaluating talk is unlikely to be

made immediately explicit within interactions.

However, realising that people may attend to midtiporal discourses in their talk
adds complexity to our understanding of peopler$gomances beyond the immediate
interactional context. This is to extend Goffmamée of the term “performance”.
Rather than being bounded by the immediate interzadtcontext, people’s
performances about illness management can be saeanaferring linguistic resources
across contexts that are manifested in differeetrattions. The “meaning” of
performances therefore may result from how and faowlifferent criteria, set up within
interactions about illness management and mediakiag, match the available
resources deployed by individuals with chronicalis. Effective performances may
therefore be related to individual’s ability to ass and deploy the appropriate
resources. In the case of asthma management thist participants displaying a range
of different versions of themselves including: r@sgble, actively engaged managers of

their condition; someone equipped with accuratestedge of asthma and the
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medications; compliant; in control; someone withealth problem that is not an illness
(Cornwell, 1984); someone not dependent on meditsitia hard worker; a wealthy
benefactor.

Further to this, the analysis of deviant casebimdtudy suggested that if people are to
achieve appropriate treatment outcomes from caattsaris, or enable their participation
in lifeworld activities such as work, they not omiged to be able to access the linguistic
resources that enable those objectives to be ni¢haithey must also appreciate which
resources are most likely to meet the criteria dedermines how they will be evaluated.
Developing Goffman’s concept of performance stitthier, evaluating talk about illness
management may therefore be assumed to be subjebether individuals have access
to and display the required resources to meet Bpatieractional criteria. Positioning
the individual as needing to align with clinicalrggectives within consultations which
review the management of their condition meansittaty people’s linguistic resources
regarding illness management, while functionalfeeive within their everyday lives
may be considered inadequate when transferrednioall or research settings. In the
case of asthma management positioning oneselfvasgha health problem that is not
an iliness, responding to symptoms using a ranggrafegies including the use of a
reliever inhaler may be functionally effective witta working context but classified as

“non-adherent” and essentially irresponsible itiical consultation.

The second main generalisation from this studyidifigs concerned a theoretical
relationship between talk and everyday decisiomsiaitiness management. Talk about
illness management has been shown here to madifiesent moral discourses that
transfer across social historical contexts as aglbeing a product of the contextual
conditions in which those interactions take plddes evidence indicated that some of
these moral discourses are likely to circulatelifeeorld settings of individuals, such
as work, school, home or social settings. Thesahtiscourses may therefore play a
key role in shaping the decisions that people naddat how they manage their
condition. If so, this suggests a need to devealopvative research methods which
might enable a better understanding of the relalignbetween these social settings and
illness management. This takes a view of the inldiai within a range of semiotic
spaces where the meanings attached to illness aduatime taking are situated not only
by linguistic but by non-textual forms of discour3&e discursive psychological and

linguistic ethnographic methodology developed is #tudy has provided a foundation
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from which to develop suitable approaches in witichxamine the connection between

morality and individual decisions about iliness mg@ment in lifeworld settings.

The novel insights offered here about the natutal&fabout illness management and
medicine taking suggest ways in which healthcartgdcproductively change how it
engages with people with chronic illness. To suppeople in ways which might be
more beneficial both to them and to clinical preetiwe perhaps need to set aside
criteria that may categorise individuals in inagprate ways as “adherent” and “non-
adherent”, while ignoring what the patient may @ymot be able to contribute to the
clinical encounter. Rather than creating an intgwaal dynamic in which it is the
patient who has to be able to utilise a particaédrof skills to be treated appropriately,
it is perhaps the clinician who should be helpeléon which linguistic resources will
elicit patient performances that can engage wighntloral contexts of patients’

everyday lives.

However, clinical consultations are subject to #peimstitutional and interactional
conditions, which will facilitate some moral talkhilst marginalising or excluding
other, potentially important discourses. Therdnegefore a need to investigate how
restructuring clinical interactions might be po$sito help avoid excluding discourses

that might be important in the decisions that pespake about taking medications.

The findings reported in this study suggest thstrueturing clinical consultations
might include repositioning the discussion abopatent’s condition away from a
focus on physical symptoms and towards a discusditimeir everyday activities. The
issue then becomes about whether there are aringi®atments that are compatible
with patients’ everyday activities which might efeathem to participate more
effectively in those activities, rather than dissing specific symptoms and how to
control them. This shift in the discussion therefopens the possibility for grounding
patients’ talk in the everyday moral issues thtiénce their decisions, and patients’
discussion of those treatments offered as indieaifitheir concerns set within those
everyday moral discourses. Treatment decisionsthexgfore include non-adherence
as a treatment option, recognising that this decis set within a lifeworld context
where other important social acts and identitiesigoheld by this decision. The role of

the clinician and clinical advice is therefore tmtlevelop more effective techniques to
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persuade patients to take prophylactic medicatim$o recognise the limitations in

prescribing a treatment that is incompatible withividual’s daily lives.

Helping clinicians to engage with the interactioaatl moral dilemmas faced by people
with chronic illness in talking about and managihgir condition, may well create
more opportunities for collaboration between doetwd patient and for offering a
clinical decision-making process in which the vadt¢he patient can be genuinely

heard.
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Appendices

The following appendices (A to D, plus publisheticée and CD) have been included
for different reasons. Appendix A and Appendix Bull help the reader understand
how the research interviews were conducted anddrdoed. Appendix B.2. and B.3.
provide additional information to help the readederstand the author’s decision-
making in undertaking the analysis. Appendix C ptes additional information that
assists with understanding how participants werruied but which also informs the
author’s interpretation of interview data descrilie@€hapter Five. Items included in
Appendix D demonstrate additional work that waseartaken in this PhD study, which
although did not form a key part of the thesis tekher influenced the development of
the study or complemented the main analysis unkiamtan Chapters Four to Six. The
copy of the published article (Murdoch, Poland, &lt&r, 2010) has been attached as
supporting information and the enclosed CD inclualegull transcripts of interviews
that have been cited in the main text, allowingrdeder to follow-up these citations.

The following list is a summary of items includedthe appendices.

* Appendix A. Interview Topic Guides and Focus Gr&uptocol
o A.l. Interview Guides and Topic Cards for Face-t@d-Interviews
o A.2. Data-Sharing Focus Group: Protocol

* Appendix B. Analysis of Transcripts for EvidenceRdfetorical Devices and
Moral Discourses
o B.1. Transcription Conventions
o0 B.2. Questions to ask when Analysing Transcripts
o B.3. Transcript Excerpts

* Appendix C. Recruitment of patients into the ELEVAStudy
o C.1. Extract from final report documenting recruitrhprocedure
and selection criteria
0o C.2. ELEVATE Screening Questionnaires
o C.3. Medication Adherence Report Scale (MARS) Quaestire

0 C.4. Patient Information Sheet and Consent Form

« Appendix D. Other work undertaken not included iaimtext
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D.1. Analytical Process to Identify Participant’'s@dunting Styles

D.2. Ethical issues regarding informed consent withvidual
participants.

D.3. Reflections on focus group and role of modsrat

D.4. Analytical work Undertaken on Rhetoric and ddissive Space
D.5. Review of Health and Iliness Literature to éssthe Relevance of
Morality for talk about Health and lliness

D.6. An Interpretation of the ELEVATE RecruitmenbPess and

Participants Access to Discursive Resources
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Appendix A

Interview Topic Guides and Focus Group Protocol

A.l. Interview Guides and Topic Cards for Face-to-Bce Interviews

Loose structure/format of first interviews

_ Specific Topics and Issues
Introductory Explanation

How difficult was it to complete? Why?
MARS Questionnaire

Biography of Asthma When/how diagnosed. How treated. What
prescribed. Perspective/experience of
treatment. Outcomes, development.
Exacerbations.

v

Treatments History of use. Habits and decisions of use.

Locations. Role in everyday life.
Circumstances of use. How developed sinceg
diagnosis

v

. . How much at risk does the person feel? What
Risk and severity

precautions do they take?

What level of asthma severity does the person
they have? How does this fluctuate? Does thei
GP/nurse share this view?

What ideas do they have surrounding this
understanding of their illness?

v

Perspectives, involvement. Discussions.

Relationships and Asthma o o
Defining situations.

Specific Questions (if not covered elsewhere)
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Topic cards

Biography of Asthma Card {Interviews):

«  When/How diagnosed. How treated. What prescribetsgective/Experience of
treatment. Outcomes, development. Exacerbations.

+  When/How diagnosed with asthma? Why did you gootars? What
happened? How was it decided it was asthma? Wipddreations were
provided? How did you feel about diagnosis?

« What was prescribed? What explanations were prd@id&hat did you think
about the treatment? Were alternative types offergdst one? Was a review
visit arranged?

+ How did you get on? What did you think about takireatments as prescribed?
What did your relatives think? What changed aftagdosis and prescription?
Did you attend a review visit? Why? Why not?

« Has anything significant happened since then? Hdt? Dealt with? What
changed afterwards?

. (If 2™ interview) What has happened since last interview?

Treatments Card {1interviews):

« History of use. Habits and decisions of use. Larati& circumstances of use.
How developed since diagnosis. Role in everyday lif

« How do use your treatments? When? Where? How dichyave at that
decision? Has it always been like that?

+ How often do you not take your preventer? How do fgel about that?

+ Remember things which have stopped you from rerggmiascription?

« How long do they think treatment takes to have dfibct?

+ Where do they expect the treatment to work?

+ Do they see any limitations with inhaled steroid®S)? Do they feel that ICS
reach all parts of their lungs?

« What goals do they hope to achieve as being pdhiecstudy? Perhaps refer to
their patient-centred targets?

« Do you carry your treatments with you at all tim&®you notice/think about
your asthma every day? Have you ever forgotten ythalers? What happened?
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« Have there been any situations when you felt yaded your inhaler but did
not want to use it?
+ Have there been any situations where your asthmaéden very noticeable?

« How do you see the future in terms of asthma andicagon use?

Risk and Severity Card {Interviews):

+ What ideas do they have surrounding this understgraf their illness? Try to
ground in experience.

« How much at risk does the person feel? What premasutio they take?

« What level of asthma severity does the persontfesi have?

+ How does this fluctuate? How would they definetitendition? Is it something
they feel is with them everyday? Does it need tonla@aged everyday?

+ How random are their asthma episodes? How easilyhey predict it getting
worse? Is that easy to live with? What would beiex@

+ What does this mean for medication use? How baddinbbave to be to make
you take your medication everyday?

« How does this compare to other people with asthDwes their GP/nurse share
this view?

+ LINK ——» Habits with inhalers.

+ What causes the person’s asthma to get worse? Besmp

« What happens when you go to see the doctor or rainsat your asthma?

« Do you discuss everything you would like to?

+ Do you discuss asthma along with other reasongdmg, or on its own?

« Do you think about the long-term and your asthma?

» Other people with asthma? LINK——  u€es of iliness in general. Role

of medications in the prevention of iliness.

Relationships and Asthma Card'(hterviews):

« Perspectives, involvement. Discussions. Definitigesions.

« Do you discuss your asthma with anyone apart froor 5P and nurse?

+ What role do relatives play?

« Do you know anyone else with asthma?

+ Have there been any situations where your asthmaden very noticeable?
+ Would you like anything to be done differently hretway your asthma is

treated?
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« Specific Questions (if not covered elsewhere)

Loose structure/format of second Interviews

The following is the guide that was used when catidg second interviews. In
contrast to the first interviews, the topics listexte were not asked in any particular
order. In addition, participants were re-consetise@ Appendix D for rationale)

following the development of the study beyond ac#efocus on medications.

+ Re-consent participants: Say “I would like to ursignd not only your views
about asthma and medication, but more specifithyreasons why you have
these views”. Explain that understanding this nrmsplive discussing how the
person views health and illness in general, liflesthoices and the person’s
attitudes to life in general. Remind participartieat anonymity/confidentiality
and offer opportunity to withdraw.

+ Remind participants that the interviews are pad sefudent project and are in
addition to the main study. Do not have medicahing, not here as an advisor.

« Biography Since Last Interview:

o Use of preventive medication- what has happenexkdast interview?
Why? (What are the relative differences betweertheedications?)

+ Risk:

o Can you tell me about unsafe/risky situations ianjde since you've
been living here?

o Can you tell me about a time when your health/aathas been at risk?

o Can you tell me what happened?

o Can you tell me about a time when you felt that wawe overcoming
your breathing difficulties?

o Can you tell me about a time when your asthma &tegou badly?

o Can you tell me what happened?

o Tell me about a time you were in fear of your h@aksthma?

+ Medications:

o Can you tell me about a time when you relied onrgyour asthma
medication with you?

o What about now?
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o Can you tell me about a time when you were unhagfiyyour
medication/inhalers/tablets?
o What about now?
+ Life Goals:
o What sort of person would you say you are? How @golu describe
yourself? How does healt{then specifically asthmdi} into this?
o What do like to get out of life? Do you have angdfic goals?

(@)

Can you tell me about a time when you have hadlgnab pursuing
these goals?

What about now?

Where does healtfthen specifically asthmdi} in to this perspective?
Are these goals affected by your health?

Asthma goals — what are they?

O O O o o

When you are looking after your asthma what are yaain aims?
Anything else?

(@)

Can you tell me about a time when these goals netrrenet?

o What about now?

o Would you say your lifestyle or anything about y&elf has changed
since the last interview? What are the differerimetsveen before and
after entering the study?

+ Health and lliness

o0 What are the aspects/characteristics of a heatrsop?

o What are the aspects/characteristics of an illqggéts

o What would you describe as an illness?

o Can you tell me about a time when you would seesaitias an ill
person?

o Can you tell me what happened?

o What about now?

« Doctor-patient relationships

o Can you tell me about a time when you were happly your doctor or
nurse.

o Can you tell me about a time when you were unhagfiyyour doctor
or nurse.

o Why don’t you take your medication? Do you stiltkit up? Does the

GP think you should take it?
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o

o

Can you tell me what stops you from taking your Gegice?

Do you feel that is your decision to make?

Is it important to you to feel you are making thezidions about your
med taking?

Do you see any consequences for your choices?

Do you think there is any long-term risk in non-aténce?

o Future:

o

Have you thought about your health/asthma in theré?
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A.2. Data-Sharing Focus Group: Protocol

Location: Centre for Adult and Continuing Educatidlorfolk

Participants: No more than 10 people, at leastp@mngon from each accounting style.
Seating/Materials: Round a table. JM to sit justkdaom the table to try and emphasise
the discussion involves them not me. Paper andgrexach participant. Copies of
vignettes. Table Mics and tape recorder.

Thank everyone for attending. Introduce myself,irehthem that everyone here all
participated in the asthma study and were alsovietwed by myself for my student

project.

What will happen in the focus group

“What we will be doing in today’s group will be tmve a good discussion and to get
your reactions as a group of people who may welelsmme differing views, to some
of the findings from the first interviews. The miadés | will be showing you are sets of
opinions that different people may make. They haw@ames attached and are not
taken from any one interview. They have been pgetiher, from my own
interpretations after | closely examined the défdrways that people in interviews
talked about their asthma.”

i) This is a chance to talk about wiyau think.

i) I’'m recording the discussion and | plan to trarsesvhat you say, but your
names will not be used in the resulting transaipti

iii) Later on in the research | will want to quote sarhgour words because
sometimes using real people’s words can often &ddst way to show what
issues matter. But this won't be done in a way Wauld allow anyone to be

identifiable.
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Ground rules

To help ensure everyone is comfortable with thewdision | would like to ask everyone
to agree these ground rules:

i) No one to discuss the details of what is saidrafards, or outside this room

i) Respect everyone else’s’ contribution — eveyoifi disagree with it

iii) No using insulting language to each other
Is everyone happy to agree these?
I hope we will have an enjoyable and interestinggti
Tell the group | will make a few notes. These Wl about who is speaking when so
when [ listen to the tape | can understand who list@ning to. Pass round the numbers
and explain that | will just note down the numbed @ brief note about what is being
talked about.

Ice breaker: From (Crossley, 2002) 5-10mins.

Tell participants that before the main group disows, I'd like them to think of two
people they know, one ‘healthy’, the other ‘unhiegltDivide piece of paper into 2,
left side write down 3 characteristics of a healpeyson, on the right 3 characteristics
of an unhealthy person. Then feedback what theg haitten to the person sat next to
them. When finished ask them to briefly tell thewgy a couple of things that they
talked about.

This is to help prepare participants to discuss/igeettes between themselves rather
than to and from me as moderator and also prines tbr the reflexive task of
comparing themselves with each vignette.

Anonymous Vignettes (“findings from interviews”) af out of 5 accounting Styles

Each vignette is a representation of ‘attitudeat ttan be seen in the data from Phase
One interviews and what | consider to make up eaclunting style. Whilst | have
created each sentence within the vignettes, sortteeafiords and phrases are direct
quotes. Each vignette is spoken in tfie&rson to elicit responses from focus group
participants that position the speaker in relatmthe person they consider to be

represented in the vignette. Relational positioméng key rhetorical strategy in
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accounting for one’s own health (Radley & Billid96), and is evident throughout

Phase One interviews.

Tell the group that | am going to pass round sofitbefindings from the one to one

interviews and I'd like them to discuss them asaug. Pass the first vignette round, a
copy for each participant. Remind them that ths@eispeaking isn’t a real, individual
person. What they show is how several people hieeed talked about their asthma.

Read the text aloud and ask them “What do you thirtkis person’s opinion?” Wait
15-20secs. If nobody speaks then focus in on paheovignette (e.gMedications are
necessary to control my asthma but | don’t relytloem.)and ask again “What do you
think about this?” Keep representing if necessafy.NOT OFFER ANY OF MY
OWN IDEAS ABOUT THE VIGNETTE.

Text in bold italics was the text (vignette) that vas presented to the group. The

precedingplaintext is the description of the accounting style.

1. Compliance as passiv&he participant positioned her(him)self as engagil
their asthma, emphasising themselves as respomsitlen control. There was a
frequent use of the self-regulatory repertoiredsifoon her(him)self against
those who uncritically comply with medication ingttions. This was an active

rejection of compliance as an ideal.

Medications are necessary to control my asthma bdon’t rely on them. | decide for
myself whether | need to take a particular medicati Some people use medication
for the sake of it and are dependent on it. | ass@®w | feel and then take the

necessary action.

