Negotiating healthcare through partnership: An exploration of the
perceived and observed factors that enable or inhibit partnership
between young “expert” patients with Cystic Fibrosis and the
Healthcare Professionals with whom they interact.

Kath MacDonald

Submitted in partial fulfilment for the award of Professional
Doctorate in Health and Social Sciences
6th January 2014
Queen Margaret University, Edinburgh

0

Declaration

I declare that this is my own work

The stated word count is 49, 359 excluding appendices and tables

Signed

…

Date……6th January 2014………………………

1

Acknowledgements

Thanks are accorded to several groups of people without whom this thesis would not
have been possible.
Firstly to the young people and healthcare professionals who participated in the study
and gave of their time and experience. Secondly to my Director of Studies Dr Shona
Cameron for her enthusiasm, sound advice and constant support throughout my
doctoral studies. To my supervisors Dr Margaret Smith and Dr Lindesay Irvine, thank
you for the support and guidance offered during the writing of the thesis.
To Philip, Bill, Kevin and Janice; many thanks for the editorial work.
Thanks must also go to my colleagues at QMU, who supported my study leave and
helped me manage the workload of combining a full-time academic role with doctoral
studies. I hope I can return the favour.
Finally, thank you to family and friends for emotional and practical support over the
past six years.

2

Abstract
Since the late eighties healthcare policy has seen a shift from a paternalistic model of
care to that of an inclusive partnership approach which encourages engagement,
responsibility and self-management of long term conditions. This paradigm shift has
given credence to the notion of the “expert patient” (EP); an individual with a long-term
condition whose knowledge and skills are valued and utilised in partnership with
healthcare professionals. However, there is debate as to the definition of the EP, and an
assumption that all patients would want to adopt this role and a partnership model of
care. There is also scepticism about the motivation behind the introduction of the EP
and the perceived benefits of EP Programmes.
This study aimed to explore how young “expert patients” living with cystic fibrosis (CF)
and the healthcare professionals (HCPs) with whom they interact perceive partnership
and negotiate care.
Adopting a qualitative methodological strategy, informed by Interpretivism and
Symbolic Interactionism, thirty three consultations were observed between eight
patients, two accompanied by a carer and twelve healthcare professionals (HCPs).
Following the observed sessions the eight patients, two carers and eleven HCPs were
interviewed.
Data were analysed thematically using the five stages of “Framework” a matrix-based
analysis approach. Three major themes emerged from the data: experiences of
partnership, attributes of the expert patient and constructions of illness. Multiple sub
themes are also presented, including the power of the nurses, normalcy, the expert
patient as navigator and the ceremonial order of the clinic.
Implications for practice suggest the need for ground rules outlining both parties’ roles
and responsibilities in partnership, a remodelling of the clinic format to ensure patientcentredness and a consideration of the role of decision tools and Telehealth in any new
proposed model.
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Outline of the thesis
The thesis comprises eight chapters.
Chapter one comprises the introduction to and rationale for the study and gives
definitions for the commonly used concepts within the study.
Chapter two begins with the methodology for the literature review and proceeds with
an overview of cystic fibrosis. This is followed by a review of chronic illness and its
construction and concludes with an examination of the literature on the expert patient.
Chapter three explores the literature around the models, attributes, perceptions and
outcomes of partnership.
Chapter four appraises the literature in relation to social interactions between patients
and healthcare professionals; particularly the themes of asymmetry and the ritualisation
of the encounter.
Chapter five explores the proposed theoretical framework, design and methodology for
the study.
Chapter six reports the findings of the study presented thematically through the
observational and interview data and field notes. Reflections on the role of the
researcher are also presented in this chapter.
Chapter seven presents a discussion and analysis of the findings and the limitations of
the study.
The final chapter highlights the new knowledge gained through the research process in
the form of a conceptual model and revists the research questions through Hook’s
model of partnership. Researcher reflections are also presented here in terms of the
learning achieved through the doctoral process, and the implications for practice.
Agaogi (2013, p2) contends that there is much debate about the absence of “me” in
scholarly writing, and suggests that passive sentences written in the third person risk
“stripping away the spice from the dish” in PhD writing. Thus, where I feel it is
imperative that my voice is heard I make no apologies for writing in the first person.
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CHAPTER ONE: INTRODUCTION
1.0 Introduction
Since the late eighties healthcare policy has seen a shift from a paternalistic model of
care (Friedson 1984, Creer and Holroyd 2006) to that of an inclusive approach which
encourages engagement, responsibility and self-management of long term conditions
(Lorig et al. 1999, McQueen 2000, Rogers 2009, Rogers et al. 2011). Several drivers are
thought to have contributed to this shift including: demographic, epidemiological and
moral transitions (Taylor and Bury 2007).
The increasingly ageing population and rise in the prevalence and reporting of long
term conditions (LTC), (WHO 2008) within Scotland has resulted in two million people
(40% of its population), living with a long term condition (Scottish Government 2012
b). Further, policy has seen a move away from acute services in hospitals to an
anticipatory approach to care with increased provision of care in the community (DoH
2006, Scottish Executive 2007, Scottish Government 2010a,b), 2011, 2012a).
Additionally a policy focusing on self-management has been instigated with the
intention of making more effective use of available resources in order to manage the
growing rise in LTCs. (DoH 2004, Darzi 2008, Scottish Government 2012b). Currently
England spends 70% of its health budget on management of LTCs (DH 2013).
A further motivation for self-management has been the Government’s drive to increase
patients’ engagement in involvement and responsibility for their own health, particularly
in the context of LTCs (Wanless 2004). Other factors influencing change were those of
poor collaborative practice and systems failures highlighted in the media through cases
such as Shipman (2002), the Bristol Royal infirmary Enquiry (2001), Allitt, Alder Hey
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and the Mid Staffordshire Enquiries (Goodman and Clemow 2008, Francis 2013). These
practices gave rise to claims of protectionism, paternalism, lack of transparency and
breach of moral principles resulting in a lack of trust in services and a resultant rise in a
consumer culture in healthcare (Sang 2004, 2009).There is also an acknowledgement
by health professionals and policy makers of the autonomy of patients and the value of
lay knowledge (Coulter 2002, Coulter and Collins 2011, Enwistle 2000, 2002, 2004,
2006a,b), 2010a,b), Entwistle et al. 2004, 2006, 2008a,b), 2010). Finally a revisioning
of “patienthood”; from the definition of the patient as a passive object of medical
attention, to one whose subjective experience of illness is relevant, active and
transformational to the activities of health professionals (May 1995, 2006), has
influenced this sea-change.
Thus twenty-first century healthcare aspires to present an ideology of patient-centred
care operating in partnership with health professionals, with an emphasis on
empowerment of patients and “a mutual NHS” (DoH 2000,2005a,b), 2006, DH 2010,
2013, SE 2007, LTCAS 2008, NES 2009, LTCC 2010, SG 2010a,b), 2012a,b). The desire
for this partnership and participatory approach is well documented in the nursing,
medical and sociological literature as evidenced by the abundance of published research
in this area, (Charles et al 1997, 1999, 2000, Holman and Lorig 2000, Barry et al. 2000,
Coulter 2002, 2012a,b), Coulter and Collins 2011, Coulter et al. 2012, Wilson 2001,
Wilson 2005, Henderson 2003, Daiski 2004, Bidmead and Cowley 2005, Brown et al.
2006, Lee 2007, McIntosh and Runciman 2008, Coyne 2006, 2008, Sang 2009, Wilson
2009, Greenhalgh 2009, Mikesall 2013). However, whilst many of these papers are
small-scale exploratory descriptive studies, or position papers, they draw similar
conclusions about the perceived lack of equality in partnership by patients and carers,
(Rutter et al. 2004), despite the intent expressed in policy documents. This inequality
has also been evidenced through observation of the social interactions between patients
and healthcare professionals throughout the last six decades (Parsons 1951, Goffman
1959, 1971, Stimson and Webb 1975, Strong (1979), Tuckett et al. 1985, Waitzkin
1991, Lewin et al. 2001, Bensing and Verhaak 2004, Silverman et al. 2005, Heritage
and Maynard 2006, Pilnick and Dingwall 2011, Fischer and Ereaut 2012).
14

The spirit of increased engagement and recognition of the value of the patient
experience in the management of health has given credence to the notion of the
“expert patient”, (DoH 2001); an individual with a LTC whose knowledge and skills are
valued and utilised in partnership with healthcare professionals for their own selfmanagement and that of others (DoH 2001). However, there is debate as to the
definition of the expert patient, (Tyreman 2005a,b), Badcott 2005, Taylor and Bury
2007), the assumption that all patients would want to adopt this role (Wilson 2007), the
motivation behind its introduction, (Wilson 2001) and the perceived outcomes of Expert
Patient Programmes (Kennedy et al. 2005, Foster et al. 2007, Taylor and Bury 2007,
Rogers et al. 2008, Coster and Norman 2009, Greenhalgh 2009, Savage et al. 2011).
1.1 Rationale for the topic: Personal and professional
The aim of this study was to explore how young expert patients living with chronic
illness and the healthcare professionals (HCPs) with whom they interact perceive
partnership and negotiate care. The rationale for the study is driven by several factors.
Firstly, as discussed above, there is an increasing focus on mutuality and partnership in
healthcare between professionals and patients/clients/consumers which was perceived
as worthy of further exploration. However, the topic of interest was also driven by my
experiences of working as a nurse specialist with young people with chronic illness.
During this period it was acknowledged anecdotally, experientially and through the
literature that these patients displayed experiential and technical knowledge of self,
disease and its management which might be perceived as expertise. In light of the
recent attention on the concept of the “expert patient” in policy and in the nursing and
sociological literature I felt that this area of “expertise” warranted further investigation.
Further, in relation to my clinical career, the duration of chronic illness within this
particular group of patients resulted in the establishment of long-term relationships
between those who experienced the illness and those of us (HCPs) who were involved
in its management. These relationships may or may not be perceived to be
15

partnerships, but aroused my curiosity to know more about how these relationship are
viewed by each of the parties. A search of the literature provoked this curiosity further
as it appeared that the language of partnership in policy was not always evidenced
through the empirical research. Thus the two topics of interest: “expertise” and
“partnership” were combined to form the research question.
1.2 Defining terms: chronic illness
There has been a degree of confusion regarding the terminology in the field of chronic
illness with earlier definitions derived from a biomedical stance making reference to
disease and dependency (Wilson 2007). Historically the imagery associated with
chronic disease has implied disability and incapacity and was largely negative, (Wilson
2001, Walker 2001). Wellard (1998) contends that umbrella terms such as “chronic
conditions” have been adopted in an attempt at inclusiveness. This can be seen through
the change in language in recent policy documents which cite “long- term” or “enduring
conditions” (DH 2013, Scottish Government 2010a,b) as opposed to chronic illness.
The DH (2013, p1.) defines a long term condition as
“a health problem that can’t be cured but can be controlled by medication or
other therapies”.
Whilst this is a broad definition, there are still negative associations apparent within it,
such as “problem” and “can’t be cured” and it might be argued that its derivation is
biomedical in its reference to medication. This definition does not account for the shift
and flow of chronic illness over time (Charmaz 2006), nor the impact on biography
(Bury 1982), coping with illness (Casier et al. 2011) or the place of social or cultural
situations in which chronic illness is experienced (Walker 2001). However it does allude
to other therapies (which might include non-medical solutions). Walker’s (2001)
contention that it is unlikely that a uniform definition of chronic illness will receive
universal acceptance because of the perspective of the writer is resonant, thus in the
interest of pragmatics the DH (2013) statement is the chosen definition.
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Further definitions are given in appendix 1 (p 211) for other commonly used terms
within the study. It is recognised that these definitions also have their limitations which
are debated in the appendix. However they have been adopted in the same interests of
pragmatism given to the definition of chronic illness
1.3 Summary
Having defined the common concepts within the thesis (appendix 1,p209) and given a
rationale for the study, the following three chapters present a review of the literature
relating to these concepts. This is preceded by an account of the methods used to
scope the literature review.
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CHAPTER TWO: METHODOLOGY FOR THE LITERATURE REVIEW
2.0 Introduction
Bettany-Saltikov (2012) suggests that in order to be systematic in reviewing literature
the process should begin by selecting a topic of interest, and thereafter narrow the
topic down to a review question. Further stages in the process should include:
identifying why this is of interest and worth investigating, gains; for patients,
professionals and stakeholders, the rationale for the question and deconstruction of the
question, as a complex question may have more than one part to it.
At its broadest level, the topic of interest is chronic illness. This is a vast topic area
which consists of multiple concepts but as a means of constructing a literature review
might be themed under constructions of illness.
Loewe et al. (1998) contend that since the seventies the illness narrative has emerged
as a popular literary form in relation to social construction of chronic illness. Sociological
perspectives into living with chronic illness (the author’s area of interest) have focused
on multiple aspects of the lived experience; not only on the physical self but on aspects
such as the illness trajectory (Glaser and Strauss 1968, Thorne 1993), meanings of
chronic illness (Strauss and Glaser 1975, Bury 1988, 2005, Paterson et al. 2002 ), illness
work (Corbin and Strauss 1985, Corbin 2003), identity (Goffman 1959,1961, 1971,
Charmaz 1983, Koch et al. 2004, Kralik et al. 2010), biography (Bury 1982, 1991),
compliance or concordance (Charles et al. 1997, 1999), storytelling and patient
narratives (Frank 2000). A further body of literature has focused on the relationship
between people with chronic illness and healthcare professionals (Stimson and Webb
1975, Strong, 1979 , Tuckett et al. 1985, Thorne 1993, May 1995, Charles et al. 1997,
Maynard and Heritage 2005, Barry et al. 2000, Mead and Bower 2000 a,b, Silverman et
al. 2005, Wirst et al. 2006, Pilnick and Dingwall 2011, Fischer and Ereaut 2012 and
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more recently on lay expertise (Tyreman 2005a,b), Badcott 2005, Wilson 2007). It is
beyond the scope of this literature review to include all of these aspects of chronic
illness. It is the latter two concepts which are of interest to me. The limitations of this
approach acknowledge that in order to seek a full understanding of the chronic illness
experience it should not be viewed through only one perspective. However Thorne
(1993) also argues that one cannot understand the experiences of people with chronic
illness without comprehending the nature, context and content of the relationships
which they encounter with healthcare professionals. Thus, as the study seeks to;
“explore the perceived and observed factors that enable or inhibit partnership
between young “expert” patients with Cystic Fibrosis (CF) and the Healthcare
Professionals with whom they interact”
these two topics of lay expertise and interactions with HCPs in the context of
partnership would seem to be appropriate areas of exploration.
This will be preceded by a biographical overview of living with cystic fibrosis in order to
contextualise the study.
The component parts of the question can be broken down using the Population,
Exposure, Outcome (PEO) format (Khan et al. 2003), table 1.
Table 1: Breaking down the research question using the PEO Framework
(Khan et al. 2003)
Population

Exposure

Outcome

Young expert patients (age

Attendance at the CF Clinic

Observed behaviours

16-35) with CF, who have

Consultations between

(patients and HCPs)

lived with the disease >

patients with CF and the CF

Patients experiences of

5yrs, who attend a CF clinic

Multi- Disciplinary Team

partnership

in a specialist centre, who

HCPs experiences of

have transitioned from a

partnership

paediatric centre more than
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1 year ago, who selfmanage a range of complex
technical treatments.

2.1 Search strategy
A literature review was undertaken using the following databases: The Knowledge
Network (which incorporates CINAHL, MEDLINE, ASSIA, EBSCO, HMIC, OVID EMBase,
Psychinfo, Shelcat, Wiley, Social Care online, Social Work Extracts, e-library and
MIDIRS) and the Cochrane Database of Systematic Reviews. Grey literature including
Index to Theses was also searched and websites such as Department of Health,
Scottish Government, and the Health Foundation were scrutinised to gain a perspective
on user involvement and the political dimensions of the expert patient literature. Key
terms are cited in table 2 (p21).
Limits were set on English-speaking, peer reviewed journals and texts published
between 2000-2013, so that information was current; as earlier searches revealed little
in relation to the expert patient concept. However earlier seminal literature in relation to
chronic illness/long-term conditions was reviewed and included following the initial
review.
A combination of thesaurus (MM/MH) and free text (TX) terms were entered into the
online bibliographic databases. Truncation and Boolean operators were also used.
Electronic searching was supplemented by hand searching of peer reviewed journals,
and web searching to identify further grey literature, where necessary.
Primary research studies, narrative and systematic reviews of the literature and relevant
position papers were included in the review. Additionally, key authors in the field were
identified from the initial review (table 2, p21) and a further search was then
undertaken under the author names. Several key text books were identified from this
search and scrutiny of these revealed further references which were then sought out.
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Papers were excluded on the basis of relevance to the context, and the limiters
described above.
Edwards and Elwyn (2009) suggest there are a number of related terms in the literature
around shared decision making: patient centred care, concordance, participation,
partnership, informed consent, autonomy, involvement, interaction, consumerism,
expert patient. Thus in applying this principle to “partnership” it was felt necessary to
incorporate many of the same key words into the search strategy terms in order to
capture a comprehensive overview of the literature in this area.
Bettany-Saltikov (2012) asserts that there are now many critical appraisal assessment
tools available in order to take a systematic approach to reviewing the literature. The
tool chosen in this study was the CASP appraisal tool (PHRU 2006, appendix 2, p212)
which asks ten questions of the studies under review. Studies were eliminated on the
grounds of relevance, duplication, context; (e.g. partnership or expertise between
professionals rather than in relation to patients), and on quality and accessibility
(anecdotal articles, book reviews, articles not in English language).
Table 2: Key search terms and authors used in search strategy
Examples of

Articles

Articles

Considered

Considered Grey

Key authors

key words:

found:

found:

for

for

litera

(across all

Knowledge

Cochrane

inclusion:

inclusion:

ture

databases)

Network

database

Knowledge

(Cochrane)
1

Tyreman,

Network
“Expert

124

patient” or

and
and

21

29

3

Wilson,

Expert
patient*

11

256

partnership

438

8

25

1

3

McQueen,
Hook,
Coyne
Cahill

or
Interaction

477

30

Stimson,
Strong,
Pilnick,
Goffman,
Tuckett

or
autonomy

598

13

26

1

1

Coulter,
McCormack
Entwistle

or
engagement

299

22

Sang,
Wilson,
Coulter

or
involvement

2234

12

13

1

33

20

2

2

2

Gabe

or
negotiation

Morse,
Wuest

or
trust

668

1

25

1

2

105

1

41

1

7/265 Entwistle,

or
patient
centredness
22

Mead &

Bower

“Expert
Patient” or
patient*
and
chronic illness 338

9

103

2

Bury,
Thorne,
Paterson,
Kangas,
Charmaz

or
Adolesc*

42

13

Coyne,
Gibson,
Moore &
Kirk

emotional

199

0

15

0

47

labour
Illness &
construction*

Hoschchild,
Smith

83

5

3

Bury,
Thorne,
Paterson,
Kangas,
Charmaz

Finally following literature searching, it became evident that there were some gaps
which required a further trawl of the literature to include topic areas not in the original
traunch (such as normalcy, and emotional labour). This is in keeping with Timmins and
McCabe’s (2005) contention which states that the author may need to return to the
literature as the review progresses. Further, a return to the literature was deemed
necessary to review any new additions to the literature since the original search. Those
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references subsequently identified for inclusion were uploaded into an electronic
database.
LITERATURE REVIEW
Living with a long term condition: cystic fibrosis and its management,
constructions of illness and constructions of patients
2.2 Cystic fibrosis and its management
Cystic fibrosis (CF) is found in Caucasians and affects almost ten thousand people in the
United Kingdom (CF Trust 2013). Almost half of these are over sixteen years of age (UK
CF Registry, 2013). This progressive condition is caused by a gene defect which results
in abnormal thick sticky secretions in the lungs and digestive system, causing repeated
chest infections and low weight (Hodson 2000). Although previously a disease of
childhood, median predicted survival in 2011 is 41.5 years (UK CF Registry, 2013). This
is attributed to improved screening, nutrition and surveillance; nevertheless the current
median age at death in UK adult services is still only 26 years (UK CF Registry, 2013).
As a multisystem disease the burden of care is considerable and treatments consist of
oral, intravenous and inhaled medicines, physiotherapy and exercise, and nutritional
support through oral or enteral routes. A recent US study (Sawicki et al. 2008)
calculated mean self-reported treatment burden of inhaled and oral medicines, airway
clearance and exercise to be 108 minutes per day (excluding intravenous therapies).
Complications of CF include infertility in males, insulin-dependent diabetes mellitus, liver
disease and osteoporosis (CF Trust 2013). Most people with CF are diagnosed in the
first three months of life (CF Trust 2011). Thus by the time they attend an adult clinic
people with CF have been self-managing treatments for many years and might be
perceived to be lay experts (Prior 2003). The rigours of treatments and accounts of
illness appear to be normalised and have become an embedded part of who they are
(Bluebond- Langer 1996, Gjengedel et al. 2003, Williams et al. 2009). Thus normalcy,
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as a construct of chronic illness is hypothesised to impact on perceptions of illness and
coping (Abbot et al. 1995, Goldbeck and Babka 2001, Sawicki et al 2008, Taylor et al.
2008, Casier et al. 2011). As a nurse specialist working with this group of young people
for many years, this witnessed downplaying or minimisation of illness was an area of
curiosity that warranted further exploration through the literature review.
2.3 Constructions of chronic illness and normalcy
Bury’s (1982) theory of biographical disruption describes how the experience of chronic
illness can link to a reconceptualisation of one’s identity and self-concept. Charmaz’s
(1983) work on self-worth and loss is closely linked to these concepts and draws
attention to the spiral of losses that may impact on one’s self-worth: for example loss in
one area (mobility) may lead to loss in another (social isolation) and may further
exacerbate feelings of low self-worth. Bury further develops the meaning of chronic
illness into consequences for the individual (physical symptoms, financial hardship and
disrupted biography) and significance of the chronic illness for the individual and others
such as labelling, negative imagery, and effects on roles and relationships which may
be positive or negative (Bury 1988). He proposes that individuals attempt to repair the
disruption through legitimisation and thus find a place in society where they are
accepted. Normalisation has been described as Bury (1991) as psychological bracketing
of the illness as a means of coping. However he also asserts that normalcy may also
mean the embodiment of treatment as part of the individual’s norm.
Charmaz (2006) states that people with chronic illness find markers against which to
measure themselves and give meaning to these in order to construct realities. She
suggests that these measures are situational and negotiable and take on new meaning
for the individual when the measures are re-interpreted and new measures or activities
are adopted. Anderson (1981) argues that normalisation by parents of chronically ill
children was an attempt to minimise stigma, however she observed contradictions
between that which parents reported of treating the child as normal and that which was
observed; such as isolating the child from play for fear of infection. She proposes that
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there are different social constructions of normality for the sick and the well child, such
as integration versus isolation.
The concept of normalcy emerged repeatedly in a grounded theory study (Thorne and
Robinson 1989), with 70 participants with chronic illness over a three year period.
Normalcy was strongly linked to the capacity to engage in normal life, to fit in and was
interpreted individually. Normalising often included downward comparisons to other
people with health problems, perhaps as a means of coping; the perception being that
there was always someone worse off than the individual. Thorne (1993) explains that
this approach requires considerable effort with no real evidence of increase in life
satisfaction. Further she argues that normalising may prevent people with chronic
illness from seeing their condition realistically and moreover she proposes that
ontologically there is no such thing as “normal” in a socially constructed world.
This study used secondary analysis and was derived from a study designed originally to
explore relationships with people with chronic illness and HCPs, thus the fit of the data
to the research question may be in doubt. To counter this Thorne and Robinson (1989)
conducted subsequent interviews to validate findings.
Recent work by Casier et al. (2011) challenges Thorne’s (1993) assertion that normalcy
results in considerable work without increases in life satisfaction. This longitudinal study
of 40 young adults with CF found that acceptance of chronic illness was related to less
anxiety and depression, increased quality of life and better role and social functioning.
The authors accept that the study is limited by a small sample size but conclude that
acceptance of the reality of chronic illness does not mean surrendering to it, rather the
use of adaptive mechanisms (e.g. normalcy) may aid coping.
In a comparative study of 60 young people with CF and their physicians, Abbot et al.
(1995) found that patients graded their perceptions of illness score significantly lower
than physicians. A five-point likert scale was used to measure perceived severity.
Physicians’ scores of disease severity correlated positively with clinical findings. 83% of
patients rated themselves above average or well above average compared to 35% of
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physicians. At two year follow-up the gap between patients’ and physicians’ perceived
severity scores had widened, with the gap widest in the most severely ill patients.
Findings may indicate that people with CF view health from a wider perspective than
their physician, however this finding may also link to the concept of normalcy. The
sample in this study may be considered to be uniform as these are regular clinic
attenders who may not be typical of the total population and may exclude those on the
fringes. Greenop et al (2010) are critical of the convenience sampling often adopted in
CF research and argue that a truly representative sample may not realistically be
achieved from within small CF populations and thus non-attenders and non-engagers
need to be reached in order to overcome this issue.
Williams et al. (2009) conducted in depth interviews with 32 children with CF. The
theme of normalcy (termed non-difference in this study) was analysed as having four
dimensions; normal to self, normal for self, normal to others and normal for others.
Disease severity was not positively correlated with children’s illness experiences,
perceived limitations or definitions of normality. They found that young people revised
goals to avoid apparent disruption and so perpetuate the concept of non-difference (or
normality). They conclude that the pursuit of normality appears to be of importance to
young people with CF and that reference groups are central to sustaining perceptions of
non-difference. Their work challenges Bury’s theory of biographical disruption (1982)
and Charmaz’s theory of loss of self (1983), arguing that perhaps because this group
have grown up with chronic illness, it has already become part of their identity. In
contrast, Bury and Charmaz’s populations were not diagnosed until adulthood, by which
time they had already established biographies, identities and normalities, which did not
include illness. However the Williams et al. (2009) study was cross-sectional and it is
argued that perceptions of normalcy are likely to vary over time, and this could not be
demonstrated here.
In their review of the literature of living with chronic illness in adolescence Taylor et al.
(2008) also found a prominent theme of “being normal”. Studies revealed that some
27

young people ceased to make comparisons with healthy peers and instead revisioned
normalcy by using comparisons against people with the same condition. This is
consistent with Wellard (1998) who asserts that chronically ill people fall outside norms
by their failure to conform to good health. However she proposes that new norms
emerge for acceptable characteristics within the illness state.
Challenging and changing these ways of coping may be detrimental (Hayes 2004),
Goldbeck and Babka (2001) carried out a study which aimed to change coping
mechanisms through the use of cognitive behavioural therapy in 16 families using a
pre-test post-test educational intervention. Findings revealed that the children in the
post-test group had decreased optimism, decreased confidence, sought out more social
support and were more irritable as reported by parents. Possible explanations for the
negative findings suggest that focusing on the reality of CF disease ensures that the
usual strategies of minimisation (or normalisation) must be confronted. The resultant
effect of this may be the stripping away of normal defences and increased anxiety and
support-seeking behaviours. This study is limited by a small sample size and the
authors also acknowledge that the generalisability of the sample may be limited due to
the self-enrolment of participants who were already well motivated and well-adjusted to
disease. Most benefit from the intervention appeared to be gained by a small subset
who were seen to be less adjusted pre-test. Further, the authors argue that coping
remains stable over time (Abbot et al. 2001, 2013), thus interventions may have no or
little effect.
It would appear from the literature that normalcy, normalisation or non-difference are
all important constructs in the management of chronic illness and may influence or be
influenced by biography and constructions of illness.
2.4 Constructions of illness and self-management
The concept of illness work Bury (1982, 1991), has been rebranded in recent years in
the language of self-management, self-care and self-monitoring (Wilde and Garvin
2007). Rogers (2009) suggests patients have always self-managed and draws on the
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literature in illness work (Bury 1991, Corbin and Strauss 1988). What has changed,
argues Rogers (2009), is that self-management has been redefined from a bottom-up
approach to that of top-down and has become a policy initiative which has given rise to
the term “expert patient” (DoH 2001).
2.5 The expert patient
There is much debate in the literature about the amorphous use of this term and the
definition of expert. Alternative terms such as “involved”, “autonomous”, “concerned”,
“resourceful” “consearchers” or “lay experts” have been offered (Prior 2003, Shaw and
Baker 2004), but to date no consensus exists on a universally agreed term. Tyreman’s
(2005a, p155) position paper suggests that expertise in relation to patients is a
qualitative term and is concerned
“with the way knowledge and skills are understood and applied rather than
possessed as ends in themselves”.
Expertise, argues Tyreman, is in management of the illness through self-monitoring,
testing and experiential knowledge rather than the technical knowledge of disease,
(table 3).
Table 3: Attributes of physician/patient expertise (Tyreman 2005a)
Patient expertise