2. Minimisation repertoire using several rhetoricalvilges to justify medicine
taking. Participants with this accounting style eitheilroked that they did not
have asthma, or that their condition was too nald/arrant adherence to
prophylactic medication. Their own version of thadndition was pivotal in
justifying non-adherence to prophylactic medicagidout did not blame

healthcare for any mis-diagnosis.
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| do not have proper asthma. | have very few braathproblems and the brown
inhaler doesn’t make any difference to the way kfel don’'t have any concerns
about taking medication but | often forget to do.so

3. Tension between lifeworld and medicine. Adhereterpial threat to
lifeworld: Participants positioned prophylactic medicineigkas incompatible
with activities in their everyday life. However dividuals with this style

appeared to resist challenging the medical direativ adherence.

Asthma is a nuisance, an inconvenience but it do¢smterfere with my life. I use my
blue inhaler to stay in control of my asthma andaloid situations that affect my
breathing. | should take the brown inhaler everygland it is my fault that | haven't,

but I don’t want to be hooked on too many medicaiso

4, Blame of healthcare breaches sick role contr&articipants blamed healthcare
for not identifying the “real” cause of symptomsfor not communicating with
them effectively regarding their condition and lieaenerally. Taking
prophylactic medications was therefore positionega@entially treating the

wrong condition.

I don’t think | have asthma. | think doctors and mses do not understand my
symptoms and | don'’t feel that they listen whend tp see them or talk about the
causes of asthma properly. | am concerned about side-effects of medications. The
experts say that some medications are now unsafedan’t want to take a

medication everyday that | don’t think works veryelk

Management of discussion

» Latecomers: Expecting 10 people maximum so wilt @gher when 8 are
present or after 15mins.

* Methodological confusion: Potential danger thatipgrants spend too much
time figuring out what to do and not actually dissmg the statements. The
icebreaker and representing the vignette is tlaegly to deal with this. On this

point it is essential | do not offer my own opinsoas this type of intervention
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undermines the whole point of having the focus grewhich was to provide a
different piece of data that isn’t subject to theng kind of interactional
conditions as the face to face interviews, wheyeténtially represented an

NHS, medical figure to which they were respondimg t

People dominating or too many people speaking Hegd to judge whether
and when to interrupt. If | do interrupt look aralutine other participants and ask

“What do other people think?” Do not target any paeicular person.
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Appendix B

Transcription Conventions, Analytical Questions andTranscript Excerpts

B.1. Transcription Conventions

The following conventions were based on the systeweloped by Gail Jefferson in
Atkinson and Drew’s “Courtroom Metaphor” (1979).

[ ]

Underlining

! T
CAPITALS

°l know it,°

@)

()

solid.= =We had

hhh
.hhh

y'’know?

((text))

(?7?) or (text?)

heh heh

sto(h)p i(h)t

Square brackets mark the start and end oflapping speech.
Position them in alignment where the overlap occurs

Signals vocal emphasis; the extentrwfarlining within
individual words locates emphasis, but also indisdtow heavy
itis.

Vertical arrows precede marked pitch or intonatimovement.
mark speech that is obviously louder tearmrounding speech
(often occurs when speakers are hearably compktirige floor,
raised volume rather than doing contrastive emghasi

‘Degree’ signs enclose obviously quieter speeeh, (hearably
produced-as quieter, not just someone distant).

Numbers in round brackets measure pauses amdscPlace on
new line if not assigned to a speaker.

A micropause, hearable but too short to measure

‘Equals’ signs mark the immedi#gching’ of successive talk,
whether of one or more speakers, with no interval.

Aspiration (out-breaths); the more hh the lonige out-breath.
Inspiration (in-breaths); as for out-breaths.

Question marks signal stronger, ‘questighintonation,
irrespective of grammar.

Additional comments from the transcribelg. context or
intonation.

Inaudible speech on tape. A gugs$s what was said may be
inserted with a question mark.

Voiced laughter.

Laughter within speech is signallgdhts in round brackets.
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she wa::nted Colons show degrees of elongationheoptior sound; the more
colons, the more elongation.

>he said< ‘Greater than’ and ‘lesser than’ signdase speeded-up talk.
Sometimes used the other way round for slower talk

B.2. Questions to ask when Analysing Transcripts

The following questions were used in applying distue psychological tools to

identify evidence of participants justifying thesthma management.

What context was the version of events/asthmaetgtset within? What is the
purpose of what is being said? What version of gedwes are they constructing? What
alternative versions are being discredited? Howiteagg doing this? What/Who do they
blame for this behaviour? What “facts” are prevalarthe text? How were “facts”
used? How were metaphors and stories used? Whatvenaocabulary was used?
What references were used to add authority to¢beumt? How were timeframes used?
What were the participant role patterns, (e.g.&®knoral agent, doctor as
“professional”). How were pronouns used and lintederbs. What categories were
constructed by the speaker? How were objects ssielstama, health, illness,
medications constructed? When was the active @iy®soice used, and what choice
of expressions were there (e.g. good patient, camip!

Were similar positions were being constructed hreosections of the interview? Are
there any important similarities or differencesmnat and how the text is being built?

How do sections not explicitly discussing asthmaaggement inform the analysis?

Interpretative repertoires

What kinds of interpretative repertoires did thieemiewee deploy during the

interview? What evidence is there to support thirpretation?

Was only one repertoire used when discussing &phat topic? At what sorts of points
are different repertoires used? This step alsolwegdooking for whether different
repertoires create new problems for the speaketfets a particular combination of

repertoires as Wetherell suggested (M. Wetheretsgnal communication, February 2,
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2006) that creates “trouble” for the participant® Ahere any tensions between
repertoires? Do the participants orientate to tiessions? How do they manage these
difficulties? A note of caution is needed here almmntradictions that can be seen in a
participant’s talk. What may appear as a contramhainay have some supportive causal
link which made sense in the context of the inmiThe issue for any discursive
tension is whether the sequences of talk are gldisdded in the interview. Has the
person shown some management of this contradictior® then the analyst might
hypothesise about a circumstance when this costradimight be salient but needs to

acknowledge if the participant’s orientation is exs

What evidence is there in the rest of the interweich creates a problem for the

interpretations developed?
Blame and accountability

What versions of themselves and their behaviouewering constructed through the
different devices and repertoires within the inticn? Was there evidence that the
interviewee was managing a potential threat toitliexpretation? Was there evidence
that alternative versions were being discreditethieyinterviewee? How did the

interviewee want to be understood?
Moral discourses

How might these different versions be interpretrednf different perspectives both in
medicine and in participant’s lifeworlds? What knkere there to the moral discourses
discussed in Chapter Two around appropriate illnessagement as seen from the
asthma guidelines? Was there evidence that oldeodises of asthma and emotional
control were being deployed? Could intervieweesd®n to utilising contemporary
notions of iliness prevention or those relatingymptom control as seen in the latter
half of the 28 century? What other discourses were being activatitside of medicine

and does the participant’s talk contribute sometimew to these different discourses?

227



B.3. Transcript Excerpts

The table below summarises the excerpts from irgerand focus group data that have
been included in Appendix B.3. Each excerpt inekidne of the extracts that were

reported in the analysis chapters. The excerptsleniae author’s choice of extracts to

be examined and facilitate further insight of hoavtgcipant’s versions were

sequentially constructed within the interactiorigrig place.

Excerpt | Participant number | Pseudonym Excerpt details Extrat
Number included in
main text
1 500367 Dave (D) Interview 2, pagesExtract 1,
3-7, D’s home Chapter 4
2 121221 Irene (1) Interview 2, pages Extract 2,
1-4, I's home Chapter 4
3 660345 Stephen (S) Interview 1, page$xtract 6,
17-20, S’'s home | Chapter 4
4 670287 Martin (M) Interview 1, pages | Extract 9,
10-13, M’s home | Chapter 4
5 670289 Dawn (D) Interview 1, pages| Extract 10,
17-20, D’s home | Chapter 5
6 650405 Janet (J) Interview 1, pages Extract 12,
7-11, J's local GP | Chapter 5
surgery
7 261284 Frank (F) Interview 1, page| Extract 14,
line 1 to page 8, Chapter 6
line 29, F's home
8 Focus group Participants | Page 26-29, adult | Extract 16,
numbered 1 to education centre | Chapter 6
6

Table 1: List of Transcript Excerpts included in Appendix B

228




O©CO~NOULPA, WNBEF

Excerpt 1: 500367, Interview 2, pages 3-7, D’'s home

D:

JM:

JM:

JM:

JM:

JM:

JM:

I've probably still got one kicking around
somewhere.

So can you just talk through, since | last yaw
about a year ago what'’s happened in terms of |
medication use? What?

Well at, at the moment, what | do now is tablet
twice a day (1), but I've got (1) one thing thasha
changed (1) the (name) practice had a policy (3
more financial than any other reason (1) of takin
people off ventolin and putting them on to
becotide.

Right.

(??) Then they tried something else which was
even cheaper (1) becotide and the other one (2
didn’t work (1) they just didn’t. Well they, they
didn’t work would be not quite right (1), they
didn’t work as effectively as ventolin does.
Ventolin worked beautifully (1) cleared it there
and then (1) and | (3) had my repeat prescriptio
dose halved right. (1) They were insistent that |
have the brown inhaler and (.) the blue one (2).
| was having two or the blue ones at a time (1),
you can’t do it you’ve got to have one. (??) ok.
Then | got on to this asthma (1) study (1) and (1
(Name) very kindly changed it back so that | col
have a ventolin as opposed to one of the otheys
quite a while ago now and that’s been (.)
wonderful (2). It really has. (1) It's made worlfl 0
difference.

So that’s you, you've still got your ventolin?
Yeah.

Yeah.

(2) I'd get through a ventolin probably (1) abou
one (2) a month, five weeks, four — five weeks (

Something that (??).

(2) ok, a, and that’s, how long has that begthé
situation?

Oh, years. (1) what that I've used ventolin?

Well you, no, you sort of saying you'll useoitce
every four or five weeks or?

our

g

N

Ok
no

)
ild

(1)

NJ
~—"
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JM:

JM:

JM:

JM:

JM:

JM:

No, no, no | don’t use it once every four wedks,
have a new one every four or five weeks.

Sorry, right.

| use (2) I'd say quite, you know probably | idu
only, you'll have a day like today when the

weather suddenly changes (.) and | will probably
use it at some point during the proceedings of
today (1) and probably again at night time if it.

(1) Yeah.

It's impossible to judge. (.) And you'll haveday
(1) when the sun shines when you, you just don
() at all. (3) It's a different thi, | mean (2)vé
heard the argument about air quality and (.)
everything else but | mean (3), this isn’t a cij} f
of smog | mean it's (2) | work on the edge of qui
a big city but,

Yeah.

The air quality isn't perfect but it's all we’vgot
(3) down here in the swamp part of ((place nam
we have to put up with what we can I'm afraid it
(2). Yeah I'm sure, I'm sure it certainly, I've bee
on (1) we've got friends that live up in the lake
district (1) and I've been up there (1) for (2) a
week and certainly two or three days into that it’
amazing the difference. | can breathe a lot, lot
easier than down here.

Down here?

Yeah.

Even though you live in the country?

Even though I live in the country, yeah, yeah.
Living in the countryside and then they grow a I
of, my family are farmers so | mean, I'm the wor
person in the world (1), but they grow a lot of oil
seed rape around here, an awful lot of weed.

Right, right, right.

(2) Yeah.

—

S

[92)

St
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JM:

JM:

JM:

JM:

(1) So what, what are the differences do yankth
or the relative difference between (1) eh, tablets
and the brown inhaler?

(3) I think it’s, I think there’s an element of
psychology comes into it. (1) And I think there’s
degree of psychology comes into everything (1)
as much as (.) partly because | think those table
are doing some good (.) it's certainly got to help
the job a lot (1) help the fact that they are.

Yeah.

(2) Em, (1) the brown one I'm absolutely, I've
managed to convince myself beyond a reasona
doubt, it doesn’t work or its effects are (.)
minimum, minimum effectiveness. (2) | know, I,
I've had (1) asthma (1) all my life. I've you know
| started with the little pink tablet but through t
the ventolin, then went on to the big white ones
which were foul, before that we had spin halers
and all these thing we used to have to put out
fucking cups in and things and cracking and thir
I've been through the full nine yards with this) (1
As soon as ventolin appeared (1) instantly you
have something which is a cure (1) (??). You w¢
from having (1) asthma (1) to using it (.) to being
perfectly normal again (1), like that. (1) It w&y (
a big, big difference. (5) The brown, | mean with
I've had two or three or four different doses d tl
brown one and I've played about with it for (1) &
week, for (.) nine months sort of thing, and I'm
adamant that it's not made any difference. (3) It
really hasn't. (1) Yeah and | did forget to take it
and | did forget to, it was just (.) h, how (4) and

the, this thing about using the two in conjunction.

(1) Well, (2) it just, I just never (1) really agated
it.

(1) Sois it, is it just the eh (3) the druggif or is it
the device that, that's in it as well [is there
anything else about]

[Oh no, I don't think] there’s anything (??). No
It's not like |

3) I, (2) it's, it's, |, | have experimented thiit
and, and you know a week playing with it and th

a week without it and then a week with it and |
really can't tell you that there, that there was a

a
in

ble

gs.

4 1”4
>
—

en

great deal of difference among any.
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JM:

JM:

JM:

JM:

JM:

Right

There really was none (?) (2). I've been bettitn
these tablets in as much as | know for a factlthat
have ordered less ventolin (.) since I've beengisin
those than | was before.

(1) Do you think you've eh, (1) taken (.) tlablet
more regularly?

I've taken the tablet, yeah.

Right.

Onh definitely, definitely (2).

What would you say about the (2) given what
you've said about psychology (2) what you knoy
about it and the fact that you definitely takemthe

(??) more regularly (1) what do you think the
possible differences in treatments?

<<

(3) Well I mean there’s lots, for all | know the
could be the same thing, two different formats| (.
don’t know | mean I'm not (3). Going back to what
| said at the beginning (1) I think there’s an
element of psychology in as much as (.) because
I'm (1) pretty adamant I've been told that thislwi
(1) help effectively but, (.) I've been taking litye
been going along with it, I've certainly as | said,
used less ventolin at the same time (2). No, no
problem at all. (1) Brown one was very hit and
miss in as much as | would forget to take it didn
matter where | put the thing. (2) | had them
scattered, | had one in the car, one in the, beside
my bed, one in my office and I'd still forget tk&a
it. (1) I don’t know why but I just did.

N

—+

(3) That'’s interesting.

(2) I think it was, | think it was (1) the fatttat (1)
it, it's so similar to the original (.) the blue @rthe
ventolin (.). That (1) you use when you've got
asthma, when you’re having an asthma attack g
(??), you use the (??) (1) and it's (1) that's e cu
you pick it up, you reach for it at that point (8)
(1) go to the action of using exactly the same sqrt
of (1) when there’s nothing wrong with you, is not
a natural (2), and | think there is an elementat t
feeling.

-
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JM:

JM:

JM:

JM:

JM:

JM:

Yeah, that's interesting. (3) | was just gotogick
up on a point you made last time | was here, (1)
which was (1) the, the, that there was cure (1) f
your form of asthma ie. Ventolin

Mmmm.

And eh, (1) preventative medication was then
something which came in recently [or relatively
recently]

[well that, that is] it is relatively recentlyt) and
(2) up until (2), it's only up until those tabletg.)
had (.) far to go. (3) preventative. | mean | ()
got two or three friends that have got the same
of asthma as myself (1) and we’re all pretty mug
on a par (.) in as much as our beliefs are (2) b
what | just said.

Right. (3) d, do they, do they use (1) eh, ather
medications?

well they're still, they've not got the tablets.
No.

they’re not on the study but they are still @s(p)
the brown one in a spasmodic sort of way.

(1) Right. (2) And have you, do you think thare
differences in your (2), your, your ability to soft
so things? Do you know what | mean, like (3) w
you were doing before?

(5) I certainly think that the (1), the, thertbs that
usually trigger (1) asthma are (2) not necessaril
always the things you forget (??) (1) If you'd

expect something, if | left here and forgot to take
(2) my ventolin with me (2) | could pretty much
guarantee that | would suffer asthma at some p
during the proceedings (2) before. (1) Now, that]
certainly less likely (6). You know, before you of
thought oh my god | haven’t got and then it's
inevitable you’re going to have an attack. Now it
more case of oh, it well it doesn’t matter I've got
tablet (??).

Right, (4) do you think you're an advantagé€zp
your friends (1) like (?7?)

nat

\L*4

Dint
S
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Excerpt 2: 121221, Interview 2, pages 1-4, I's home

JM:

JM:

JM:

JM:

Ok, I just wondered if you can tell me, (1) Wwas
here about a year ago wasn’t I? Em, and you ha
just entered the study then (.) and you were
prescribed (1) eh, a tablet | think.

That'’s right I've got to confess | don’t (1) wer
much take it now but em, (1) | take so much
medication at the moment, (1) you know and |
didn’t think (.) that that made that amount of
difference to me. (1) | just stopped, you know?

How long after (1) you were prescribed it?

Oh, about I only stopped about couple, two or
three months ago now. (1) But at the tjr(gl
thought I'd finished the study anyway and | just.

Mmmmm.
°| got to admit | just found other ways (?2)
What ways?

Well, if that’s in your way just throw them theer
I'm eh, (1) just back to my normal medication ar
(2) I still have to take that every night. (1) Feu
cramp a lot, | take a cramp tablet, | take pain
killing tablets at night, (1) and I just think tfeat
keep pushing tablets into me (.) 1 ain’t really,
really into that much, (1) you know? (Zo | just
didn’t (.) bother too much (1) You see the thing
with the asthma thing is (1), that ain’t my
primarial, (1) I, | have asthma, | have asthma
attacks (1) especially my worst times are (1) as
told you before, (.) when the windows have to b
closed due to inclement weather outside (1) ang
that then | can guarantee | shall have an asthmg
attack in the night (.) but, (.) it's either that(0
get blown out your bed almost, you know cos ol
windows aren’t designed (2) so that, you know
that’s a stupid window we got up there, (1) and
that blow right through and em, (1) he’s got
tinnitus in the ear and he got ear ache once tlirg
it. (1) So | have to just close it down (1) but
otherwise when | got it open and get (.) (?7?)
indoors (1), | generally you know don't, (1) |

won't say | suffer as much perhaps some others.

When | do get it it frightens me (1), you know? |
always taking my (1) eh, puffer with me

d

d

D

ug

m
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JM:

JM:

everywhere (1) but just before Christmas (2),d h
a em, (1) I had the flu injection in October (19mn
| don’t know whether that was relevant or not cq
have the flu injection every year, (.) but this
particular year, (.) last year (1), | had very badit
of bronchitis (1) and | was on antibiotics (2) and
(1) that didn’t clear it up and | had to have areoth
dose of antibiotics. That really went on for abou
(3) all of two months that did you know (1).
Concurrent and | just couldn’t breath (.) and ceu
| mean | had to use the puffer (.) more frequent
than ever (.) for that (1) and that was really ynast
(1) But as | said | have occasiofaluts what, but
mostly if the weather (1) and | can get somgHjir
| do get it (??) as webut not so much you know?
(1) So I don't, I've got so many other things it's
like, you, you know so, but I just, that ain’t a
primarial problem. That is when | get it (1) cosl’
afraid I'm gonna die cos | hate, (1) I think it wdu
be an awful death. (1) gasping, (1) but (1) theot
things | got are like arthritis is fine and therpél)
dominates my life. (2) And the condition | now
told you about that’s eh, (1) I've had a major
operation for (1) em, (2) adhesions and for som
reason or other, |1 don’t know why (1) I just, you
know, don't really like (1) now, say if | was tafig
to you, I'd have to go now but I (??). (1) That’s,
that wrecked my life. (1) Where ever | go (1),
when that come on (1) | have to go (1) and that’
not pleasant. (1) As a child you know, there can

holiday’s that, days out (1) | take Imodium for tha

(2) if I do and sometimes that don’t even work.

So what, what with that and (1), and the pain of
asthma, em , my arthritis (.) you know, that’s all
just (1) combination of things, (1) and my gener
(1) eh, (.) feelings on illness itself is em, (Ihink

that’s the price we pay with God, (1) it seem li&e
me (1) because em, (2) these things just sort of
seem to happen (1) in an almost way you know

mmmm.

(1) And also I think that (1) the arthritis isled by

the weather. (1) Now today it's nice and dry (1)
and | shall be alright today. (1) I can tell youemh
it's wet without even looking (1) cos the pain is

horrendous (1) it's like having toothache in your
back and all down your neck.

mmmim.

a

s |
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JM:

JM:

JM:

JM:

JM:

JM:

And | just em, (2) as | say I've got so muchmgpi
on (1) in my actual (3), on the whole (1) one
doesn’t, you know unless it happening (2) | don
think too much about these things (1) you know
(1) unless they're actually occurring do get?

Yeah.
Do you understand that?

yeah, so you, when you entered the study and \
were prescribed the tablet.

Mmmm.

You said you stopped taking it two or three then
ago, were you taking it every day or?

| took it every night. | had it up beside my bédit
what actually happened | lapsed (1) eh, over
Christmas time (.) | didn’t get one in because |
didn’t order it in time (1) and then | went without
and then | just sort of (1) left it you know?

(2) You said you didn’t notice any difference?

| haven’t noticed any difference because (Il s
had the attacks (1) you know, (1) but em, (2) as
said I've also got another one | take for (2) eh,
(??). (2) Arthritis (1) now | don't like that tallat
all (1) I, and I don’t even think that works either
(1) [and actually

What don’t] you like about them?
Pardon?
What don’t you like about the tablets?

(2) 1 think you keep filling your body up witHla
these tablets and (1) you know (3), | don’t know
just feel that, is that causing my problem (2), yo
see with my problem (1) my stomach problem (
just, 1 (??) with my stomach. (2) em, (1) | feel
everything | eat (1) | get pain in here | ain’t hde
the doctors with it yet (1). Sort of there likeddn’t
know if | got an ulcer or what (.) and I, | think
tablets (2) you know, (1) | don’t know it might be
me, | ain’t really a (1) big fan of tablets. (1) Yo
see but | have been taking them for years (1)
coproximol and I'm saying years, no there’re no
telling you (1) that they’re bad. (1) They going ta

—t
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

take them off the shelf, don’t know if you saw th
article?

(1) No, I, I didn’t see it, Em , (2) so (2) ydudn’t
notice any difference with the [tablet at all?

Not really no] cos I still had the [asthma

But you] (1) were happy just to carry on taking
them?

I well, I, | mean |_takehings but as | said | just
lapsed once (1) because they, | didn’t order the
(1) and you have to order them so many days p
(1) and that was all over Christmas (1) and | did
feel any different so | just didn’t (.) re-ordering

So are you using any eh, (1) are you using [the
brown inhaler?]

[I, I have my] inhaler.

(1) What, what a blue one?

Blue one all the time.

Is that all you have at the moment?

It is.

How long have you (??) using that for? (1) 8inc
Christmas has it just been the blue inhaler, you
stopped taking the tablet?

Oh yeah the blue inhaler if | need it yeah. I(igke

it when | need (1) see that's my problem (1) if |
need something (.) | grasp to it like that inhalen

see, when I'm having an (1) attack (.) that inhale

is in my hand and (1) inhaling it obviously (1) bu
when I'm (1) going about my life (2) | don't eh,
tend to (1) think. (1) It's like mostly on my brain

(2) rightly or wrongly, you know | mean if | was to

suffer with a real episode, obviously (1) | don’t
really think I'm (2)

Have you [any

There] must be a lot of people, a lot worse than
am, honest.

Have you had any attacks since?
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Excerpt 3: 660345, Interview 1, pages 17-20, S’snao

S:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

ventolin and then maybe five, ten minutes later
take (1) the, the Becotide, (1) or Beclomethasor
or

Yeabh.
whatever.
Yeah.
Em,

(2) but (.) did you, how long did you take the
brown, the brown one for the first time or anytim
you've taken it how long did you do it again for
or?

Em, (3) not very long. (1) Not very long at all
really.

Couple of days or (1) a week?
Yeah, could have been a week or two weeks or

(1) Right, and did you notice any changes lahal
in (1) your lifestyle?

Errrr, (1)_yed have (1) noticed some benefit fron
using (.) Becotide or (.) Beclomethasone or you
know?

Yeah.

When | have taken it regularly there’s been (1)
some benefit from using it.

Wh, what, which is?

(1) Em, (4) lessing of (.) asthma sympton(k)
basically. Em, (2) not quite as wheezy (2) but er
(2) I sort of find that (1) unless my asthma’s kea
bad (1) which is usually when I've got a cold (1)
you know, whenever | get the cold | get a chest
infection. (2) And (1) unless it's at peak times in
the year i.e. summer (1) or when I've got a cold
my asthma is (1) or has been ((coughing)), sorry
up until the last three years (.) fairly (.) miitlyou
know what | mean? Only in extrertienes have |
needed to use (1) em, afoym of prev, (.)
medicine. | mean there was a time where, in the
winter (1) | didn’t use ventolin in the winter all.
(1) Em, now I'm using it all the time (2) more so
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JM:

JM:

JM:

JM:

JM:

in, as | say in summer and if I've got a cold. So

what | tended to do (2), when my asthma was (1

milder in winter (1) and when | was well (1) |
didn’t use any (2) asthma preventative or relieve
(1) and then at times when | was unwell (1) or in
summer, | tended in the last, sort of six or sever
years (2) to go with em, (2) go to the doctor vath
chest infection and then it's just been a course (¢
antibiotics which never work (1) cos I've had so
much flucloxicillin or (2) amoxicillin I don’t know
what you know? Every time | go to the doctors
with a cold (.) | get a chest infection. Get a ¢hes
infection you get bad asthma (1). If | run out of
ventolin | need more ventolin and it's usually go
to the stage where (.) the doctor will prescribe n
prednisolone (1) er steroids eh, to boost me up
again. (2) Or at times, seasonal times an
antihistamine (2) and more ventolin, and that’s
how it's worked. It's sort of been a pattern of (.)
not having many symptoms and not having any
preventative or reliever (1) or very little religve
(1) and then (1) when the times come when I'm
well or seasonally in summer (1) | have (3) stil 1
preventative medicine. Go and get prescribed it
from the doctor (.) knowing full well that I'm not
going to take it (1). | don’t know why.

Did you initiate going to see the doctor foe t
preventative medication?

(2) What in, initially or?

Sort of, em, em (1) well yeah both actually, |
mean, | mean initially | guess they came up with
(2) the idea to prescribe the brown inhaler, i$ thi
right?

Yeah. Yeah.

And, and then (1), then after that yowoimes
round to the summer (1).

Yeah.

What would happen, w, would you, would think
“right I'll go and get some preventative
medication?”

Yeah. (1) Normally, usually around June time.

Right.
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JM:

JM:

JM:

Sort of mid June (1) my asthma symptoms (1) get
dramatically worse. (1) Em, (1) due to (.) grass
being cut and

Yeah.

pollens and (1) dust and everything else. (1)1$9
at thatpoint (.) | sort of think, oh you know (.)
usually get a summer cold (.) or my chest starts
getting tight and | thinkéh (.) I'm getting low on
ventolin” so | go to the doctors and say (1) I'd s4
the last sort of three or foyears (1) it was more
then to get the antihistamines cos | found theyehav
actually worked1) quite a lot. (1) You know
they've signifcantly (1) decreased the (1) asthm
symptoms in summer. (1) Em, and I've sort of
used_thosas a preventer (1) as such (1) and (.)
do take them because theymake a lot of
difference ((said with mild chuckle)). (1) You
know? Em, (1) | mean I've been prescribed with
them again thigear (1) for the summer (1) and |
did take them and they didake a difference. And
they usually dd.) make a difference. Em, whereas
the (3) Becotide (1) I just get out of the habit of
taking it. (.) I just (2), I've never forced mysé¢H)
to get in the habit of taking it. (2)

==

y

js

So when you went along and you went to go and
get ventolin and antihistamines, not specificatly
get Becotide or, or whatever?

—F

No, no.

The, that would obviously come up and they'd
prescribe it. Would you ever discuss (.) how you
felt about that or?

No, no, I've never really (2) said how | feebab

it. | mean, I've, I've always sort of said (1) thght
that | needsome form of preventative medicine (
at certain times in my life (3). As | say, at carta
times of the year not needed giy. Em, (2) but as
| say you know when | (1) in recent times when
I've gone to the doctors it's because of I've beef
unwell (.) basically or the season, if its (.) summ
and I'm unwell (2) so unleg®), unless | anbad |

wouldn’t go to the doctors. Em, (2) or unless | was
out of ventolin(.) I wouldn’t go to the doctors. (3)
| mean several doctors over (2) a long period of
time tried to get me to go to (1) asthma clinicd an
it's not a case of (.), it's not been made avadabl
because it hayou know? (.) Every surgery that

p—
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JM:

JM:

JM:

JM:

I've been at has sort of said you know, (dg"re
running an asthma clinic (1) every (1) whenever
(2), would you like to attend you know can you
come and attend to it?2(2) Which (2) | never
really have, never sort of, you know?

Why? Why did you not want to?

Em, (1) I don’t know really. | don’t know (2). |
don’t know.

(1) Just, I'm just interested in em, (.) yoyisg
that you wanted to manage your, | mean how, ig
only recently that you reallfd) decided that you
really wanted to manage your asthma?

Yeah, | mean [we read]

[Or has it] (.) been like that you've not (1Qree
anything about it?

Em, (1) | suppose because it's been gettingavo
(1) over recent years (1) em, (2) whether it'slgat
the toll of me_smoking.) or (2), or what, | don’t
know. Or more stress because of the work
environment that I'm now in. (1) Being self
employed (2) or, or being married | don’t know.
((laughter)) But, you know my, my asthma has ¢
worse over the last sort of three or four years (1
and (2)_yed wouldlike to control it better. (3) As
say you know, with, (2) with (.) and when we firg
heard about the eh, (.) this tabletdlon’t know
whether it's the same tablet we’d heard about e
(.) read it in a newspaper, saying that there was
newtablet coming out to (.) try and prevent asth
(.) or to cure, not cure asthma you know it’s like
this wonder pill for asthmatics (.) that might
(.)have the answer and, my wife read it and
showed it me and | thoughhéw that’s (1) that'd
be handy’you know what I mean? (1) If it actual
worked.

Mmmmm

Rather than taking the ventolin all the timé.pr
trying to take the Becotide at various points pr (

antihistamines or steroids or, or what, you know?

(1) Em, (.) and then as | say, | was contacted
through the study (2) em, if I'd like to take part
this (2) study, | suppose.
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Excerpt 4: 670287, Interview 1, pages 10-13, M's1i®

JM:

M:

JM:

JM:

JM:

JM:

What sort of patterns were for[med]
[Which the the=

=For both, wh what happened with ((? Sentencg
doesn’t seem to finish))

()

Well the first, the first thing | when | was (ghen
| went on the nebuliser | thinkwas given 10 times
the dose that you would get from the inhaler (1)
at the onselrealised that (.) | mean within reaso
one puff in 4 hours weren’t actually going to do
much good as way of relief (1) um and they did
say that you know you really (.) are able to give
yourself more than that if the symptoms demang
(1) I mean for instance you have two puffs (.) by
in anyevent you're getting 10 times the dose on
your nebuliser (1) um so thatas a comfort
because obviously that is soeffective with me |
really don’t need to resort to th(h)o(h)se kind of
doses it really is you know one puff perhaps twa
um (.) and you feel the symptoms you know (1)
um (.) diminishing (.) in half a minute (.) its s:0
effective (.) and ifts so effective you know (1)
one wonders what the you know what the browrn
one is is um(.) what use that is the brown one y
know if if | suppose in time you might even get
immune to the(.) to the ventolin, the salbutamol.

Has the nurse discussed that with you=

=No, no

So y you did you did you actually take the bnow
one at all when you were given it or(.) did youtju

use the blue one

| did actually to start witland then °didn’t do till it
actually just was there but | didn’t actually [(3?)

[What]
what stopped you using it do you think?

|Probably(.) I don't really want to be hooked on
these for the rest of my life sort of thing(.) pbbs
(.) um at the time | was going through um (.)
problems with um (1) my eyes which | was unde
cornea consultant (.) because um | got very itch
eyes and it um (.) was diagnosed (??) which um
at that time | you know was taking medication fd
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JM:

JM:

that (1) and obviously | need to have um (.) sbrt
the eczema controlled with um (.) I've got one
cream that is magic on me but is obviously quite
strong steroid which isn’t that essential um and
again | (.) | was warnedot to take that too
regularly (nevertheless?) (.) fantastic does a go
job and a couple of (.) couple of doses of that ar
the problem is gone for 10 days to a fortnight.IS
THINK IT WAS A:::LL THAT | I DON'T

REALLY WANT TO BE HOOKED, DO | NEED
TO BE HOOKED ON ALL THIS STUFF AND IF
THERE IS ANYTHING | CAN DROP OFF
°obviously | s’pose the beclonase was was one
them®.

And did you go back to (.) the surgery and sbrt
discuss (.) the way you managing your asthma=

=No. Um (1) basically (.) 1 didn’t (1) I didngo
back unt:il (.) um (1) ((trying to recollect)) hoavd

| get involved with the asthma clinic? ((askingfsé
the question)) | think it was the GP is sayingir)
was was looking at the number of times | had ha
the salbutamol on prescription (.) and saying |
don’t know whether they actually just got the
asthma nurse or or (.) or whether (.) um she
thought it was my an idea that they could be bet
managed than | was doing so at the time (.) that
saw the the asthma nurse and (.) um perhaps s
her a couple of times before (.) she rang me ang

said would you like to (.) y’know join the scheme.

Right=

=So | havet hasbeen. Bul stress it is noa
debili(.)tating (.) problem insofar as my (.) y'kmo
’my work is concerned or my you know my life i
concerned. (.) Um (.) I don’t play (.) footballdd
(.) occasionally bouts of strenuous work (1) um
its managed’ and I'm very famate in that (.) you
know | can_choosén the middle?) ((of
something?)) what what | do (.) a- at work rathe
than (.) um (.) you know being in a managker
position | mean | don’t wanna (1) y’know er (2)
brag but you ddnave a little bit of flex(h)ib(h)ility
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um and if there’s you know y’know there’s
somebody else available who will move the grai

lorry up and you know | would do his job while he

did while he did that (.) and if its unavoidablell
| (.) I'll do you know put a mask on and move th
lorry myself which is its not an iss@es far as I'm

concerned (1) you know the guy um (.) you kno
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

can certainly ask somebody else can you just m
down (.) while | take over from you= =Everybod
knows that the reason I'm doing it I'm not
frightened of work but they just (.) | can manaige
in that way (.) um (.) so (.) | suppose you coldy §
well actually you are changingpur lifestyle but
not to that degree.

1)

Um (.) Um when you entered the study (.) and y
were randomised to the (.) brown inhaler=

=tMmhm

1)

did the nurse talk about how she would like its
=Yes

‘What did she say’

She said morning and night

()

‘What did you say’

| said fine. if its_parbf the study, of course I'll do
it

And and [have]
[And ] | have been doing it

°And how long’s that been, how long have you
been on it’

(1)

With the studyyou should have the ¢iils of
that=

=1 have but its in my car=
=Right [okay]
[hh ]

um its probabl::y (1) err

ove
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JM:

JM:

JM:

JM:

JM:

It's a few weeks is it

| think I've got it in my diary but its been guj
just before Christmas was it?=

=How’s it been going

Absolutely fine yeh | haven’t missed a | haven't
missed a (.) um (.) you know a preventative dos
(2) °I'm quite disappointed (??)°. (.) Imean ||
havebeen as religiously as | possibly can, (1) if
study is going to have any valyeu don't
particularly want people doing their own thing if
you've been told to take it “twice a day then you
take it twice a [day’]

[And] you're happy with that=

=10f course, (1) its part of the survey and if it slg
(.) mean if it MAY IF IT ISN'T DOING ME
ANY GOOD WELL (.) AT LEAST ITS DATA
FOR SO(h)MEBOD(h)Y EL(h)SE TO MAKE A
DECISION of whether its doing me any good.=
must admit WHEN WHEN my number was calle
out (.) I think there is a there is another group
taking um tablets isn’'t there (2) ((perhaps non-
verbal confirmation from I)) | WOULD HAVE
LIKED TO TRY THAT °but it wouldn't make any
difference’ (3) | was you know | said | was happ
to do the survey and (1) if it involves standing o
your on one leg and hopping round before you t
it I mean that’'s you know that’'s what you sign u
to do isn't it.

Have you noticed any differences?