Physician expertise

Management

Pathophysiology

Self testing/experimentation

Diagnostic methods

Adaptation

Disease progression

Experience of the condition

Projected outcomes

Qualitative

Quantitative
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Wilde and Garvin’s (2007, p339) concept analysis of self-monitoring only partly concurs
with this view suggesting that self-monitoring was composed of two complementary
components; awareness of bodily symptoms and sensations and
“measurements, recordings and observations that inform cognition”,
suggesting that technical knowledge is indeed required.
Badcott (2005, p175) asserts however that whilst most patients do not have the
technical knowledge to validate the basis of their treatment, what they do have is the
“ongoing personal long-term experience of illness”, which is difficult to articulate
to the health professional”.
Chapman and Bilton (2004) make a similar point describing surprisingly low levels of
knowledge particularly in relation to the genetics and treatments, in a group who have
grown up with a long-term condition. They attempt to explain this as a means to
control the intrusion of CF into their lives. However they express concern that the
normalisation process may have implications for non-adherence to treatment.
Patient expertise may be at variance with the traditional meaning of expertise which
implies craft and technical knowledge, which may be absent or even wrong in the
attributes of the expert patient (Prior 2003). However it can also be seen that through
self-management patients are increasingly being asked to take on technical tasks that
were once the remit of health professionals (Peterson 2006), and thus technical
knowledge may be associated with the expert patient in some contexts.
Prior (2003) suggests that the terminology in sociological terms has changed in an
attempt to legitimise and equate lay expertise with professional expertise in order to
increase lay participation in care. However it is argued that lay and expert knowledge
are different and should not be polar opposites on the same trajectory. Neither one
takes precedence over the other but both should be viewed as complementary in the
patient/professional relationship (Kangas 2002, McLean and Shaw 2005).
Naumanen-Tuomela’s Concept analysis of expertise (2001) defines the attributes of
expertise as: profession, role position and title which arguably are not always those
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which might be recognised in the expert patient, who may possess none of these.
Further, Naumanen- Tuomela (2001) contends that the surrogate term for expertise as
viewed through the nursing literature is “authority”. It is also doubtful whether this term
which is easily associated with a professional would be related to an expert patient
given the power differences which are still said to persist (Wilson and Mayor 2006).
Consequences of expertise are said to include economic and health benefits, better
relationships and effectiveness Naumanen-Tuomela (2001). However in situations
where expert patients challenge HCPs there has been a resultant deterioration in
relationships (Wilson 2007) and perhaps therefore a lack of effectiveness.
Rogers’ (2009) critique of self-management asserts that the idealised version of the
autonomous, empowered self-managing patient takes no account of the roles that
biography, context and condition play in long term conditions (Charmaz 1983, 2002,
Bury 1991, Thorne 1993, Koch et al. 2004, Mays 2006). For example patients may place
a higher importance on fulfilling social roles than compliance with symptom control. The
author recalls a patient who refused a lung transplant on the grounds that he would
lose state benefits, a view which the medical team found difficult to reconcile as their
assumption was that being healthy was more important than being without a regular
income. This example highlights the conflicting agendas which may be present between
HCPs and patients.
2.6 The young expert patient
LTCs are often associated with midlife and old age. The author comes from a
background of working with young people with a LTC and hypothesises that expertise is
also present in this group. Many are diagnosed at a young age and may have built up a
repertoire of skills and knowledge which informs their self-management. This
phenomenon of LTCs in young people raised an issue for the author as to whether the
“expert patient” definition is influenced by age, and whether partnership is occurring
between young “experts” and HCPs and was thought to merit further exploration.
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A review of the literature in this area suggests that there may be barriers associated
with partnership with young people with LTCs. These include parental intervention and
control (Coyne 2006), life stage developmental issues, (Alderson et al. 2006), power
issues with HCPs (Corlett and Twycross 2006a, Coyne 2008) and gate-keeping
(Mauthner 1997, Woodgate 2001, Irwin and Johnson 2005).
Alderson et al. (2006) purposively selected a sample of 15 children from urban and
suburban areas with type 1 diabetes, aged 3-12 years, to explore their experiences of
partnership working with adults using observation at clinics and semi-structured
interviews. The researchers found that some “ordinary” children were well in advance of
child development theories in relation to their stage of ability. Children as young as nine
were calculating carbohydrates and adjusting insulin accordingly. This was confirmed by
their parents and physicians. Children aged four were able to self-diagnose hypo and
hyper-glycaemia. The authors are cautious about generalising from a small group with a
specific condition; however they argue that only a few examples are required to show
that at least some children are functioning above that expected of their developmental
stage, indicating the need to take cognisance of children’s views. This is echoed by
Brady (2009) who concluded in her grounded theory study of 22 hospitalised children
aged 7-12 that children had an understanding of meaningful care and were able to
communicate this to others. The sample was drawn from a large teaching hospital and
involved children of varying cultures and with a wide variety of diagnoses. The author
was unable to achieve data saturation due to time constraints. Staff were involved in
identifying participants which may have influenced the sample. A further limitation of
sampling was the exclusion of non English-speaking children.
MacDonald and Greggans (2008, 2010) followed six families’ experiences of befriending
in young people (aged 8-19 years) with cystic fibrosis (CF) over 18 months. Young
people and parents were interviewed individually and befrienders interviewed via a
focus group. Findings revealed a sub theme of “young people as experts of their
condition”. This expertise was displayed through their use of technical language when
discussing their condition, as well as their knowledge of the disease and how it affected
them. Furthermore, through self-monitoring young people were able to detect subtle
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changes in their conditions and could anticipate the need for intervention. This
expertise was often challenging for their befrienders who did not understand the
nuances of the disease or indeed the technical jargon which the young people used.
This was a small-scale study whose findings may be attributable only to this group with
a particular long-term condition; however the theme does support previous findings of
the presence of expertise in young people with a LTC (Alderson et al. 2006, Coyne
2006).
This will be further explored in the proposed study, albeit through a slightly older age
group (16-35 years).
2.7 Summary
In summary, CF is a progressive, multisystem disease, which is burdensome in terms of
the treatment demands placed on individuals and families. Despite these significant
demands, the literature supports that, similar to other groups with a long term
condition, people with CF downplay the severity of the disease and normalise their
condition. This may have a positive impact on coping. Unlike previous research on
biographical disruption in chronic illness (Bury 1982), CF appears to become part of the
biography, perhaps because of its diagnosis for the most part in early childhood. Most
people with CF have been self-managing increasing technical treatments for many years
and may be considered expert patients, even those of relatively young age. It is clear
that there is no universal agreement on the term “expert patient”. Expertise is not a
concept easily applied to both HCPs and patients and is not bound by age. It would
appear that the use of the term “expert patient” has evoked anxiety and discomfort
among healthcare professionals who may feel threatened by its usage, (Shaw and
Baker 2004, Daiski 2004, Corlett and Twycross 2006b, Wilson 2007). This concept will
be explored further through the research questions. This is preceded by a review of the
literature in relation to partnership and the HCP/ patient relationship.
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CHAPTER THREE: PARTNERSHIP
3.0 Introduction
This chapter will explore the literature around the models, attributes, perceptions and
outcomes of partnership between patients and HCPs and highlight some of the barriers
to partnership. The chapter will conclude with justification of the proposed research.
3.1 Defining partnership
Defining partnership and its attributes according to Gabe et al. (2004) is still under
negotiation but as discussed earlier, the term has become fashionable in UK Policy
documents (SE 2007, LTCC 2010, DH 2010, SG 2010a,b, SG 2013) and in health and
sociological literature.
Charles et al. (1997, 1999, 2000) propose three models which conceptualise partnership
in the patient- physician interaction: the paternalistic model, the informed model and
the shared model. The latter two models shift autonomy and responsibility towards the
patient but is suggested these approaches may be more demanding of resources;
particularly time to develop rapport and development of decision aids to facilitate
partnership (Gabe et al. 2004, Entwistle 2004, 2006a,b, Entwistle and Watt 2006,
Entwistle et al. 2008a,b, McIntosh and Runciman 2008, O’Connor et al. 2009, Coulter
and Collins 2011). Further, it is suggested that patients and physicians will slip into
different models depending on the severity of the patient’s condition and the complexity
of treatments (Charles et al. 1999). Thus in life-threatening situations a move to
paternalism may be required in the short-term. This move towards patient-centredness
is also occurring in consultation contexts which limit physicians to one diagnosis per
patient per visit, due to high patient volumes which may restrict communication,
constrain relationship-building and lead to misdiagnosis or overlooking the most salient
problem (Lovell et al. 2011).
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Partnership as a term has been offered as a contrasting alternative to a paternalistic
model of care; from that of compliance, which is professionally defined (Wilson, 2001,
Dawood 2005, Greenop et al. 2010), to therapeutic alliance or concordance (appendix
1). Non-compliance may be viewed negatively by professionals despite evidence that
patients often make sound judgements about treatments (Shaw 2007). Contrastingly,
concordance envisions a person-centred world where treatment goals are negotiated
through working in partnership. This language of partnership is clearly visible in recent
white papers and policy documents which use terms such as “partnership”, “mutuality”,
“empowerment” and “equity” with recurring frequency in relation to patients carers and
families (SE 2007,LTCC 2010, DH 2010, SG 2010b, SG 2013).
3.2 Attributes of partnership
Partnership as a concept has been analysed in key papers in the nursing literature
(Cahill 1996, Charles et al. 1999, Coulter 2002, Gallant et al. 2002, Bidmead and Cowley
2005, Hook 2006). Whilst commonalities appear to exist in the literature regarding the
attributes of partnership (table 4), Hook (2006) suggests the mechanism which
transforms HCPs into effective partners is unclear. Furthermore, partnership may also
be influenced by interpersonal factors, including the language and culture of the
partners, gender, concordance, developmental stage, parental involvement and
practitioner conduct and experience (Heritage and Maynard 2006, Pilnick and Dingwall
2011, Lovell et al. 2011, Maddison and Beresford 2012).
Coulter (1999) sees partnership as involving establishment of shared goals, recognition
of mutual respect, shared decision making and an absence of hierarchy. Calnan and
Gabe (2001) and Waterworth and Luker (1990) question however, whether patients are
ready for the responsibility of shared decision-making. May (1995) suggests that there
is empirical evidence to support the active resistance of patients in partnership. This
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paper draws on literature that is now more than twenty years old, before the birth of
consumerism in healthcare, and thus may not represent current views.
Table 4: Attributes of partnership (Adapted from Hook 2006).
Attributes

Associated terms

Shared decision-making

Negotiation, mutual goals, shared
decision making

Relationship

Mutuality, reciprocity, alliance

Professional competence

Expertness, empowering, supports
change

Shared knowledge

Mutual learning, common
understanding

Autonomy

Self determined, expert in own care,
ownership

Communication

Two-way, honest, open, confidential

Participation

Engaged, monitors, takes charge

Shared power

Equal, engages in trade-offs, shared
control

3.3 Perceptions of partnership: HCPs
Whilst there is a perception by HCPs of partnership working with patients, it is
suggested that published work in the last ten years highlights that this supposed shift
towards partnership is often still rhetoric rather than reality; with nurses being involved
in covert surveillance of clients, (Wilson 2001, 2007), exerting power over carers
(Henderson 2003, Coyne 2007a, 2007b) and seeing expert patients as a threat to their
sense of professional integrity (Henderson 2003, Shaw and Baker 2004, Wilson et al.
2006, Wilson 2007).
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Wilson (2001) conducted a study with five child health nurses in New Zealand exploring
their perceptions of partnership during home visits with new mothers using discourse
analysis. She interviewed nurses twice about their day-to-day practice. Findings
revealed that nurses perceived the development of rapport with mothers as essential
for a good relationship. However Wilson (2001) argues that this rapport served to allow
nurses to engage in gentle surveillance of mothers. Thus partnership was not seen as
equal but had implications for power relations with the nurses covertly scrutinising
mothers in their own homes. Wilson (2001) argues that power was also perceived by
nurses as multi-directional, with mothers engaged in withholding information or not
telling the truth. Mothers were not interviewed in this study, and thus partnership was
only viewed from the nurses’ perspective. Wilson (2001) concludes by suggesting that if
partnership is truly the aim within the nurse-patient relationship then attempts to foster
honesty by both parties should be made. Further she suggests research needs to be
undertaken with patients and families to gain both perspectives; which is the design
proposed by this author in this study.
Henderson (2003) conducted interviews and participant observation with 33 nurses and
32 patients in four teaching hospitals in Australia using a grounded theory approach.
Findings revealed that whilst nurses acknowledged patients’ need for information and
shared decision making, they were reluctant to share or collaborate, resulting in nonegalitarian care which was contrary to the partnership model. The sample was specific
to surgical and medical wards and there is limited information on the status of the
patients (in terms of “expertness”). Nurses in the sample were of mixed experience but
it is not stated whether there were differences in information sharing between novice
and experienced nurses.
In a grounded theory study (Wilson et al. 2006) found that nurse specialists were more
willing to facilitate self-management practices than their more junior colleagues. This
finding is unsurprising given that senior nurses are less rule-bound and more likely to
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work autonomously and more confidently than junior nurses (Benner 1984, Manley et
al. 2005, Wilson et al. 2006, Wilson 2007).
Stoddart and Bugge (2012) used a grounded theory methodology to examine the
nature of negotiation between 18 practice nurses and 18 patients in four health centres.
Non-participant observation, field notes and semi structured interviews were used to
collect data on the process of negotiation between nurses and patients. Using constantcomparative analysis key categories relating to negotiation were identified as:
navigation, socio-cultural characteristics and power and control.
Navigation began with establishing rapport and a sense of connection between the two
parties and was concerned with the formal etiquette between them, such as patients
waiting to be told to sit down. Socio-cultural characteristics referred to locating parties
in their social world; e.g. age and nurses’ adaptation of language according to their
perceptions of social class of their patients. Power and control in negotiation referred to
the sense of anxiety experienced by patients regarding loss of dignity during the
consultation, the outcome of the consultation, preparation for, (having a bath before
the consultation) and scrutiny during the consultation. The authors conclude that their
findings highlight the place of dignity and respect as central to the nurse-patient
relationship during social interactions. Further, they endorse the dynamic process of
negotiation of power and responsibility in the nurse-patient relationship. The study is
limited by its lack of heterogeneity in ethnicity and gender.
Stevenson et al. (2000) examined a model of shared decision making (Charles et al.
1997) which has similarities to Hook’s (2006) attributes of partnership. These are that
both the patient and the doctor are involved, both parties share information, both
parties take steps to build a consensus about the preferred treatment and an
agreement is reached on the treatment to implement. They analysed 62 audio-taped
patient consultations with 20 General Practitioners (GPs). Patients were interviewed
before and after the consultations and GPs were interviewed after the consultation by
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semi-structured interview. Six months after the consultations GPs were invited to attend
a feedback session. The authors concluded that the first two characteristics of the
model were not generally seen in the data. They found that even when there appeared
to be sharing of information, patients perceived that their views were not taken
seriously; a view echoed 15 years earlier by Tuckett et al. (1985). GPs cited pressures
of time and organisational structures as barriers to achieving shared decision making.
Sampling of patients was diverse in terms of age (3 months -84 years) and gender (29
women, 33 men) but not in terms of ethnicity (60/62 white) There was an absence of
older GPs in the study and gender division is not stated. It is not clear whether
observation formed part of the methods, thus there is no information on non-verbal
communication between the parties. The authors concede that their study was only a
snapshot of what may have been a long-term relationship between patient and GP, thus
relationship-building and information sharing may have been happening at previous
points in the relationship. Nonetheless they argue that absence of information-sharing
in a sample of self-selecting GPs who were interested in communication probably
means that the practice is not widespread elsewhere.
3.4 Perceptions of partnership: patients and families
Coyne (2006) concluded from a review of studies of hospitalised children that the
practice of listening to and involving children and young people in care decisions by
health professionals was not widespread. In a grounded theory study Coyne (2006)
observed levels of participation in care and subsequently interviewed children (n=11),
parents (n=10) and nurses (n=12) across four paediatric wards in two English
hospitals. Findings revealed that children had varying experiences of being involved in
care. Those who were involved found this made them feel happier and respected as
individuals with rights. Children actively sought out information from parents, nurses
and peers as well as from literature. However children felt their own opinions were
underused, reporting lack of consultation in decision-making, poor explanation-giving
and of their opinions being paid “lip service” by HCPs. This made them feel
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depersonalised or “non-persons” (Goffman 1961). Parents in the study highlighted their
children as the best experts on their condition and emphasised that this be respected
by HCPs. Whilst in the main nurses acknowledged that children’s voices should be
heard, they cited barriers of involvement such as age, parental involvement and feeling
threatened by children who were very knowledgeable. Further they found it difficult to
provide examples of how they involved children in care.
Although this study took place over four sites, numbers of participants were small and
children were hospitalised for a variety of reasons which included treatment of chronic
conditions and planned surgery. Not all children had chronic illnesses. Unstructured
observation took place for up to three hours at a time in each site, but the total number
of observed periods are not recorded, nor the limitations of this method. The paper
alludes to the details of the children in a table which is not to be found in the article
and thus we are not fully aware of the age, gender or demographics of the participants.
In spite of these limitations, Jolley (2006) in a response to the study highlights the
similarities in his own findings from a PhD thesis he undertook with children in the
1950s. Whilst Jolley (2006) concedes that some things have changed for the better in
paediatric care, he also deduces that much has not, despite a number of “chattering
class” reports that we should listen to children.
Thorne et al. (2000) undertook a secondary qualitative analysis to examine attitudes
between healthcare professionals and expert patients with two different chronic
illnesses; diabetes mellitus and environmental sensitivities (sometimes referred to as
chronic fatigue syndrome). In both studies participants explained their experiences of
illness in the context of relationships with health professionals over time. With some
exceptions almost all participants described health professionals’ pervasive disbelief in
their patients’ competence to make decisions for themselves, creating a culture of
distrust and defensiveness. In addition participants perceived that health professionals
clung to the role of expert within the consultation, resulting in conflict with regards to
management. Further, participants perceived health professionals to be engaged in
practices of controlling information and punitive gatekeeping, such as refusal to sign
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certificates for sick leave. As stated, this study used data from two independent studies
which were both concerned with gaining insider experiential knowledge of living with
chronic illness. The first study used a think-aloud methodology and followed
participants over a year to ascertain their decision-making methods, whilst the second
used in-depth interviews to construct illness narratives. Data was applied to a second
set of research questions after the initial studies and may have lost some
trustworthiness in its translation across languages, cultures and new diagnostic
categories.
3.5 Summary
The increased emphasis on partnership in the policy and nursing and sociological
literature suggests an intention to shift from a perceived paternalistic model to that of a
more mutual, egalitarian prototype. However the literature suggests that barriers to
equality within partnership still exist and include perceived attitudes to power sharing;
for example lack of trust and defensiveness, (Thorne et al. 2000, Henderson 2003,
Coyne 2006), perceived lack of investment in resources (Charles et al. 2000, McIntosh
and Runciman 2008, Lovell et al. 2011) and gatekeeping (Coyne 2006). Barriers also
exist from patient perspectives, through withholding of information or lack of truthtelling (Wilson 2001). However this is an area which is said to be worthy of further
exploration as much of the literature in this area is viewed from a professional rather
than patient perspective (Wilson 2001). The proposed research aims to address this gap
by seeking views from both parties on their perceptions of partnership.
Thorne et al. (2000) suggest that when individuals with chronic illness “enter the arena”
of negotiation for their healthcare services they are inevitably thrown into complex
relationships with healthcare professionals. These relationships they suggest, are rarely
scrutinised and often poorly understood. It is the intention of this research to explore
these interactions between patients and HCPs in relation to partnership. This is
preceded in chapter four by a review of the literature in this area.
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CHAPTER FOUR: SOCIAL INTERACTIONS BETWEEN PATIENTS AND HEALTH
CARE PROFESSIONALS IN THE CONSULTATION
4.0 Introduction
This chapter will explore the literature of social interactions between patients and HCPs
over the past 30 years. Key themes will be highlighted and analysed and the chapter
will conclude with a rationale for the proposed study.
Social interactions between HCPs and patients and carers have been an area of interest
for more than 60 years (Parsons 1951, Goffman 1959, 1971, Stimson and Webb 1975,
Strong (1979), Tuckett et al. 1985, Waitzkin 1991, Lewin et al. 2001, Mead et al. 2002,
Bensing and Verhaak 2004, Kurtz et al.2005, Heritage and Maynard 2006, Pilnick and
Dingwall 2011, Fischer and Ereaut 2012). Key themes that emerge from this body of
work are the persistence of medical domination and asymmetry in the medical
encounter and the continued ritualisation of that encounter.
4.1 Asymmetry in the consultation
Strong (1979) conducted an observational study between 52 staff, 27 children
(patients) and their parents across three childrens hospitals in two large cities in
Scotland and the USA. State and private clinics in America were also accessed to
achieve comparison across different contexts and systems across the two countries,
(however in some cases the same children were also seen in different settings). The
Scottish branch of the study was longitudinal with patients being seen as many as 12
times over three years and included 1020 observations. A further 100 were undertaken
in an American city and were completed in three weeks. Most observations took place
in paediatric out-patients clinics but some were in ward rounds with children and staff
(but not parents). Observed periods varied from less than a minute to over an hour.
Two observers took verbatim written notes which they then recorded and transcribed.
42

In addition some key staff were interviewed and informal discussions between staff
(students, staff and the researchers) were recorded verbatim in writing. Data were
analysed using constant comparative analysis (Glaser and Strauss 1968).
Findings from Strong’s work revealed that despite the variety across consultation
settings, the nature of participants and their diagnoses, cultures and length of
interactions,
“the ceremonial order of the consultations was remarkably invariant”(p38).
This “bureaucratic format” (Strong (1979) which involves politeness, formality, and
control of emotions, was consistent across all of the medical encounters and
predominated over the other formats; charitable, private and clinical.
The theme of asymmetry in the consultation described the imbalance of power within
the bureaucratic format, whereby parents were both excluded and controlled.
An additional finding from the results of Strong’s observations was the absence of the
children’s voices in the study. He ponders how it is that a study which observes the
interaction between parents, professionals and children excludes any consideration of
the children and in an attempt to answer this suggests that there may be two reasons
for this. Firstly that the children are represented at clinic by another, usually a parent
but that more significantly their exclusion in his study is due to the fact the children
themselves were excluded in the consultation process. As argued earlier, this perhaps
was the norm in Western society 40 years ago (Strong 1979). However despite
legislation (United Nations Convention on the Rights of the Child-UNCRC, 1992), the
Children Act (2004) and the appointment of a Children’s Commissioner in 2004, Coyne’s
(2006) and others’ work suggests that this may still be an issue in society today (Gabe
et al. 2004, Lee 2007, Coyne 2010).
In Strong’s study, interviews took place with paediatricians thus gaining only one
perspective from the three observed. Staff comprised paediatricians and therapists and
did not account for other professionals who may have played a part in the child’s care,
nor all branches of paediatrics.
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Strong acknowledged the crucial role played by the nurses in the clinic setting, whose
duties included gate-keeping, preparation of patients through physiological
measurements, gleaning background information, assisting the doctors in procedures,
the ordering and flow of the clinic, organising patient follow-up and calming distressed
patients or parents. Nevertheless nurses were not interviewed and thus their stories
were left untold.
Other limitations of the study include the presence of observers (Hawthorne effect)
which may have influenced the behaviour of those being observed, although Strong
argues that the clinic setting constituted a highly public place and hence the presence
of multiple persons during consultations was the norm rather than the exception to the
rule. Thus it would be unlikely that an observer would have prompted a change in
behaviour. It is also argued that verbatim note-taking is highly labour intensive and
may give rise to problems with accuracy given the sheer volume of material to be
recorded. Furthermore, one might argue that trying to observe and record other
phenomena such as non-verbal communications, rules of engagement and detection of
background activities would be very difficult in addition to capturing the written word.
Strong’s (1979) work draws on Goffman’s (1971, 1975) dramaturgical work on
impression management and performance. Goffman describes the world as a stage and
an individual’s part in that as self-presentation and role performance. Impression
management is portrayed through front stage behaviour; observing the rules and
standards of decorum. Failure to adhere to the roles and rules results in unintentional
disruptions, inopportune intrusions, faux pas, gaffes or bricks - resulting in
embarrassment and jeopardy of the portrayed individual or team image (Goffman
1971). Further, Goffmann (1975) goes on to describe frame analysis: the subjective
context where performance takes place; the clinic for example, which is governed by
written and unwritten ceremonial and social rules and situated roles (for example doctor
and patient). Strong (1979) suggests that situated roles are a part of something bigger
called role format which refers to the coherent whole (the organisation and its overt
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rules rather than the individual) so that more than one role format may be used in an
encounter. Thus in the medical encounter the bureaucratic (polite) and charitable (the
uncovering of a person’s moral essence) formats might be present in the same
encounter. Role formats are concerned with the overt not covert behaviour which are
often at odds with each other. For example the overt behaviour in the bureaucratic
format might observe the HCP controlling emotion and treating the parent with
politeness-termed medical gentility (Parsons 1951), only to make judgements covertly
about their lack of intelligence and poor standards of self-care to colleagues (Strong
1979).
Over 30 years later Pilnick and Dingwall (2011, p.1374) report that empirical studies of
the medical consultation continue to point to the
“remarkable persistence of asymmetry”.
However they argue that asymmetry is not necessarily problematic and lies at the heart
of the medical consultation. They are critical of the stance that some sociologists take
of the consultation as a power struggle for dominance which leaves the patient
silenced, suggesting that if patients are not troubled by asymmetry then neither should
be the sociologists. They caution that this dominance may be evidenced by the data
analysis approaches used rather than the actual encounter in the consultation.
Whilst the literature acknowledges that patient satisfaction may be improved through
the adoption of patient-centred approaches (Lewin et al 2001, Duncan et al 2010, Lee
and Lin 2010), the evidence on improving health outcomes is at best, mixed (Hibbard
2009, Ovretveit 2012). Moreover Pilnick and Dingwall (2011) argue that a patientcentred approach for all denies the notion of patients as individuals, and needs to focus
less on normative and more on individualised approaches. They continue that the focus
on person-centredness has been driven by a physician-deficit model resulting in new
practices and tools to drive medical education and communication, such as the CalgaryCambridge guide (Kurtz et al. 2005). However despite best efforts in this area over the
last 30 years Pilnick and Dingwall (2011) attest that as patients are still not routinely
leading consultations or specifying preferred outcomes then perhaps it may be time to
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question this strategy. Furthermore they concur with Horne et al (2005) who assert that
paternalism is fundamental to any system in which medicines’ access is controlled for
public safety and where accountability rests with the prescribers. Thus, they argue that
the limits for reform need redefinition rather than a call for more participatory decisionmaking.
4.2 Decision-making in the consultation
Collins et al. (2005), in a study examining unilateral and bilateral decision making
approaches in the patient-doctor consultation, found that even where bilateral
approaches were used which encouraged shared decision making and offered choices,
patients did not always express preferences or make decisions but left it to the doctor.
Entwistle (2000, 2004) found that patients’ perceptions of who made decisions in the
medical encounter were less important to them than the process whereby issues were
discussed. Also important was the ethos of health encounters which included respect
for persons, and facilitating their views, a point echoed by Greenop et al. (2010). Whilst
recent work has shown that patients would prefer professionals to take the lead in
decision making this should not be interpreted as a non-desire for involvement in the
process (Edwards and Elwyn 2009).
In a longitudinal study of 614 patients with Type 2 diabetes, patients were assessed at
baseline and 4 monthly intervals over a year using self-report standardised scales
measuring trust, perceived support, satisfaction, and autonomy preferences (Lee and
Lin 2011). In addition HbA1-C was measured to determine blood glucose levels. Lee
and Lin (2010) found increased support for autonomy within patient-physician
relationships was positively correlated with patient’s trust in physicians, perceived
satisfaction and mental health-related quality of life. Autonomy support was not
however associated with improved glycaemic control. Suggested explanations for this
include a discrepancy between patient preferences for decision involvement and
behaviour. Moreover, they suggest that despite the will for shared decision-making,
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patients may lack the necessary skills and information to contribute significantly to this
process. Limitations of the study were concerned around generalisability of the sample,
who were older, poorly educated, and had poor glycaemic control at the outset of the
study. It is suggested that there is evidence to support that older, less informed
patients take a more passive approach to decision making and this may have been the
case in this sample. Nevertheless Lee and lin (2010) state the need for situationallydetermined support for autonomy preferences, where physicians adapt the degree to
which they facilitate power-sharing, responsibility and decision making, to that which
patients’ desire. They conclude that it is the ethical consideration of respect for
individuals which should receive greater attention rather than the normative
consideration of participatory decision making. This point is echoed by Lovell et al.
(2011) whose review of communication factors affecting the patient-clinician interaction
includes organisational sources and healthcare systems; the clinical environment and
training of clinicians, rapport and trust, language and culture and practice experience.
Hubert et al. (2013) piloted a communication tool designed to allow patients to quickly
express their concerns at consultations with CF physicians. Discomfort and social and
professional life were the most popular domains for discussion. New domains were
added based on patient feedback and included: fatigue, study abroad, self-esteem and
anxiety, recreation and procreation and contraception. Only 50% of patients wished to
address treatment issues which appears to confirm that patients have different priorities
to physicians, but it is argued that systems and contexts rarely allow
for these issues to be raised.
4.3 Consultation settings