Well | haven’t had any symptoms since | must
admit (.) um it isn’t a kind of a (.) polleny tyjé
season (1) um (2) | haven’t (2) if I'm taking the
Ventolin since I've been on the survey if I've onl
taken the Ventolin twice “with the brown inhaler
that’s the up side (1) and that was probably one
evening when I'd got another you know a cold (3
but um® (1) WHETHER OR NOT (2) ITS EARLY
DAYS but | mean as far as | can see yes | mear
obviously reduced the need to take the (.) to tak
the (.) curative.

As you say its early days but do you (.) do you
think that um (1) the benefits outweigh (.) thely
were sort of saying earlier that you didn’t want t
be hooked on [ ((too many medications??))° ]
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Excerpt 5: 670289, Interview 1, pages 17-20, D’'srie

D:

JM:

JM:

JM:

JM:

Yes | wrote about | think | think | did | wrotbout

walking up a hill oh yes walking up a hill sleeping

all night and um (.) being able to go round peop
who've got animals (.) which live indoors

And have things changed with those?

Well | haven'’t really walked up steep hi(h)lig ¥
| don’t kn(h)ow heh heh but a- as for the sleepin
better a night yes they have changed | haven't I
waking up coughing (.) and had this irritation in
my throat so much during the night that has got

better (.) but | haven’t been round anybody’s with

animals either since I've been taking it so | don’
know about those two.

°Okay’. How would you say your um how would
you describe your asthma would you is it does i
stay pretty much constant or does it change a Ig
from day to day?

No it stays pretty much constant really (.) yeah
that doesn’t (.) that doesn’t change (.) onlygkt
as | say if | get a bad cold or anything like tit'st
the only time that change or um (.) PERHAPS i
GET IF | GET REALLY STRESSED out about
something (.) that’ll that will change (.) y- you
know I'll find that um the chest will tighten up @n
I'll need to use it if | get really stressed about
something (.) but apart from that that’s sort aitju
stays the same really

°Okay’. How how much um at risk do you do Y«
feel do you (.) um (.) do you feel that (.) is® d
you think about asthma everyday is it so[me]thir

[No] |
don’t think about it no | don’t feel at risk really
with it at all

(1)

Okay ((said as if ‘never mind lets try another

angle’)) um and you what habits do you have with

your blue inhaler, do do you have that with you
everyday or?

Yes | always have one in my bag | always take
have one with me. | have one laid | I've got, |
always have one beside my bed and um I do I d
carry one about with me just in case
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

Okay

But | never use it (.) well touch wood °heh heh
heh’

Do do you always have more than one in (.) oné
blue inhaler or do you have do do you make sur
how how if you run out of a blue inhaler um whe

would you go and renew a prescription when yg

have none left or?

No I I try and keep two so | can leave one besid
the bed and keep one um when one gets when
is virtually run out um (.) I just >go and get amet
one< (.) I just phone up I just because | get then
on repeat prescription anyway (.) so | just

Do they ever talk to you about when how often
you go for a review visit

| don’t. Heh heh heh heh no | don’t go for aséhm
review visits at all

Do they invite you to come for a review

NO THEY HAVEN'T NO that’s usually if | go for
something else he would say “oh that’'s about tir
we did something about your asthma” OR if um
the prescription if the prescription runs out Quy
know because you have they only give you sort
like six months don’t they and then I'll go and (.
but um (1) its usually when I've been for
something else (2) cos um | have to go to reviey
for review for my (.) thyroid so he used to he us¢
to (just?) do both at the same time

mm
um and er doesn’t really do much just get me to
blow in the tube and I'm no different that | e(h)v¢
a(h)m

And does he ask you any questions about your
asthma?

Yeah he usually asks me you know some (1) &

if 've got worse or you know if that’s troubled me

very much and things like that but (.) not
specifically

And and (.) the (.) um do you talk to him about
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how you use (.) the brown inhaler we talked abg
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JM:

JM:

JM:

JM:

that briefly before um (.) and he said that you
should take that (.) to did he say that you shoulg
take that every day or (.) a long period or did he
how did he say you should use it over a long
period of time (.) cos you sort of mentioned did
you mention to him that you stopped using it

Yes yeah (1) ahhh well he sort of (.) hhh
((sounding slightly exasperated with questioning
| mean his advice is really that | should use)iall.
the while and its totally down to me that | don’t
because his advice to me is (.) to use it (.) ykno
most of the time but | mean | feel fine (.) withatut
| don’t really know why | need to use it because
without using it () I'm alright | don’t get
breathless or get any asthma symptoms

And do do you actually share that view with lom

Yes he know | stopped using it yes yeah (.) gpo
he just you know he just (.) said you know if | yg
know its up to you really (??) SO | | MEAN IF I'N
IF I'M do have a bad attack alright | will start
using it (1) for any reason um (.) have a bad ktt3
but (.) normal run of the day things | don’t (.) |
don’t want to use it (.) hh every day

I’'m just trying to understand why exactly (hhh)
((slightly nervous laughter))

WELL | I DON'T KNOW | THINK ITS JUST AS
| SAY ITS JUST THE THOUGHT OF TAKING
IT EVERYDAY WHEN | DON'T REALLY
FEEL | NEED IT

°Okay that's fine” um okay that that's (.) tisat
great um | just wonder when you’ve been out in
public you carry do you take your blue inhaler w
you have you ever been out and realised you've
not had it

What and panicked? (1) No. Only that one time |i

New Ze(h)ala(h)nd
[heh heh]

[heh heh] wh(h)en | nee(h)ded it and | didn'vba
it with me ehm no no no | don’t normally panic g
think that | haven’t got it and worried about it (.
no.
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

So what what would you do in that situatiort jus
carry on?

Just carry on once I've sat down 10 minutesoor
and got me breath back um you know I'm alrigh

Okay (.) um (.) does does carrying using blue
inhaler inhalers in public is that is that a prable
or is that

No it wouldn’t bother me no.

)

Um (.) okay do you know anybody else with um
asthma (1) °is there’ anybody you know at all?

Do | know anyone else with asthma?
Anyone else? any of your friends or family?

Yes a girl over the road has got it she’s gaot ha
fever and asthma yeah

Do you often talk about it with her or?

Not really she’s really bad she has to have
injecti(h)ons and ev(h)erything heh heh

Really

(?7?) injections

How do you compare her asthma to yours
Terrible | mean you know | mean mine_ is nothin
you know mine doesn’t affect me at all compare
to how she is

So is does she have she’s diagnosed with asthr

and and uh would (.) you would you consider th
your symptoms are very different to hers

JJ

[eN(®]

na

Um (2) | don’t really know | mean mine is
nowhere near as severe as hers (2) um differen

()

no | don’t suppose they're that much different they
are just a lot milder form | mean hers is much more

severe mine is just so mild compared to how sh
suffers yeah.
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Excerpt 6: 650405, Interview 1, pages 7-11, J'sdbGP surgery

J:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

Oh a week a couple of weeks | suppose, week

couple of weeks | suppose what you know you ¢

(??) the difference
Right

Not saying | was right but you could feel the
difference

Right okay so when you first took the brown
inhaler you didn’t notice the difference straight
away

Not _straightaway but a few days to a week |
suppose and then you’'d notice the difference

Okay what what about the blue inhaler

Well more or less the same agathl think (2)
yeah

(2)
So they both take a week or two weeks
Well well about a week | should think

Right (1) okay. What did the doctor say abauvh
the two different treatments work did he explain
anything?

Well he just said um to take the brown one
morning and night and then take the blue one
during the day during the day sort of thing when
have to take it

And did he say how what they do?

Yeah he said they sort of you know will help yol
and he said | could take | think | could take the
brown one oncenore during the day but if | want
could take the blue one during you know more
during the day

Mm and you and you think it made sort of abeult
week two weeks

Yeah about a week

So you can you describe sort of what sort ditsa
you got into with your inhalers

—
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

10h | just used to make sure | got one both with
me when | went out, they were in me bag or
whatever I'd got and use to make I've always gd
one one of each beside me bed anyhow and aly
used to make sure | got one with me whéwént
out ((rising intonation said as if this was no big
deal))

Right and you you sort of said that um you didn
use it everyday

No
Your inhaler um again I'm not here to sort ay/s
No

why aren’t you using it but why did you decialat
to or why did you decide

Well 1 think | probably | didorget to take it first
thing in the morning sort of thing | think that was
half of it and you know if you felt alright you gor
of didn’t think to take it it weren’t not very ofte

®3)

Ok. Um and have you been did you go back to {
doctors after?

| think | probably had to go back to check that
everything you know was alright I'm sure | did.
He wanted to check you know to make sure it W
alright (1) yeah

And what did he say do you remember
He said that was y’know sort of carry on withuyg
inhalers and y’know take them how you should

sort of thing

You say you've been doing that for about 30
years?=

=Yealf

(??) um okay and the first time you changed wa
when you entered this study

Yeah

t
vays

he

as

251



O©CO~NOULPA, WNBEF

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

What made you um decide to take part in thdyst
was there

Well I I think I don’t know if | had a letter dhey
rung me up

Yeah

And | said providing that worked round me sdrt
thing | could do it

And you were happy to try something different
Yeah

And um so you’ve been taking the tablet for

A couple of weeks I think (1) I think I'm on tli&)
cos there’s four strips | think in the packetsihkh
| must be now on the third strip

Right

something like that

And how’s that going

Alritght yeah

You're sort of

I think I've got to go and see her again ohrgjét
I've got it in my diary

It's a few weeks wasn't it

Yeah.

((searches in bag for diary))

That'’s alright don’t worry it's a few weeks isit

Yeah that is the 30t's when I'm starting a new
job | think

yeah

I'd better tell them | might be a bit late wkdint
gonna be long here about half an hour

Yeah

[«
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J:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

J:

I've only got to go a little way up there saiit
far away

that's handy
Yeah

Um but you manage to remember to take it eve
[day or]

[Yeah] (1) well I try to heh heh heh

Yeah. How would you compare the tablets with
inhalers

(3)

Al. Alritght

Do you think there’s any differences?

Er (2) they don’t seem to have no side effects o
something (2) so long as | remember you know
to keep remembering to take one you have to tg
take one at night don’t you

Yeah

Yeah

And how do you think they work do you feel tha
they work

Yetah. (2) Yeah

How have you noticed just how long it takes sor
of thing

Um. .hhhh hhhhhhh um no | took them | take th
alright and they | seemed alright y’know after |
took them and that so

But, you said you mentioned the brown inhaler
took about a week two weeks

Yeah | think that was when | first had it | sopp
to get use you know

Get used to it

Yeah get used to them

'y

try
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JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

And then the tablet have you noticed any

difference how long do you think that took to wark

Oh it must be oh (1) well just under a week |
suppose yeah

And has anything changed in in your life thatiy
like do you do more or

No about the same | think, mind you | have had
lot of hassles just lately so that’s probably not
helped so heh [heh heh] heh

[Really]

So, going through a bad patch yeah

Yeah

Work and home so

Right

That didn’t help

So that’s not helped your asthma

Well it weren’t it weren’t too good you know it
weren’t too bad | just you could feel it sort ofuyo
know coming on sort of thing

Do you think there’s um do you think there’snk
between sort of what happens in your life and y:

breathing

Yes sometimes, | wouldn’t say all the time but
sometimes yeah

In what way do you think

Well you just get tense and that sort of (1) you

know start coughing or something like that and it

sort of bring it on
Really, a lot of people say that
Um wtell (1) I don’t know heh heh heh

no [(??)]

Dur
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Excerpt 7: 261284, Interview 1, page 7, line 1 tage 8, line 29; F's home

F:

JM:

JM:

JM:

JM:

JM:

JM:

JM:

cos normally you don’t know when you’re going
be suddenly doing something sort of quite physi
SO you do get caught out

Did you get invited to go back to the surgery t
discuss your asthma attack?

Yes not no only seen the asthma nurse

Right so not up until that point

No

Do you ever think about going back to speak to

Well no because | just thought well you know

everybody’s got asthma and it seems such a

common thing and um quite frankly you don’t fe
ill you know that’s the thing you don’t feel illlias
such just the fact you can’t breath do you see w
| mean you don't its not like you've got a cold or
you've got the flu anything like that you haven’t
you you're perfectly okay apart from the fact yol
can’t you you're gasping for breath so sometime
I'll feel a bit of a fraud for for (??). In factwent
in there one time and said doctor | feel alrighd af
he said out straight away that's because me eal
were playing me up

When was that

That was a couple of years ago um cos he’s qu
nice doctor well | think he is he always eats
sweets, never got a tie on you walk in and he s&
hello ((name)), how’s ((wife’s name)) (??) the w
which is nice but, um no so ah | just use the blu
one (??) about the brown one.

Just thinking about you don’t feel uh being ofut
breath is is or is an illness

No I | don’t know

How would you describe your obviously doctors
say you have asthma

Yeh
How would you how do you feel about

What, having asthma

to
cal

hat

S

=}

WS
fe

112
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JM:

JM:

JM:

Or what do do its just that asthma is defingdm
illness

Yeh, yeh
But you feel that you don't really feel ill
No um

I’'m just trying to understand how you sort ees
yourself

Well | suppose perhaps because my grandmoth
had asthma and the number of times we used t(
have to rush to hospital and take my mum and ¢
uh because she was on death’s door and | (?7?)
she had a once (??) pump something into her (%
and | suppose because | saw her like that it didr
didn’t associate it with being an iliness as such i
was just the fact that some people have a job to
expel their air or whatever, that's how | looked &
it. Um and as | say if this chap on ((company
name)) hadn’t said to me you know you ought tq
get it sorted out because you shouldn’t be like tk
um | probably would have carried on cos its just]
one of those things some people have got that U
some people lose a hand you know its just
something that happens and um you've got to li
with it.

er
)
lad

and
)’))

't

na

im
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Excerpt 8: Data-Sharing Focus Group, pages 26- 2gjult Education Centre

P3:

P6:

P3:

P6:

P3:

P6:

P3:

P6:

P3:

P5:

P3:

P5:

P3:

P3:

P6:

P3:

P3:

P2:

P3:

P2:

ALL:

around me used to smoke all day cos there wa
such thing as no smoking at work

mm
In them days
mm
It's different now intit.
mm
And | used to find
mm
with the smoke around me | used to find thatlu
to bring it on perhaps that was what it was | doi
know
Once it started then its its
that’s right yeah
Only the treatment to control it because if you
hadn’t been in that environment to start with yo
probably never have suffered
No might not have [done] no.

[no ]

mmm when | first started work there was no su
thing no smoking not in work places [heh heh]

fNo: No] No
(2) that was so you you er you welcomed the
legislation
Oh yes | did yeah
heh heh heh
Yes | can’t | can’t handle smoke
no no

being round me at all

no

SN

)

=
~—+

ch
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P3:

P6:

JM:

P5:

P3:

P5:

P3:

JM:

P6:

P1:

P6:

P5:

P1:

No | can’t no (2) mm
yeah (2)
Ok I've got one more ((passes round 4th vigygti

It's surprising when you think of the old days
when you used to go to the cinemas and there’d
somebody in front of you [smoking] (??)

[puf(h)fing] aw(h)ay heh
heh yeah

| suppose with the modern generation course th
don’t get these problems do they really

n:o

Ok this one says “l don't think | have asthrha.
think doctors and nurses do not understand my
symptoms and | don’t feel that they listen when
go to see them or talk about the causes of asthr,
properly. I am concerned about the side-effects
medications. The experts say that some
medications are now unsafe so | don’t want to ta
a medication everyday that | don’t think works
very well.”

(11)
Well | feel sorry for em they

()

Well I was lucky when | went to see the nuise s
actually suffered from asthma which was great
because she knew exactly what | was talking al
and what | should do and shouldn’t do and | se€
to remember she said there were no side-effect
from the brown one but the blue one be careful
with the blue one seem to remember her saying

(2
Oh | didn't know tha:t

What is the compound difference then between
brown and the blue one

The bro[wn one coats]

be

na
of

ake

out

U
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P6:

P1:

P6:

P1:

P5:

P6:

P1:

P6:

P1:

P3:

P6:

P3:

P6:

P6:

P3:

PA4.

P3:

[used to be ]ventolin but it’s sort of
salbutamol int it

mm the brown one coats the lung don't it thoug
and stop irritation and the blue one opens the ®
the bronchial tubes up

)

mm but the | don’t know whether | was (2)
completely awake at the time but | thought wher
they when they hook you on to a nebul a nebuli
| don’t know if that has happened to any of you
you're getting 10 times the dose of the blue one
it really is a really is a kick in the system

mm
mm
Um but that | may have got that wrong but yot
the blue one you do have a puff on the blue one

actually when hooked on to a nebuliser you're
actually going to get 10 times the dose um the g

one in theory can’ t be that harmful can it notryou

blue puffer if that's the case

mm

particularly if you are only doing it odd ocicass
mm

mm

I think we get hung up on these side-effects
sometimes because you got side-effects with

aspirin as well

that’s right [side effects on anything ]

[every day you take the balance] so if |

do this little bit of side-effect

but if I don't=

="but’ yeah that’s right

which is the worser of the two evils

[that’s right]

=)

DeN

5er
put
SO

©Q

but

lue
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P6:

P1:

P6:

P1:

P6:

P1:

P5:

P1:

P5:

P1:

P6:

P1:

P5:

P1:

P6:

ALL:

P3:

P5:

JM:

[indeed ]you’re right you’re right you'gmtta
fill up your car with petrol so you just have to o
the petrol station you know so you know that’s 3
side-effect in effect it's a balance isn't it

mm mm mm

do | walk or run?

| have | must admit | have | went to a chemists
because | was suffering terribly from a cold | sai
to him | happened to know her she knew | suffe
from asthma and she said “you wanna take
Echinacea” and ever since I've taken Echinaces
don’t take it all the time, | don’t suffer from cd
anymore

Echi?

Echinacea natural root | think natural it’'sesith
[its not its not its not a drug]

[yeah. Echinacea you take it] as the symptdnas
cold is coming [don’t you]

[yeah]
and er (??)
but for me it seems to work
hmm

But she said drops were the best drops inss gla
and just drink it so for me [(?7?)]

[yeah] I've heard quite
lot of people say Echinacea is very good

yeah
*How do you spell that?*
heh heh [heh]
[It is a natural] herb it's not a
Echis it

((To Ps 2 and 3, could not get eye contact)aivh
do other people think about the statement on th

red

|

a

2 “l

am concerned about the side-effects of
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Appendix C

Recruitment of patients into the ELEVATE Study

C.1. Extract from final report documenting recruitm ent procedure and selection
criteria (Price et al., in press, pp. 18-22)

2.1 Participants

In the BTS Guidelines on the Management of AstHrtiee therapy of patients from age
6 up follows the same strategy as for adults exiweplterations in dosage ranges to
adjust for differences in body mass. Since exdbtysame strategy is used across the
age range of older children and adults, the finglioigstudies will have greater
generalisability if they enrol patients from thatiee range. Due to limitations of

validity of the Mini Asthma Quality of Life Questimaire and the Asthma Control
Questionnaire (ACQ) we were unable to study childvelow the age of 12 but did
allow children over this age as well as adultslibhges to be included to maximise
generalisability of the study findings.

In the initial design of the study, participant mgtment was to be by primary care
practice staff as they conducted acute and routseiratory care visits, identifying
patients who met the entry criteria, informing themthe study and, if appropriate,
consenting and enrolling them into the study. Riémment by this strategy was slower
than originally anticipated due to changes in chhipractice resulting from delays in
study funding and changes in national asthma guaekel The protocol and the process
of identification of eligible patients were therefanodified as described below to allow
prospective identification of possible study pap@nts. All patients entering the study
met the same eligibility criteria and follow up widentical.

Further recruitment into the study was via a ths&ge process.

Recruitment Stage 1

Patients aged 12 to 80 attending 53 participatimygry care (or general) practices in
Norfolk, Suffolk, Essex, Cambridgeshire, BedfordehiHampshire, and Dorset and
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who had received a prescription of short-acflagagonist in the previous 2 years were

invited by letter to provide data allowing eligibyl for the studies to be determined.

Patients were asked to provide information on tlairent asthma status and inhaler

usage. The case notes of patients whose asthma stas consistent with eligibility in

the study were reviewed by practice and study stg#inst the following eligibility

criteria:

Inclusion criteria

a.

Capable of understanding the study and study ptoesdand parent/guardian’s
capability of understanding the study and studyedaores for patients aged under
16 years).

Patient had a diagnosis of asthma (defined asidlishented reversibility after
inhaled short-actin@, agonist AND/OR ii) PEF variability on PEF diary ANOR

iii) physician diagnosed asthma AND/OR iv) physicdiagnosis of asthma plus
history of response to treatment).

Step 2 trial: patient was not currently receiviagd had not received inhaled steroid

or leukotriene antagonist within the previous 12ks

. Step 3 trial: 1) patient had received inhaled stfar at least the last 12 weeks, as

ascertained from prescribing records and patidfiteggort, and 2) had not received

a long-acting3, agonist or leukotriene antagonist in the previb2isveeks.

Exclusion criteria:

e.

Patient had participated in a clinical trial inviolg an investigational or marketed
drug within 90 days.

Patients had received a substantial change iraattima medication within the
previous 12 weeks.

Patient was a current, or recent past abuser (withst 3 years), of alcohol or illicit
drugs.

. Patient had any other active, acute or chronic pabny disorder or unresolved

respiratory infection within previous 12 weeks.
Patient had a history of any illness that was aereid to be immediately life
threatening, would pose restriction on participaio successful completion of the
study, or would be put at risk by any study drugyg ( allergy to leukotriene
antagonist).
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j. Patient had received systemic, intramuscular oa4atticular corticosteroids within

the previous 2 weeks (artificial baseline).

Patients who met those entry criteria that couldssessed by a records review in their
general practice were invited for a screening \(gi$it 1; see Figures 1 and 2). All
patients had at least 24 hours to review the patigarmation sheet prior to attending
the visit. Patients attending for at least visiwill from here on be referred to as

participants.

Figure 1. Study Flow Charts Patients at step 2 received initial controller épsrwith
leukotriene antagonist or inhaled steroid. Patiahtgep 3 received leukotriene
antagonist or long-actin@, agonist as add-on to inhaled steroid

Randomisation Step 2 trial
LTRA LTRA - maintained if possible
M Tailored treatment as indicated by guidelines
PRN only
ICS LTRA - not used
V]_ \/2 V3 V4 V5 Ve V7
. Baseline | | , |
\ \ \ / /
Week Week:
-2 0 8 26 52 78 104
Step 3 trial
ICS+ LTRA LABA - not used
ICS & Tailored treatment as indicated by guidelines
SABA PRN
ICS + LABA LTRA - not used
Vl /2 V3 V4 V5 VG V7
. Baseline | | | |
\ \ \ / /
Week Week:
-2 0 8 26 52 78 104
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Key
ICS: Inhaled corticosteroids

LTRA: Leukotriene receptor antagonist
LABA: Long actingp2-agonist
SABA: Short-acting32-agonist

Recruitment Stage 2

At visit 1, participants (and parent or guardiaappropriate) gave written informed

consent and were allocated a unique study numbeticipants were reviewed for the

following additional entry criteria:

a. PEF while withholdind3,-agonist for at least 4 hours, of >50% predicted.

b. Females of child bearing potential agreed to usgjaate contraception throughout
the study.

Participants meeting the above criteria complet2eheeek PEF diary, Asthma Control

Questionnaire (ACQ), and asthma specific qualitifefquestionnaire (MiniAQLQ)

prior to returning for visit 2.
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Figure 2. Time lines for both Step 2 and Step 3itils.

BASELINE |

TRIAL PERIOD

Visit 2>

1

2

3 4

5

Study timescale in week3
Leeway allowed in day®

-2

0

+/-7

8 26
+-21 | 4/-21

52
+/- 21

78
+/- 21

104
+/- 21

General practitioner and/or practice asthma nurse pocedures

Assess inclusion/exclusion criteria
Informed consent

Record clinical/asthma history & prior
medications

Review clinical data& asthma therapy (p
clinical need)

11%

X
X

Check patient has/can adequately use PEF X

meter

Treatment arm randomisation by dial-up
centre

Review action plan for worsening asthma
Review any adverse experiences

Record PEF (no inhalggtagonist for 4
hours if possible)

Confirm patient resource utilisation

> X

X

Blinded research assistant /

Collect completed patient symptom diary
card

Collect data on patient costs

AsthmaQOL & EuroQOL (Quality of Life
Questionnaires

Rhinitis questionnaires

Dispense patient diary card for subsequént X

visit
Collect resource use data from practice
records

X

Recruitment Stage 3

At visit 2, participants scoringl on the ACQ (range 0 to 6, witl®.75 being optim4l)

and/or_$ (out of a maximum best score of 7) on the MiniAQlvere registered and

randomised within the step 2 or step 3 study byatomated “dial-up” centre at the

University of East Anglia. A computer respondeccdls from practices by recording

identification information. It then used input frotine practice about the step at which

the patient was to enter the study to perform &upointo predefined tables of

randomisation allocations (see 2.6) and then inftrencaller of the allocation for that

participant.
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C.2. ELEVATE Screening Questionnaires

MINI — Asthma Quality of Life QUESTIONNAIRE for a:g12+©
The ELEVATE Study
Patient Initials Study ID Number Date

Circle the number that best describes how you have been during the past 2 weeks as a result of your ASTHMA

In general, how much of the time during the last 2 weeks did you:

All of Most of A Good Some of A Little Hardly Any  None of

the the Bit of the the Time of the of the the
Time Time Time Time Time Time
1. Feel short of breath as a
result of your asthma? 1 2 3 4 5 6 7
2. Feel bothered by or have to
avoid dust in the
environment? 1 2 3 4 5 6 7
3. Feel frustrated as a result of
your asthma? 1 2 3 4 5 6 7
4. Feel bothered by coughing ? 1 2 3 4 5 6 7
5. Feel afraid of not having
your asthma medication
available? 1 2 3 4 5 6 7
6. Experience a feeling of
chest tightness or chest
heaviness ? 1 2 3 4 5 6 7

7. Feel bothered by or have to
avoid cigarette smoke in the 1 2 3 4 5 6 7
environment?

8. Have difficulty getting a
good night's sleep as a 1 2 3 4 5 6 7
result of your asthma?

9. Feel concerned about
having asthma? 1 2 3 4 5 6 7

10. Experience a wheeze in
your chest? 1 2 3 4 5 6 7

11. Feel bothered by or have to

avoid going

Outside because of weather or 1 2 3 4 5 6 7
air pollution?
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How limited have you been during the last 2 weeks doing these activities as a result of your ASTHMA ?

Totally Extremely Very Moderate Some A Little Not at
Limited Limited Limited Limitation Limitation Limitation all
Limited
12. Strenuous activities
(such as hurrying,
exercising, running up
stairs, sports) 1 2 3 4 5 6 7
13. Moderate activities
(such as walking,
gardening, housework,
shopping, climbing stairs) 1 2 3 4 5 6 7

14. Social activities (such

as talking, playing with

pets/children, visiting 1 2 3 4 5 6 7
friends/relatives)

15. Work/school-related

activities* (tasks you 1 2 3 4 5 6 7
have to do at work/school)

*If you are not employed or

self-employed, these

should be tasks you have

to do most days.
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ASTHMA CONTROL QUESTIONNAIRE ©
ELEVATE STUDY No

PT.INITIALS: _______ DATE: -

ALL QUESTIONS MUST BE ANSWERED
Circle the number of the response that best describes how you have been during the past 2
weeks.

1. On average, during the past Never
week, how often were you
woken by your asthma  during

the night?

Hardly ever

A few times

Many times

0

1

2

3 Several times
4

5 A great many times
6

Unable to sleep because of
asthma

2. On average, during the past
week, how bad were your
asthma symptoms when you
woke up in the morning?

No symptoms

Very mild symptoms
Mild symptoms
Moderate symptoms
Quite severe symptoms
Severe symptoms

Very severe symptoms

3. In general, during the past Not limited at all
week, how limited were you in
your daily activities because

of your asthma?

Very slightly limited
Slightly limited
Moderately limited
Very limited

Extremely limited

o O~ WONFP O O O~ WON - O

Totally limited
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4. In general, during the
past week, how much
shortness of breath  did
you experience because
of your asthma?

5. In general, during the
past week, how much of
the time did you wheeze ?

6. On average, during the
past week, how many
puffs/inhalations of
short-acting
bronchodilator (eg.
Ventolin/ Bricanyl) have
you used each day?

o O A W N PEFEP O OO WODNPEFEP O OO M WNDNPEFL O

None

A very little

A little

A moderate amount
Quite a lot

A great deal

A very great deal

Not at all

Hardly any of the time

A little of the time

A moderate amount of the time
A lot of the time

Most of the time

All the time

None

1 - 2 puffs most days

3 - 4 puffs most days

5 - 8 puffs most days

9 - 12 puffs most days

13 - 16 puffs most days

More than 16 puffs most days
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C.3. Medication Adherence Report Scale (MARS) Quesinnaire

Permission to use provided by Rob Horne

QUESTIONS ABOUT USING YOUR
PREVENTER INHALER

* Most people find a way of using their medicines

which suits them

* We are interested in what method best suits you

» Here are some ways in which people have said that
they use their preventer treatment

For each statement , please tick the box that best

applies to you

Your own way of using your preventer
treatment

Always

Often

Sometimes

Rarely

Never

M1

| only use it when | need it

M2

| only use it when | feel breathless

M3

| decide to miss out a dose

M4

| try to avoid using it

M5

| forget to take it

M6

| alter the dose

M7

| stop taking it for a while

M8

| use it as a reserve, if my other treatment doesn't
work

M9

| use it before doing something which might make
me breathless

M10

| take less than instructed

0 R Horne University of Brighton 1999
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C.4. Patient Information Sheet and Consent Form

STEP 2 PATIENT INFORMATION SHEET

Study Title: Clinical and health economic evaluation of leulertg
receptor antagonists

Patient Name: Information Sheet edition & date: | Version 4 4/9/2003

Doctor(s) Directing Doctor(s) Telephone Number

Research

Practice Asthma Nurse Nurse Telephone Number

PLEASE READ THE FOLLOWING INFORMATION CAREFULLY.
What would | have to do?

You are being invited to take part in a clinicaearch study to help answer how effective
different treatments are in helping people likergeif with asthma.

People with asthma have inflamed air passageshwiaase symptoms such as cough,
wheeze and shortness of breath. The inflammatomfien treated with inhalers
containing a medicine called a corticosteroid (@t for short). More recently,
however, tablets which treat the inflammation iditkerent way have been introduced
and this study aims to see which of these treasnientnore effective. Both of these
treatments are currently available and are usétkitreatment of asthma in the UK. This
study will involve about 700 patients around the.UK

You currently do not receive regular preventatireatment for your asthma but your
doctor or asthma nurse now feel that it might defbkto consider commencing regular
preventative therapy.

If you agree to take part in this study you wiledeo visit your doctor or practice asthma
nurse for 5 study visits over a 2 year period whidgh be similar to your normal asthma
care. You and your doctor or nurse may arrangea extendances, as you or they feel
clinically appropriate.

For 2 weeks before each of the five study visitea yoll be asked to complete a diary
regarding your asthma symptoms, the number of tigtas need and use your blue
reliever inhaler and your peak flow reading morramgl night.

At each study visit your doctor or nurse will asduyto complete two questionnaires that
measure the impact of asthma on your quality ef lif you have trouble with eczema,
dermatitis, rhinitis (nasal blockage, itch or drig) hay fever you may be asked to
complete questionnaires regarding how badly thesaféecting you.

If you agree to participate in the study you wadhaplete the diary card mentioned above
for two weeks to see whether your asthma is giwufficient problems to justify the
additional treatment. If it is you will be randomajfocated, (by chance, like with the toss
of a coin), to one of the two treatment choices tnard above either the steroid inhaler
or tablet therapy. Your doctor or nurse cannot #tis allocation.

If you have been allocated to the tablet treatmgent doctor will prescribe one of the two
different tablets available montelukast (Singulaird¥ zafirlukast (Accolate ™).
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If you have been allocated to the steroid inhaksatiment your doctor will prescribe one
of the range of different preparations availablecldi@ethasone (e.g. Becotide
Becloforté], Beclazonel and QVARI), fluticasone (Flixotidel) or budesonide
(Pulmicort]) are some of the most common.

You will continue these treatments for a two motrhl period. Depending on your
response to this addition to your treatment, yaatal or asthma nurse may then modify
your treatment to try and achieve the best possiorol of your asthma.

Your doctor or asthma nurse will issue you witheli-sxanagement plan outlining what
you should do in the event of a worsening of yathiaa, development of a cold etc.

You will still be allowed to take your regular mher medication should you need it but if
you do you should make a note of it on your diasddor the periods you are completing
this. If you require any other asthma medication gbould discuss this with your doctor
or asthma nurse first, if possible, unless it is payour self-management plan.

Optional in depth interviews:

You may also be asked to take part in some more iepth interviews about your
asthma and your medication over the course of thewgy. At your preference, these
interviews may be conducted at intervals of 3 to énonths, in your residence or at
your GP practice. They will be between %2 and 1 houn length. You may agree or
decline to have these interviews without it influeaing your participation in the
remainder of the study or your care. All interviewswill be recorded on audiotape
but will remain confidential. At no point will your name be associated with
recordings of the interview and the tapes will be éstroyed as soon as the researcher
has finished examining what you have said.

Who should not enter the study?

Your doctor has a full list of the types of patentho can take part in this study for
example you must be aged over 16 and the resuitswflung function tests must meet
set criteria. There may also be other reasonsywhycannot participate, in particular you
should not take part if you are or intend to bec@megnant during the study duration or
are currently breast feeding. You can discuss ithisiore detail with your doctor or
asthma nurse.

What will be the benefits and drawbacks?

It is possible that no therapeutic or other direealth benefits may result during or
following completion of this study, however, thefarmation obtained about your
condition during the course of the study may befaéko your doctor in planning your
care. In particular, it is uncertain which of tettreatment options may be most helpful
to you. However, studies to date suggest thaereinhthe treatment options give some
benefit to the majority of asthma sufferers, intigatar improvement in quality of life,
reduced asthma symptoms and attacks. In addimn,may help other patients with
asthma, as the information we get from this study e useful scientifically.

All medicines may cause some side effects. Foretlatiscated to treatment with a tablet
more common possible side effects that have beéednibpom some people include
headache, stomach pain, dizziness, fatigue, dieahiever, heartburn, toothache, nasal
congestion, trauma, cough, mild changes in somedbltests and skin reactions
(rash/swelling). Your doctor can tell you more abibvese. There may also be side effects
of the treatment that are not presently knownis hot known whether the tablets may
cause problems for a developing baby. For thisarave will not include patients who
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may become pregnant over the next two years. H®réason, if during the study you
become unintentionally pregnant you must consult yimctor as soon as possible.

For those allocated to the steroid inhaler posssiile effects that have been noted in
people include hoarseness, thrush in the mouthroat, fluid retention or rash. There is
also the extremely rare possibility of paradoxlma@nchospasm (an unexpected wheezing
attack — please ask your doctor for more infornmtio

It is unlikely that you will have a serious siddeet or injury resulting directly from this
study particularly as all the treatments used areently licensed for the treatment of
asthma. If you do you should discuss this withrydoctor immediately. Because the
research is sponsored by the NHS there is no poovie offer advance indemnity to
participants. A person suffering injury as a resfilhaving taken part in research will
need to pursue a claim for negligence throughditan or may be offered an ex gratia
payment. Each case will be considered on its merit

Should any new information become available aboytraedication included in the study
during your participation which may alter your dgon to enter or continue you will be
informed by your study doctor.

If you agree to participate in the study, unlessuneed by law, only government drug
regulatory authorities and your doctor or asthmaewvill have access to your medical
notes. Under direction of your doctor, authorisegresentatives of the University of
East Anglia and the Independent Ethics Committae see the parts of the notes
relevant to the clinical study. Such data may dieoseen by government drug
regulatory authorities. This information will beeéited in the strictest confidence. All
information about you will be anonymised, your nawik not be shown on any forms
sent to the University of East Anglia or on anya’p or publications resulting from the
study. The only exception is that the UniversifyEast Anglia will keep a separate
record of your name and address to send you thlg guestionnaires.

The study has been reviewed and approved by ampendent panel which included
doctors, nurses and non-medical people.

You should be aware that your study doctor willpaed by the NHS for the additional
workload involved in his/her participation in tretudy and may not mean you carry on
the treatment given to you during the study.

What happens at the end of the study?