Gabe et al. (2004) suggest that the physical, legal and bureaucratic settings should also
be seen as part of the setting where partnership occurs. They claim that the format
suggested by Strong (1979) still shapes what is achievable with many paediatrics clinics
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set in a poor standard of accommodation. Further, they suggest that despite legislation
giving a voice to children, paediatric partnerships have been slower to move to a
partnership view and more research is required in this area, particularly in routine
settings (such as that proposed in the planned study; the outpatient clinic). They
propose that this tardiness may because the partnership involves more than two
parties; the child, parent and physician. They contend that Charles et al. (1999)
suggestion of coalitions between two of the three parties at a given time may be a
useful way forward. For example the physician may form a coalition with the child to
reduce parent pressure or alternatively with the parent to persuade a child to take
medication. Each of these coalitions implies the use of power and persuasion in the
patient-physician interaction. Hewison (1995, p76) proposes that the
“conceptualisation of power is manifested and observable in interpersonal
encounters”.
However perhaps due to the power differences that exist within the patient-physician
interaction, requests from patients are not always directly stated but instead given
indirectly as cues (Levinson et al. 2000).

4.4 Use of cues in the interaction

Tuckett et al. (1985) analysed 1302 consultations between 16 General Practitioners (8
in a control group and 8 in a comparative group) and patients at 108 surgery sessions
in order to examine communication and sharing of ideas in the medical consultation.
Specifically they focused on four areas to investigate: the diagnostic significance of the
problem, the doctor’s treatment/action, the doctor’s preventative action and
consequences of the illness and its treatment. Thereafter they interviewed 328
individuals in their own homes within a few days of the consultation.
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Findings revealed during consultation were that GPs tried to state their views and
provide a rationale, but rarely invited discussion of social and psychological implications
for the patient. They also found that whilst patients did not always make their view
explicit, GPs did not encourage or welcome cues and at times evaded or interrupted
patients who were trying to express a view. At interview most patients were able to
recall most of the key points of the consultation correctly, but almost a third missed out
on one key point. Consultations were largely found to confirm patient views, although
this was less likely in younger patients, mothers with children or patients from ethnic
minorities. There were no differences between the study group and the comparative
group in the extent to which they shared information. Tuckett et al. (1985) contend
that the ethos of the medical consultation in this study perpetuated the stereotype as
the patient as passive and ignorant and the doctor as powerful expert. They assert that
patients need to be treated
“as the experts they believe they are” p.217.
That is not to say that they possess the same type of expertise. The authors suggest
that there needs to be a meeting in the middle, so that patients integrate the
biomedical model into their own schema and doctors are open to establish patients’
ideas in order to help the doctor know what to explain.
This study is now 30 years old. Other limitations of the study include the crosssectional nature of the consultations. Many patients have on-going relationships with
GPs which might be difficult to gauge in a single session as opposed to a pattern of
unfolding events. Secondly this was a self-selected sample of GPs who were interested
in communication, and thus they may not be a representative sample. Further, findings
were based on a record of audio events, and thus non-verbal communication could not
be observed which would have added to the richness, interpretation and veracity of the
data. Finally the inferences drawn from the audio recordings were dependent on
subjective rating judgements. These rating scales however were tested on a random
sample of cases by independent raters who then came together and were largely in
agreement.
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Despite the age of the study, more recent literature shows similarities in patients’ use of
cues within the doctor-patient interaction (Stevenson et al. 2000, Barry et al. 2000,
Levinson et al.2000, Salmon et al. 2004, olde Hartman and van Ravesteijn 2008, Eide et
al 2011). Perhaps in an attempt to preserve the ceremonial order of the consultation,
patients rarely directly state agendas. Instead they may use cues, non-explicit remarks
that can enclose a special meaning (olde Hartman and van Ravesteijn 2008).
In a study of 116 randomly selected transcribed audio consultations Levinson et al.
(2000) found that in over half of the consultations patients used one or more cue. At
least 60% of these cues were emotional in nature and in the majority of consultations
physicians missed the opportunity to react to these. Cues about patients’ concerns were
often embedded in biomedical discussions and Levinson et al. (2000) caution that
physicians may be so bogged-down in addressing these that they miss them. They
suggest that physicians need not attend to every patient cue but rather respond to cues
in those encounters where patients repeat cues or appear to cry for help. Reasons for
non-attendance to cues are given as physicians feeling uncomfortable, lack of skills
training in this area and an anxiety that attendance to cues may result in longer
consultation times. This was refuted in the study as those encounters which
acknowledged cues were shorter than those which did not. This is borne-out by other
literature (Butow et al. cited in olde Hartman and van Ravesteijn 2008). This study was
limited by several factors; the small predominantly male physician sample which limits
generalisability, absence of observers which could not take account of non-verbal
communication which may have addressed cues (such as hand holding) and the lack of
a link between the addressing or missing of cues and patient outcome.
Strategies to avoid addressing cues in the consultation include blocking cues, use of
closed questions, normalising cues, offering reassurance which fails to address the cue
and medicalising somatic concerns by offering further investigation (Salmon et al.
2004).
Barry et al. (2000) used a case study approach to explore patients' agendas by
interviewing them before and after consultations with GPs and by listening to audio50

recordings of the consultations. GPs were also interviewed. At consultation many items
which had been deemed important in the interviews were unvoiced. Patients behaved
differently in interviews than in the consultations, referring more to biomedical
constructs than social constructs and appeared to have less autonomy in consultations
than in interviews. Limitations of this study include self-selection of GPs interested in
communication and lack of observation of the consultation which may have revealed
more than from the audio recording alone. Despite the GPs’ interest in communication
with patients, results of this study do not appear to fit with the attributes described by
Hook (2006) of equality and mutuality, suggesting that some GPs continue to focus on
patients’ biomedical rather than social worlds which can result in patients leaving
consultations with unanswered questions.
A recent study (Eide et al. 2011) found that patients used a large number of cues and
concerns which included emotional distress, in their interactions with advanced practice
nurses. More cues than concerns were expressed when there was lack of empathic
responses from nurses. Contrastingly, high empathy was associated with greater
expression of concerns than cues. The authors suggest that the high level of concerns
expressed may be down to the advanced empathic skills of the nurses as well as the
time given to each patient. They advocate the use of patient-centred approaches for
the enablement of disclosure of cues and concerns.
Fischer and Ereaut (2012) conducted a review of the literature and interviews with
experts in the field of clinician-patient relationship and interaction. Following this they
conducted a series of workshops with patients, doctors, nurses and Allied Health
Professionals (AHPs) to create fresh perspectives on their findings. These findings were
then explored in workshops with change agents and policy makers. The authors
suggest that the current consultation model needs remodelled and firstly needs to take
account of patients’ priorities. They describe the current model as engagement in a
dance
“where only the doctor knew the steps and could hear the music” p48.
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Thereafter they suggest consideration should be given to classification of the “problem”
as tame (definable and solveable) or wicked (having multiple definitions and solutions).
Physician and patient may have shared or competing priorities in order to accomplish a
solution to the problem. Principles to achieve this might include competition, coordination, negotiation and co-evolution but are constrained by resources, language
and culture. They propose strategies to improve the consultation such as: making
consultation processes more explicit, helping patients prepare for the consultation,
gathering feedback on the consultation from patients afterwards, including planning the
setting, meeting with receptionists and other personnel, audit of consultations through
video and use of technology to change the dynamic between physicians and patients.
4.5 Summary
The literature concerning the nature of social interactions between patients and HCPs
evidences the preservation of the theme of asymmetry in the relationship. Reasons for
this may be linked to historical models of paternalistic healthcare (Strong 1979) and the
historical place of the child in society as “seen and not heard”. Further explanations
may be attributed to the setting where interactions take place (Gabe et al. 2004) which
may not be conducive to a patient-centred approach and anxiety from HCPs that
patient-centredness takes more time (Levinson et al. 2000). Competing priorities
between HCPs and patients are also said to be a factor in the consultation (Fischer and
Ereaut 2012). It is suggested that HCPs do not always attend to patients’ cues or
concerns (Levinson et al.2000, Eide et al. 2011) and use strategies such as blocking or,
normalising cues, or medicalising cues by offering further investigations (Salmon et
al.2004). Finally it is argued that asymmetry may not be problematic for patients who
may not wish to lead the consultation (Pilnick and Dingwall 2011), rather it is the
process of discussion within the consultation that appears important.
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4.6 Summary of the Literature Review
The literature review has demonstrated that calls for reform from paternalism to
partnership evidenced in the language of policy for increased self-management
practices, empowerment, mutuality, recognition of lay expertise and a partnership
approach to care, are not evidenced through the literature on partnership and patientclinician interactions.
In over 30 years of healthcare research on the clinical consultation, it would appear that
the consultation is still biomedically driven, takes place in a bureaucratic format in
settings which are not always conducive to partnership and are influenced by unequal
power and control, surveillance and lack of consideration of developmental stage,
culture and language. With some exceptions, patients perceive that HCPs distrust their
abilities to make decisions and engage in practices of surveillance, control of
information and punitive gatekeeping. Young people may feel excluded in the
consultation process through protectionism and parental involvement but there is a
dearth of literature regarding their views of partnership. They feel their opinions are
underused; report lack of consultation in decision-making, poor explanation-giving and
feel their opinions are paid “lip service” by HCPs.
Investment in partnership is said to be costly in terms of resources of time, building
rapport and tools to aid informed decision making. HCPs worry that attending to
patients’ cues and concerns in the consultation may result in longer consultations at a
time when they are already under pressure of time, a fact not borne out by the
literature. Positive outcomes of partnership include an increase in patient satisfaction,
feeling happier and respected and increased disclosure of concerns in the consultation.
Negative outcomes include lack of trust, emotional distress and a feeling of not being
taken seriously. As yet there is little evidence of improvement in health outcomes linked
to patient-centred approaches.
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The expectancy that the move from a paternalistic model of care to one of involvement
which would envision patients leading consultations, setting agendas and specifying
outcomes has not yet borne fruit. Instead patients voice cues and concerns which may
or may not be heard. It is suggested from the literature that not all patients want
autonomy or to self-determine outcomes. What appears to be important to patients is
the process of the consultation and the ethos of respect within the consultation.
With regard to expert patients the term remains ambiguous and poorly defined. To
date, most studies have focused on the expert patient as an adult who has acquired a
long term condition in mid or later life and suffers biographical disruption. This notion is
challenged in young people with a genetic long-term condition such as cystic fibrosis
who have embedded this as part of their biography. Normalcy as a coping mechanism
appears to be a pivotal part in a person’s construction of chronic illness regardless of
age and intervention to disrupt this strategy may result in poorer coping. Some level of
expertise appears to be present in young people with chronic illness as well as older
adults, as evidenced by their experiential knowledge of self, abilities to manage
technical procedures and use of technical language. However there is debate as to the
labelling of these skills as “expertise”. HCPs may feel threatened by lay expertise and
worry that responding to cues and concerns may increase the consultation time in an
already stretched system. It can be hypothesised that expertise is present in young
people with LTCs as well as those further on in the lifespan. Little is yet known on how
this expertise is viewed and used during consultations between young people with a
LTC and the HCPs with whom they interact. HCPs may need to take more account of
patients’ priorities in managing their LTC, which are not necessarily the same as the
professionals, and subsequently engage in consultation and negotiation with them in
order to plan person-centred care. It is this aspect of consultation and negotiation
(partnership) in the context of the young expert patient that warrants further
exploration through the proposed research.
Much of the nursing literature cited in the review focuses on partnership in the nursepatient relationship as viewed from a nursing or medical perspective; thus there is a
54

lack of perspective which views partnership from the patient/carer’s viewpoint. Further,
most of the studies cited discuss that which HCPs report rather than that which has
been observed. This assumes that what HCPs report is a true representation of what
actually happened in the encounter. The sociological literature examining patientphysician interaction uses conversation analysis or patient/physician interview to elicit
the dynamics of the consultation. Few have used observation techniques, and thus
cannot draw inferences from non-verbal communication in the consultation.
This study seeks to redress these gaps in the literature by exploring the nature of
partnership between both young expert patients and HCPs as witnessed through
observation of their social interactions and deconstruction of these observations via
semi-structured interviews. Thus the aim of the study is:
To explore what strategies are used by young “expert patients” with Cystic
fibrosis and healthcare professionals to maintain and negotiate partnership?
Sub-questions:
1. How do young “expert patients” and the healthcare professionals with whom
they engage perceive partnership?
2. What are the perceived outcomes of partnership from the patients’ and health
care professionals’ perspectives?
3. What are the perceived and observed factors that enable or inhibit partnership?
4. How do young “expert patients” report their use of past experiences of
Interactions with healthcare professionals to negotiate care management
strategies in future encounters?
The case for the methodology to support this study will be detailed in chapter five.
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CHAPTER FIVE: METHODS

5.0 Introduction
This chapter will discuss the epistemological stance, theoretical perspective and
methodology for the study. Thereafter the methods employed for sampling, data
collection and analysis will be outlined, concluding with discussion of ethical issues and
rigour.
5.1 Researcher perspectives on “knowing” and “being”: (epistemology and
ontology)
In addition to the research evidence detailed in the literature review, experiential
knowledge (as a nurse specialist working in the context of long-term conditions) and
personal beliefs have influenced the choice of paradigm and subsequent methods. It is
the intention to set forth these beliefs and a rationale for the choice of paradigm and
methods in the following section together with the challenges encountered during this
process. These challenges included examination of personal beliefs in relation to truth
and knowledge to help develop an understanding of their impact on the collection and
interpretation of data. A further challenge for me was to demystify the terminology
used in formulating theoretical frameworks in order to offer such a framework for the
planned research.
This study, while firmly located in the qualitative, interpretative paradigm, is informed
by Social constructionism and Symbolic Interactionism (SI). The aim of this chapter is to
discuss these terms in full and explain how the research framework adapted from
Crotty (1988) and the methods fit with this approach.
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5.2 Exploration of beliefs
Maxwell (2005) suggests the motivation for pursuing a study is linked to three goals:
personal, practical and intellectual goals. Personal goals are often linked to experiential
knowledge (Denzin and Lincoln 2000, Maxwell 2005), and an awareness of how
personal goals may influence a study is essential in order that the researcher can
declare through which perspective they view the research. Proctor (1998) asserts that
exploring personal beliefs may assist the development of understanding of philosophical
principles such as the relationship between ontology (the nature of reality) and
epistemology (the theory of knowledge), (Crotty 1988). According to Proctor (1998),
individuals rarely take time to do this in everyday life.
Berger and Luckman’s (1971) explanation of the ontological assumption that beliefs
about reality are created in social interaction, are subjective, and play a part in
constructions of people and institutions (social constructionism), linked to the
researcher’s own world view and experiential knowledge and form part of the proposed
research framework. Capturing this knowledge (epistemology) requires the researcher
to respect the differences between people while seeking to understand and find
meaning in experience from multiple perspectives, (interpretivism), (Weaver and Olson
2006). Thus, theory emerges inductively.
Social constructionism contends that meaning is constructed by humans, as they
engage with the world they are interpreting. There are multiple realities and senses of
self in participants’ worlds and sense is made of these worlds through the meaning
given to the language and symbols used, within the context of culture (Burr 1995,
Holloway and Freshwater 2007). Humans actively participate in, rather than passively
accept from others, their constructions of reality (Holloway and Freshwater 2007). This
world will contain multiple realities as people may perceive and describe the same
situation differently, influenced by their past experiences and the influences around
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them (Silverman 2005). This also resonated strongly and is best illustrated by way of
an example.
This example relates to the multiple perspectives (economic, psychosocial, biomedical)
through which patients and physicians prioritise living with a long term condition (Bury
1982, Charmaz 1987). From experience it is recalled that the priority for one patient
was to opt out of a transplant despite their deteriorating health as it might result in a
long-term loss of sickness benefit. For the physician the priority was seen as resolution
of health through transplant (and consequently an ability to resume employment).
This example illustrates the variance in beliefs and values (ontology) between the two
parties. Thus social constructionism argues that ontologically there is no one universal
truth; rather it is constructed according to beliefs, values, contexts and experiences
(Crotty 1988). Epistemologically the researcher would attempt to find meaning in the
different stances taken by the two parties and give explanations (interpretivism).
Thus in this study the interaction between young expert patients and the HCPs might
be perceived very differently by both parties and will be explored through the ontology
of social constructionism. This then forms the first stage in the proposed theoretical
framework.
5.3 Making sense of Theoretical Frameworks
Crotty (1998) offers a four stage framework to illustrate the elements of the research
process. These are the methods employed, the methodology which governs the choice
of methods, the theoretical perspective which underpins the methodology and the

epistemology that informs the theory. Maxwell (2005) refers to the conceptual
framework, which contains the research problem, and should connect to a research
paradigm such as constructivism, positivism, realism and pragmatism. Dyson and Brown
(2006) suggest the hierarchy in the research process makes a distinction between

research strategies; the broad organising features of research design and research
methods; the data collection techniques. Above these terms in the hierarchy are seated
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the different philosophical traditions that underpin the research approach, such as
positivism and interpretivism.
As can be seen from the previous paragraph different terms are used to describe similar
concepts, which may be very confusing for the novice researcher (Welford et al. 2011).
Thus a challenge for me was to try to make sense of these terms then ensure that the
proposed study could be justified philosophically and methodologically and not
pigeonholed to make it fit one of the boxes (Woolcott 2002).
Whilst Crotty’s framework appealed as most accessible it was noted that there appeared
to be no “column” in the framework for ontology-only epistemology-and this created
confusion for me and warranted further exploration.
Having used Grix’s (2001) definitions of terms as the theory of knowing (epistemology)
and the nature of being (ontology), it was important to explore why the latter appeared
to be missing in Crotty’s framework and where this left me in finding a fit within my
own conceptual framework. Mack (2010) was instrumental in filling this gap by reemphasising the ontological and epistemological assumptions inherent in the
interpretivist paradigm. Thus it became clear that a paradigm consists of ontological

and epistemological assumptions. Grix (2001) expands on this, contending that
approaches such as constructivism and objectivism are ontological positions which will
influence how one undertakes research. Hence ontology affects epistemology (Welford
et al. 2011), which in turn affects the methodology (Mack 2010). Thus it became clear
to me within the chosen framework the epistemology of Interpretivism was informed by
the ontology of social constructionism.
Epistemologically then this study draws upon interpretivism (which recognises that
knowledge is interpreted subjectively) and ontologically on social constructionism which
acknowledges that peoples’ realities are different. This is presented in table 5 which has
adapted Crotty’s framework to make provision for the place of ontology within it.
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Table 5: Research framework for this study
Framework (Adapted from Crotty 1998)

Applied in this study

Epistemology

Interpretivism (informed ontologically by
Social Constructionism

Theoretical Perspective

Symbolic Interactionism

Methodology

Descriptive Interpretivism

Methods

Interviews, Non-Participant Observation

As illustrated above, whilst grappling with the terminology of research frameworks it
became apparent that there is not always one best fit into which to box one’s own
study. Woolcott (2002), Maxwell (2005), Denzin and Lincoln (2000) and Dyson and
Brown (2006) assert that adoption of one single paradigm is not mandatory. Forcing
research into a particular paradigm can be stifling and compel the researcher into
choosing methodologies which may not be suited to the question under exploration
(Patton 2002, Denzin and Lincoln 2000). Rather than agonising over theories, Woolcott
(2002) contends that something might be gained by playing with more than one at a
time. Smith et al. (2011) suggest that to the purists the danger of mixing theoretical
methodologies or “slurring” has been viewed as seeking academic credence, whilst
resulting in a lack of congruence between the aim, design methods and analysis of
data. However, Sandelowski (2000) asserts that the adoption of a generic approach to
qualitative research can enhance the credibility of a study’s findings because the
researcher is more likely to reflect participants’ experiences by staying true to the raw
data than if they were more concerned with its philosophical underpinnings. This stance
was also advocated by Thorne et al. (1997), who offered a methodology of Descriptive
Interpretivism which they suggest acknowledges the position of the researcher as
interpretive and which further accepts the constructed and conceptual nature of the
health-illness experience. It is this methodology which is proposed.
Crotty (1998) also warns against plucking a research approach off the shelf, rather he
argues one should create one’s own research process, drawing on the work of others
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and engaging in a running conversation with them. Maxwell (2005) similarly asserts
that there are many different paradigms within qualitative research and the researcher
need not adopt one single paradigm or tradition, but may combine different aspects of
these. He suggests that the choice of paradigm will be based on one’s experiential
knowledge and assumptions as well as the best fit for the proposed research. Thus the
proposed approach, where a researcher may
“work within and between overlapping perspectives and paradigms”
(Denzin and Lincoln 2000, p6) was appealing.
However it is argued that it is not the intention in the proposed study to bridge
paradigms, as clearly I position myself in the qualitative domain. Qualitative research
adopts an emic perspective, an insider’s point of view, and is said to be naturalistic and
person-centred (Holloway and Freshwater 2007), a view to which I wholly subscribe.
The “insiders” in this study are young experts and healthcare professionals. As the
study seeks to explore the nature of partnership between the young experts and HCPs
it is essential that both parties’ views are explored and assigned meaning. Further, the
interpretive role of the researcher and the context in which the research takes place are
seen as central to the investigative enquiry. Whilst other methodologies were
considered; such as case study (Stake 1995, Sackett and Wennberg 1997, Jones and
Lyons, 2004, Flyberg 2006, Luck et al. 2006, Yin 2009) and ethnography, (Muecke
1994, Cutliffe and Ward 2004, Roberts 2009), it was acknowledged that although

elements of both these methodologies could be seen in the proposed research, neither
of them were a true fit and their selection may have been as a result of trying to
pigeonhole the methodology to fit the framework (Woolcott 2002), rather than
attempting to stay close to the data (Sandelowski 2000). The broader methodology of
Descriptive Interpretivism recognises that the search for “truth” has the potential to be
applied, but remains answerable to reconsideration in light of new concepts, contexts
and new ways of understanding (Thorne et al. 1997).
The intention therefore is to build a framework within the qualitative paradigm that
draws on different theoretical perspectives, (such as Symbolic Interactionism)
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methodologies, (Descriptive Interpretivism) and methods, (observation, interviews)
which all contribute to the framework to form a cohesive whole. These subsections of
the framework are outlined below.
5.4 Theoretical Perspective
Symbolic Interactionism (SI) as a theoretical perspective is not unlike social
constructionism in that it views the world through the use of language and symbols and
takes into account the importance of culture, interrelationships and community (Crotty
1998). However from a methodological perspective whilst focusing on subjective
meanings and the symbols by which they are represented, SI emphasizes the
importance of context, and asserts that an individual and their context are inseparable;
meaning changes according to the context for the individual and impressions may have
to be “ managed” differently in different contexts (Charon 2009). Thus to study human
behaviour the researcher must
“return to the empirical social world’ (Blumer 1969, p34).
The context in this study may be seen as both persons, the group of “expert” patients
and the HCPs with whom they interact and place, and the setting where the interaction
occurs (the out-patient clinic). The choice for this setting has both strengths and
limitations. Firstly the out-patient clinic is the only setting where patients and the full
team of HCP’s can be observed in their individual and group interactions. This “sub
culture” can be said to have its own language and covert and overt practices or
symbols, (Strong 1979) which can be observed and explored. However, a limitation of
this setting may be that it is perceived as being HCP territory as opposed to neutral
ground. Thus power imbalances are apparent simply by placing patients in a context
that renders them situationally dependent and gives HCPs standing and authority
(Gallagher et al. 2005, Cohen et al. 2007).