Your doctor or asthma nurse will decide, with yon, the best future management of
your asthma - this may involve a change in medcati

Can I refuse to take part in the study?

Taking part in this study is entirely voluntaryt ybu prefer, you can decide not to take
part without having to give any reason and yourenirasthma treatment will continue.
If you do decide to take part, you can change yond later and withdraw. Declining to

take part will not affect your future medical tre@nt in any way.

Your doctor may have to withdraw you from the stuélyit is thought unsafe or
inappropriate for you to continue or for administra reasons. Your doctor may also
withdraw you from the study if you find it difficuto comply with the requirements of the
study. Again, your future medical treatment woutd be affected.

Who should | contact?

Your doctor and/or asthma nurse should have ansvediref your questions. If you have
additional questions during the course of this wtaioout the research or your rights as a
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research patient, you may address them to the ety asthma nurse mentioned on the
first page of this information sheet. Please atirdae of these doctors in the event of any
of the following occurring:

(@) if you suffer an illness

(b) if you feel different in any way

(c) if you are admitted to hospital for any reason

(d) if you are seen at casualty ( accident /enmergealepartment) for any

reason

(e) you feel that your asthma is worsening betwests

) if you are seen by a doctor who is not yaannmal one, please let him / her

know that
you are in this study.
(9) if you become pregnant during the study.

Thank you for taking the time to read this leafleff, you have any questions please
discuss them further with your Doctor or asthma rag who will be happy to answer
them.
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DECLARATION OF CONSENT

ELEVATE - Effectiveness of eukotriene receptor antagonists in the

EValuation ofAsthmda herapies and for healtfconomics

INVEStiIgator/GP S:...... vt Asthma NUISE. ....covviie e
F e [0 | (PPN PUPPTN
Telephone NO: ......covvvviiiiiiiinn,
(The patient should complete the whole of this shekimself/herself) Delete as Applicable
1. Have you read and received a copy of the Rati@armation Sheet dated:9.2003 YES/NO
2. Have you had an opportunity to ask questiodsdistuss this study? YES/NO
3. Have you received satisfactory answers tofaglbar questions? YES/NO
4, Have you received enough information abousthdy? YES/NO
5. Who have you discussed the study with? Dr/Mt/M................
6. Do you understand that you are free to withdram the study:
- atanytime? YES/NO
- without having to give a reason? YES/NO
- and without affecting your future medical care? YES/NO
7. Do you understand you should report possibie sffects, changes to medical
treatment and other health changes. YES/NO
8. Do you understand and agree to authorised repegs@stof either the University of
East Anglia, Independent Ethics Committee, or gowvemt regulatory authorities
reviewing your medical records to check clinicgbrmation relevant to the study, on
the understanding that your confidentiality widl tespected and you will not be
identified in any report? YES/NO
9. | understand and agree that information abouarsing from my participation
in this study will be processed by the Universitfeast Anglia. This information
may include my initials and date of birth but not full name or address. The
University of East Anglia will:
- Analyse my clinical data during and aftes thal, to assess the treatments
involved in the study and to produce reports; YES/NO
- Such data may be seen by government regylatthorities. YES/NO
10. Do you agree to take part in this study? YES/NO
Optional
11. Do you agree to be interviewed about your asthrdayaar asthma medications? YES/NO
SUBJECT Study fwmber:
Name of Subject (Please Print) Signature of Subject

PARENT OR GUARDIAN (FOR SUBJECTS AGED 16 OR 17 IN ENGLAND AND WALES)
This is in addition to consent from the subjectribelves

Name of Parent or Guardian (Please Print) Signamfr®arent or Guardian

CONSENT OBTAINED BY:

Name (Please Print) Signature

IF CONSENT NOT OBTAINED BY A PHYSICIAN, THE PHYSICI AN AVAILABLE TO ANSWER
PATIENT'S/SUBJECT'S QUESTIONS MUST SIGN BELOW:

Name (Please Print) Signature
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Appendix D
Other work undertaken not included in main text

D.1. Analytical Process to Identify Participant’s Accounting Styles

The extracts included in this appendix represemetirly analytical attempt to identify
participant’s accounting styles which were thendusebuild a sample of participants to
interview a second time. To identify each persatyge the following procedure was
followed. First, the recording of interviews weirgtiéned to and the author wrote a
summary of the content of the interview to chanastehow the individual justified

their medicine taking. Second, these characteoissitivere imported into Nvivo
software and then coded for rhetorical devicep#nréicipant’s appeared to have
deployed and the effects that this talk appeargzbtiorm. Third, coded devices were
grouped into categories which were designatedraerfpretative repertoire”. Further
devices were then classified within existing intetptive repertoires or new repertoires
were created. Definitions of repertoires were reias necessary. Finally, the
summaries of interviews were then re-read with ckeyji effects and interpretative
repertoires highlighted. This re-reading enabledatthor to construct the individual's
particular accounting style. Having identified p@gant’s accounting styles,
participants were then compared to see whethepgrofiaccounting styles could be

identified and which would form a basis for a setoound of interviews.

Extracts from Characterisations of Interviews

Extract 1 — Characterisation of face-to-face intaew with participant no. 650493.

The analytical process for this participant cantteced in this appendix from this
characterisation to the identification of rhetorla#evices (D.2.) to the mapping of this

650493’s accounting style to other participants3Ip.

Participant no. 650493: early in tape discusses Useg prophylactic med in relation to

circumstances. Self-regulatory/monitoring repee®ir
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Continues this idea with contrast between what belevdo if weren't in trial compared
with being in it. In trial: will continue to takddr purposes of trial”; if weren't in trial
would stop ICS because “I feel perfectly alrightairly structured” “ongoing
assessment”. Further supported with descriptioriakifig preventive treatment before

going on holiday.

Salbutamol a “lifesaver”. “As long as I've got satamol I'm happy”. “once you

wheeze...you get anxious”

When asked about the need for long-term manageamehideas of risk of severity and
that he referred to himself as having “had a gomihgs” he hinted that he felt
vulnerable, but seemed to hesitate over this arsdquée vague, perhaps was

uncomfortable with my line of questioning.

Expresses (as an ex-GP) “dissatisfaction” (bothskifrand within medical profession)
of state intervention into how to treat asthma.dJ$es to justify that “don’t mind too
much if | deviate a bit from what I'm told”. Agrden the principle of guidelines.
“Docs are now civil servants. ‘Doctors’ are a sidel. Interesting contrast with own
practice as a GP that when | ask “did you tell yotgrto take the med 2 times twice a
day” he replied “Oh yes, you gave them the offitiiaé, certainly” and mentioned how
that was appropriate for some people but not otlveshave a “more adventurous

spirit”. Other extreme “downright casual” “cavalier

Accounting Style:Self-regulatory, supported by criticism of goveemhinvolvement

in chronic disease management which suggestsdhatence is inappropriate for some
people, who have a more ‘adventurous spirit’. Tdaitegorisation positions those who
adhere regularly as more passive accepters of medic

Extract 2- Characterisation of face-to-face inteexv with participant no. 670287

Participant no. 670287 — interview at home.
1% statement: “I'm only really a mild case so it (fooleting MARS questionnaire)) was
quite easy because the asthma don’t actually arerhuch with my life anyway”; I

take less than instructed, probably that’s the draal had to admit to”
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Asked about diagnosis: “l suppose a lot of it iftipg a label on, what as a child,
symptoms we didn’t know what they were”. Lived ofaan, lots of animals, dust,
mother had an old mattress in the attic, as kidgl i3 go bouncing on it, always came
back with puffy eyes, wheezing “but we didn’t puahel on it, it was just a thing that
you did if you did that”. Links hayfever to wheeess, “obviously”, “suffered from
hayfever but didn’t put a label on it”. Says thayfever/asthma is in the family as
father had it “allergic to (green wood?) on appées”. “Dad had it, we had it and it
wasn’t an issue because we knew what triggereidl &nal we avoided it”.

At school avoided running around by going in gddbatball, “but again we weren’t

putting a label on it, it was accepted, we weraight up with it, wasn’t a problem”.

As if a diagnosis creates a problem. Medicine inegasiles to follow which creates the
problem hence statements such as “I had to admitiking less than instructed. The
embodied experience is almost irrelevant, rathisrsbciety’s response to the
experience which creates difficulties.

By constructing his asthma in this way he buildgypie of himself as engaged with the
condition, takes responsible steps to avoid triggérich forms the basis for any
decisions not to take medicines as instructed.

“obviously grain dust and animals did bring me ioua rash, but quite often
wheeziness”. Trivialises by using opening term obigly. Then discusses having
scratch test at GPs which identified cow hairs heaits and house dust as triggers.

Brings in medical proof to verify his own interpa&bn.

Daughters have got the same kind of symptoms,faimaly trait as it were”. Again
objectifies the cause. Youngest daughter is “méemollen person really”.

Pathological varieties reinforce the functional powf the medical repertoire.

Then tells story of 10yrs ago when had chesty cowich tends to go a bit wheezy,
“one night took a turn for the worse” took somedatighter’s ventolin, only 1 puff to
see if get some relief “as didn’t want to overdoHased it for 15mins. Remembers
“standing outside in cold night air trying to gatand breathe, actually was getting
guite worried at that stage”. Next day rang doas ‘éimey actually came out and

immediately taken to A&E”, got nebuliser and wahaospital for 2 days, “then the
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label was put on ityou've got asthmaandfrom there orall the medication then kicked

in, and you know've been in control of it and I've never had aeapof that

occurrence. The only, recently what was happenéudtive brown...I was told to take it
all the while, but | dropped off then missed a dasehen end, recently just been taking
it if there was a chesty cold coming, been arowsmpfe with colds, a quick dose and
that helped me through it, I'm afraid | droppedfit after that. Just sort of a life history
of the disease and its impact”.

This ends the opening narrative. Builds self apassible person (which was supported
by medical evidence) before the onset of the astitagk which described in detail
adds drama to the day of diagnosis. He seems tadang proof of the condition but
also that he acted responsibly in that situatioblferstamped by admission to A&E)
which predicates the subsequent talk on the ubeosin inhaler. The style then is a
combination of medical and responsible repertoirgh interplay to form justification
of non-adherence. His closing statement is interg@sts asthma is constructed as an
independent entity which has impacted upon hinmerathan referring to it in the

pOSSGSSiVG sense.

Slight contrast to Cornwell’s legitimacy exoneraties need to justify. Here there is a
more complex interplay between providing proof tegare the grounds to justify and

manage potential accusations of irresponsibility.

Asked about personal significance of having lalhelsthma. “It doesn’t bother me” In
the family has always been eczema, hayfever amenastl just happened to get all 3.

“It is a family weakness”.

Reports life changed after diagnosis, so has adeiaod after story. Before “it wasn't
interferingwith your life to that extent” “perhaps | was tiieg too lightly, until that
attack, then realised going to the hospital inahwulance, the kidology stops now
because actually this is pretty serious”. So thenges the interpretation of the earlier
talk with this before and after story. Now he takesously whereas before he didn't.
Told as children ‘you would never die of asthmd, dficourse is serious if not under
control’. So is using a more compliant repertoirehie after story based on ‘new
knowledge and experience’. This would seem to pi®an explanation to the before

story which removes personal blame. In Cornwetksrfework the absence of proof
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locates the breathing problems in the before saerg ‘health problem that is not an
illness’ which therefore requires that personairi@gor the problem be dealt with. He
achieves this with detailed description of his\atigs as a child and the triggers, a
shared awareness in the family of this, but juedifiot taking as seriously as he should
do (and therefore not taking meds) because hedattieecorrect information.

“that was the time the significance of the probleas realised, but before then it was
inconvenient”. The story is the marker of this ap@nThe use of detail adds drama then

to mark this as the point where his response temhigodied experience shifted.

Goes on to use self-regulatory repertoire. “It'sattknowing where the problem is,
then avoiding it, if you can't avoid it, do sometbiabout limiting the effects it can

have”.

Described salbutamol as “your friend” who is alwayth him wherever he is. Uses
brown when gets a cold but doesn’t think it doe€lmiObviously is a preventer so
you can't tell if it has done any good or not” Tkénhe has been using it incorrectly,
because “you need to use it on a regular basigusbin an emergency” “and I've been
neglecting that should be using it all the timeaaregular basis”. Says he has been
shown how to use it, and knows how to use it. Thiekplanation of the brown came
from the GP. Describes in detail what was told al@onebuliser and that you can take a
lot of salbutamol if need to which was “a comfdocause it is “so so effective with
me” he only needs one puff. “and if it is so effeetone wonders what the brown one,
what use is that brown one”. Describes how wastbaraned for his eyes and was
warned about overusing it so he thought “do | nledake hooked on all this stuff, is
there anything I could drop off, obviously | suppdke Beconase was one of them”
((think he means brown inhaler here)). Uses aduhatepertoire to justify not taking

brown, overuse is akin to being an addict, “hooked”

For him, salbutamol provided the answer. He cooltrol his asthma, acting
responsibly by complying with the demands of astinma@magement, whilst avoiding
becoming “hooked” on drugs. The brown inhaler isstaucted as an option which he
could “drop off”, the blue acting as a better aiegive. This possibly has links with
Cornwell’s private worlds. How the medicalizatioropess is assimilated (in a bottom-

up fashion) into sub-cultures. Whilst salbutamaissimilated comfortably “is a
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comfort” the brown inhaler is not easily accommedaias it falls within a “drug-

users” discursive framework.

Hasn’t been back to the surgery to discuss, vaguelytions that a GP may have
wanted to manage differently but “stress it is aokebilitating problem in as far as my
work is concerned”. Says because he is in a magesition he can get others to do
tasks which might affect his asthma, which theyarathnd.

When asked to use brown inhaler for the study fe“&@ne. If it is part of the study”
Talked about trying to take “religiously”. Discusiseot knowing long-term effects of
taking the preventative are, “doesn’t seem to feayeside-effects, effects your voice,
suppose you get to adapt to that, accept it”. Ugngecritical of specific medicines but
has particular praise for blue inhaler, “it is simd, you forget the reason you took it”.
Mentions one of the personal orientated targetth®istudy was to reduce dependency
on medication, doesn't talk much more about thisdaulier talk is informative here"?

target was to be able to do more activity at wbtk,was at pains to play this down,

“asthma is a nuisance” “not a serious issue” “rmohsthing | worry about at all”. Refers
back to the asthma attack as the “crisis” thagtftened me, probably did me good,

made me treat it with respect”.

| ask about whether he thinks practice view hibrast differently to him and he
discusses the idea of respect. That he is not delrag they told him to do so I'm not
treating them with respect. “If | gave advice torgiody who then blatantly ignored it,
| tend not to actually treat them with the sameees or care, than somebody who was

actually trying to do as they were told”.

Avoids direct criticism of practice by saying thase following “standard procedure”.
When | ask what he thinks is going on in termsiefamd their goals he says that he
hasn’'t analysed that deeply really. Hasn't engagéul the idea of not following their
advice. Could explore ideas of work and respecthaovd linked to health and illness for

him.

Asked about what would do beyond study “if it prexe be effective, the considered
opinion of the experts that it is the way it sholb&lcontrolled rather than the curative, |

will do as I'm advised, by people who | would tristadvise me correctly rather than
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any self-opinionated thoughts that | knew bettee ot every faith in the medical
practice. If the study is 6 or 7 years, spend ithe with consultants and specialists and
they advise you and you don’t do it, then it iyoor discredit | think.” If proved

preventive med is responsible for reducing sympttimaa “so be it".

Post-interview comments:
21/12/04: participants number 670287 — commentsenadeen listening to tape for

characterisation on 28/7/06

Remember feeling irritated with his attempt to adsgme kind of powerful position in
the interview. Didn’t want to “brag” about beingreanager. Challenged me when |
asked how long he had been taking the brown inligter should know”. Not sure why
| feel this happened, maybe because of the poligrdiecusatory nature of the
interview, with a potential power imbalance betwegeestioner and responder. | also

mentioned it was a student project so perhapgtnat him a slight feeling of authority.

Accounting Style:Uses effect of labelling symptoms with “asthma’ttze key

rhetorical tool in managing accountability. Befagd after story justifies his actions
through the use of this labelling device and thernatic event associated with the
diagnosis. Reinforced with “self as expert” devjagflising medical evidence to
authenticate his own interpretations. Non-adherenostructed as minor deviation
from position of control. Self-regulatory reperminsed when arguing how in control of
asthma now. This disappears when discussing red&sionet taking ICS in favour of an
‘overuse’ and addiction repertoire, but defers txlival expertise and blames self for
not following their advice, so upholds the medi@génda of compliance as the ideal.

Asthma constructed as not an issue as seems tsegprthreat to his lifeworld.

Extracts from Analysis of Interview Summaries for Rhetorical Devices and Effects

The following is a list of devices and effects usedenerate identification of the self-
regulatory repertoire. These were preliminary oatisgtions that were used to build a
sample for a second round of interviews. Note thatattached comments, the “Internal

Dbs”, on devices and effects may refer to a lapgece of text than that coded as
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performing a specific effect. It is useful to indkihowever as it helps place the coded

text in a broader sequence of the interaction.

The following eight effects were identified as makup a self-regulatory repertoire:
Acceptance of utility of meds

Asthma as 'not an issue'

Compliance is passive

In control

Independent, engaged, not compliant

Medicine taking is an addiction

Self-aware

© N o g A~ wDdhdRF

Undermines solidity of knowledge

The following extracts are sections of differertemiews that were coded in NVivo
with Effect 3, “compliance is passive”, (paragrapimbers refer to NVivo not

transcript).

Compliance is passive — Extract 1, participant 0493

Passage 1 of 8 Section 0, Para 14, 160 chars.
14: “Oh yes, you gave them the official line, certg’ and mentioned how that was

appropriate for some people but not others who tetmore adventurous spirit”.[3]

[3] Internal DB. Device and effect: uses consengitis medical colleagues to
undermine authority of asthma guidelines dictatebyt 'state intervention'. This
justifies deviating "from what I'm told" but theises the other extreme to position self
between two extreme points. "more adventurous'igsmdherence has an obedient

connotation, whereas the other extreme is mordasgRdownright casual”, "cavalier"

Compliance is passive — Extract 2, participant i@21350

Passage 2 of 8 Section 0, Para 25, 78 chars.
25: “pumped into me all the time. Everyday.” “Molikely to get bruised and cut[5]”
[5] Internal DB. Device and effect: passive metaplbody as receptacle. Effect is

to position those who take inhaled steroids redyiks passive objects which positions
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herself as an active person. Use of claim of playsiatcome gives position scientific
credibility which adds authority to her positione@r contradiction in the use of this
device as it is medical knowledge which is beingliemged by adopting this position.