62

A further tenet of SI is the concept of “self” developed by James (1842-1910, cited by
Benzies and Allen 2001), who stated that an individual has more than one “self”.
Further, Goffman (1959, 1961) declared that life can be viewed as a theatre with the
individual participants taking on the roles of actors. Thus the role (self) of the expert
patient or indeed the HCP might be very different than if that person was playing the
role of father or employer (context dependent). Goffman (1961) contends that when an
individual appears before others, they have many motives for trying to control the
impression they give in front of others and/or receive of the situation. This may for
example include keeping a professional distance in the doctor/patient relationship in
order to minimise patient anxieties (Morgan and Krone 2001), but may come at a cost
of emotional labour (Erickson and Grove 2008, Dinesen et al. 2008).
Goffman (1975) further suggests that everyday life is made up of delineated “worlds”
where the “world” is a mode of experience fleshed out by adherence to the rules of a
frame or occasion. A frame is described by the stable rules of its operation; whatever
the circumstances of any particular enactment. What guides conduct is an individual’s
place with respect to the social relations of productions of a ritual world. These social
relations-including the rules of the frame-are explored in the context of the out-patient
clinic between young expert patients and the HCPs with whom they engage.
Crotty (1998) suggests that while we interpret the world around us, we do not do it
object by object; we are already born into a world with meaning, which has been
previously constructed and is context and culture dependent. It is suggested that the
client group (young experts) and HCPs are already socialised to the world of illness and
healthcare and this is typified by the jargon they use (Peterson 2006, MacDonald and
Greggans 2008), and the support networks they resource to share experiences
(Charmaz 2002, Peterson 2006). It is the intention to further explore the meaning of
these interactions in relationship to partnership.
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5.5 Critique of SI
SI has been criticised for its inability to provide clear-cut procedures in which to carry
out research; i.e. for its lack of a clear cut method (Kuhn 1964). However this has been
countered with the view that it takes an holistic approach rather than a prescriptive
methodology and as such is open to different methodologies (Swanborn 2010). Fine
(1993) suggests that over the years there has been a splintering of the philosophical
approach, such that it has become blended with other interpretive and realist
paradigms. This however may have its advantages as such diversity may breed new
knowledge and theory. Fine (1993) further acknowledges that domains of emotionwork and experience, and creation of self have now become recognised as having
associations with SI and these domains struck a chord with the author in this study and
linked to my experiential knowledge (Crotty 1998).
Other criticisms of SI include viewing nursing purely through a sociological lens such as
symbolic interactionism, when clearly a holistic view would also take account of
biological cultural and psychological factors (Benzies and Allen 2001). This is
acknowledged, but as the purpose of this study is to focus on interactions between
HCPs and young expert patients, SI is an appropriate stance to adopt. However the
author would contend that in reporting the results of these interactions it would be
impossible not to refer to biological cultural and physiological issues, as one assumes
these will all form part of the recipients’ worlds. Therefore an holistic approach is
proposed incorporating all of these “worlds”, drawing on SI and a Descriptive
Interpretivism methodology.
5.6 Methodology: Descriptive Interpretivism:
As described above Descriptive Interpretivism is viewed as a broad methodology which
sits within qualitative methodology. Thorne et al. (1997) suggest that traditionally
descriptive qualitative nursing research was forced to locate itself within one of three
recognised methodologies: phenomenology, grounded theory or ethnography.
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Grounded theory was eliminated at the outset as it was not my intention to generate
new theory from the data (Glaser and Strauss 1968); rather the intention was to
describe the phenomenon of partnership.
Phenomenology is described by Speziale and Carpenter (2007, p.77) as
“as much a way of thinking or perceiving as a method”
and seeks to describe the lived experience. Whilst elements of interpretive
phenomenology resonate, such as the researcher as instrument (Speziale and
Carpenter 2007), the process of bracketing was perceived as particularly challenging
due to my previous history in the unit. Furthermore, whilst phenomenology may have
been suited to a question such as the lived experience of having cystic fibrosis, the
sample comprised two groups (HCPs and young people with CF) and was concerned
with the interaction between these groups. Thus Phenomenology appeared not to fit
wholly with the research questions.
Ethnography is defined as the study of races (Grix (2001) and typically the researcher
immerses themself in the culture, language and day-to-day life of the population under
study. Issues around this methodology usually centre on the nature of the close
relationship between the researcher and the researched and are commonly associated
with thick description (Cutliffe and Ward 2004). Whilst in my previous post I perceived I
was immersed in the culture as an insider, many years have passed since then. It may
be argued that I now sit somewhere between the etic and the emic perspective
(Holloway and Freshwater 2007) and thus am not fully immersed in the culture as I
once was. Additionally the pragmatics of full time work and part time study do not
permit a “full blown ethnographic study” (Grix 2001). This methodology was therefore
also rejected.
In light of these considerations a broader methodology of Descriptive Interpretivism
(Thorne et al. 1997) is preferred. Thorne et al. (1997) suggest that nursing as a science
is concerned with the application of practice and interdisciplinarity and need not always
be constrained to fit traditional methodologies. Descriptive Interpretivism, they argue,
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gives freedom to examine methodological questions in the context of nursing science
which
“loosens the bonds of traditional methods and may help build on its own
epistemological foundations” (Thorne et al. 1997,pp 172).
As this methodology purports to create sound interpretive descriptions of how people
experience meanings of health and illness; in particular, in the context of partnership, it
would appear to be a good methodological fit with the study in question.

5.7 Summary
The first half of this chapter has provided an overview of my journey in pursuit of the
choice of epistemology, ontology and methodology to be employed in the study. These
are informed by my own beliefs and values as well as from a review of the research
literature. It is acknowledged that the framework could consist of other theoretical
perspectives appropriate to the interpretivist paradigm such as phenomenology or
ethnography. It has been argued however that Symbolic Interaction as a theoretical
perspective is a good fit for the study which aims to explore the strategies used by
young expert patients and HCPs to negotiate and maintain partnership. This will be
executed through observation of their social interactions and subsequent interviews and
will be explored in the second half of the chapter.
5.8 Methods
This section will critically discuss the rationale for methods linked to the study design
and present the methods used within the research process. This will be followed with a
discussion of proposed approaches to ensure rigour of the research process. Finally
potential ethical issues are identified and strategies offered to address these.
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5.9 Design
Yin (2009) suggests that triangulation through multiple methods of data collection can
provide a more convincing and accurate case study. However if one subscribes to an
interpretivist epistemology then defining a concept as accurate would appear to suggest
that there was only one truth and it has been argued that a constructionist ontology
would oppose this stance. Stake (1995) however asserts that researchers have ethical
obligations to ensure they minimise misinterpretations and the use of additional
observations can allow revisions of an initial interpretation in qualitative research.
Further, Moran-Ellis et al. (2006) contend that the purpose of triangulation may not
always be to claim validity of findings but to reflect variances in perspectives of the
same phenomenon. In subscribing to this approach, non-participant observation and
semi-structured interviews were used to collect data on the phenomenon under
exploration. These are discussed in turn.
5.10 Observation
Observation methods are usually classified as participant or non-participant and the
choice is dependent on the research question and the contextual setting (Mays and
Pope 2006).
One disadvantage of observation is the Hawthorne effect, where individuals behave
differently precisely because they are being observed, (Landsberger 1958). It is
suggested however that professionals are too busy to behave in a way that is very
different from their norm (Mulhall 2003), but steps such as familiarising oneself with the
clinical team and environment through attendance at meetings and clinics may help to
prevent this effect.
As a previous staff member in the unit where the research was carried out, familiarising
myself with the team was not an issue for me. However the potential issue of overfamiliarity and bias which might influence access, recruitment, sampling, methods and
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veracity of the data due to my previous position was declared throughout the research
process using reflection and field notes (see Results Chapter, p93-97).
Yin (2009) suggests that time and cost are further limitations of the observation
method and this may have an impact on the sample size. Initially this study proposed to
explore views of two groups of expert patients, those with CF and a second group with
diabetes. However it became clear early on in the planning process that the time
involved and the amount of data gathered would far exceed the maximum scope (in
terms of wordage) of the research study. Thus a decision was made in discussion with
peers and supervisors to limit the sample to only young people with CF (Yin 2009). It is
acknowledged that in making this decision what may have been sacrificed is the
heterogeneity of data across two different groups with distinct conditions (CF and
diabetes), as opposed to one more homogenous group. However it can be argued that
heterogeneity still exists within the sampled population due to the diversity in degrees
of illness, gender, age and social context (as demonstrated in the findings section).
Furthermore, several of the CF group also suffer from CF related diabetes mellitus; thus
there may be some areas of commonality between the two populations. Finally it is
accepted that in real world research there is often a trade-off between what is desirable
versus
“the financially affordable and the practically do-able” (White 2012, p20).
5.11 Structured/Non-Structured Observations
Observation methods can be classified into structured or unstructured (Polit and Beck
2004) and participant or non- participant (Grix 2001).
Structured observations are used to quantify a phenomenon which is decided in
advance of the encounter and are appropriate for large scale studies examining
measurable data and testing hypotheses (Holloway and Jefferson 2000b, Mulhall 2003).
However, as this study aimed to examine the nature of interactions which are not
measurable, it seemed more appropriate to adopt an unstructured approach but to use
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a framework to guide the observation. Initially a framework by Mack et al. (2005) was
proposed. This was rejected by the ethics committee as not sufficiently detailed, thus
an alternative was selected: the Calgary-Cambridge guide (Kurtz et al. 2005, appendix
3). This served as a means of loosely categorising the consultation in terms of
communication skills (opening, closing) and appraising the biomedical and social
dimensions of the consultation. This model has been widely adopted in over 60% of UK
medical schools (Silverman 2007) and has been translated for use worldwide. It is
intended to integrate process and content of the communication encounter. It has also
been criticised as too long, reductionist and too prescriptive (Silverman 2007). However
according to Silverman (2007) it was never the intention that it should be formulaic and
used as a tick box step by step approach; rather he suggests the tool should form an
aide memoire and be used flexibly according to context; which was also my aim in this
study.
Whilst using a tool in an unstructured observation may appear contradictory, Grix
(2001) contends that as with many components of research, it is possible to combine
two approaches providing interaction with empirical data is minimised. Thus, whilst the
observation was classified as “unstructured” the Calgary-Cambridge guide provided a
systematic lens through which to frame the consultation episodes and was arrived at
through consideration of the literature. The tool allowed analysis of the interaction with
regard to the biomedical versus holistic approach to the consultation as well as
observing the different communication styles used, such as opening and closing the
consultation.
Non-participant unstructured observation usually involves a passive role for the
researcher who should not directly influence events, but merely observe them (Grix
2001). However Mulhall (2003) suggests that in unstructured observation, the
researcher may adopt differing roles from non-participant to fully participant. Field
notes can help to assist the researcher to contextualise the process and assist with
reflexivity and the audit trail (Silverman 2005).
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There is much debate around the process of note-taking with Silverman (2005, p251)
contending that “there is no one right method”. Richardson (2000) suggests that they
should be categorised into: observation notes what is seen and heard; methodological
notes, messages on data collection; theoretical notes, hunches on what the researcher
is seeing/thinking; and personal notes, doubts, anxieties and pleasures. Roberts (2009)
advocates that field notes should be transcribed and analysed alongside interview data
in order to assist transparency and contextualise the data. I proposed a combination of
methods to assist the process of transparency, but primarily use of a reflective diary
which would detail personal highs and lows, theoretical musings as well as a record of
supervisory meetings, and action plans. Observation notes were recorded during nonparticipant observation and transcribed and analysed alongside the interview data, (see
example appendix 3, p213).
5.12 Interviews
Face-to-face interviewing has been cited as the most common method in qualitative
research to explore people’s contextual experiences and the meaning they hold
(Holloway and Jefferson 2000a). Interviews are useful when accessing narratives which
describe people’s worlds (Silverman 2005). Charmaz (1990) suggests interviews are
particularly appropriate in studies whose focus is on long term conditions where
individuals’ biographies are recorded. The interview as a method is aligned to the
ontology of social constructionism where people’s worlds are believed to consist of
multiple realities and where knowledge is not given, but created and negotiated (Kvale
1996). Thus it is an appropriate fit for the chosen epistemology of Interpretivism.
Terms used to describe different models of interviews (structured, unstructured, indepth) are according to Arthur and Nazroo (2003), often used inconsistently. Generally
however unstructured interviews are said to follow a broad agenda, whereas structured
interviews may be more fixed in the approach to questioning (Patton 2002). Morse and
Field (1996) contend that the semi-structured interview is useful when the interviewer
knows most of the questions to ask but cannot predict the answers. As the study
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focused on partnership and the questions were informed in part by the attributes of
partnership as informed by the literature review, it was felt that semi-structured
interviews were an appropriate choice of method. A topic guide was constructed which
reflected areas highlighted in the literature review (appendix 4, p216).
Legard et al. (2003) warn that the unpredictability of data that may be disclosed during
the course of an interview may require special handling by the researcher. This may
require the researcher to withdraw from the situation or at the very least may present
an ethical dilemma (Duncan et al. 2009). Legard et al. (2003) contend that the
researcher should be reminded that the participant has consented to be interviewed,
however when the interview takes an unexpected turn, confirmation of this consent
should be reaffirmed. Ballamingie and Johnson (2011, p725) assert that all ethical
challenges are “amplified by uncertainty”.
They suggest that whilst acknowledging the perceived notion of the participant as
vulnerable, it should be recognised that researchers too, may face being placed in
vulnerable positions throughout the research encounter. They counter that whilst
projects need to be developed flexibly to adapt to the challenges, not all challenges can
be anticipated in advance, which can leave the researcher feeling emotionally drained
(Gregory et al. 1997, McCosker et al. 2001, Dickson-Swift et al. 2006).
One strategy to address these challenges is to risk-assess the potential pitfalls in
advance of the process and put in place mentoring and support structures at
institutional and informal levels for neophyte researchers and others associated with the
research (Dickson Swift et al. 2008). These issues will be further addressed in the ethics
section (p85).
Legard et al. (2003) contend that while a good interview may appear naturalistic, it
should also bear no resemblance to everyday conversation. In reality they assert that
there is much stage-management involved in the process and the success of the
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interview depends to an extent on the qualities of the interviewer. These include
curiosity, creating rapport, being able to think and process quickly, being efficient and
carefully preparing. Mason (2002) adds that the researcher uses a range of skills during
the interview process such as being alert to contradictions, considering how the
responses relate to the research questions and deciding how to follow up and phrase
subsequent questions as well as keeping an eye on equipment, managing distractions
and interruptions. In order to address some of these issues a combined pilot
observation and interview were planned prior to formal commencement of the study.
5.13 Pilot Study
Van Teijlingen and Hundley (2001) give a comprehensive list of the reasons a pilot
study might be useful, including testing of instruments, feasibility of the study, and
identifying logistical problems, such as familiarisation with recording equipment and the
software and hardware required to download, transcribe, manage and store the raw
data. Further, it can highlight the difficulties of trying to observe, record, note take and
at times interview subjects in the out-patient setting, which is noisy and involves
multiple personnel in the consulting room at the same time. Finally it can highlight the
length of time that would be required for observation, interview and transcription.
A pilot study was therefore undertaken to address these issues. An issue that arose
during the pilot concerned whether to use of the data that were generated through the
observation and interview. Watson et al (2007) acknowledge that whilst the main
purpose of a pilot is to test out the methods and other practical aspects of the study,
data that is produced is incidental unless there have been no changes to the original
protocol. This is echoed by Connelly (2008) who asserts if little has changed in the pilot
then the data should be used in the parent study (as long as consent is given). In the
study no changes were made to the instruments, or the setting, thus some quotations
from the pilot study were included in the main findings.
The pilot study also helped me become familiar with the setting where the observations
and interviews took place and the tools employed (recording device, observation
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framework and topic guide). In reality the setting was busy, noisy and took place
amongst multiple comings and goings in the clinic. The pilot also served to help
estimate transcription times which unsurprisingly took longer than estimated.
5.14 Sample
Non-probability sampling schemes are used widely in qualitative research in order to
study the population of interest (Proctor and Allan 2006). Maxwell (2005) argues that
the term “sampling” is in itself problematic in qualitative research as it implies a
representativeness of the sampled population which is at odds with the one of goals of
qualitative research; capturing heterogeneity in the population under study. Instead he
prefers the term “purposeful selection” (p88), which includes settings and activities as
well as persons in the selection process. Stake (1995) contends that the overarching
goal of selection of the case should be to maximise what can be learned, which is not
always linked to the typical case but also gives insight into the unusual. However
Morse and Field (1996) argue that describing the sample can be problematic for the
qualitative researcher because the number and type of participants cannot always be
predicted at the outset of the study. Patton (2002) argues that all sampling within
qualitative research is purposive, but has further classified within this term subcategories such as homogenous and maximum variation sampling and typical case
sampling.
I attended a team meeting with the HCPs to inform them of the study before its
commencement; hence they were aware of the study’s existence. Furthermore, I went
to great effort at the preparatory sessions with the team to assert that those selected
should be a heterogeneous group in order to achieve variation and maximum learning
(Stake 1995) and reduce bias. It was acknowledged that I would to some extent rely on
the CNS’ to alert patients to the study’s existence and there may be potential for them
to invite only “popular” patients (as defined by them) to take part in the study. Thus it
was suggested that within the inclusion criteria a range of patients be approached i.e.
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perceived to be of different academic abilities, social class, gender, to vary in their
adherence to treatment and who crossed the whole age range (16-35 years).
Table 6: Inclusion and exclusion criteria
Inclusion criteria

Exclusion criteria

Comments

Aged 16-35 years

Under 16, over 35

Consent issues if

years

under 16.
not considered young
patients if over 35

Must have transitioned from

Transitioned within the Must have formed a

paediatric clinic more than 1 year ago

last year

relationship with HCPs
and suggest this takes
a while (e.g. If only
seen 6-monthly)

LTC which requires a
Diagnosis of CF

significant amount of
self- management

Male or female
Must have lived with the disease for 5

Suggests a level of

years or more

experience of living
with a LTC
Some CF patients may
also have more than
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one LTC (e.g.
diabetes) this would
not exclude them as
long as managing one
LTC for >5 years
Must attend a specialist clinic in

Attend clinics out-with

Logistics of travel and

Edinburgh area

Edinburgh

access for researcher

Views themselves or are viewed as

Patients may self-

expert patients- have to self-manage

select, and deselect as

a range of treatments

appropriate. CNS

(medicines/insulin/physiotherapy/diet)

views will be asked for

Uses skills such as self-monitoring,

assistance in recruiting

testing and adapting treatments using

patients.

experiential knowledge. (Tyreman
2005a)
Must attend at least 2 Consultations

Attends consultations

Suggests is engaged

with CF team per annum and have

less than twice

with HCPs on a

attended within 6 months

annually

relatively regular basis

5.15 Recruitment
A two-pronged approach was adopted A self-selecting group of “young expert patients”
(Tyreman 2005a) aged 16-35 years, (Berger 2005) of either gender, with CF and who
attended clinics in a large city and the health professionals they encountered there
would be sampled (Table 6, p74).
Once ethical approval was gained, a sample group of patients was identified through
posters placed in the ward and out-patient waiting areas (appendix 5, p215).
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Participants were invited to contact me by telephone or e-mail via a number/address
listed on the poster. Those that did were then seen in out-patients or in the ward area
by me to discuss the study further and were issued with information sheets. Those still
interested were issued with letters of invitation and consent forms, with stamped
addressed envelopes to take away and return should they wish to engage with the
study (appendices 6,7, p217-220). Participants were then asked to identify the health
professionals they encountered in their regular consultations as part of the
management of their LTC, and they too were approached by letter (appendix 8, p222)
and invited to participate in the study.
Specialist CF Nurses (CNS’) were also involved in the recruitment process. Using the
out- patients appointment diary CNS’ identified potential patients who fitted the
inclusion criteria each week in advance of their appointment. During their visit, patients
were invited by the CNS to participate in the study. They approached eligible patients to
the study and gave out information sheets to those patients who expressed interest.
These patients then contacted me to discuss the study further, were offered
information sheets, letters of invitation and consent forms in the same way as those
who self-selected. This group were also asked to identify the HCPs who were then
invited to participate.
Both parties (patients and HCPs) gave written consent for me to observe the
consultation. Further written consent was gained in order to interview each party
individually after the consultation. Participants could opt to consent for only one stage
of the process (the observation or the interview) or both (appendix 7, p221).
In order to ensure objectivity in recruitment of participants I did not plan to be involved
in the selection process. The role a researcher assumes with participants may affect the
relationship and subsequently influence the research outcome (Dowling 2006). As a
previous CNS in the speciality some of the older patients may have been known to and
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may have felt some obligation to participate (Carr 1994). However Morse and Field
(1996) contend that the amount of rapport and trust developed with the researcher
may be important in gaining rich information. Alternatively Yin (2009) contends that
investigators must understand the issues in advance in order to test them against
propositions, but this may lead to bias if researchers are not open to alternative
findings. Thus it was felt that working with a new set of unknown participants may help
illuminate other findings and rival explanations.
Stake (1995) suggests that the first criterion in sampling is to understand the case and
maximise the learning from it. Logistics such as time and access to participants are
important considerations for the researcher and it was expected that data collection
would take place over a four month period (appendix 9, p225). The aim was to achieve
a sample of 5-10 patients and the corresponding health professionals they encountered.
Table 7: Example of recruitment strategy
Expert patient with CF, Seen 3-monthly at Out-Patients
Each visit patient sees CNS, Consultant, Dietitian, Physiotherapist, Pharmacist
(separately)
Potential to observe 5 consultations in one clinic visit
Potential for 6 interviews (1 patient, 5 HCPs)
Logistics (time, space, setting up equipment) suggest realistically manage 3
observations and 1 interview with HCP at each clinic visit

5.16 Tools
Observations, interviews and field notes were recorded using a digital encrypted voice
recorder and a topic guide (appendix 4, p214) was used to guide the interview process
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which was guided by the pilot study. As discussed, the Calgary-Cambridge guide (Kurtz
et al. 2005, appendix 3, p213) was used to frame and analyse the observation event.
This is an updated version of the original tool which integrates content and process.
HCPs and young expert patients were interviewed separately and data was audio-taped
and transcribed verbatim. I transcribed the majority of the interviews and observations,
but employed an assistant to help with this. This is debated in the analysis section.
5.17 Data Analysis
The issue of who should transcribe continues to be contested as it is argued that
research is situational and consequential thus transcription should only be carried out
by those undertaking the research (Tilley 2003), as important insights may be missed
once the tape is handed over to an external person. This view is echoed by Evers
(2011) who argues that transcription should not be seen as a chore but as an analytic
process in itself. However as White (2012, p20) argues,
“in all social research there will always be a trade-off between: ….. the financially
affordable; the practically doable …….”
thus the decision was made because of time constraints to employ a transcriber to
assist me.
Skukauskaite (2012) asserts that transcription, like the process of analysis in qualitative
research, is socially constructed. Thus the claim that transcripts are “true
representations” may depend on the lens through which it is observed and the
interaction between the interviewer and interviewee.
Britten (1995) advocates that researchers need to critically analyse their style of
interview and seek support and feedback from supervisors. Supervisors were given a
copy of an interview and transcript to comment upon, and feedback was given.
However, this is an area that I recognise as requiring further development (see
reflexivity, P84).
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Following transcription the raw data was imported in to a computer software package;
NVivo 9.2 (QSR 2012) and analysed using “Framework” (Ritchie and Lewis 2003, p82).
5.18 Computer-Assisted Software in Data Analysis
A personal goal for me was to develop the skills necessary to use a computer-assisted
qualitative analysis software package. Pope et al. (2000) caution that whilst there are
advantages of using software to organise and manage the laborious process of data
handling it is not necessarily a time-saving exercise. It may however demonstrate a
systematic approach. Whilst software packages are designed to help manage the data,
it is the researcher who must do the work of analysing it, (Spencer et al. 2003, Bergin
2011, Seers 2012). Seers (2012) warns that it is easy to be overwhelmed by the sheer
volume of data that is collected; rather than being immersed in it one can feel instead
like drowning. Spencer et al. (2003) contend that there is much debate on the pros and
cons of using computer-assisted packages, with the benefits including the ability to
handle large amounts of data and improvements in rigour through consistency of
approach. This is countered by the opposing view that the speed and power of these
packages might encourage the researcher to cut corners. Further it is argued that
epistemologically there is the potential for loss of engagement and fragmentation of
data as a result of using software which is not the case in manual coding (Pope et al.
2000).
5.19 Thematic Analysis Framework
According to Swanborn (2010, p114)
“data collection and data analysis … are not sharply separated in time but go
hand in hand in a permanently changing order”.
This is echoed by Silverman (2005) who asserts that data should be analysed as it is
gathered. Spencer et al. (2003) assert that in the qualitative research domain, there are
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no agreed rules or procedures for data analysis; variation occurs according to
epistemological stances, the focus of the research and the aims of the analytical
process. As the study is a qualitative descriptive study and was not based upon a
particular theoretical proposition, it is reasoned that data analysis was viewed as an
iterative inductive process (Pope et al. 2000).Thus it was imperative to be open to the
emergence of themes which had not been preconceived. In addition consideration
would also need to be given to a priori themes (e.g. perceptions of partnership) which
might be conceived as arising from the research question (Bazeley 2007).
“Framework”, the tool of choice in the study, is a matrix-based analytic method which
was derived in the 1980’s (Ritchie and Spencer 1994) and has been adopted widely in
qualitative research (Pope et al. 2000). The rationale for its use is partly pragmatic; the
author had prior knowledge of the tool, and wanted to develop this further. Additionally
the framework approach is a staged scaffolded systematic approach to analysis (Smith
and Firth 2011) which stays close to the raw data whilst
“allowing the researcher to move back and forward between different levels of
abstraction” (Ritchie and Lewis, 2003, p220).
As a pragmatic learner (Honey and Mumford 2006), this type of approach suited me, as
a staged approach helps with the intimidating task of moving from data management to
descriptive and explanatory accounts (Smith and Firth 2011). Perhaps more importantly
however was its fit with my ontological and epistemological position of staying true to
the data whilst demonstrating transparency (Ritchie and Lewis 2003).
Framework consists of three stages (table 8) which will be discussed in turn.
Table 8: Stages of the Framework process (Ritchie and Lewis 2003)
1.
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Data management: becoming familiar with the data by reading and re reading

for recurrent themes (appendix 10)
2.

Building a thematic framework: developing codes and initial categories and

constructing an index (appendix 11 nodes): the index should have a hierarchy of main
and sub themes. Labelling or tagging data (appendix 12 with tags): linking raw data to
the indexed codes and ordering them. Creating thematic charts: (appendix 13). Each
theme and associated sub topics are plotted on a separate chart.
3.

Developing descriptive and explanatory accounts:

Data moves beyond original text and is interpreted in a more conceptual way (e.g.
systems and processes becomes the “ceremonial order of the clinic”, attributes of EP
can be reconceptualised as” EP as navigator.
Stage 1: This involves reading and re-reading of transcripts to become familiar with the
data. Ritchie and Lewis (2003) in their analogy of conceptual scaffolding refer to this as
foundation building. Already at this stage the researcher begins to identify recurring
themes or topics. In order to aid this process a descriptive account (appendix 8, p222)
was constructed to show the analysis process from raw data to initial codes.
Stage 2: Using NVivo 9.2 (QSR 2012) involves manually coding data, examining
transcripts line by line and assigning highlighted text to a node. Once all transcripts are
coded in this way a coding matrix or index is formed (appendix 11, p230). In NVivo 9.2
this matrix consists of nodes, (child and parent nodes; the equivalent of codes and sub
codes). From these nodes themes can then be derived, which involves clustering similar
nodes together as well as constantly refining nodes. This index is usually constructed of
data allocated a priori codes; described by Bazeley (2007) as any concepts derived
from the research question, for example “perceptions of partnership” and in vivo codes
which are described as emic (Hollloway and Freshwater 2007), and emerge from the
data. Transcripts are then revisited and data tagged against the numerical index codes
(appendix 12, p231). It is acknowledged that passages may be linked to more than one
code and are multi-indexed (Ritchie and Lewis 2003). The final stage of building the
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thematic framework is to construct a thematic chart for each of the themes and
associated sub themes (appendix 13, p243).
The third stage of the framework process is the development of descriptive and
explanatory accounts, which involves refining categories and classifying data to a higher
level of abstraction. Analysis is carried out across cases, rather than within cases
(Ritchie and Lewis 2003). At this stage typologies may be assigned (e.g. fully engaged,
partially engaged, not engaged patients) to which all participants must be assigned.
This will be further discussed in the results/discussion section (p126), but is also
illustrated through the use of a mind map (appendix 14, p250).
5.20 Trustworthiness and Authenticity of Data
As with elements of the research process discussed previously, (transcribing, use of
software), there is also debate around the use of the methods employed to increase
rigour (Lincoln and Guba 1985, Holloway and Wheeler 2010, Silverman 2005).This is
partly derived from the application of positivist terms such as “reliability” and
“generalisabilty” to the Interpretivist paradigm, which is at odds epistemologically.
Social Constructionism denies that knowledge is a direct perception of reality (Burr
1995), thus as reality is viewed through the eye of the beholder, constructionism argues
that there is no such thing as an objective fact. Seeking replicability is therefore an
artificial goal and does not account for context nor the interpretation of the original
data (Ritchie and Lewis 2003, Rolfe 2006). Topping (2006) suggests a more
conciliatory position which recognises that what is being represented is a perception of
reality rather than an absolute truth, whilst Silverman (2005) argues that there is a
place for quantitative approaches within qualitative data analysis, such as tabulations,
which can increase the quality of the analysis.
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Positivist terms have subsequently been replaced with those that are believed to have
more resonance with qualitative research values such as confirmability, dependability,
trustworthiness and credibility (Glaser and Strauss 1968, Lincoln and Guba 1985).
However the usefulness of this approach is further debated by Rolfe (2006, p309) who
asserts that
“the quality of the research cannot be assured by the rigorous application of a
set of previously agreed strategies and procedures”
but is judged by the reader, through the subjective appraisal of the research report.
However, Rolfe (2006) acknowledges that this judgement involves some skill on the
part of the reader.
Despite the debate around rigour in qualitative research there would appear to be some
consensus that different forms of triangulation can be adopted rather than over-reliance
on one method, (Denzin and Lincoln 2000, Patton 2002, Rolfe 2006). Thus, in order to
increase the rigour and transparency of the analysis process, several strategies were
selected. These included field notes, member validation, peer review and reflexivity.
These are discussed in turn and will be returned to in the results section (p102).
5.21 Field Notes
Field notes are defined as a record of the observations of researchers in the field during
observation or interview, (Holloway and Wheeler 2010). Silverman (2005) argues that
field notes are not merely recordings of events but also the field worker’s analysis of
events and should reflect what the researcher sees and hears and how they are
behaving and being treated. Field notes can be further categorised to observation
notes, theoretical notes, methodological notes and personal notes, (Richardson 2000).
For the purpose of this study a reflective diary incorporated theoretical, methodological
and personal notes. Observation notes were incorporated into the interview and
observation transcripts.
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5.22 Respondent validation
Member or respondent validation was planned to validate interpretation of participant’s
narratives (Lincoln and Guba 1985). This is contested as a means to establish credibility
for several reasons. Firstly it is argued that ethically it may be too much to ask of the
recipient who may be frail, have unburdened, or disclosed sensitive information and
may not wish to revisit the event (Polit and Beck 2004, Koch 2006, Cooney 2011).
Further Silverman (2005) suggests that although we can ask respondents to account for
their actions, feedback cannot be taken as a direct validation of the researcher’s
inferences. A further issue of contention is the determination of which respondents to
ask in order to seek validation of accounts. McConnel-Henry et al. (2011) question why
some respondents are chosen over others and argue that researchers should be
transparent in the processes used to determine this decision. This is further discussed in
the results chapter (p102)) and in the limitations of the study (p126).
5.23 Peer review
A third method to increase rigour of the research was planned through peer review and
debriefing. Holloway and Freshwater (2007) describe this as the analysis of data by
colleagues and comparison of findings to the researcher. It is purported that peer
debriefing may detect bias or inappropriate subjectivity (Holloway and Wheeler 2010).
However, an opposing view suggests that because of the principal researcher’s
familiarity with the data, interpretation by an external peer will be through a different,
less familiar lens, thus affecting the interpretation (Morse 1994, Armstrong et al. 1997).
Thus peer review will be included to enhance rigour and transparency in the research
process (Dowling 2006, Jootun et al. 2009). This process is presented in the results
section (p102).
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5.24 Reflexivity
Reflexivity in research can be viewed from several standpoints. Its primary purpose can
be said to engage the researcher in a process of continuous self-appraisal and critique
in order to allow the collected data to be free from contamination by the researcher’s
own biases and preconceptions, (Dowling 2006). This requires the researcher to
operate at several levels during the observation and interview processes. Snape and
Spencer’s (2003) view that researchers both influence and are influenced by engaging
in research is supported by the author. One way to illustrate this is through the use of
field notes and a reflective log throughout the data collection and analysis process
(Silverman 2005). A further method is the appointment of a critical friend (Morse and
field 1996, Grix 2001). The author views her supervisors’ roles as fulfilling that function
and plans to deploy all of the other methods discussed to ensure rigour; reflexivity,
respondent validation and peer review. A further method of ensuring transparency with
regard to highlighting potential issues in the research process was through completion
of the ethics application (QMU, 2010, WHO 2011, NHS Research Authority 2013).
5.25 Ethics
Whilst one might argue that any research imposes ethical responsibilities on the
researcher (Gray and Smith 2009), Silverman (2005) suggests that in research involving
patients’ narratives or exploring behaviours, the researcher’s own values as well as their
ethical responsibilities must be faced. He suggests the researcher should consider the
ethical issues that lie in wait in gaining access to a group of participants. Miles and
Huberman (1994) contend that ethical choices almost always involve trade-offs,
balances and compromises amongst the pros and cons of carrying out research. They
pose several considerations which the researcher should contemplate prior to
embarking on a research project. These include the worthiness of the project, the costs,
benefits and reciprocity, issues of harm and risk, honesty and trust, research integrity
and quality, consent, confidentiality and advocacy and ownership and use of data.
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Consideration of these issues led the author to ask several questions of the main ethical
issues which would be confronted during conduction of the research. These were linked
following Beauchamp and Childress, (2009) to moral principles of justice, respect for
patient autonomy, beneficence and non-maleficence. Further, adopting Mason’s (cited
in Silverman 2005) questions relating to the purpose of the research and implications of
the research may help to expose the researcher’s values.
Whilst it is acknowledged that one aim of the Professional Doctorate is to develop skills
in academic leadership and contribute to the profession of nursing, the purpose of the
research is also to further explore issues that have arisen through evidence, experiential
knowledge and personal study, which may in turn have implications for future practice.
This then in part justifies the worthiness of the study as its purpose is to explore
strategies used by young “expert patients” with cystic fibrosis and healthcare
professionals to maintain and negotiate partnership. The ethical implications that were
perceived to be pertinent are as follows:
Firstly, familiarity with staff and potentially some patients who are previously known to
me in my former role may create bias (Hawthorne effect) or make staff feel
uncomfortable during the consultation process. Secondly, raising sensitive issues might
be perceived by patients as a threat to the therapeutic relationship. Thirdly, loss of
confidentiality may result between patients and HCPs if data is shared between them
and more widely through presentation of results and inappropriate storage of data.
Further issues include gaining informed consent and process consent from patients and
staff, observation of poor practice during a consultation and my competence to
undertake the study. Strategies to address these issues are discussed in appendix 15
(p251, draft ethics applications section A6-1)
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5.26 The Vulnerable Researcher
Completing the application, participating in the research Ethics panel meeting and
applying for Research and Development (R&D) and Caldicott Approval and a research
passport have all been a very steep learning curve for me. Several issues have emerged
through these processes which were unanticipated; these included time delays,
navigating through the NHS Information Governance process and consideration of
systems and processes within my institution, particularly with respect to equipment,
encryption and storage of data.
Silverman (2005) contends that the very nature of qualitative research as inductive;
meaning it may change direction, may result in the emergence of new and unexpected
ethical dilemmas. As a neophyte researcher, perhaps then it is unrealistic to be able to
anticipate all that lies in wait, (Pruitt and Privette 2001) as one doesn’t know what one
doesn’t know.
An example of this relates to an omission in the Caldicott application of the intention to
employ an external transcriber. This necessitated further planning to instigate systems
which would safely allow transfer of encrypted data without compromising data
protection, (Data protection Act 1988, NHS Scotland 2011) and required a further
amendment to the Caldicott application. Remedial actions to the application and
communication around this issue impacted on the timeline of the research.
Ballamingie and Johnson (2011) assert that the literature pertaining to ethics in
research leans towards the participant as the vulnerable party in the research process.
However they contend that the novice researcher can also be vulnerable and cite their
experiences as doctoral researchers to evidence this. They cite issues of powerlessness
as researchers, and a lack of willingness by participants to engage, as a result of poor
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practices from previous researchers. (See also Clarke 2006, Mauthner 1997, Harden et
al. 2000).
5.27 Access
In terms of the population under study, young people with CF are an already highly
researched group (Lowton 2006). They are relatively small in numbers, meaning they
may be asked repeatedly to participate in studies. Furthermore as the science of CF
continues to develop in terms of treatments and the search for a cure, (CF Trust 2011)
researchers continually seek to recruit subjects to help advance future management.
The ethical dilemma posed for this researcher is whether this research may add to the
potential for research fatigue in these already over-researched subjects.
One of the purposes of an ethics committee is to consider the population under study,
as well as determining that the application is robust, gives a sound rationale for the
study and identifies the potential ethical issues and their management, (Johnson and
Long in Gerrish and Lacey 2006). Multiple requests for ethics applications with this
group may be identified as an issue, thus the researcher must be able to justify the
study and ensure that their behaviour throughout the research process is exemplary
(Miles and Huberman 1994). Hill (2011), a doctoral researcher, suggests that ethics
committees’ goal of protecting subjects from upset may be unrealistic at times,
particularly when dealing with sensitive topic areas. She suggests that it might be
unrealistic to expect a participant to disclose data of a particularly sensitive nature
without some venting of emotion. Additionally she supports Bondi’s (2005) work which
suggests that emotion should be considered not as an object of study but as a medium
which connects and necessarily immerses both the researcher and the researched.
Feeling emotional and drained after a research encounter is not a unique phenomenon
(Dickson-Swift et al. 2006). It is reported that researchers can feel exhausted and
overwhelmed, especially when researching sensitive subjects (Gregory et al. 1997,
McCosker et al. 2001). Additionally emotions of frustration and feelings of vulnerability
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resonate strongly with this author in relation to navigation through the research ethics
process. These feelings of frustration and vulnerability have perhaps been accentuated
by a tightening up of information governance in the NHS in light of a series of high
profile cases relating to insecure storage and transfer of personal patient data (McKinley
2011). The potential consequences of breach of guidelines such as The Data Protection
Act (1998) and The NHS Scotland Code of Practice on Confidentiality (2003) can be up
to £500,000 in fines, therefore it is hardly surprising that approval is not given lightly.
All data must now be gathered on encrypted devices, locked whilst in transit and
immediately downloaded onto a computer with the appropriate compatible software.
This has necessarily involved more steps in the ethics process, such as Caldicott
approval (NHS Scotland 2011) which adds to the time-line in the ethics approval
process.
5.28 Summary
This chapter has critically explored the design, methodology and methods proposed and
implemented within this study. The first half of the chapter debated the proposed
epistemological, theoretical and methodological perspectives. The design, while located
in the qualitative, interpretative paradigm, is influenced by social constructionism and
Symbolic Interactionism (SI), and a methodology of Descriptive Interpretivism.
The second half of the chapter discussed the proposed methods of non-participant
observation, and semi-structured interviews as well as sampling and recruitment
strategies. Thereafter consideration was given to analysis of data, rigour and reflexivity.
The chapter concluded with a discussion of ethical considerations and strategies were
offered to address these issues.
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CHAPTER SIX: RESULTS
6.0 Introduction
The purpose of this chapter is to present the main themes of the research study in
relation to the research thesis. Results will be presented, using the research questions
as a framework. Findings will also be categorized into a priori, emergent and analytic
themes. Silverman (2005) suggests that in writing up the findings the writer should
make clear what the main messages are and must reflect these in the data that are
presented.
He suggests there are at least three models which may underpin the macro structure of
the thesis; the hypothetical model, the analytic story and the mystery story. The
analytic story, (the chosen method here), is, he suggests, a more conversational way of
writing and should highlight the main theoretical concepts (partnership, interaction

between expert patients and HCPs), and discuss how the findings illuminate these
concepts. Strauss and Corbin (1990) state that one must always consider the reader
when conveying the key messages: each message must be accompanied by enough
conceptual detail to help the reader makes sense of it. Hence the findings section
reports the process: what happened as opposed to what was planned and draws on the
field notes, as well as reporting my interpretations of the results.
In using this approach, this chapter is deliberately interwoven with process, reflection
and findings in an attempt to tell a story which is representative of the whole
experience (Mellor 2001, Woolcott 2002). Whilst findings are presented in the third
person, in keeping with the convention for reflective practice (Jasper 2006), reflections
on observations and in field notes are written in the first person.
Silverman (2005) proposes that the first stage in writing up results is scene setting.
Thus, a descriptive account based on field notes is offered in order to set the context of
the observation in the out-patient department (the clinic) and my role there. This is
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followed by presentation of descriptive data related to the out-patient process of
consultation. The analytical themes are considered in the discussion section.
6.1 Contextualising the clinic (field notes)
In a “standard” out-patient clinic the usual procedure is for the patient to attend at
reception where they are checked in then ushered to a waiting room, where they sit
amongst a group of patients. During this time they may be called upon to be weighed,
measured, or undergo blood tests or may simply be called into a consulting room by a
nurse or doctor whereby a consultation takes place. Thereafter the patient leaves.
Unlike a “standard” clinic, patients in the CF clinic do not wait in a communal waiting
area but are ushered straight to a single room to ensure there is no opportunity for
patients to meet in the communal area and potentially cross infect each other. Thus the
clinic waiting area has the appearance of being empty, but the corridor sees a range of
HCPs (consultant, registrar, nurse, physiotherapist, dietitian, pharmacist, pulmonary
technician) waiting around to access the patients.
Clinics are organised according to colonization of micro-organisms; for example all
patients colonised with pseudomonas would attend on a separate day from those
without pseudomonas. There are currently three different clinics running to
accommodate patients with different colonised micro-organisms.
HCPs move from room to room to see patients rather than occupying their own room.
This ensures minimal patient traffic across the clinic; the aim being to minimise cross
infection rates between rooms.
Each room has a check-list on the door on which the HCP marks their time “in” and
“out” so that other staff can see which room is occupied by whom and which staff the
patient still has to consult with.
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The clinic area has six consultation rooms. Clinic visits occupy two slots per afternoon
which are scheduled one hour and forty five minutes apart; thus a maximum of twelve
patients are seen per afternoon. In between the first and second clinics rooms are
disinfected (chairs desks, equipment), in an attempt to reduce cross-contamination
between the first and second groups of patients.
Patients are seen at clinic at different intervals depending on the severity of their
illness, (the sickest patients are usually seen four weekly, the healthiest annually,
others three or six monthly). Other issues that affect attendance are admissions to the
ward (some patients rarely attend clinic as they are in the ward so frequently),
compliance with clinic attendance, and shared care; some patients attend two clinics
which are in different geographical regions to reduce travel. The majority of the clinic
population is under 35 years of age. Some bring parents with them to clinic who may or
may not sit in with them on the consultation.
As CF is a lifelong condition, (CF Trust 2013) many of the patients have been attending
the same clinic for years and are well known to the HCPs. Many are on first name terms
with the team. The majority have a staged transition from the paediatric clinic between
the ages of fourteen and sixteen and continue being seen until death or a move away
from the area.
The Clinical Nurse Specialist (CNS) arrives early to ensure patients are directed to
appropriate rooms and are not mixing with each other. Thereafter they are charged
with coordinating the clinic which involves keeping an eye on the flow of traffic through
the rooms to ensure patients are not waiting for long periods without a consultation,
arranging follow up appointments, prescriptions, equipment and carrying out any
treatments required on the day (such as central line flushes). CNS’ also identify in
advance of clinic what bloods are required from which patients and which grade of
doctor patients should see (consultant or junior).
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6.2 Researcher’s role
I attended the clinic in advance of the first slot and waited for the patients to arrive.
During this time of waiting, on-going consent was sought to observe the consultation
from the HCPs who were also waiting for patients.
Once the patient was allocated a room, I was either escorted to the room by the CNS
and reintroduced to the patient, or invited to reintroduce myself. In both cases ongoing consent was re-established to observe the clinic consultation. No patients or HCPs
refused to consent to the process, (all parties had previously given written consent).
Once consent to stay was established, I, with permission, set up the audio recording
equipment and took a seat in a corner of the room, in an attempt to minimise my
presence there. Often I was not the only “extra” person in the room. As this was a
teaching hospital there were frequently medical or nursing students present, who had
also sought permission to “sit in” on clinics to learn more about CF; this was a common
occurrence. Additionally, on two occasions patients were accompanied by a parent.
Both consented verbally to the audiotape being played during the consultation and both
also agreed to be interviewed alongside their child during clinic “dead space”.
Agreement was also given to use their data in reporting and dissemination of results.
This verbal agreement was followed up with written consent at the end of the
interview.
During the course of the clinic consultation I took written field notes in free hand (to
back up the audiotapes in case of equipment failure) and also loosely completed a
Calgary-Cambridge guide (Kurtz et al. 2005) for each of the individual consultations
between an HCP and patient (appendix 3, p213).
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6.3 Non-participant observation: reflections
Despite attempting to assume the role of non-participant observer, this did not always
feel possible. On some occasions HCPs would acknowledge my presence on entering
the room and sometimes refer to my previous role in the unit. Sometimes they would
try to make eye contact with me while talking to the patient, which made me feel they
were addressing me rather than the patient. Another HCP asked if she had “passed” at
the conclusion of the observation, which affirmed the possibility of a Hawthorne effect.
On another occasion, the nurse, whilst performing a procedure, explained to me how
“the needles had changed since my day” indicating that she was well aware of my
presence there and was including me in her interaction with the patient.
On yet another occasion a patient cracked a joke which was aimed at all of us in the
room and I found myself laughing with the other two people in the room. HCPs would
sometimes make comment after a consultation, giving an opinion that may have been
at odds with what was directly seen or heard (e.g. such as the truthfulness of a
patient’s account) which perhaps might not have been shared with a researcher who
was unknown to the team. All of these matters questioned my ability to be nonparticipant.
However, a patient who was interviewed at home following an observed consultation in
the out-patient clinic, remarked that due to my previous connections with the unit, she
expected that the clinic consultation may be different from normal (due to my presence
there). In spite of this she was quite categorical in her assertion that my presence had
made no perceived difference to the consultation episode, which was reassuring.
However it is recognised that this is only one account from one participant.
On two occasions the consultation took an unexpected turn. As an observer I felt very
uncomfortable being party to an unexpected revelation by one patient. An offer to leave
the room was however rejected by the participants.
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This led me to return to the literature on the vulnerable researcher (p87) as I realised
that in order to protect myself it would be important to debrief and seek support from
supervisors. I also found myself wanting to rescue this particular individual and realised
that this was not part of my remit, but highlights the tensions that neophyte may
experience during the research process.
6.4 Interviews
There were periods during clinic time where patients were left sitting unattended in the
clinic room which allowed opportunistic interviews to take place on the research topic.
These would then be interrupted by a continuous flow of personnel sequentially
consulting with the patient; thus, returning to the research conversation was often
challenging. Where the participant agreed to be followed up at home, this was less
problematic as this gave time to reflect, refocus and prepare for the subsequent
interview. However for participants who declined to do this, there was only one chance
to “get it right”. All of the participants who preferred not to have a follow-up interview
at home agreed to stay after the clinic to conclude the interview. However it was
recognised that for some this was the end of a long day and thus I attempted to keep
this discussion brief.
6.5 Results
A total of 33 consultations were observed between 8 young people with CF (6 male, 2
female, aged 19-34) and up to 6 HCPs at a series of weekly out-patient clinics over a
three month period. Two young people had a parent (1 male, 1 female) with them who
accompanied them in the consultations (+1).
Of the 8 patients observed at clinic, 4 were interviewed within a few weeks of
attendance at the clinic, whilst the other three (and the two parents) agreed to talk to
me in the “dead time” in between consultations and after the clinic had finished.
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A further 2 patients who were not observed at clinic were interviewed in their own
home or in the ward during an in-patient stay.
All but one of the HCP’s (n =11) were interviewed in their workplace within a few
weeks of the clinic observation. Ten of these were interviewed individually and two
personnel were interviewed together. One HCP who had been observed in one
interaction on one occasion at clinic had subsequently left before an interview could
take place. In total 23 interviews were carried out, (table 9).
Young people generally saw a minimum of four HCPs (usually physiotherapist, dietician,
nurse and doctor) and up to six HCPs per clinic visit (previous four plus pharmacist and
a psychologist, table 9, p99). In addition all patients had spirometry testing performed
at each clinic and those who were also undergoing annual review tests, (pulmonary
function and exercise testing, glucose tolerance test, bone scan) would have been at
the hospital since the early morning. 33 consultations were observed (table 9).
Table 9: Observed Consultations
Participants Dietitian Psychologist Dr

Physiotherapist CNS

Pharmacist Total
consults

P1

X

X

P2

X

X

X

X

6

X

X

X

3

X

3

P3 +1

X

X

P4

X

X

X

X

4

P5

X

X

X

X

4

P6

X

X

X

X

X

5

P8 +1

X

X

X

X

X

5

X

X

X

P10 (pilot)

X

3
33
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p= patient, +1 = parent.
The witnessed consultations lasted in total between 60 and 121 minutes. On some
occasions there was no pharmacist available for clinic. The psychologist tended to see
patients out with the clinic setting but would attend if requested. On the occasions
where there are no witnessed consultations with the dietitian or physiotherapist, (table
9, p2,p3), this is due to my absence rather than that of the HCP.
An analysis of average time each HCP spent with each patient was attempted but the
results should be viewed with caution. Findings may be more credible when the HCP
was the same person, (physiotherapist, pharmacist and dietician) than with the doctors
and nurses who were each witnessed in consultation less often. This is because there
were more of them and they rotated at clinic every three weeks rather than attending
weekly. Furthermore the individualised nature of patient problems at any given time
may have necessitated more input from one HCP on that occasion than on a
subsequent or previous time.
Table 10: Average consultation time per HCP
HCP

Average

Range-comments

consultation time

No. of witnessed
consults

Pharmacist

7 minutes

(3-12)

5

Dietitian

16 minutes

(10-25)

6

Physiotherapist

16 minutes

(9-23)

7

Nurse Specialist (x3)

14 minutes

(7-22)

8

Dr 1

8 minutes

(6-10)

3

Dr 2

16 minutes

(16)

1

Dr 3

25 minutes

(17-33)

2

Dr 4

11 minutes

(9-13)

2
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There were periods when patients were sitting alone in their rooms seeing no-one; this
has been defined as “dead time”. Dead time ranged from 13-30 minutes across the
witnessed clinic visits or, expressed as a percentage, accounted for 17-36% of the
patients total clinic time, (median 29%).
Educational status data was collected as it was hypothesised that participants’ level of
education may impact on perceptions of partnership and ability to negotiate and
challenge in interactions with HCPs.
Table 11: Details of all study participants
Participant Age

Gender

Education Observed Interviewed Place

P1

28

M

SS

X

X

OP/Home

P2

34

M

SS

X

X

OP/Home

P3

19

M

SS

X

X

OP

P4

22

M

SS

X

X

OP

P5

31

M

SS

X

X

OP

P6

19

F

SS

X

X

OP/Ward

P7

26

F

SS

X

Home

P8

21

F

FE

X

OP/Home

P9

20

F

SS

X

Ward

P10 (pilot)

19

M

SS

X

X

OP

Parent 1

M

SS

X

X

OP

Parent 2

F

SS

X

X

OP

HCP 1

M

X

X

OP/Office

HCP 2

M

X

X

OP/ “

HCP 3

F

X

X

OP/ “

HCP 4

F

X

X

OP/ “

HCP 5

F

X

X

OP/ “

HCP 6

F

X

X

OP/ “

HCP 7

F

X

X

OP/ “
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X

HCP 8

F

X

X

OP/ “

HCP 9

F

X

X

OP/ “

HCP 10

M

X

X

OP/ “

HCP 11

F

X

X

OP/ “

HCP 12

M

X

-

OP

Key
SS: Secondary school, FE: Further Education, OP: Out Patients, P:Patient
HCP: Healthcare Professional
6.6 Analysis of the consultation process using the Calgary-Cambridge Guide
Each interaction between patient and HCP was observed using the Calgary-Cambridge
guide (Kurtz et al. 2005, appendix 3, p 213). The form served as a means to observe
the opening and closing of the interaction, the communication styles used and to note
biomedical and patient perspectives in the interaction. In all cases interactions were led
by the HCPs. In some cases it was obvious through their interactions that patients and
HCPs were well known to each other. In a few cases this was the first meeting between
the two.
On three occasions patients had an accompanying partner or parent who sat in on the
consultation. On the two occasions where a parent was present they interjected from
time-to-time in the interaction between the HCP and the patient. The third occasion was
the accompanying person’s first time at clinic and of the three HCPs who saw the
patient, only one acknowledged the presence of this person in the room. This person
did not contribute at all to the conversation. Consultations varied in the amount of
social chat that took place. Usually this took place at the beginning of the interview;
“ I hear you got a new car?”
At other times consultations moved straight into biomedical mode;
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“ Hello, how’s your chest today?”
As expected the majority of the interactions was biomedically focused and took the
form of questions and answers. However, towards the close of each consultation all
HCPs offered opportunities for patients to raise their own issues;
“Is there anything you want to ask me?”
Generally nurses and the psychologist adopted more holistic approaches. There was
heavy emphasis by HCPs on compliance with physiotherapy and medicines but patients
appeared to be very comfortable disclosing non-compliance with treatment. Patients
retold the same stories several times to each of the HCPs. On one occasion a patient
recounted their substantial drug history three times. HCPs expected patients to be able
to chronologically recount details of symptoms and dates of tests and investigations
“when was your last bone scan?”
Patients expected HCPs to be up to date with recent events in their trajectory and to
have read their notes before the consultation:
“When did you last have IV’s?”
“Did you know I was on orals and had a reaction?” (observation notes- Dr flicks
through the notes and obviously can’t find what they’re looking for)
“Ah, ok, what happened?”
Patients saw between three and six HCPs at a clinic visit. This resulted in them having
to make sense of multiple communications and instructions from many sources.
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6.7 Analysis of qualitative data
Data were analysed thematically as detailed in (chapter 5, p78) using “Framework”; a
matrix-based analysis approach (Ritchie and Lewis 2003). All of the observations and
interviews were audio recorded and transcribed verbatim. Transcripts were read and reread to ensure familiarity with the data. Those audio-recordings that were transcribed
by the assistant were listened to whilst regarding the printed transcripts to check for
accuracy. The assistant had no insider knowledge of CF terminology thus some of the
technical jargon in the transcripts was misinterpreted and had to be corrected.
All data were manually coded using NVivo 9.2 (QSR 2011). Transcripts were examined
line by line and highlighted text assigned to a node until a coding matrix was formed,
(appendix 11, p230). This process was aided by construction of a descriptive account
(appendix 10, p226) which was designed to show how the analysis moves from raw
data to codes and themes. The coding matrix was then refined through the process of
clustering similar nodes and refining existing nodes, (for example “negotiation” moved
from a distinct theme (parent node) to become an “enabler to partnership” (child
node), and “social” and “biomedical” constructions of illness were merged to form
“constructions of illness”. The matrix was then numbered; thus “experiences of
partnership” became an overarching theme (1.0) with a code of “barriers to
partnership” (1.1) and sub codes such as “parental surveillance” (1.1.1) and “power
dynamics” (1.1.6, appendix 12, p231).
Transcripts were then revisited and raw data tagged to the numerical codes to form a
thematic chart (appendix 13, p243).
Mind maps were then constructed to create a model to bring the narrative together
(appendices 14, 19, p250, p290). The final stage of Framework; the development of
descriptive and explanatory accounts is considered in the discussion section (chapter 7,
p126).
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6.8 Credibility and trustworthiness of the data
As discussed in chapter three, several strategies were employed to increase the
trustworthiness of the data, these are discussed in turn.
6.9 Peer review
To ensure rigour an uncoded transcript was sent to two independent researchers who
had agreed to be peer reviewers. They independently scrutinised the transcript then
reviewed the thematic and coding charts in relation to one sub theme; barriers to
partnership. Both peers found high levels of agreement with me in relation to the
thematic analysis, (appendix 17, p288).