Compliance is passive — Extract 3, participant r81823

Passage 4 of 8 Section 0, Para 220, 437 chars.

220: Used to work on a respiratory ward as a nukseew how to use inhalers as has
given that advice to other people. “done that, drug rounds’ ((laughter on the term
drug rounds)) for a long time, | recall very cleathinking ‘I don’t know how you do
that’, you know | don’t think | could, | don’t ejausing at all, it really does make me
gag... if it's bad enough you do.. did already halesas of not liking that mode of
something’[36].

[36] Internal DB. Device and effect: story of whenrked on respiratory ward on
'drug rounds' provides a relational positioningAsstn herself and the patients on the
ward. Herself as someone not able to take medsegs'tnake me gag”, whereas she
about the patients thought "I don't know how youtltlt". Her use of the term ‘drug
rounds' and associated laughter suggests her distomith this term because the
passive position it places patients in. The st@mhpps carries the message that taking

medication is for the sick.

Compliance is passive — Extract 4, participant i@21350

Passage 3 of 8 Section 0, Para 39, 75 chars.

39: Grandparents rather than lots of inhalers “rathdvain just give up on it"[10].

[10] Internal DB. Device and effect: Grandpargmsitioned as 'giving up on it' for
taking lots of meds unquestionably. This relatigmagitioning identifies herself as

actively engaged with the impact medications haveer body.

The following extracts are sections of differertemiews that were coded in NVivo
with Effect 5, “Independent, engaged, not compfiant

Independent, engaged, not compliant - Extract 1rf@pant no. 650493

Passage 1 of 4 Section 0, Para 14, 657 chars.
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14: Expresses (as an ex-GP) “dissatisfaction” (atirself and within medical
profession) of state intervention into how to trastthma. Used this to justify that “don’t
mind too much if | deviate a bit from what I'm t6ldAgreed in the principle of
guidelines. “Docs are now civil servants. Doct@® a sideline”. Interesting contrast
with own practice as a GP that when | ask “did te&lyour pts to take the med 2 times
twice a day” he replied “Oh yes, you gave themdtiieial line, certainly” and
mentioned how that was appropriate for some pdmgi@ot others who have a “more
adventurous spirit”. Other extreme “downright cdst@avalier[3]”

[3] Internal DB: Devices and Effects: Uses cossenwith medical colleagues to
undermine authority of asthma guidelines dictatelyt “state intervention”. This
justifies deviating "from what I'm told" but theises the other extreme to position self
between two extreme points. "more adventurous"igs@dherence has an obedient

connotation, whereas the other extreme is mordasgRdownright casual”, "cavalier"

Independent, engaged, not compliant — Extract 2rg@pant no. 121350

Passage 2 of 4 Section 0, Para 21, 262 chars.

21: Learnt from Grandparents (who both have asthha)smoking was bad. “you
couldn’t find someone more against smoking than.rmbeéy have a lot of inhalers
because they smoke, “I only have 1”. “I don’t wembe on that much medication, even
when I'm their age[4]”

[4] Internal DB. Devices and effects: Uses stdroandparents to position self as
not at the mercy of medications and asthma andgaged with her health. Having a lot
of medication seen as a result of smoking. Assethat "you couldn't find someone

more against smoking than me" strengthens heriposit

Independent, engaged, not compliant — Extract 3rg@pant no. 121350

Passage 3 of 4 Section 0, Para 25, 78 chars.

25: “pumped into me all the time. Everyday.” “Mdileely to get bruised and cut[5]"
[5] Internal DB. Device and effect: passive metaplbody as receptacle. Effect is
to position those who take inhaled steroids refyls passive objects which positions
herself as an active person. Use of claim of playsiatcome gives position scientific
credibility which adds authority to her positione@r contradiction in the use of this

device as it is medical knowledge which is beingliemged by adopting this position.
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Independent, engaged, not compliant — Extract 4rg@pant no. 121350

Passage 4 of 4 Section 0, Para 39, 75 chars.

39: Grandparents rather than lots of inhalers &athan just give up on it’[10].

[10] Internal DB: Device and effect: Grandpargmisitioned as 'giving up on it' for
taking lots of meds unquestionably. This relatigmagitioning identifies herself as

actively engaged with the impact medications haveer body.

Mapping Accounting Styles

On the following page is an extract from the figgdp in building a sample of
participants that could be interviewed a secone tiBach person’s accounting style is
summarised in the first column. The second columdiicates the key theme to emerge
from that style that links them with other partaiyis. The bolds mark the style
documented for that person and tally with theidgtlD on the top row. The rets

mark where else a person's style might be categgbard so indicate how many people
might be grouped into a particular style. Partinip@50493 can be used as a starting

point.

286



(Original in colour)
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D.2. Ethical issues regarding informed consent witindividual participants.

Used as a starting point: Ramcharan & Cutliffe (30Qudging the ethics of qualitative

research: considering the ‘ethics as process’ model

Context of research interviews

Theoretical rationale of study implicitly hypothgss that participants’ are perhaps
“disengaged” in some way from their illness. Thisra structural relationship between
myself and participant, “researcher from UEA, asdlstudy taking place at GP surgery

— patient”.

Ethical/Research issues

1. Fully informed consent of research aims. Patiergsarrently consented for
interviews about their views of asthma and medieesti Whilst this is a broad
area | feel there is a need to inform aim of rese& about morality/identity
and risk tensions, (in some form). This would seEsirable both for form of
interview questions and for the patient’s awaremésesearch aims.

2. Objective to explore in-depth aspects of moraliskHadherence relationship
versus individual’s right to remain disengaged fribveir asthma. Danger of
causing tension between myself and interviewed, tleetor/nurse and/or
perpetuating how patient identifies with their aséhthrough the research
relationship.

3. Informing of aims. Need to strike balance betwegarmed consent and
producing contrived data. It is important not totbe focused as other important
insights will be missed and my own preconceive@sdeill be in danger of

becoming self-fulfilling prophecies in the data.

Proposal

* Application for ethical approval of new informatisheet and consent form is
not necessarily the most ethical approach. To dhice the research aims at

outset of interview is likely to frighten particips and undermine the data.
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Secure verbally agreed informed consent with irtlial participants. Explain
how the aims of the interviews have developed sifave become a
postgraduate. Explain that it would also be ustfuinderstand some of the
social and personal issues which influence how lgdof with their asthma,
and how asthma care might be provided differemtiyould like to understand
not only patient’s views about their asthma andiostbn, but more
specifically the reasons why the person has thiesesv Explain that
understanding this may involve discussing how thigept views health and
illness in general, lifestyle choices and the pe'sattitudes to life in general.
Make explicit my independence from Elevate in theserviews and the

participant’s GP surgery. Re-emphasise anonymitycamfidentiality.
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D.3. Reflections on focus group and role of moderat

It is clear from the audiotape of the focus groigzdssion that participants framed me
as an expert on asthma until the end of the foomspgdiscussion where it became a lot
clearer:

P5:  Ithought that um | was expecting you to infarsnof all the er
P2: yeah

P5: all the things we should and shouldn’t be doing

P2: yeah

JM:  what gave you that impression

Several: heh heh heh

P1.  we thought you were an expert

JM:  what do you think now?

P1: Not sure heh heh heh

(Data sharing focus group, page 36, line 48 to ¥gdine 13).

This is despite stating both in the face to fa¢erinews and at the beginning of the
focus group that | have not been medically traifdgkre was it seemed a common
perception that | was in a position to communic¢atdhem the value of medications,
their side-effects, how they compare to other nathas and also objective definitions
of asthma. This is not surprising given the initahtext in which | met them for face to
face interviews (a health researcher working omthe asthma RCT in which they are

participating).

This shared perception was enhanced further inarsations prior to commencing the
focus group. | was asked what sorts of patientewemg studied in the asthma study. |
do not have a note of the exact wording of thisstjaa but | evaluated this question in
the following way before responding: this persopeshaps wondering if there is
anything special about their invitation to the fegroup today other than that | had
interviewed them? Perhaps they are concerned/thatrhain study considers their

asthma to be more severe than they do?
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| therefore responded by explaining the particaladications that they would need to
be taking to be recruited and then unfortunateltgo technical and explained that
there are 5 asthma steps and they were being textiati step 2. | did this to try and
answer what | considered to be his concern witktating that his asthma was mild. It
was then stated by either himself or somebodypissent that they were at the milder
end of the asthma spectrum.

| also provided them with a brief summary of thadfhgs of the main study in response
to a question | cannot specifically remember. Thiéseussions only served to reinforce
the idea that despite my protestations | was aeregm asthma and | can provide them
with answers to specific clinical questions abaihma.

The questions are: How does this impression imyaah the data that | have collected?
The whole point of the focus group was to provideadbased on a different set of
contextual conditions. This was achieved in terfk® time and location (beyond the
end of the RCT and not in participants homes bitheean NHS or university venue);

in terms of the interactional dynamics, (other peapth asthma talking to each other
around a table) and the type of activity (reviewfinglings from the I set of interviews
as opposed to direct questions about their ownreqpee). Within those constraints
participants were free to talk or not talk as thiased rather than having to respond to

particular questions about their own asthma.

Ethical Issues: Were participants under a false@sgon of the purpose of the focus
group? It seems from the data that some or aligi@aints thought that | was
specifically interested in medications (and perhtpspharmacology of medications)
and did not grasp my primary interest in “attitudasd “beliefs” until my disclosure
that | had a background in psychology (page 37-B8¢. interviews that they had
consented for were always presented as their voéwsthma and medications, that is
what was discussed and that is indeed what | akirigat. The purpose of the focus
group was to provide some feedback on these omnibims was clearly stated in
inviting them to take part, both in the initial ptecall and the confirmation letter. The
materials presented were opinions about asthmapinébns about medications. What
was not fully understood was my own position orséhissues, but this whole research
is highlighting these interactional issues that@evalent in any research/clinical

interaction and this is no different. As soon aseintioned psychology it seemed that
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they were more able to pigeon hole my agenda. Awoitant point is that people in
general are just not used to discussing their Inealtl illness with anyone who is not a
nurse or doctor and so it is difficult to move ofithis expectation. It does not seem
that their expectations of the task were not matyéther their expectations of who |
am and what information | might provide them weo¢ met. Does this constitute a lack
of consent? What may have been upsetting for pesphat they became aware of how
they might have talked differently “had they knowBut | can categorise myself in a
number of ways and the one | have tried to usdhban “student” which did not seem
to make any difference. It is only when the astlaxygert is stripped away that there is a
space to fill. Secondly, after saying my backgroisieh psychology are they now fully
informed? What else do they not know about me? Asnanage the distinction
between the observer and the observed we makeaatecabout what information to
provide, so as to not “bias” if you are a positivi to impose our own position on the

data we decide where to draw the line, they caemlevow all about the researcher.

The emergence of their awareness that | was nexp@rt on asthma and my awareness
of this came about through the process of the fgocosp, (my role as listener and not
“filling the spaces” in conversation and their apgrd discomfort with this, my inability
to provide answers to their clinical questiong)itt not come about through me
repeatedly informing them that | was not an exgarthe face to face interviews the
impression of an “asthma expert” was perhaps coctstd, whereas here it was being
deconstructed. This is perhaps evidence suppdhatgndeed we did have a different
set of contextual conditions to the face to faderinews. What is interesting is how

they managed this “new” information.
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D.4. Analytical work Undertaken on Rhetoric and Digursive Space

Reflections on transcript 670287 and Extract Ninéhapter Four

Participant 670287 (interview one, page 11, linesd3page 12, line 7)

M:

=So | havdt hasbeen. But stress it is noa debili(.)tating (.) problem
insofar as my (.) y'’know “my work is concernechay you know my life
is concerned. (.) Um (.) | don't play (.) footbatio (.) occasionally

bouts of strenuous work (1) um but its managed’lan very fortunate

in that (.) you know | can choo$@ the middle?) ((of something?)) what
what | do (.) a- at work rather than (.) um (.uyaow being in a
manageal position | mean | don’t wanna (1) y’know er (&ag but you
dohave a little bit of flex(h)ib(h)ility um and there’s you know

y'’know there’s somebody else available who willvadhe grain lorry

up and you know | would do his job while he didilthe did that (.)

and if its unavoidable well I (.) I'll do you knoput a mask on and move
the lorry myself which is its not an issas far as I'm concerned (1) you
know the guy um (.) you know | can certainly askngbody else can
you just move down (.) while | take over from yoaEverybody knows
that the reason I'm doing it I'm not frightenedwdrk but they just (.) |
can_managé in that way (.) um (.) so (.) | suppose you Icbsay well
actually you are changingur lifestyle but not to that degree.

Pollock (1993, p. 55) cites Freidson when she adfuat patients with chronic illness in

contrast to acute conditions are afforded “permalegitimation” — on condition they

make effort to “improve themselves” and are sogiaticeptable by minimizing the

demands on others. These standards of acceptabilityeologies of appropriate

behaviour constrain or facilitate the number ofipass afforded to people with

illnesses. For example Pollock identifies a ranigéerature including her own where

participants stress the importance of “attitudenofd” and “mind over matter” which

are directly related to ideas about personal respoity for, and control over, health

and iliness. She discusses how people diagnosedcwwiltiple sclerosis are helped and
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encouraged to adopt an “attitude of mind”, wheralpositive attitude is attributed to
those people susceptible and experiencing posieadth outcomes whilst a negative
attitude attributed to those susceptible to anaegpcing poor health outcomes.

In his account of how metaphor links domains ofexignce Radley (1993) discusses
how spaces of action are available to people Witkss between what is expected
regarding their behaviour and what can be attainetlyeen public morality and private
fate, and how this space for agency regarding dmehsviour is manifested in the
discursive positions taken up by people when dsogsheir health.

The quality and size of this discursive space iatwlam referring to as “affordance”.
From a medical perspective, by minimising the intd@sthma this person in the
above extract affords themselves the space toulewider range of positions than if
their asthma was having a large impact on their kifowever, what is being shown here
is that whilst appropriate asthma management isgo@iiented to by the speaker within
the demands of this specific interaction he is atemaging the moral expectations of
the different social networks in which he parti¢gg The dilemmas that this creates do
not merely orientate around being seen to be itrabof one’s asthma but refer to
much smaller “affordances” in the discursive posi§ of conscientious worker, a good
manager and someone who has a health problensthat an iliness. The example of
swapping duties at work as an acknowledged praatiwengst his workforce
demonstrates the boundaries of the behaviourakgpat the morality of the workplace

affords him.

What this extract shows is that these differentceoms are not discrete properties but
are interwoven and at times managed simultaneo®&#dgn within all of these concerns,
the medical agenda of adherence is only likelyl&y p small part. This creates
dilemmas surrounding the need to appear both itr@dio a health researcher,
(consider Horton-Salway’s (1998) concept of “doyel@pardy” — where there is a catch
22 situation for the speaker). In adherence thghtrhie between being categorised as
irresponsible because the person has not takeemqtree medication as prescribed and
being categorised as irresponsible for over-usaetfication, to be passive and
dependent. Might be evident where someone is trigirggraddle the moral frameworks
of medicine and the lay world. See Horton-Salwa9@, p.179), who also cites Radley
and Billig (1996).
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This participant can be seen to manage differgrggectives on illness management
and adherence according to the different interaatiand ideological contexts, shifting
position when the issue at stake shifts from hdeustanding, awareness and
responsibility over his iliness (pages 1-10 of frdinscript for 670287, page 5 is a good
example) to whether it has changed his lifestyigifapages 1-12, but his biography in
pagesl-3 and page 11 are good examples) to the@ate behaviour for a research
participant (page 13). In this last context, adheeds constructed more as
“compliance” because he has “signed up”, and hdavthop around on one leg” if he
was told to do so. There is no tension here witktiwar taking the prophylactic
medication interferes with his life because itudged within a context independent
from whether he needs that medication in his esyrydie and his position is therefore
inoculated against the morality of those contekke clinical decision taken by a nurse,
(supported by evidence regarding quality of lifel #&&vel of asthma control obtained via
study questionnaires) that he might benefit frokinigaregular preventive medication,
(that represented an essential component in sagasthma patients for their

eligibility to take part in the randomised contealltrial) is not seen to play a part at all
here. The reason for this appears to be relatadwohe understands the main asthma
study which seems to be as a new drug trial. Heswathin this study therefore is to act
as a “tester” for these new treatments. This apg@aconstruct a relationship whereby
he is the willing, but arbitrary volunteer, and thedication is the object of analysis. He
does not demonstrate an awareness that his patiarign the study is (supposed to be)
based on clinical reasons alone and that aside thernstudy this clinical decision

would be that he needs to take the preventive ragdiceveryday anyway. This
hypothesis is supported on page 20, lines 36 te gagline 5) when asked about what
he will do after the study he responds by refertmthe specific efficacy of preventive
medications as opposed to the “curative” and argbloints where he refers to the study
as a “survey” (page 13, lines 19, 40) and “sche(pafe 11, line 31).

670287, Interview 1, page 20, lines 30-50

JM:  outside outside of that do you think what wilppen at the end of the
study will you stop taking it or
1)

M: If its proved to be effective (.) and it is thensidered opinion of the

experts (1) that it is (.) um the way it shoulddoatrolled rather than the
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curative (.) I will do as I'm advised (.) by peopido (.) um (.) you
know who (.) who | would trust to advise me corhg¢t) rather than any
(.) um (1) opinionated self opinionated thoughtutats that | thought |
knew better. (3) | mean these | mean | have gatyefagth in in in you
know in the medical practice | mean if if (1) ((tirsg papers)) the study
is 6 or 7 years and then spend the time and therkiyow with
consultants and specialists (.) and they advise¢ga®o something and
you don’t do it then | think basically its um (t)sito your discredit |
think (.)