6.10 Respondent validation
Respondent validation was undertaken by one patient in the sample. An uncoded
verbatim transcript was sent to this recipient to check for accuracy of the data.
Secondly an initial version of the coding from this transcript was sent and the recipient
was invited to comment on my interpretation of the data (appendix 19, p290).
Interpretation was said to be accurate and well understood. Further respondent
validation was undertaken by one of the CNS’ who provided clarity and helped confirm
concepts during data analysis through telephone conversations.
6.11 Reflexivity
Personal reflection on why these persons were chosen to undertake this task was
logged in a reflective diary. With regard to the choice of CNS, this was purely down to
chance, to whoever was available at the end of the telephone at a given time. I do
recognise however that the choice of patient may have been less random. I recognised
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that here was someone who was very experienced as an expert patient, who was highly
engaged and articulate and who was willing to be seen at home, which meant more
uninterrupted time than if an interview was held during a clinic visit.
However I also acknowledged that this recipient was not atypical within the small
sample of ten and thus I would have been comfortable asking any of the group to give
feedback on the analysis process. It is acknowledged however that this may have
resulted in a different interpretation of events in line with the ontological and
epistemological stances taken in the research.
6.12 Thematic results
Three major themes emerged from the data, (table 12, p104) these were;
experiences of partnership, attributes of the expert patient and constructions of illness.
These themes are threaded throughout the research questions. Within these themes a
number of sub themes were identified: for example from the first theme - experiences
of partnership- five sub themes emerged; the ceremonial order of the clinic, enablers
and barriers to partnership, emotion work and relationships.
Some overlap in reporting of findings is inevitable; for example perceptions of
partnership (Q1), makes reference to terms such as respect and negotiation, which may
also be perceived as outcomes (Q2), or enablers or barriers to partnership (Q3), or
strategies (Q4).
Further analysis of the data allowed themes to be classified into a priori and analytical
themes and emergent and analytical themes (tables 13,14, Appendices 20 & 21 ).
Word constraints prevent presentation and discussion of all the results in the narrative
form. Those that have been included were chosen either because they are strongly
representative or because they appear to be novel and add new knowledge (e.g. HCPs
as too soft) and are outlined in table 12.
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Table 12: Results presented in narrative form

Major Theme 1
Experiences of
partnership
concepts

Attributes &
Beliefs:(e.g. power,
respect)

Subthemes

1.Negotiation (HCPs
as too soft)

2. Relationship
building and
influencing factors
(building bridges to
achieve adherence,
competing agendas,
preferred personalities)
3.Enablers to
partnership(power of
the nurses, HCP’
acceptance of patients’
experiential knowledge,
4. Barriers to
partnership (systems
and processes; the
ceremonial order of the
clinic, life stage,
parental surveillance,
lack of trust)
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Major
Theme 2
Attributes
of the
Expert
Patient
Attributes,
definitions
(e.g.
experience
v’s
expertise)
1. Expert
patient as
navigator
(self,
systems,
processes)
2. Emotion
work
(voicing
cues and
concerns,
agendas,
prioritizing)

Major Theme 3
Constructions of
illness

Impact of CF and
coping

1 Normalcy
(minimization,
embeddedness of
treatment burden

Theme 1: Experiences of partnership
Both Groups (expert patients and HCPs) appear to believe that in the main the
relationship they have with each other is a partnership. The context of the partnership
may be perceived as unique due to the duration of the partnership and stability of the
team. Some of the patients have been attending the same clinic for up to twenty years.

“I think my personal feeling is that CF encourages partnerships more than a lot
of other teams. I think it is because we have relationships with people over
many years and I think that we see that those relationships develop” HCP 9.
“I think it is a partnership, in fact even more so that with other patient groups
because we know them really well” HCP 3.
The importance of the duration of the relationship was also made by patients
“Aye, it’s just annoying when they change, ‘cos they know you, trying to think

who’s still here, who knows me. (lists names), half them I don’t know, you see
different people” P5.
6.13 Defining partnership
Partnerships were seen by some as hard to define,

That’s hard... it feels like it should be a relationship ‘cos you see them that often
but what other words could you use instead of partnership- difficulty defining
partnership P1.
whereas others had a clearer definition of what partnership meant to them, which
included shared knowledge.

“I do believe it is a partnership. I ‘ve got easy access to them, to each specialist,
not only do they teach me new things, I’m quite good at teaching them” P8.
Definitions were not universal and in some instances-particularly in relation to the
HCPs-partnership was not thought to be a relationship of equals.

“So partnerships are not necessarily partnerships of equals um, the John Lewis
Partnership, not everyone is an equal partner in that, the financial bit at the end
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is equitable so partnership is a politically correct word and I think it means
people work with patients which I think we’ve always done” HCP1.
“I think with some patients it’s a partnership, I think with other patients its more
prescribing to them. In saying this is what we want you to do and they do it. I
think they do that without much thought of why, they think, they’re the docs,
the nurses, the professionals and they tell us what to do and they like it like that”
HCP 6.
Definitions of partnership would often make reference to the nature of the relationship
between the “partners” (see also enablers and barriers, Q3); however not all
relationships were defined as partnerships. Some members of the team (nurses,
psychologist) were perceived to be partners by the young people, whereas others
(medical staff) were sometimes not viewed as such.

“It is a partnership – there has been times that I’ve felt that I’ve not been
listened to as well as well as I should be – I wouldn’t say the nurses but more
the consultants” P7.
“Depends who you’re working with”
“So who?”
“The nurses” P1.
6.14 Power
Power in the partnership was seen by both parties as a shifting dynamic, (see also Q3).
Sometimes expert patients saw power situated with the HCPs- particularly the medical
staff:

“Doctors are away up here, really high up, dietitians are in the middle, well
actually they’re probably below the CF nurses, so the nurses are in the middle,
so they communicate everything you say to the doctors, whereas the dietitians
and the physios won’t really say anything, they’ll keep it to themselves” p9.
However power could also shift according to context

“Yeah, so they’ve got the power (in the ward) but obviously when you’re at
home you’ve got the power. You decide what you do”, P1.

However sometimes HCPs perceived power to be held by the young experts
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“I think they are quite an intimidating group if you talk to other people who don’t
deal with CF who deal with them on the ward, I mean the poor house officers
and even the registrars get kind of......the patient will say to them, I’m not
seeing you, you know nothing, I want the consultant and they can be really quite
difficult to even very senior doctors so that can be difficult for doctors and
somebody in training particularly” HCP 3.
Medical staff in particular expressed a perception that within the team, the nurses were
most powerful and were very skilled at using power covertly or overtly in order to get
what they wanted; for themselves or for the patient

“nurses are skilled so mostly they will play a game and they might speak
beforehand or they will feed appropriate lines so they know what response they
are going to get so nurses are cleverly skilled in that” HCP1.
This was confirmed by the nurses

Laughs- “well it’s not often they don’t” [do what we want] (laughs)
R. So you’re making that decision and communicating that in such a way?

“Yeah it’s how you put it to them” (laughs) HCP4.
6.15 Attributes of partnership
When probed, attributes of partnership were perceived as respect for autonomy,
negotiation (see Q2), and the nature of the relationship between the two partners, (see
Q3). Patients perceived that HCP’s holistic knowledge of them was also essential for
partnership (see Q3).
6.16 Respect:

“I think there’s definitely something there about respect, obviously you respect
them but I think they respect me as well, my opinion, dinnae always think
they’re right and happy to acknowledge that they don’t always get it right, so is
a respect there as well for the patient” P7.
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“Id like to think it is, we very much try to respect their wishes and to listen to
what they’re saying about impact of CF on their life”. HCP6.
“What else can they do, [laughs], cannae make you take it, it’s like when they
put me on colomycin, I never done it, I telt them I wasnae taking it, so they
scrubbed me off it ‘cos they kent I wasnae taking it” P4.
6.17 Negotiation
Negotiation emerged strongly as an important outcome of partnership, but also as an
attribute of and enabler to partnership. For patients negotiation might mean an
outcome of a reduction in their treatment burden, which is often considerable, or a
delay in admission, or reduced length of hospital stay. For HCPs negotiation might
result in an outcome of increased treatment adherence. Thus a sense of “meeting in the
middle” might be seen as an outcome of partnership. For HCPs this required negotiating
a hierarchy of priorities and bargaining as to that which required most attention.

“It is negotiated ‘cos you.. instead of 7 days a week on the nebulizer you do 5
cos you’re doing sports and my doctor says you dinnae need to do .. so stuff like
that is negotiated” P3.
“So they’re maybe not doing 4 treatments and you think well there’s no way
we’re going to get them to do all of that so you think what would be the single
thing that we could perhaps agree to try and move forward on and try and pick
out the most important thing that might make a difference” HCP2.
In all but two cases negotiation was perceived to be happening between patients and
HCPs (however despite reporting non-negotiation, negotiation was observed during the
consultation in one of these two cases).

“There’s no’ real negotiating, take the doctor, if you say I’m not feeling great ,
they’ll suggest a plan, but they never really say, how does that sound, or how do
you feel about that? Could we tweak it in any way or…” P1.
Another patient who appeared to be the most passive of all the participants did not
wish negotiation

“I’m happier for them to make those decisions” P6.
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However from discussions with the team it was clear that despite having a perception of
others taking control of decision making, this patient often agreed a plan then deviated
from it, thus renegotiation would inevitably take place.
6.18 HCPs as too soft (see also Q4)
A common finding from the HCPs with regards to negotiation was their perception of
being “too soft”.
“I’ve learned through bitter experience that fierceness gets you nowhere,

(laughs) and so I do engage reverse gear quite positively… and the reality is
that IV’s are very rarely urgent so it’s quite commonly possible to get the patient
to start IV’s the following week” HCP2.
(field notes-this is quite a change from when I was in practice- I do remember
fierceness and an unwillingness to bend- I wonder if that’s the benefit of
experience, and of failure to get what was asked for?, seems to have mellowed).
“Sometimes what I’ve noticed is that the doctor will say to somebody, you should
come in for 2 weeks of IVs and that person bursts into tears and immediately the
doctor backtracks and says and gives them orals and then assuming that they
are not giving optimal care and I know that is an area that I’ve been involved in
where I’ve had to say, you need to hold your nerve” HCP9.
“More so than in other areas, patients get away with refusing things”. HCP 11.
This was confirmed by patients

“but I can think of other people with CF and I’m thinking I would’nae let you away with
that, but no’ me” P8.
(field notes) patient in clinic recounts in earlier days how he would engineer an
admission to the ward just to be with pals, and they would disappear in the evenings
and “muck about”, no real sanctions imposed P5.
Thus HCPs choose their battles carefully in negotiation

“Oh definitely you’ve got to pick your battles” HCP2.
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6.19 Relationship building
At the heart of this “back tracking” and softly-softly approach is a perceived need by
HCPs to “keep patients on board”, sometimes at the expense of a more rigorous
approach to treatment. This is seen as part of relationship building in the partnership,

“And it’s all about keeping them on board and sometimes you just have to accept
that they just won’t do it and they are deteriorating and you’ll have seen that
and at some point it’s accepting that and just being supportive” HCP7.
“You have to be flexible as much as you can be, and I think we are. I think we
are very... to the extent that it can be abused at times- d’you know- the patients
know we’re flexible” HCP4.
“I think that is a criticism of all chronic health teams (being too soft) and seeing
from outside particularly, I think that would be the case, that we give in a lot but
I think sometimes in order to progress things, you have to give a bit to gain
more in the end” HCP3.
This can be trying for the HCPs, thus frustration can also be perceived as an outcome of
partnership

“E.g. in a general clinic if the patient didn’t turn up twice in a row they would be
discharged, and that’s the difference with CF they’re never gonna be discharged,
we’re always gonna see them and I think some of them come along when they
need something, (laughs), sometimes they don’t understand we just want to
catch up with them and see how things are going, they’ll only turn up to clinic or
the ward if they’re not well or they need something. So there are allowances
made which I think is good but it can be frustrating” HCP 11.
(field notes- so what sanctions can the HCPs actually use? how can you set
ground rules if you ‘re not prepared to abide by them- must pursue)
6.20 Building bridges to achieve adherence to treatment
Keeping patients on board is commonly driven by HCP’s agendas to improve and
maintain adherence to treatment, which in CF is time consuming, increasingly technical
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and at times overwhelming for patients. Thus an outcome of good partnership as
perceived by HCPs is improved adherence to treatment. This is seen by HCPs and
patients as the most challenging aspect to partnership as the same agendas may not
always be agreed.

“The softly-softly approach is much better for getting to the goal you want. I
don’t mind if the patient gets the feeling that they’ve run a little circle around me
in the short term provided they get to the right place in the end. Laughs I’d
rather they felt that it was like a little victory [laughs] than they felt they’d been
brow beaten” HCP2.
“He lets me look at his sputum but he won’t let anybody in. I don’t take it
personally – you have to find a way in to say, hi I’m here without aggravating
them. Is that a partnership with the patient because I’m listening to them but
they don’t want me?” HCP 7.

6.21 Competing priorities/agendas
Agendas were not always the same for the patients as HCPs. Patients perceived a need
to balance treatments with other competing priorities in their lives, thus unlike the HCPs
concordance with therapy was not always at the top of their list.

“Depends how motivated you are as a patient, but for me sometimes ‘cos I find
it hard to juggle everything, yeah so sometimes I do find their expectations are
high” P1.
They understand there is an element of having to fit it in to your life- antibiotics
etc, but I dunnno how much they think about that? I mean could they think
about themselves doing that? Oh I‘ve got to do IV’s but I’ve got to pick up the
kids, so do they actually think how...? P7.
For some patients CF and its management was seen as lower down the priorities list
than other factors in their life.
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“Isn’t CF, it’s about having a life. I’ve got CF – I live with that but having a life is
more important – life is short – you have got to have the experiences while you
can and the last few years have been amazing – I’ve had the best years of my
life” P9.
“Ah dinnae want to do it, I’ve been doing it for years and it gets boring”, P3.
(field notes- parent shaking head, obviously doesn’t want to hear it!)
This was frustrating for carers who, like the HCPs wanted CF and its treatment to be a
priority.

“….will not really speak about it much – he would just rather forget that he’s got it and
just comes to his appointments but that’s what he has to do” +1.
Whilst HCPs acknowledged competing agendas in their discussions;

“The reasons patients tend not to take treatments are they’re worried about the
side effects, they really haven’t got the time to do it and they don’t actually see
what the benefit is. So patients have good reasons not to go along with it and I
think any member of the team who thinks patients go along with all the
recommendations is probably quite naive” HCP 1.
patients felt that this was not always evident.

“The CF team are always gonna be…they want you to do physio’ twice a day, 3
times a day. They’ve got high expectations and sometimes you wonder, do they
actually think I’ve got a social life, I’ve got a job, I’ve got a family and I’ve got a
house and I’ve got all these other things happening, but they want you to ,,,
sometimes it feels like they just want you to focus on your CF, and that’s all they
see, and that’s frustrating because it’s like yeah, they just see you as a CF
patient and that’s it” P1.
This tension was acknowledged by HCPs but the requirement for treatment adherence
was viewed by them as necessary against a backdrop of deteriorating health;

“That’s difficult because sometimes you know that what you’re asking them is
almost too much to bear. Patient right now not coping, really unwell who feels
like her QOL is zero which it is, but knows that if she doesn’t do it, she’s really
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struggling. …so yeh sometimes I think we ask too much but if you don’t ask...”
HCP10.
Other outcomes of partnership included provision of a safe haven for patients (i.e.
admission) when the burden of treatment became too much.
“Important you feel that if things get on top of you and you are struggling at

home, at the very least it’ll be a safe place for you, ok?” HCP2 (observed).

“Aye they’re really good, the CF nurses are really brilliant, I ken if I ever need
them I can phone them up and if I need to come in, they’ll get me a bed and I
stay for 2 weeks” P4.
However, admission was not always seen as a desirable option, as it usually meant
patients had less control in the ward.
6.22 Enablers of partnership: Relationships between HCPs and expert
patients; the power of the nurses
By far the greatest enabler to partnership was the perceived nature of the relationship
between the “partners”. Both parties perceived that the people most significant in
sustaining this relationship were the CF nurses. Patients perceived that they were
usually the first point of contact, were more equal in terms of power bases (see Q1)
than other members of the team and had holistic knowledge of them.

“Aye they’re really good, the CF nurses are really brilliant, I ken if I ever need
them I can phone them up and if I need to come in, they’ll get me a bed and I
stay for 2 weeks” P4.
(field notes- is this just because of their position; i.e. first at the end of the phone or is
there more to it?)
“Keep coming back to the nurses, they’re better at helping diagnose, giving
treatment, medication, they’re more hands on, see more of the patients, deal
with them more, see the environment you’re in,… not treated like a number,
come and flush my port so see where I live, who I live with, seeing the
environment I live in, so they probably ... empathise maybe” P7.
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The HCPs also valued the nurses for their holistic knowledge of the patients and their
co-ordinating role within the team.

“The clinical nurse specialists have a depth and a breadth of relationship and a
knowledge of the patient that is second to none and as a result, they are the
cornerstone of almost everything in the service” HCP9.
HCPs relied on the nurses to communicate and action this knowledge, which they
perceived saved time in the consultation process. For some doctors this allowed them
to focus more on biomedical issues.

“I guess as a medic you go down the biomedical line ‘cos that’s what you see as
your job. I was hoping that the nurses were doing both”. HCP2
However all of the HCPs felt that other strategies were in place to gain an holistic view
of the patient, such as the team meeting before and after clinic, and their use of open
questions at the end of the consultation (which was witnessed in nearly all cases).

“Is there anything else you would like to discuss today?” HCP3.

6.23 Acceptance of experiential knowledge
A further enabler to partnership was HCP’s acceptance of patients’ experiential
knowledge. Almost all of the patients felt that their experiential knowledge was
recognised and respected.

“Aye they go by what you say more than... we’ve got a rough idea of what’s
going on with us, Obviously they realise that we’ve had this since we were born,
we’ve lived with it day to day for 30 years now, they understand” P5.
For some HCP’s this recognition came gradually and was part of their own experiential
learning.

“When I started this job I would look at the FEV1 and if it looked alright and they
were saying that I’ve got a cough and I feel rubbish, I would think well the FEV’s
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fine, but now I would err much more on the side of listening to how they feel
before I look at the spirometry, and use the tests as a supporting thing” HCP2.
Carers also felt that their experiential knowledge should be recognised. Whilst this was
usually perceived to be the case within the CF team, it was not always apparent with
other HCPs and could be frustrating.

“What I would say is, there should be an acceptance, which there never is that
we know probably as much as them [GPs]” +1.
6.24 Barriers to partnership
Barriers to partnership included systems and processes, developmental stage, parental
surveillance and lack of trust; particularly in relation to treatment compliance and power
differences (see Q1). These are discussed sequentially.

6.25 Systems and processes
This theme refers mainly to organisational barriers such as lack of resources out-ofhours, poor communication between team members and the structure of the clinic
which is repetitive for patients and can be exhausting and time consuming.

“Weekend staff, weekend care is horrendous (no CF team). That’s one of the
major barriers….. If I took unwell on a Saturday I would hang on till Monday
because sometimes I feel it’s pointless if there’s no’ a CF team there” P7.
“Not good is its time consuming, only 2 rooms have windows, at first I was quite
claustrophobic, had to learn, get used to the wee confined space… I prefer not to
go to clinic if I’m honest, I’d rather just keep in touch and ask the questions
rather than sit about for 2 and a half hours when I’ve got nothing to say and you
go over the same questions” P8.
HCPs recognized the limitations of the clinic set up but had to balance this against their
professional accountability and the need to gain a set of information for each patient
which is fed into a national database.
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“But I think the doctors would argue that they have to cover the bases, ask the
person in case there’s something missing” HCP4.

6.26 Impact of Life event/stage
Adolescents, those who had recently transitioned from paediatric clinics, were often
perceived by HCPs as particularly challenging “partners”, with regard to relationshipbuilding and also in relation to adherence to treatment.

“Oh yeah. I learned a huge amount from the early transition clinics. There were
patients staring at the floor, no eye contact, patients not saying anything at all
during difficult transition clinics, with the paediatrician present refusing to speak.
So that’s the extreme end of the lack of partnership”, HCP2.
“Dealing with teenagers, it’s like rebelling or.. it’s a big challenge” HCP10.
Patients acknowledged that often this was the case, but with the passage of time and
significant life events priorities changed somewhat.

“No, I still get up to mischief like but I’m no always up to mischief, it was a
gradual thing, I actually care about myself now, back then I wisna bothered, I
was stupid, just wanted to have a good time while we were here” P5.
“I just decided, what are you doing? You’re just screwing yourself over for the
future. You wanna live, why don’t you? So...”P9.
6.27 Parental surveillance
A further factor which impacted on the nature of the partnership and could be
perceived as a barrier was parental surveillance. For the HCPs building a rapport could
be difficult if a parent was unwilling to let go.
“I know, we have a patient in his mid-20’s and we’ve just realised that he doesn’t

want us to make any changes at the clinic ‘cos his mum will ask him what the
changes were and give him a row about it if we make a single change” HPC3.
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Young people were conscious of parents’ need to be involved despite moving away
from home

“My mum wants to know what’s going on but I just won’t tell her” P9.
“In paeds it wasnae between me and the doctors it was between you (carer) and
the doctors” P3 (field notes- parent is sitting in on the consultation, young
person a bit truculent, obviously wants to get in and out as soon as possible, but
parent has other ideas and has own agenda, things to raise)
Parents acknowledged this difficulty in letting go but were frightened of the
consequences of not intervening,

“It’s a huge transition for the parents, because you end up not knowing what’s
going on, and because of that, it impacts on what you’re saying because you
dunno whats going on, you’ve less knowledge on how to deal with what’s
happening” +1.
“I actually felt that way when she first came up here. So strange that they
werenae asking me the questions, everything directed at her, took me a few
months to get….I felt worthless” +2.
6.28 Lack of Trust
A further barrier to partnership was perceived as a lack of trust by HCPs. Whilst it was
apparent that young people placed their trust in the HCPs (with a few exceptions),
HCPs were less likely to trust patients’ accounts of compliance with treatment. This
could be evidenced through the constant checking at clinic by HCPs regarding
compliance with treatment and by responses to the question of trust at follow up
interviews.
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” A lack of trust yeah, yeah I think it’s true that we don’t trust them to take their
medicine, that’s completely true (laughs). Should we trust them to take their
medicine? No we shouldn’t trust them. I hope we can trust them to tell us they
are or are not taking their medicines HCP2.
“I still probably err on the side of optimism but I’ve been stung, …so sent him off
and when I saw him he’d well we’d agreed that he was doing it 3x week and
when i said that at the post clinic meeting, and psychologist picked up something
different then he told the physio’ something else, so I think maybe the people
who have doubts have learned from experience”. HCP 10.
However some patients felt upset about this lack of trust;

“But sometimes I get the whole- some doctors are like -so do you take your
nebs. And sometimes I’ll say don’t tar me with the same brush ‘cos I’m no’ a
liar. Just because there are other patients that don’t do it, Doesnae mean we’re
all the same ‘cos we’re young and we want to go out. It offends me a wee bit,
that’s the only thing that I think is a bit unfair”. P8.
Generally when questioned young people appeared to be very honest about their lack
of compliance (see also Q4),

“Are you checking your blood sugars ever?”
“No”. P4.
and in the main this was recognised by HCPs.

“I don’t think they try to be devious about it, most of them are up front, they’re
not all up front” HCP1.

As well as being an enabler, relationships between the two parties were also perceived
as a barrier to partnership, usually because of the approach that was taken in their
interactions.
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6.29 Relationships between HCPs and expert patients

“It’s funny because the nurses always seem to be the busiest, but do you know
they always take the time, even if it’s just 2 minutes, just to reassure you, or
...but the doctors just, they’re like a whirlwind sometimes, come in fly round the
room , leave” P1.
Some patients specified a preference for a specific HCP.

“More about personality. I’m more into somebody who’s willing to sit down and
have a chat with me than somebody who goes around, like I’ve got 100 patients
to see so how fast can I do it... this, this and this ok, bye” P9.
Whilst others were ambivalent.

“No they’re all the same to me, no preference” P8.
6.30 The expert patient: attributes
There was no real consensus between the two groups as to the definition of the expert
patient, although some commonalities in attributes were perceived, such as
experiential knowledge of self, systems and treatments, engagement, monitoring,
experimenting and forward planning. Patients were largely uncomfortable with the term
“expert” and preferred the term “experienced”.

“Aye, ‘cos its happened before, so you know” P4.
HCPs were more sceptical about the term expert patient and whilst they acknowledged
that there were expert patients they also suggested that there were also a number of
patients who perceived themselves as experts who were not.

“But to imagine expert patients, that word implies that they have put a lot of
effort into understanding their disease and for a lot of people that doesn’t apply.
They’ve experienced their disease, they might do some superficial working,
which is internet, but that’s a hit or a miss, it’s not guided” HCP1.
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HCPs suggested that some patients were also expert in navigating and manipulating
systems to get what they wanted.

“Yeah who’s button to push, they know how it all works and how it works. They’ll
phone the CF nurses, I’m waiting to see an ortho’ surgeon ‘cos my knee’s sore,
can you speed it up? That’s an extreme but it still happens” HCP5.
(field notes, dead-time conversation about how all the young lads would
engineer admissions at the same time, then disappear from the ward in the
evenings and muck about!)
This manipulation also extended to avoiding the clinic and to picking and choosing who
they wanted to see. Instead of attending clinic patients could self-refer by phoning the
ward and could be seen there more quickly without going through the ritualized clinic
system. This sometimes created problems for the CNS’ who may have been available to
see the patient but were unable to access a physician to prescribe medicines or
examine the patient. This could result in long waits and logjams in the system. Further
evidence of manipulation was by those patients deemed “intimidating”, who refused to
be seen by junior medical staff (see power, Q1).
6.31 Knowledge
Knowledge of self was often associated with an “early warning system” whereby
patients could recognise when an infection was “brewing”. This was very individual, so
for some an impending chest infection was detected by a slowing down of the bowels,
rather than specific chest symptoms.
Knowledge of treatments was evidenced through observation of discussions at clinic of
drugs, nebulisers and physiotherapy. Patients would often query dosages of drugs and
their interactions.