What is of interest to the analysis here is thati@hship between inequalities in
possession of linguistic resources, affordanceiscursive space, morality and
therefore rhetoric. In this above example the adaptf a compliant position to the
aims and objectives of medicine is a position @afliiure behaviour taken up well
within what is expected from a medical perspectheeis respecting the authority of
medicine, accepting of its science and willingatddw its commands. This compliant
position can only be seen in a good light from aliced point of view. There is nothing
to justify because the person is positioning hiarie; and as yet unaccountable
behaviour, within the boundaries of medical expemtafor someone with asthma.
However, rather than simply stating his intentioriake the medication if that is the
advice, the speaker chooses to go further by pimyial strong defence of medicine and
discrediting a non-compliant position. With the etose of a competing set of moralities
to which the speaker must orientate to he is affdithe space to take up as compliant
as position as he wishes. Here we can see thighéttvay that he constructs a vivid
contrast between the opinion of the experts, coastd and specialists which is
“considered” and the “self-opinionated” thoughtshohself. Here this statement
encapsulates the tension between the authorityi@ice and the lifeworld but it is here

where the lifeworld is subjugated as irrelevantyeadiscredited.

In contrast to earlier sections of the intervievg(g@age 10), this person does not
demonstrate the compliant position as having amflicowith other lifeworld
moralities because the severity of his asthmatishstake here. Through a
combination of my own questioning and the persamderstanding of the aims of the
study his future behaviour is isolated from his amnrent clinical need to take

prophylactic medication. He avoids having to emé&r another rhetorical account of
296



how he manages his asthma and whether he shotsgdibg regular preventive
medication. It is the interactional elements o$ tharticular sequence and his apparent
lack of access to the linguistic resources of thdysthat explains the style of rhetoric

that is deployed here and which contrasts so mbrkeith earlier discussions.

What is being proposed here is that, in additiodifi@ring levels of discursive
affordances according to differing social netwonksch is related to the amount and
type of rhetorical work that takes place in a pietdiscourse, rhetorical practice is
regulated by the possession or absence of partiseda of linguistic resources, in this
case what the randomised controlled trial is abebgt it means, what is being tested.
Here the participant is demonstrating that he adm¢possess an accurate understanding
of the study and without the linguistic resourdes go with that understanding his
account and position on future plans after comptein the trial is inadequate when
seen from the perspective of the researcher whe plagsess these resources and is
deploying them to frame the question about futlaas What is not clear is whether
the participant himself realises he does not haecess to these resources, despite the

“information” being provided.
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D.5. Review of Health and lliness Literature to Assss the Relevance of Morality
for talk about Health and lliness

To understand the relevance of morality in the gangent of chronic illnesses today
we need to examine why and how morality and hdweltle been historically connected.
In Britain the biblical link between sin and illreew/as activated by the Christian church
in the 18" century (Thomas, 1997, pp. 15-34). Thomas cite€Elizabethan Puritan
Perkins who said “Sicknesse comes ordinarily andilgsof sinne” (Perkins 1608-
1631, 1:497) to argue that when the godly man bedlrhey had to search themselves
for what they had done wrong to bring such anaifin upon themselves or saw their
iliness as a test from God. This connection betweeity and health on the one hand
and immorality and iliness is identified by Thonsasoss a range of health-related
behaviours from the I5to the 18' centuries - eating and drinking, cleanliness,
smoking, sex and exercise. The reason for abstnenmoderation in these activities
was commonly related not to any physical consecgient because of the moral
connotations of that behaviour and Thomas cite&s8orge Cheyne in 1725 to point

this out,

The infinitely wise Author of Nature has so congvthings, that the most
remarkable rules of preserving life and healthraoeal duties commanded to
us, so true it is, that godliness has the prono$dsis life, as well as that to
come” (Thomas, 1997, p. 24).

These connections between morality and healthyar®bneans uniform. Cleanliness
has been seen as “comely and honest” (Thomas) pag7ever deemed to proceed
from a due reverence to God” whilst medieval Catieh regarded extreme neglect of

physical cleanliness as a sign of sanctity.

In the 19th century the growing acceptance and@dn of science as a paradigm to
explain a range of phenomena meant that the canndmttween the individual,
society, health and morality was re-conceptuali3ée. identification of the germ as
agent of disease had massive implications notfonlgnedicine’s understanding of
health and illness but also the role of the clihpractitioner. lliness was no longer
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idiosyncratic and random but could be classifiethwai discrete pathology. People were
now diagnosed with specific conditions with an oigaorigin which meant that
previous connections between illness and immoraléye undermined. This was
problematic from the point of view of controlliniget health and morals of society by
targeting individual behaviour (Rosenberg, 199743). However, it was now possible
to attribute disease to different groups of peepth an empirical basis which had
economic and political implications. Science pr@ddhe type of evidence that meant
diseases such as tuberculosis came to be seeocé courges” rather than associated
with romantic fragility and sensibility (Herzlich Rierret, 1987). The social status of
medicine as an institution, its practice of stadgang care and the social and
professional status of the medical practitionereNeightened as a result.

Herzlich and Pierret argue that this shift fromiwiial to collective classifications of
disease causation meant that specific ilinessitiEnbegan to be used to control and
attribute moral states to groups in society sudasvorking-class. It is here that the
concept of the “sick person” and Parson’s “sicletqlL951) can be seen to emerge, an
illness identity which partly came about from tlatiective needs to have a healthy
workforce, which then led to collective construogcsuch as “the sick”. By linking
iliness to the capacity to work, illness became@ad phenomenon and with it the idea
that people had an identity that orientated arcagidg healthy or unwell which they
had to manage when dealing with other people. igetieliefs and accounts of
behaviour then are social categories in this vidwctvare intimately connected to
material outcomes of employment. The need to haeeight identity and beliefs to

participate in work was therefore a crucial issue.

Frank (1995) in his book “The Wounded Storytellsniygests that the triumph of
Modern Medicine was that people, who were previpdging, were now able to re-
enter society, to be identified with “the healthyit to be in a state of constant recovery.
Frank calls this the “remission society” which mdé people who have had almost any
cancer, on cardiac recovery programs, diabetiaglpevith allergies and

environmental sensitivities requiring some forndadtary and other self-monitoring,
those with prostheses and mechanical body regslatoe chronically ill, the disabled,
those recovering from abuses and addictions, anallfthese people, the families that

share the worries and daily triumph of staying wiethnk demonstrates by listening to
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the stories of people falling into one of theseegaties how society was not equipped
for dealing with these new identities. If you wew wholly healthy or could be
ascribed some aspects of illness you were thersfokeand possibly excluded from
participating in various areas of social life. Haeg instead of people simply accepting
the categories of sick or healthy, people in remoisstarted to develop their own ideas
about whether they were healthy or not that wegbbé a medical description and
diagnosis of physical symptoms. Importantly, thieeas about themselves, their own

versions of self therefore quite commonly did nettch the medical version.

The need for people living with chronic illnessestopt new ways of living, versions
of themselves and beliefs meant that the relatiprisétween morality and health was
constituted in new ways. ldentities, beliefs antloas relating to the different ways in
which people engaged with their conditions needdaktexplained and justified to
healthcare professionals, family members, workeagjles etc. So instead of
individuals needing to present themselves as uikwend without sin in their
explanation of the onset of disease, here morafityhealth were being linked to its
management over a long period of time. This ledet sets of narratives being
employed in which to talk about health and iliness] arguably the very concept that
patients have “health and illness narratives” (krd®95, pp.3-26) can be seen to

emerge out of these conditions.

This focus on lifestyle, beliefs and individualiaas inevitably placed individual
responsibility at the heart of this moral framewdke can see how the notion of the
individual as accountable has been upheld andctetleby broader cultural patterns in
British society in the last 30 years. In his navetnalysis and discussion of chronic
illness and the pursuit of virtue in everyday li@&areth Williams argued that in British
society in the 1980s, health, like wealth was rgitiood nor bad in itself. What was
good was “the self-disciplined activity, which aoding to Protestantism and Mrs
Thatcher, produces them; and in their absencesisesign of gluttony and sloth”
(1993, p.92).
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Connections between health, illness and moralitythe 2£' Century

There is plenty of background evidence that thie hietween morality and health is still
important today which sets the scene for a studyparfality in how people with chronic
iliness talk about medicine taking. We can seestimae relationship between individual
action, beliefs and morality being constructedealth promotion initiatives in ways
which have developed from the individualistic idsgp} Williams identifies in the
1980s. The strategy to prevent risky lifestyles loarseen through efforts aimed at
specific behaviours deemed under the voluntaryrobaf individual citizens. For
example media messages such as “Smoking When Ptdgaans Your Baby”
(http://news.bbc.co.uk/1/hi/health/2617585.sWednesday, 1 January, 2003) and

campaigns to improve healthy eating using powenhalges:

http://www.food.gov.uk/news/newsarchive/2009/fetilgaamp

Davison, Davey-Smith & Frankel (1991) discussed tlmgvattempt to reduce risky
lifestyles in the UK has been implemented usingg@pronged approach. Driven by
academics, private and public bodies in liaisomwlifferent forms of media, this has
been done firstly through advertising and healtmmtion campaigns, and secondly by
attempting to create a moral climate whereby “lngathoices are easy choices”. This
moral climate ballooned more recently with the pémption of lifestyle programmes
that present “problem cases” who undergo a “makédagdecome healthier and

therefore “better” peoplehttp://www.channel4.com/programmes/you-are-what-you

eat/4od Davison argued that this promotion of individicdsologies of illness
prevention orientate around self-control triumphawvgr self-indulgence and, in British
health promotion these ideological and politicdvates are presented as a relatively
unproblematic relationship between knowledge (am@se of information) and the
decision to do healthy things (or do unhealthydb)n The individual as the “reflexive
consumer” is therefore armed with this knowledge kaas the “free will” to adopt
healthy lifestyles or not, as seen in powerful ragss such as “NHS Choices. Your
Health. Your Choices™http://www.nhs.uk/Pages/homepage.gsgkerefore, an

ideology of the individual as decision-maker digeattention from the social causes of

illness (Crawford, 1984) and arguably creates acwlirse of responsibility” (Wellard,
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1998) which needs to be managed when communicettiather people about one’s
health.

The relationship between individual control of anbealth outcomes and choice can be
seen not only in terms of responsibility over ormig health but also in terms of our
responsibility to the collective needs of socidtythe 1980s Williams identifies the
ambiguity that people in Britain often report todsithe provision of social welfare,
supporting it in principle, yet finding the ideatbemselves and their families being
“dependent” as abhorrent. At the start of th& @&ntury our collective responsibility is
often seen more towards increasingly scarce antetimesources within society. With
the NHS now 60 years old it is frequently portragsdan institution buckling under the
strain of increasing demands, higher expectatioddienited resources “Ageing
population 'will strain NHS resources”, (Societydedian, Friday December 9 2005),
“Middle-age mums 'put huge strain on NHS” (The peledent, Sunday, 13 August
2006) “Superbugs drain NHS resources” (Daily Tedpbr25 January 2007). Within
this discursive framework of collective and indiva responsibility, users of the NHS
have a moral obligation to the collective needsatfiety as well as to themselves to
avoid putting unnecessary further pressure onaainesources. From this perspective,
the tension between individual choice on the omallemnd blame and accountability on

the other has arguably never been more acute.

In this discussion of morality it is clear that Vehin the 2% century there is a much
greater discussion of the physical consequencksl@viours like gluttony, alcoholism,
smoking, sexual promiscuity and cleanliness, thmeotion with morality is still
extremely pertinent. Rosenberg (1997, p. 44) arthetsthe 3 basic elements of
“personal’- “choice”- “lifestyle” present in today’health promotion discourse have
their origins in the far older view of disease @ign linking habitual sin with disease
and which are linked logically, rhetorically and @imonally. As was the case in the
‘pre-germ-theory’ era, morality is now linked todtidn by quantification of cigarettes
smoked, sexual partners had, alcoholic units drpakjons of fruit and vegetables
eaten. The consequences of our actions are nagua@rely in terms of the physical
outcomes however but also by our moral worth. Bhaggests that the earlier
connections between morality and health are noeipeonsigned to history but can be
seen to underpin some of the ways in which the daghaviours are viewed today and

communicated across society. In other words, vthiee are many different ways in
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which the link between morality and health has leemulated through history, there
are clear patterns in the development of the lagguwh morality and health which are

communicated over time and which continue to beleyapl to control of the health of
society.
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D.6. An Interpretation of the ELEVATE Recruitment P rocess and Participants
Access to Discursive Resources

One way in which to assess the influence this reoant process has on the research
interview itself is to specify the roles that apeating in this process. Erving Goffman
provides a useful analytical framework which althowvas designed to apply to
interactional talk can be used here to emphaseseethtive control over resources that
the different participants have and the impact thight have on the movement of
dialogue within the interaction of the researclemew. Goffman (1974, 1981) in his
analysis of talk discusses how, when an individypalaks there is a structuring of roles
of the relative participants involved. He sets that differing production formats that an
individual may engage in when speaking and heneeliffering roles that emerge as a
result.

These are:

Animator. the “emitter” (the physical source/ soundbox s&)J who can also inflect the
message with personal style and intonational detitmarkers (1974:518).

Author. the person who selects the words and meanings

Principal: the person who in a particular capacity/role sékelds responsibility for the
message

Figure: the protagonist represented in a scene descitzed.figure, the speaker has
enormous flexibility in the projection of his/hetentity, allowing her/him to talk in a
“self-dissociated, fanciful way” (1981:146-152)

Although Goffman never set out any comparable rfdeghe listener, ScolloflL998, p.

257) used Goffman’s framework to develop the folloyv

Receptorthe mechanical receiving of the communicatiopgeson can repeat a
message but have no idea of its meaning) (Compapaibtuction role: animator)
Interpreter. derives a meaning from the communication (Comgarproduction role:
author)

Judge takes responsibility for interpretation of theanang (Comparable production
role: principal)

Figure: e.g. you listen differently if you are a charagtea tale (Goffman 1981, p.
152).
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Using Goffman’s framework a straightforward interfation of the patient’s role in the
recruitment process could be that they act simatiasly as author, animator, principal
and figure, with a large amount of control over theaning to be taken. However, there
are a series of tools used here to apply notiomsutif and objectivity regarding asthma
control and quality of life to the person’s expade of asthma. The questionnaires,
peak flow diaries and reversibility test constracet of linear measurements on which
the person’s responses have to fit. For examplestepn 1 of the Asthma Control
questionnaire asks “On average, during the pask wemsv often were yowoken by

your asthmaduring the night?” with the available responsdadpé&Never”, “Hardly
ever”, “A few times”, “Several times”, “Many times"A great many times”, “Unable

to sleep because of asthma”. The use of bold engdsathat the person should only
focus on being woken up and nothing else whickiisforced by the options available
to them. The experience of asthma at night ansigtsficance is reduced to a frequency
of occurrence rather than anything else. This glaoasiderable restrictions on the
sorts of things that can be said and the typestefpretation that are possible. Rather
than the person being seen as author here itaacithat provides a limited range of
words and meanings that the person can use asthi¢ iobjectivity of science that
authorises evidence, fact and meaning. This aghtoon of evidence means that while
there is some space for the person to provide tvairevaluation of their breathing
difficulties, the capacity for the person to beitaator”, to contribute anything unique

to their responses is extremely limited.

Despite the restriction on responses availablepénson with asthma nevertheless
holds both the roles of “figure” and “principal”h&y are both the person represented
within the questionnaires and breathing tests #&wltald responsibility for the

message being conveyed. However, where Goffmarsrefehe enormous flexibility
within interactional talk that the figure has irvihtheir identity is projected, there is no
such flexibility here. The identity of the persandietermined by a cut-off point on an
average of scores, a cut-off point that the pedsm®s not have access to. This creates a
paradox in that the individual plays a passive moléheir identity construction of

“person with inadequate asthma control and quafitife” but yet is considered

responsible for that identity because of the respsrthat thepave provided.
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The role of the nurse at study visits 1 and 2 igdibas both “interpreter” and “judge”
based on the clinical evidence available. Howewbat is being shown here is the
tension between the autonomy of clinical opiniod #re weight of an evidence base
that assesses inadequate asthma control and quidifiy based on broad generalities.
The tools of objective measurement may be bothdharad a constraint to clinical
judgement depending on the value afforded to thigieace by clinical guidelines, a
criticism which has been made by some advocatpatent-centred medicine and
which was discussed in chapter two. The clinicleréfore may be judge but may also

be seen as facilitator or agent to scientific fact.

Similarly, my role as Research Associate workinghanclinical trial in which
participants have been recruited is to act aspnééer and judge to the evidence of
prescription refills and the self-reporting of addrece by the people | wanted to
interview. | thereby set up my own criteria by whto judge the person and assign the
identity of “non-adherent”. This assessment wastas accordance to medical
assumptions which | am critiquing in my researchrmyertheless this again is a
categorisation that the individual had little accaswhen being considered for
interview. The use of the Medication Adherence Refoale as a precursor to the
interview and as a prompt for discussion serveset@ut the parameters for the
interaction within the interview that places thegms within the framework of

medication adherence that | have set up.

The outcome of this process of recruitment fromgsicipants’ point of view is that
their identity is constructed in ways which theyéadttle control or awareness. They
are “person with asthma”, “person with inadequathrma control and quality of life”,
“person who has been non-adherent with their médita The one identity that the
participant has provided consent for and theredoes have access to is “research
participant”. There is a clear separation here betwpossible utilitarian connotations of
helping society through participation in researot the clinical constructions that have
been constructed from an academic perspective. Wiodtrelevance to the analysis of
interview data is how the framing of research paréint influences what interviewees

say and how this interacts with my own frames datng around adherence.
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Glossary of Acronyms and Abbreviations

A&E Accidents and Emergencies

ACQ Asthma Control Questionnaire

AIDS Acquired immune deficiency syndrome

BTS British Thoracic Society

CA Conversation Analysis

CDA Critical Discourse Analysis

CFS Chronic Fatigue Syndrome

DP Discursive Psychology

ELEVATE Acronym referring to large randomised catitrd trial
comparing the cost-effectiveness of two prophytacti
medications for asthma

GINA Global Initiative for Asthma

GP General Practitioner

HIV Human immunodeficiency virus

ICS Inhaled corticosteroids

LABA Long actingB2-agonist

LE Linguistic Ethnography

LTRA Leukotriene Receptor Antagonist

MARS Medication Adherence Report Scale

ME Myalgic Encephalomyelitis, otherwise known as
chronic fatigue syndrome

MiniAQLQ Mini Asthma Quiality of Life Questionnaire

NHS National Health Service

RCT Randomised Controlled Trial

SABA Short acting32-agonist

SCM Social Cognition Model

SIGN Scottish Intercollegiate Guidelines Network

SMP Self-Management Plan

TWOD Truth Will Out Device
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