“Yeah, (forcibly), there are probably plenty people who would just say, tough
just get on with it, but I think it’s always worth querying” P2.
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6.32 Engagement
The previous quote also demonstrates the attribute of “engagement” which was agreed
by both parties as being linked to the concept of the expert patient. It was clear that
patients who were engaged came to the clinic with an agenda of the issues they
wanted addressed.

“If the nurse or dietitian comes in and says something like how are you today, I’ll
say, as soon as I can get it in to the conversation I’ll say, I’m here to ask about
my stomach, I would slip it in as soon as I get the opportunity” P7.
6.33 Emotion work
This agenda was however not always openly voiced. Rather, patients used cues or
waited to be asked. When asked why they did this as opposed to being more forceful,
they appeared to be concerned with showing respect to the HCPs.

“I could’ve telt him that 10 minutes ago, but with these new people they’ve got
to dae it themselves” P5.
(field notes- could see from body language and responses that he’s following the
orchestral dance of the consultation, why doesn’t he just say what the problem
is?)
HCPs recognized that patients did not always openly voice their agendas.
…“So if they therefore secretly want some antibiotics because they are going on

holiday in 2 weeks time, well a) we probably know that’s the case and would
probably talk to them about that but if we don’t know, they will give us an
excuse to give an antibiotic rather than saying I am going on holiday and that’s
to avoid being disappointed by the b….. who says you don’t need them” HCP1.
It was also suggested that context may have something to with unvoiced agendas.
Thus patients coming to clinic for review are less likely to have an agenda than those
who self-refer to the ward for a specific issue.
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Sometimes this covert voicing of agendas appeared to have an emotional cost.

“They all laugh at me, if I’ve got an opinion that I try to put across I will tell
them but put it across in a funny sarcastic way. Rather than saying there’s
something in my stomach, I need Kleen prep, they don’t take it in an offensive
way ‘cos I’m jokey about it” P7.
“Interrupts- they fish for them” (antibiotics)……when you go fishing you dunno if
you’re gonna catch anything, P8.
Emotion work also included navigating through and making sense of many different
sets of information from different members of the HC team.
“What I struggle with right now is the different opinions that everybody gives;

some person might say one thing and another person another and I take both on
board, I try to do what they’re telling me to do then I get into a pickle and I
think…”P1.
This involved selecting that perceived as important and discarding that perceived as
unimportant.

“I dismiss stuff, I know that sounds bad but some things I get told at clinic- I
think well I’m no’ skinny, I’m no underweight, so if she’s saying to me try and do
this or that-I think huh! Well I’ll decide [laughs]” P7.
Further attributes of the expert patient pertained to the amount of experimenting,
monitoring and forward planning that took place in the day to day management of CF.
Much of this was taken for granted and appeared embedded in daily routines, but
involved forward planning for events such as holidays, chasing up results or prescriptions
or covert or overt administration of medicines and monitoring of their effects.
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6.34 Constructions of illness: embeddedness and normalcy
“Embeddedness”, also extended to patients’ perceived minimisation of the impact of the
disease on daily life. On first discussion when asked about the impact of CF on day to
day life, almost all patients viewed the effect of CF as not that significant.
However when probed the range of treatments and burden of care was in all cases
significant.

“I’m just trying to think. To be honest, not very many treatments now that I’m
looking after myself” P5.
This patient however upon probing revealed that he required endoscopy and
oesophageal banding monthly, and that he had substituted physiotherapy for exercise
which occupied a significant part of his day. In addition he spent the first half hour of
each day coughing and vomiting in order to clear his chest of secretions. He also
mentioned after probing that regular interventions were required for his blocked gut.
In another situation it was not until almost the end of the interview that it emerged that
the patient had Insulin Dependent Diabetes Mellitus. This patient was in poor health but
appeared to voice her diabetes almost as an afterthought, despite the need for constant
monitoring and insulin injections. This pattern of minimization was typical in all patients
who were interviewed and was explained as follows:

“See if I was well and I was diagnosed at maybe 13 or 14, I probably wouldn’t
have coped with it as well because I would probably feel slightly bitter because I
had been well and now I’m not but because I’ve been diagnosed since I was 5
months so it’s all I’ve ever known. To me, I don’t think of other people not
having to take tablets – it’s just like a routine – it’s strange.” P8.
Readjusting “normal” appeared to be part of the process of minimization
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“Were you short of breath coming up the stairs?”
“I dinnae take the stairs – I came up in the lift”. P4.
Thus lack of mobility in getting from A to B is “normalised” through the use of lifts for
climbing stairs or driving instead of walking. Thus the problem of getting from A to B is
overcome through the means used to get there and the problem ceases to be viewed
as a problem.
6.35 Summary
This chapter has presented the main findings of the study. These are identified
thematically as; experiences of partnership, attributes of the expert patient and
constructions of illness. The final stage in the framework process is to develop
descriptive and explanatory accounts of the data (Ritchie and Lewis 2003).
From the main themes several important sub themes have emerged (see tables 12-14,
p 107-109). These include building bridges to achieve adherence, the power of the
nurses, the ceremonial order of the clinic, emotion work, continuation of the doctornurse game, the expert patient as navigator and normalcy. These are presented next
in the discussion chapter and highlight the new knowledge emerging from this research.
A pictorial representation of the findings of the research can be viewed in Fig 1,
(appendix 13, p245). This may help the reader to view the research findings as a
whole, as well as to examine the sub themes and view my journey through the
“framework” approach.
In attempting to link presentation of the main themes and sub themes to the research
questions it is recognised that some of the emergent themes (such as normalcy) appear
not to be a good fit with the specific research questions. However, to omit them from
the findings would be to omit a major emergent theme from the study. In defending
preservation of this data, it appears fitting to cite Pruitt & Privette (2001) who advocate
for researchers to ‘expect the unexpected’ and Mellor (2001, p465) who struggles with
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“the untidy realities of research”.
Typologies were not assigned in this study as the three groups (patient, carers and
HCPs) could not easily be assigned to one typology.
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CHAPTER SEVEN: DISCUSSION
7.0 Introduction
This chapter aims to implement the last stage of the framework approach (Ritchie and
Lewis 2003) through discussion and analysis of some of the A priori and emergent
themes which have arisen from the study in order to address the research questions.
Three central themes were identified from the findings: experiences of partnership,
attributes of the expert patient and constructions of illness. Sub themes such as barriers
and enablers to partnership are also presented here. Emergent and analytic themes
(table 14, p.292) included the power of the nurses, building bridges to achieve
adherence, the ceremonial order of the clinic, emotion work, HCPs as too soft, normalcy
and the expert patient as navigator. Similar to the results section, not all identified
concepts can be discussed due to the constraints of wordage thus, main themes linked
to the research questions and those themes which can be described as novel are
discussed here. Appendix 14 (p250) displays a mind map of all of the concepts
identified.
Analysis of data is preceded by a discussion of the limitations of the study.
7.1 Limitations of the study
Limitations of the study are deliberately placed at the beginning of the discussion
chapter to ensure that all findings are discussed and analysed within the context of the
limitations of the research design. This study was a cross-sectional study which
comprised ten patients, two carers and twelve HCPs. Thus generalisations cannot be
made to other contexts or groups. However the aim is not to generalise but perhaps to
make some petit generalisations (Stake 1995) which may resonate with other CF
practitioners and patients across other contexts. CF models of care are known to be
similar across settings due to the constraints of cross infection and information
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gathering discussed in the field notes, thus petite generalisations may be drawn across
similar contexts.
The cross-sectional nature of the study means that I spent only a fraction of time
observing the patient/HCP relationship in what has for many been a relationship
spanning more than a decade. Consequently it is acknowledged that what was
observed and heard was only a snapshot in an on-going long-term relationship. This
may have resulted in some misconceptions. For example when the consultation
launched straight into biomedical mode, one should not assume that that the patient
and HCP have not already had a social discussion on the phone or in the ward. Thus a
snapshot cannot capture the on-going nature of the relationship between the two
parties.
No parameters on severity of illness (e.g. FEV1, BMI) were recorded as this would have
necessitated access to medical records and added another layer to the ethics
application which was not deemed necessary. As the study seeks to explore partnership
and social interaction, physiological data was not seen as essential to the study.
However one might argue that if physical health does impact on social interaction at the
clinic then this may be a potential limitation of the study.
A further limitation is my insider perspective which may have assisted in gaining access
to privileged information not available to an outsider. This could be seen as a strength
of the study as the insider’s view may have elicited richer data than if viewed externally.
However the reverse might be true; of staff behaving differently because of their prior
knowledge of me. This tension has been highlighted through the field notes, through
self-reflection and in accounts of conversations with patients about my role in order to
ensure transparency.
It is recognised that convenience sampling may be a criticism of the recruitment
process with the majority of patients self-selecting to the study through the posters or
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leaflets available in the clinic. Others were approached by the nurse specialists.
Subsequently results only reflect this sample group who may have been more keen to
engage than other young people with CF. Whilst an attempt was made to attract a
variety of patients across different social and cultural backgrounds, as well as patients
who were seen as challenging as well as popular, regular attenders as well as nonattenders, recruitment has to operate in the real world of research and within the
limitations of the research design. Recruiting non-attenders may have revealed a very
different perception of partnership and perhaps this warrants further research.
Details on educational status were collected from patients as it was hypothesised that
more highly educated patients would be more prepared to challenge professional
authority. None of the participants had attended higher education, thus it might be
argued that this group were not typical of the general population in terms of
educational achievement. However it could also be argued that due to ill-health higher
education was not chosen, not that patients were not academically capable; hence
these findings should be viewed with caution. Previous research (Walters et al. 1993)
found that the numbers of young people with CF with Advanced (A) levels was higher
than those in the general population, thus findings in this study may simply be due to
the small sample size.
The question of how to recruit “expert patients” remains unanswered at the end of this
study as most of the patients would deny that they are experts; rather they would
assert that they are experienced (p119). Criticism may therefore be accorded with
regards to the inclusion and exclusion criteria for the participants in this study, but the
literature is equally inconclusive as to what makes a patient an expert. Thus what may
be required is a redefinition of terms.
The clinical team as outlined were very well established and had long durations of
relationships with patients. Had the team been less established or experienced or stable
then results may have been very different. However as already stated it is not the
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140intention to generalise, only to comment on the case under scrutiny through the
lens of the participants.
Despite these limitations, conversations with CF nurses at a recent international
conference where I presented preliminary results brought forth many expressions of
similarities across other CF clinics in the UK. Thus results appeared to resonate with
HCPs more widely than just to the case under discussion.
A final limitation was the nature of the interviews during “dead time” at clinic. This was
not ideal as often there were interruptions and patient consultations had to take
priority. Thus the flow of the interview was lost until the next space in proceedings.
However, failure to use this time may have resulted in no interview data; hence it was
felt that some data was preferable to none. Other methodological approaches might
have been considered in this group such as online diaries and blogs which may have
negated the need for interviews with patients whose time may be limited.
7.2 Discussion: Experiences of partnership
Both groups in this study perceived that for the most part the relationship is a
partnership. However patients in particular struggled to define the term. In many of
the patient discussions there was an absence of references to or implications of
paternalism (although not exclusively). Instead terms such as respect for autonomy,
shared decision-making and negotiation were offered by both patients and HCPs. One
patient made reference to a commitment to the partnership; a feeling of obligation to
turn up for clinic even though there were no particular health issues at the time. This
patient was a known non-attender, but perhaps his attendance would be even more
sporadic in a clinic where none of the staff were known to him.
Commitment has been described by Morse (1991) and was offered as a more
appropriate term than caring in the nurse patient relationship. Commitment may be
explained by the length and duration of the partnership in this study. Some of the
relationships have been as long as 20 years duration and in many cases greater than 10
years. Whilst there have been some changes to the CF team within that time, the team
129

remains a stable one, with approximately two thirds of staff in the same post for at
least 10 years. This may be unique to this case and may explain the level of
commitment.
Duration of partnership allowed patients to come to know the HCPs consultation styles,
and in doing so they could make choices about whom they preferred or insisted to see.
Thus duration of the partnership may also be viewed as an enabler to partnership.
Many references were made by the HCPs to the duration of their relationships with the
young people with CF. Whilst HCPs in this study acknowledged that there are other
groups with chronic illness who may also have experienced longevity in their
relationships with HCPs, it would appear that because of their young age, their
vulnerability, their relatively small numbers and the rate of their physical decline, the
relationship is perceived as a unique one unknown to other patient/HCP partnerships.
However, findings are representative of only one case. Nonetheless it could be
postulated that in other young people with a genetic condition, (for example, those with
muscular dystrophy) that similar committed relationships with HCPs may be
experienced. A search of the literature revealed little of note in this area, thus perhaps
this warrants further research.
Commitment also seems to be a value held by the HCPs in the partnership, as
evidenced by their tolerance and willingness to put up with things such as repeated
non-attendance, which in other teams may result in patients being discharged (see
page 111). Cahill (1996) described partnership as an agreed contract of commitment
between parties. However in a later concept analysis Hook (2006) suggests an absence
in the literature of signing up to commitment to partnerships. Despite the absence of
formalised contracts of commitment in this study it would appear that commitment
between parties still exists. Reasons for this are unclear but duration of the relationship
and consequently attachment may be contributors. Thus it might be argued that within
similar subcultures commitment or attachment may be an attribute of a longer term
partnership, which might merit consideration in a revised model (Hook 2006).
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Longevity of relationships was perceived by HCPs to assist the acquisition of extensive
knowledge of patients’ histories and personalities which served to facilitate the best way
of “getting them to do things”. Thus it appears the covert aim of good partnership at
least for the HCPs was to encourage adherence with treatment. Despite earlier claims
about the absence of paternalism it might be argued that the emphasis placed on
“concordance” is paternalism in another format. Adherence to treatment is said to be
approximately 30-50% in people with long term conditions (WHO 2003). It is also
known that levels of adherence vary within and between CF treatments, (White et al.
2009, Abbot et al 2001).
The motivation to increase patients adherence was driven by HCPs’ desire to improve
health outcomes, however they recognised what they were asking of patients was
sometimes too much. Patients’ did not always feel that what was expected was realistic
or achievable. This resonates with the literature (Bury 1988, Thorne 1993, Townsend et
al. 2006). Townsend et al. (2006) argue that the constant need to improve symptom
management (and thus increase adherence) is medically driven and not always
prioritised by patients. Furthermore it has been found that HCPs may have unrealistic
expectations of what constitutes optimal adherence (Raynor et al. 2001). A recent
study corroborates this proposition. van der Vegte et al. (2013) asked 18 HCPs to
adopt ritualistic adherence behaviours over a four week period in an attempt to mimic
the demands placed on people with CF to adhere to treatments. Results showed that
despite being motivated to participate, recipients found adherence very difficult to
achieve despite expecting this of their patients. Given that this experiment was
conducted over a month, it might be expected that adherence would be even lower if
the participants were suffering from a long-term condition (Playle and Keeley 1998).
Reasons for non-adherence to treatment in the literature are given as: forgetting,
opposing priorities, complexity of regimens, failing to provide enough information about
medicines and side-effects (Modi and Quittner (2006, Ovretveit 2012). Ovretveit (2012)
contends that non or miss-adherence in relation to medication is one of the most
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serious omissions which impacts on quality and waste in healthcare in the United
Kingdom (UK).
Lindesay et al. (2011) in their integrative review of self-management in adolescents
found that factors influencing medicines adherence included, age (although the
evidence base is mixed), perceptions of illness and parental involvement. Whilst no
firm conclusions can be drawn with regards to adherence in this study, it would appear
that parental surveillance, age and developmental stage may have been an influence as
evidenced by patients’ reflections. Further, life events and biography appeared to
impact on adherence in this study. Several patients commented on the impact that
significant life events made on their attitude to their disease management, which
served as a “wake up” call. Whilst others suggested that a change in attitude was
simply the result of growing up. Abbot et al. (2001) found that adherence to treatment
was also linked to optimistic and hopeful coping strategies. Furthermore Abbott et al.
(2001) contend that there is some evidence that increased adherence to therapies is
linked to faster disease progression and re-emergence of drug resistant organisms.
At a recent conference presentation (Abbot 2013) it was acknowledged that life events
and developmental stage may also impact on adherence and coping and this warranted
further research. The new knowledge gained in this study in relation to this topic may
add to the body of knowledge but also warrants further exploration.
Given the perceived cost and impact of non-adherence to treatment perhaps then it is
small wonder that HCPs place so much emphasis on this concept. However it is
suggested that adherence needs to be explored in the context of patients’ agendas,
priorities and perceptions of what is realistic, (p113).
The term “partnership” was viewed with some cynicism by one HCP who saw it (and
the use of the word empowerment) as politically correct terms. Whilst it is recognised
that this is a minority viewpoint, the HCP had many years of experience of working with
this group. This HCP viewed partnership as working with patients; “something we’ve
always done” but felt that the term had been politicised. This HCP recognized that the
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vast majority of patients are alone for 99% of the time, with HCPs only having a
marginal input, thus patients have to be autonomous (Coulter 1999). This is in keeping
with literature on self-management and the expert patient which asserts that the
invisible, bottom up approach of illness work which was dominant until the late 90s has
been reconfigured to present a top-down approach driven by policy, (Wilson 2001, May
2006, Rogers 2009) and is evidenced by the emergent use of the term “partnership”
(and more recently co-production) in the amount of grey literature published in recent
years (Wanless 2002, (DoH 2004, 2006, SE 2007, LTCAS 2008, NES 2009, LTCC 2010,
DH 2010, SG 2010b, 2012a, Wallace et al. 2012).
Partnership was not always perceived to be equal in this study. HCPs acknowledged
that equality was not always appropriate, especially when the patient knew little about
a concept; such as lung transplant. Then it was agreed that it was more appropriate for
HCPs to adopt a more paternalistic approach. Not all patients wanted equality and were
happy for HCPs to take decisions on their behalf. This is consistent with previous
literature (Waterworth and Luker 1990, Lawton 2003) and is a reminder that a “onesize fits all” approach to partnership is to be treated with caution.
Contrary to much of the literature around power in partnership (Henderson 2003, Gabe
et al. 2004, Coyne 2007a, 2007b), there was no consensus across HCPs and patients as
to the dominance of HCPs in the partnership. There was however consensus within
groups, with patients perceiving that HCPs were more powerful, particularly the medical
staff, which is in keeping with the literature (Strong 1979, Tuckett et al.1985, Pilnick
and Dingwall 2012, Bensing and Verhaak 2012).
HCPs perceived that some patients were very powerful and indeed at times could be
intimidating. This was evidenced by some by their insistence of who should review
them at clinic and as in-patients, their intolerance of junior medical or nursing staff, and
their refusal of treatments. This finding challenges the dominance of HCPs as holding
the power balance in the patient/professional relationship (Strong 1979, Thorne 1993,
Wilson 2007, Rogers 2009) but is consistent with literature that suggests that expert
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patients pose a threat to professionals’ sense of integrity, resulting in a culture of
defensiveness, (Thorne et al. 2000, Henderson 2003, Shaw and Baker 2004, Wilson et
al. 2006, Coyne 2006, Wilson 2007). It is acknowledged that within this study patient
participants are of a younger age group than those in other cited studies. This group it
is argued have grown up in a consumerist society and are perhaps less threatened in
challenging HCPs than were their preceding generations (Lee and Lin 2010).
Conceivably then the balance of power may be shifting.
Usually a refusal to accept treatment was based on patients’ previous knowledge of
systems and processes, such as the correct time to measure blood levels postantibiotics, or the correct way to flush a central line or administer intravenous drugs,
thus deviance from this or maladministration was not tolerated. Perhaps this is not
surprising given the experiential knowledge which patients with chronic illness accrue
over time. This knowledge extends to technical knowledge (Peterson 2006, Macdonald
and Greggans 2010, Alderson et al. 2006), and many of the tasks listed above are often
carried out by junior medical staff who may not have the same specialist knowledge.
Thorne et al. (2000) describe a patient’s experience whereby they report that despite
repeated questioning of treatment, professionals insisted on continuing with therapy
until the patient suffered irreversible renal damage.
As this group has been exposed to HCPs for most of their lives, perhaps the frequency
and duration of those interactions, their life long experience and socialisation of health
and systems have reduced their capacity to be daunted by them. However HCPs
stressed that sometimes patients refusal to have treatments was as a result of fear of
the unknown, or lack of knowledge and resolution involved working out ways of
reducing, fear and “meeting in the middle” through negotiation (page 109) and
education.
Context appeared to be important in power dynamics with the recognition that at home,
patients perceived they held more power than in the ward setting, where they were
more dependent on staff than at home and perceived they had little control. This
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finding is supported by previous literature (Coyne 2006, Corlett and Twycross 2006a,
MacDonald 2009), which suggests that power is often relinquished upon entry to health
settings. However, recent literature also supports that even at home people feel
uncomfortable when HCPs enter their homes, as evidenced by their feelings of being
scrutinised in their own homes (Stoddart and Bugge (2012). This was not apparent
within the case, but perhaps this was because there was no direct line of questioning
around scrutiny. Rather, home visiting was perceived by both groups to be a way to see
the person in their own context; which allowed HCPs to gauge not just the medical
condition of CF but other aspects of their lives too.
Patients perceived a hierarchy of power between individual members of the HC team.
Usually the doctor was perceived as the most powerful, with nurses, physiotherapists
and dietitians lower down the hierarchy but equal to each other. This may be explained
by several factors: historic traditions of medical hierarchy, (Davies 1995) and the
amount of time personnel spend with patients. Usually patients see less of the doctor
than other members of the team. Moreover, it may be explained by the amount of
social interaction of a non-medical nature that takes place within these interactions, as
nurses, the physiotherapist and the psychologist were more likely to be involved with
patients outside the hospital setting and more likely to explore psychosocial issues.
This was acknowledged by some doctors in this study, who saw this aspect of
communication as part of the nurses role, leaving them to focus on symptom control
and management. This role discrimination was perceived by the nurses to be driven by
a widening job description for the CF fellow resulting in them having less time to see
patients with CF. Thus nurse specialists were increasingly seeing and assessing patients
and consequently spending more time with them. This finding was not universal
however, with one member of the HCPs indicating that it was everyone’s job to assess
patients holistically, not just the nurses.
Interestingly, this HCP usually took longer in their consultations than other members of
the team. This finding shares familiarities with McIntosh and Runciman’s (2008)
qualitative study which concludes from their findings that development of partnerships
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takes time and is resource intensive due to the complex web of relationships and the
knowledge involved. This may create tensions when balanced against preserving the
ceremonial order of the clinic to ensure patients are seen within their allocated time
slots. Patients’ described the importance of HCPs’ having awareness of their social
identities and of sharing of themselves and perhaps this practice facilitates a perception
of equality between parties.
Most HCPs in the team perceived that the nurse specialists were the most powerful
members of the team. This was claimed by the nurses themselves as well as medical
staff and other members of the HCPs. Nurses appeared to be very skilled at advocating
for their patients and sometimes did this covertly as well as overtly. Medical staff
appeared to be well aware of the continuation of the doctor-nurse game (Stein 1967
p110) and voiced this openly. Stein’s original theory that predominantly male doctors
were being covertly guided by apparently compliant female nurses was revisited in the
1990s and found that in the face of power equalisation and the professionalisation of
nursing, nurses were being more overt in making demands of medical staff (Stein et al.
1990). However, despite this finding, literature still supports continuation of the game
(Reeves et al. 2008b, Holyoake, 2011). Reeves et al. (2008b, p1) suggest that the
game will continue unless;
“the carefully negotiated historical territory of doctor-nurse relations and the
pillars of professional autonomy and responsibility are transitioned from
professionally anchored care to collaborative care.”
The authors suggest that the irony of the current game is that both parties find
themselves on the “same side of the fence”. This would certainly seem to be the case in
this study as the team appeared to be and described themselves as cohesive. However,
despite the seniority of nurses and doctors in this study in terms of grade and
experience, there appeared to be some continuation of the doctor-nurse game.
Furthermore both parties appeared to acknowledge with humour that this was
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happening, with one HCP commenting just how skilled nurses were at playing the
game, such as “feeding appropriate lines”. Nurses reflected on the tactics they used to
get what they wanted, including the methods they used to present requests to medical
staff.
Reasons for the continuation of the game are unclear but perhaps these nurses who
were socialised into the profession in the 1980’s are still bound by some of the historic
traditions of the doctor-nurse relationship. Nonetheless nurse specialists also reflected
on how their clinical experience has made them more assertive; willing to give opinions
and not be “walked over” by the medical staff. They recognised however, that
ultimately the power with prescribing and patient accountability lay with the medical
staff. Currently none of the nurse specialists in this study are engaged in
supplementary prescribing or advanced assessment or nurse-led clinics. This is at odds
with some of their peers in other CF units. It is not suggested that having the power to
prescribe would have an impact on game-playing, but may be a factor worth further
exploration in terms of nursing autonomy.
Nurses described meeting with patients before the ward round and prompting them
about questions they might ask the doctor. This may be an attempt to promote
advocacy and empower patients (MacDonald 2006, Hanks 2008,) through the process
of the game. Advocacy was also raised by the nurses in terms of patients’ agendas and
their reluctance to voice them, (see also cues and concerns p50 ). Thus nurses would
act as a go-between. This theme of “nurse as broker” shall be discussed further in
enablers and barriers to partnership and will include an analysis of the advanced
practice role of the nurse (p154).
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7.3 Outcomes of partnership
Whilst both parties recognised that negotiation was a successful outcome of
partnership, a novel, unexpected finding from within the study was the perceptions by
HCPs of being too soft in the partnership. This view was also expressed by some of the
patients. Several potential explanations are offered to support this finding.
Firstly, the unique relationship developed between HCPs and people with CF referred to
earlier, which is long term and stable, may support increased empathy in the HCPs.
Perhaps knowing about the progressive nature of the disease makes HCPs more
inclined to make allowances for breaking unwritten rules such as non-attendance at
clinic, circumventing attendance at clinic by attending the ward, turning up out with
agreed times or not adhering to negotiated treatment plans. A further explanation was
suggested by a new member of the HC team, who felt the degree of rule bending
within the case would not be tolerated in other groups (p110, HCP 11). This was
rationalised as knowing that no matter what they did this group would never be
discharged, meaning that they could get away with more than other patients. The
effects of this are notable on resources, and have knock- on effects for other
departments such as radiography, when for example patients are booked in for scans
and procedures as part of their out-patient visits. Further, when patients do not attend
clinic there can be more staff than patients present which results in a lot of “hanging
around and frustration” (excerpt from field notes).
A further explanation for HCPs perceived leniency may be accounted for by the
developmental stage of patients (Pai and Ostendorf 2011, Lindesay et al. 2011). Most of
the HCPs expressed the challenges inherent in building rapport with young adolescents,
who it is argued have not all developed formal operations of cognitive development
(Piaget 1964) and are unable to engage in forward planning and hypothesising the
outcomes of different actions. Thus they may be chaotic and disorganized with regards
to self-management. This may also be explained by recent work that suggests changes
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in brain structure continue into early adulthood and may impact on cognition processes
such as executive function (Blakemore and Choudhury 2006). Further it can be argued
that some adolescents are still developing communication and social skills towards the
establishment of an identity (Bee and Boyd 2010) thus, this time of transition coupled
with engagement with a new healthcare team can be challenging for all.
Bilton (2013) a physician with many years of experience of working with adolescents
with CF suggests strategies to develop meaningful partnerships should consider the
importance of setting ground rules, particularly in CF transition clinics when adult CF
teams first meet with adolescent patients. She suggests they help create a culture of
honesty and trust and asserts that ground rules must be agreed within the team as well
as between patients and the team. This she suggests ensures that there are no ingroups and out-groups within the team and discourages patients from playing team
members off against each other.
Skirbeck (2009) and Skirbeck et al. (2011) note that trust is rarely discussed in the
physician-patient relationship, and only done so when it is close to breaking down.
Whilst in this study HCPs (and one parent) talked about the development of ground
rules and contracts it is not clear whether this has practice has been instigated. Further,
should these be developed it is also not clear what sanctions if any would be imposed
should contracts be broken.
Outcomes of negotiation included changes in treatment decisions such as instigation of
oral antibiotics instead of intravenous treatments (IVs) which patients could selfmanage at home more easily than if treated with IVs. This has resource implications as
oral antibiotics are less costly, incur no in-patient costs, and may reduce the risk of
cross infection during hospitalisation. Perhaps more importantly however home
treatments (including IVs) may give patients a greater sense of control as they can
manage this in their home environment with less disruption. A recent Cochrane Review
(Balaguer and di Dios 2012) found no differences in clinical outcomes with home versus
in-patient administered IVs. Although those at home reported higher levels of fatigue,
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this may be balanced against the disruption of being an in-patient and the risk of crossinfection.
Whilst negotiation could result in frustration for HCPs, the more experienced team
members acknowledged that over time they have developed strategies such as the
noting the value of time, “adopting reverse gear” and acknowledging that treatments
rarely have to happen immediately, thus there is always scope for negotiation which
was witnessed frequently within consultations at the clinic. This has congruence with
Stoddart and Bugge (2012) who refer to the key categories within negotiation as
“experience” and “investment”. “The softly-softly approach” (p109) as cited by several
HCPs infers investment in the relationship. HCPs appeared to accept this and “played
the long game”; choosing which battles to pick and described a strategy of “gentle
persuasion”. This strategy was usually borne out through experiential knowledge of
what worked and did not work (p114) and was part of the relationship building
designed to increase trust and thus increase adherence in the long term. However, it is
not known if this strategy works. Haller et al. (2008, p 448) contend that there are no
studies available which examine the outcomes of health beliefs on the consultation
despite
“the apparent current trend of patient- centred care”.
Other properties of negotiation cited by Stoddart and Bugge (2012) are power and
control (discussed on see page 133), and navigation and socio cultural considerations.
Navigation is discussed on page 160. Sociocultural considerations have not been
specifically addressed in this study but were discussed in limitations of the study
(p126).
Despite the apparent willingness to challenge HCPs, patients often appeared to make
demands covertly through the use of cues and concerns rather than directly stating
their preferences. This is in keeping with literature from the 80s (Tuckett et al. 1985)
and continues to be perpetuated to the present day, (Stevenson et al. 2000, Barry et al.
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2000, Levinson 2000, Salmon et al. 2004, olde Hartman and van Ravesteijn 2008, Eide
et al 2011).
Reasons for this lack of directness are still unclear, but it is postulated that power
differences, (Wilson et al.2006, Coyne 2008), the setting, (Strong 1979, Gabe et al.
2004), the model of consultation (Strong 1979, Moore and Kirk 2010, Fischer and
Ereaut et al. 2012) and the fact that not all patients want to lead the consultation
(Entwistle et al. 2004, 2006, 2008b) perpetuate this practice.
Covert expression of cues and concerns raises the concept of emotional labour as an
outcome of partnership. (Hoschild 1983, p7) describes this as
‘‘the induction or suppression of feeling in order to sustain an outward
appearance that produces in others a sense of being cared for in a convivial, safe
place’.
This definition fits with the concept of emotional labour in healthcare and particularly in
relation to nursing (Smith 1992, Bolton 2000). It is less fitting however when the
concept is applied to patients, but emotion work could still be acknowledged as
applicable to this group. In this study patients’ described behaviours such as “fishing for
antibiotics” and making requests “in a jokey way” (p122). The first request is made
through the use of cues and concerns (Hilde Eide et al. 2011) which imply that the
patient’s chest condition is worsening but they do not directly ask for medication. Whilst
the latter description does imply a direct request, it is requested in such a way as to
appear to be non-demanding.
When HCPs and patients were asked why patients did not make direct requests,
patients often made reference to giving doctors their place or showing respect. HCPs in
contrast, suggested patients perceived power differences may have accounted for this
practice. This was supported in some patients’ accounts of their perceived hierarchies of
power (p106) and links to the literature (Tuckett et al. 1985).
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Barrett et al. (2005) in a practice development evaluation study involving clinicians
listening to patients evaluation of their care, found that often patients appeared to
present a response that was desirable to them. Underneath the joking and having fun
was a sense that the patient was scared, raising issues of the need to probe further and
the constraints to achieving this; usually time and workload.
Within this study there were observed examples of probing which resulted in a much
longer consultation than planned and a resultant referral to another professional which
indeed impacted on time, workload and maintaining the order of the clinic. On another
occasion (with a different HCP) a lack of attendance to cues was observed on one
occasion and it was noted that this was a very short consultation. Whilst no conclusions
can be drawn from these two examples, this finding is consistent with the wider
literature surrounding the patient consultation, (Levinson et al. 2000, Barry et al. 2000).
Contrary to Levinson et al. (2000) attendance to cues and concerns witnessed in this
study usually resulted in longer consultations and in the second example described
above, the consultation was one of the shortest witnessed. It is recognised that patient
populations vary within the study and the wider literature. Perhaps the complex nature
of CF and its associated complications and complex treatments means that attendance
to cues and concerns may add to time and workload.
Morgan and Krone (2001) suggest socialisation of non-emotionality within the doctorpatient relationship is driven by the need to be perceived as professionals. Further, they
assert that the power to manage emotions impacts on patients and so exerts the status
quo of the bureaucratic format of the interaction. Thus, emotional labour as a construct
within the patient/HCP interaction appears to be applicable to patients as well as HCPs.
Emotional labour also expressed by patients with regard to trying to cope with the
multiple communications and reported variations in advice between HCPs. Wilson
(2007) describes this as having the ability to navigate within a system dominated by
medical and bureaucratic discourses. Navigation may also extend to the “rules of the
frame” defined by Goffman (1959) as context (the clinic) and the situated roles and
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rules, which are the domain of HCPs rather than patients. Wuest and Stern (1990) refer
to this concept as “learning the rules” in order to develop expertise and found that
helpful attitudes of HCPs assisted the development of partnership. Success in navigation
results in the reward of respect and a relationship with HCPs (Wilson 2007), which
Pattison (2001, cited Wilson 2007) suggests is tokenism.
Findings in this study suggest that emotional labour also occurs in patients as a result
of HCPs lack of trust in them (p121). Thorne et al. (2000) refer to this perceived lack of
trust as entering the consultation “preparing to do battle” and would appear to
contradict the notion of partnership as one of mutual respect and trust (Gallant et al.
2002, Hook 2006). This concept is further discussed on page 145 under attitudinal
barriers to partnership (Q3).
Emotional labour was also evident in HCPs accounts by their acknowledgement that the
demands they make of young people with regards to treatment may be too much. They
recognise however that the alternative is probably further deterioration in health.
Additionally emotional labour in HCPs was expressed as a consequence of dealing with
deteriorating patients who are themselves struggling to cope. This finding is not
unexpected given the nature of the disease and the young age of the patient population
in this study and is consistent with literature on emotion work in nursing people in pain
and the terminally ill (Smith 1992). However Timmons and Tanner (2004) suggest that
work that is emotionally charged should not always be associated with negatives and
may result in high levels of job satisfaction.
Smith (2007) warns that there is a danger of muddying the waters in relation to the
terminology around emotional labour, which has been blurred across two dimensions:
that of work which involves an emotional element, rather than the specific strategies
required to regulate self-emotion and the picture that presents to others. Feelings of
frustration, anger and disbelief during interactions were acknowledged by both parties
at interview, but rarely were these emotions expressed within the interaction
suggesting that regulation of emotion was indeed taking place. As discussed in the next
143

section, this reserve continued to preserve the bureaucratic format of the clinic as
identified by Strong (1979).
Strategies to deal with emotion work were discussed by some of the HCPs and included
peer support from within the team and more formal support from the psychologist. This
addresses HCPs needs but it is less clear what strategies are available to assist patients.
Whilst there is also formal psychology input available for patients, perhaps what is also
required are strategies that assist the empowerment of patients to feel free to ask for
what they want in an equitable setting without fear of offending or misinterpretation
that direct request or challenge is disrespectful. This may call for an alternative model
of consultation from that which is currently used (Lewin et al. 2001, Gabe et al. 2004,
Fischer and Ereaut 2012).
The presence of the bureaucratic format (Strong 1979) continues to exist in this study.
At all times during non-participant observations both groups behaved with respect for
the other person, and presented a public front of politeness to each other: that of
frontstage behaviour, (Goffman 1959). However outside of the consultation backstage
behaviour was observed and presented by both groups. In a few cases comment was
made by patients as to the length of time taken to illicit information from them, but
rather than take over and lead the interaction, they continued to follow the orchestral
dance (Strong 1979, Fischer and Ereaut 2012) of the consultation through the ritual of
questions and answers.
HCPs backstage behaviour was usually presented as conversations with each other
regarding supplementary information around a patient’s background, or the expression
of disbelief between colleagues at a patient’s level of adherence to treatment, yet this
was rarely challenged directly in the consultation, confirming adherence to situated
roles (Goffman 1975). HCPs justified this as playing the long game (p110), trying to
foster a culture where patients felt comfortable disclosing non-adherence to treatment
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and choosing which battles to pick. This is construed as an analytical theme of “building
bridges to achieve adherence” and links back to the debate on paternalism (p131).
Discussion with some of the older patients in the sample revealed that significant
events in their life such as the death of a friend or sibling or the birth of a child
subsequently influenced attitudes to healthcare beliefs and behaviours. These events
were interpreted as a sign that change was required and sometimes resulted in
realignment of old priorities. Thus having a good time at the expense of treatment
regimes, was re-evaluated to prioritise health over social events (p116). This finding
contrasts with research that suggests that increases in adverse life events may have a
negative effect on adherence (Leserman et al. 2008). Abbot (2013) suggests that this
is an under-researched area that is ripe for further investigation.
7.4 Barriers to partnership
Barriers and enablers to partnership (section 7.4, p145), were classified as either
organisational or attitudinal.
7.4.1 Organisational barriers
Organisational barriers identified in the study included lack of resources (time, medical
personnel) and the “ceremonial order of the clinic” which has a biomedical focus, is
repetitive for patients and is exhausting and time consuming. Patients reported; feeling
claustrophobic when left in rooms on their own and being bored due to “dead” periods
when they are left unattended between members of the HC team. They also report
being subject to answering the same questions repeatedly; a practice which I observed
regularly (p115).
The model of interaction in the clinic is largely justified on two grounds: the strict rules
governing segregation to reduce cross infection which accounts for the isolation in
rooms and secondly, the need to comply with the UKCF Registry database which
145

requires input of certain data after each patient visit. HCPs also cite accountability as a
reason for the use of a repetitious biomedical model approach at clinic. Lack of direct
questioning they assert, may mean something is missed for which they may later be
accountable; a finding consistent with the literature (Horne et al. 2005). All parties
recognise the frustrations inherent in this model and HCPs’ report having tried other
approaches; such as seeing patients in pairs to reduce the amount of contact time each
patient needs to spend with professionals. However this approach was discarded as not
always of value to the second HCP in the room, as they find themselves listening to
information which is not relevant to their particular area.
Whilst it might be argued that all patient information is relevant in order to deliver
holistic care, a system that uses two personnel in a consultation instead of one may be
at odds with an NHS system that is already stretched and striving to the mantra of
greater efficiency and effectiveness (DH 2010).
Similar to Strong’s (1979) earlier findings, the consultations were physician-led, but in
contrast to other literature (Tuckett et al. 1985), there was clear evidence of
negotiation within the consultations in this study. Further, perhaps due to some of the
advanced communication skills witnessed in consultations, interactions were
situationally-dependent (Lee and Lin 2010), thus where patients had few issues
consultations were shorter, where patients did express concerns, great efforts were
made to attend to these through further discussion, referral to psychology or other
measures. This often resulted in even longer stays at clinic for patients and a backlog of
HCPs still waiting to see the patient within the allocated time before the next set of
patients arrived and is at odds with literature (Levinson et al. 2000) suggesting that
attendance to patients concerns saves time.
Thus, analogous with Gabe et al. (2004) it appears that in this study it may be the

setting that is not conducive to holistic approaches rather than a lack of attendance to
cues and concerns. This contention was echoed by the nurse specialists who reported
that the majority of their work took place out with the clinic (at home and in the ward)
and that these settings were more conducive than the clinic to holistic approaches to
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care. However it is suggested that the group of patients the nurses are referencing are
those with more severe disease and constitute less than half of the total clinic
population. For others with milder CF who do not require admission or complicated
home therapies, the clinic may be the only place that interaction between the two
groups takes place. Discussion with a nurse specialist revealed that this group
constitutes up to 50% of the total numbers. Thus, if it is being argued that the setting
is inappropriate for holistic care, then this group may never receive it.
HCPs recognise that this setting may not always be appropriate to discuss some issues
in depth and stated that they offered additional appointments or telephone
appointments should patients want to discuss issues further. This may impact further
on resources and may mean additional disruption for patients. The fact that patients are
already finding ways around avoiding the ceremonial order of the clinic implies that it
may be time for change (Fischer and Ereaut 2012).
When asked to consider alternative models of consultation, patients expressed a
preference for the model similar to the experience of seeing one’s GP – where the
approach might be
“What can I do for you today?”
This approach focuses on the patient issue, thus is patient-centred, (Charles et al. 1997,
1999, 2000, Mead and Bower 2000a,b, Lovell et al. 2011), gets to the heart of the
matter quickly and would avoid the repetitive questions which patients find wearing.
This approach, whilst welcomed by some of HCPs as a possible alternative was rejected
by others. Reasons for this are related to rigour and context. Patients usually go to their
GP with a problem, which it is argued is different from the CF clinic where they are
being reviewed without necessarily having any specific problems. Thus it is deemed
essential to repeat the baseline questions each time to have comparable
measurements. Further it is argued by some HCPs that the strength of repetition
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results in a more comprehensive picture of the patient who does not necessarily give
the same answer to the same questions being asked by more than one person.
It is suggested that there is a tension here between what patients want and what
professionals fear will be missed.
The suggestion above also implies that patients cannot be trusted to decide what is
important nor skilled enough to detect changes in conditions that would be picked up
by HCPs despite a lifetime of experience and has congruence with Thorne et al. (2000)
that this is down to entrenched values of HCPs. However, inherent in the GP model is
an expectation that patients will take responsibility for illuminating those issues of
central importance. Wirst et al. (2006, p.123) contend that;

“the limitation of models of patient involvement is not—as is sometimes
assumed—the potential difference between professional expertise and lay
expertise, but rather the deep seated ethical and legal differences between
professional and lay patterns of accountability”.
Wirst et al. (2006) suggest that in order to move towards new models of involvement
there may need to be an increasing emphasis on patients’ rights and responsibilities
(such as being unable to sue if they exert rights to decision making) and consequently a
decreasing emphasis on physician accountability.
Perhaps reassertion of each person’s roles, responsibilities and expectations of the other
would go some way to facilitate the piloting of such a model.
7.4.2 Attitudinal barriers
Attitudinal barriers to partnership included lack of trust, relationships between patients
and HCPs, competing agendas, personalities, power, (page 109) and not being listened
to. Parental supervision and developmental stage may also be barriers to partnership,
(page 116).
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7.4.2.1 Lack of trust
Lack of trust by HCPs was identified in relation to patients’ accounts of their adherence
to treatment. This lack of trust was expressed despite an observation that patients
appeared to be very open with HCPs about their non-adherence and an assertion by
HCPs that this openness was precisely the type of environment they hoped to nurture;
where patients felt able to be truthful even if it contrasted with physicians’ advice. Trust
in the physician-patient relationship is often represented through patients experiences
of care which are determined through the interactions between the two parties (Thorne
et al. 2000, Lowton and Ballard 2006, Calnan and Rowe 2008). Thorne (1988) asserts
that medical distrust of patients in her study was perceived by participants (patients) to
be as a result of deeply entrenched values and behaviours which were manifest in the
physician patient interaction.
Calnan and Rowe (2008) suggest that trust in post-modern societies is conditional,
must be earned and is no longer based on status or deference to accredited expertise.
Thus it follows that if trust is assumed to be an essential element of partnership (Hook
2006, Lowton and Ballard 2006), then it should be mutual. Explanations for lack of
trust by HCPs were explained by their previous experiences of being “taken in” by
patients who gave different accounts to different members of staff with regard to their
level of adherence. The discrepancy in reporting is then detected at the team meeting
following clinic. Whilst this was not witnessed in practice, it is recognised that I was not
present at every clinic. However it was also suggested by one of the HCPs that perhaps
the discrepant accounts are the ones that are remembered and they may in fact be in
the minority. This HCP also speculated;
“whether any of us are getting the truth about how much drug is being taken”.
In a critical realist view of compliance Wilson (2001) claims that the power to
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label a patient non-compliant rests with the professional and indeed healthcare
professionals are legitimised by both society and law as the definers of what constitutes
appropriate treatment and therapy (Playle & Keeley 1998).
The previous point is perhaps illustrated by an account from a patient that deterioration
in their condition was immediately assumed to be as a result of non-compliance. The
same patient also commented that they didn’t always trust the HCPs choice of
treatment but that the nature of the relationship i.e. a dependent one, meant they were
not always in a position to challenge this.
Skirbeck et al. (2011) conducted video observations and interviews with patients and
physicians to explore trust in the consultation process. Findings revealed that trust was
given implicitly to physicians by patients, but that trust was never absolute. This was
evidenced through patients continually testing their physicians. Mandates of trust varied
from limited to open mandates. Open mandates were linked to more knowledge of the
patient and more complex patients. Alexander et al. (2011) suggest that repeated
exposure between physician and patient over time through the consultation process can
result in the development of trusting relationships which in turn are said to influence
patient activation (and thus perhaps adherence).
Trust in the Skirbeck et al. study was only examined from the patient perspective and
all patients in this sample were aged over 50 which differs from the case under
scrutiny. Nevertheless some similarities exist between what was observed in the study
and Skirbeck et al. (2011), that of patients’ implicit testing of HCPs. This is further
explored in relation to the concept of the expert patient as navigator (p160).
Trust is viewed as an essential concept within a partnership (Gallant et al 2002, Hook
2006). Thorne and Robinson’s (1989) early work on trust describes a trajectory across
the patient journey from “naïve trust” in the early years to “guarded alliance” as the
patient becomes more experienced, develops expertise and consequently reconstructs
the level of trust in the HCP. Guarded alliance could aptly describe what was witnessed
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by both parties in this study as it would appear that neither party trusts the other
completely.
Thorne et al. (2000) assert that what is required in relation to trust is a paradigm shift
by HCPs of their values, expectations and behaviours, from a perspective of
“acceptance” rather than “re-education a point is echoed by Dribben and Lean (2003)
who assert that understanding the role of trust within the patient-physician consultation
offers potential for better healthcare delivery.
This shift to acceptance may then further encourage the desired culture of honesty re
non-adherence that was expressed by HCPs in this study and can be used as a basis on
which to further develop trust.
7.4.2.2 Relationships
Relationships between HCPs and patients may be perceived as both a barrier and
enabler to partnership. Some patients expressed preference as to whom they wanted to
see at clinic whilst others expressed no clear preference. It was clear from backstage
behaviour from HCPs that some patients were more popular than others (Stockwell
1972, Russell et al. 2003). Wilson (2007) refers to these as “ideal” and “heart-sink”
patients. Unlike Wilson’s (2007) study there was no direct line of questioning regarding
the ideal patient. However observations and field notes revealed that popular patients
appeared to share commonalities with those in Wilson’s (2007) study of cheerfulness,
giving positive feedback and appearing to embrace life despite their condition. These
patients were not necessarily the most compliant patients-unlike those in Wilson’s
(2007) study. Similarities from this study did appear to exist however in relation to
heart-sink patients who were often sad, depressed or complaining. This was evidenced
through the back stage behaviour of HCPs and it is acknowledged that this information
may have been only gleaned as a result of my insider position through previous history
of working with the team.

151

7.4.2.3 Not being listened to
Whilst the data from this theme emerged mostly from the patient group, there was
acknowledgement from one or two HCPs that sometimes they didn’t listen to patients.
There are similarities in this theme with that of lack of trust. However they have been
coded separately as lack of trust was usually in relation to perceived non-adherence,
whereas not listening covered other topic areas such as timing of blood tests, efficacy
of treatments and repetition of previously tried and tested interventions despite
protestations. This resulted in several strategies from patients such as; outright refusal,
agreeing to try, agreeing to try but deliberately deciding not to and using alternative
remedies covertly. Patients narratives from the wider literature explain the use of these
strategies as being informed by their personal, intuitive and experiential knowledge
(Coulter 2002, Thorne et al. 2000, Fox 2005, 2008,Tyreman 2005a, Wilson 2007).
Wilson (2007) categorised expert patients into four groups: covert and overt
challengers and covert and overt accepters. Thus the participant in this study who
covertly used alternative remedies would be classified as a “covert accepter”; someone
who on the surface adopted a passive style but who accessed remedies covertly without
the knowledge of the HCPs. In critiquing this typology it is asserted that patients may
switch between typologies depending on contextual and other factors. For example the
patient described above would openly challenge other aspects of care, whilst covertly
taking remedies. Thus it can be postulated that other factors such as context, parental,
peer and healthcare support and life story (Sawyer et al. 2007, Lindsay et al. 2011)
may impact on such behaviours.
7.4.2.4 Competing agendas and priorities
This theme is discussed in relation to the biomedical versus social priorities given to
each of the parties in the consultation and links to the theme of constructions of illness.
As described previously much of the discussion at clinic was of a biomedical nature,
especially that between patients and doctors. Other HCPs were more inclined to engage
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in social chat referring to recent events in patients lives or interests which indicated
personal knowing as well as disease related (empirical) knowledge (Carper 1978).
Whilst patients recognized that HCPs had sympathies with and respect for competing
events in their lives, they felt on the whole that HCPs’ focus was on CF which was
sometimes at odds with their own priorities. These priorities included work, family,
having a good time, spending time with peers and “just living” in general. This aligns
closely with previous literature (Bury 1991, Thorne and Paterson 1998, Abbot et al.
1996, Blue-bond-Langer 1996, Lowton and Gabe 2003, Koch et al. 2004, Badlan 2006,
Charmaz 2006, Townsend et al. 2006, Taylor et al. 2008, Williams et al. 2009) which
revealed that social roles, maintenance of identity and a “normal” life were prioritised
over symptom control: a view often at odds with those of HCPs.
7.5 Enablers to partnership
7.5.1 Relationships: The power of the nurses
Almost unanimously all parties within the study attested to the unique role of the nurse
specialists within the team as salient, knowledge brokers, negotiators, mediators,
confidantes, co-ordinators, and as powerful forces in the team. Whilst there was also
recognition of others’ worth in the team, data attesting to the nurses strengths was
repeated by HCPs and patients within the case with regularity. They were perceived to
have a holistic knowledge of patients and HCPs (particularly consultants) relied on them
to communicate and action this knowledge, which saved time in the consultation
process and resulted in a perception by consultants that they could focus more on
biomedical issues.
Whilst these accounts serve to evidence and strengthen the value of nursing, there may
be a danger that assuming that it is the nurse’s role to attend to the holistic component
of care may aid the polarisation of biomedical and holistic approaches between the
nursing and medical professions. In a post-modern consumerist era which calls for
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healthcare to be more patient centred (Mead and Bower 2000a,b, Entwistle et al. 2006,
2010a,) it is suggested that holistic care is everyone’s responsibility, especially in light
of comments made by patients in this study that they want to be seen as persons, not
merely as patients. However it is also recognised that the current model of consultation
does not always lend itself to this approach (Gabe et al. 2004, Fischer and Ereaut
2012).
The skills witnessed and reported in relation to the nurses in this study link closely to
the literature on advanced practice and expertise (Manley 1997, Manley and Garbett
2000, Manley et al. 2005) which describes attributes of holistic practice knowledge,
knowing the patient, saliency and skilled know-how, all of which were witnessed in the
nurses in this study. The nurses in this sample were all in post for at least 10 years and
had worked together for that time which may explain why they appeared to command
so much respect from patients and the other HCPs. This may also explain their
extensive personal, ethical and aesthetic knowledge (Carper 1978) of patients and
systems. It is clear that these nurses are working at advanced levels as evidenced by
their autonomy, experience, clinical leadership, and specialist knowledge, (Benner 1984,
Patterson and Haddad 1992, Manley 1997, ICN 2002, Daly and Carnwell 2003, BryantLukosius et al. 2004). However the literature on advanced nursing discriminates
between Specialist nurses (CNS’) and Advanced nurses. Specialist nurses are said to
possess knowledge which focuses on technical skills, derived from medical ideology
(Sutton and Smith 1995), on select populations that are characterised by certain health
problems (Paterson and Hadad 1992). This could apply to the nurses in the case.
Contrastingly advanced nurse practitioners are expected to possess a higher level of
theoretical knowledge (to Masters level) and be visionary, problem solvers, reflectors,
enablers, leaders and risk takers who are willing to push boundaries and locate the
client centrally (Paterson and Hadad 1992, Manley 1997). Whilst none of the nurses in
this case are educated to Masters level, observation of their practice, reflections at
interview (and to some extent my prior knowledge of them) evidenced some of these
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attributes. Thus it would appear that the role is still subject to blurring and confusion
(Carnwell and Daly 2003)
These nurses they may not be typical of other specialist nurses or teams. However
other literature supports the value of nurse specialists (Brooten et al. 2002, 2012
Griffiths et al. 2013) and acknowledges that length of time in post and experience are
important factors that influence the “dose effect” of advanced nurses (Brooten et al
2012). Similarly to Wilson’s (2007) study, nurse specialists in this study appeared not to
feel threatened by patients. This may also be explained by their years of experience
and senior grades and be specific to this case. Perhaps these experienced nurses are
more empowered and self-confident such that they do not feel threatened by expert
patients, unlike more novice nurses (Benner 1984, Wilson 2007).
Nurses used advanced skills to advocate, decision-make, and generally get what they
wanted. As discussed earlier (p110) sometimes they played the doctor-nurse game and
the doctors were aware of this, but played along. This practice perhaps contradicts the
notion of advanced practice as it might be argued that continuation of the game
preserves the status quo and fails to push the boundaries of nursing further. This is an
area worthy of further exploration.
Of all the team members nurses are perceived to have the greatest holistic knowledge
of patients and this is perceived as important by patients as it allows them to be seen
as persons in their own right with competing agendas and lives outside CF.
For the nurses this knowledge allowed them to advocate within the team; for example
when they felt patients were being asked to take on more treatments that were out
with their capabilities due to competing demands.
Despite appearing to be the busiest people in the team there was a perception by
patients that the nurses had the most time for them.
Nurses acknowledged that they were privileged in being able to see patients in their
own environment which allowed them to view them more holistically than other
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members of the team. Further, the nurses acknowledged that with experience they
have learned to multi-task. For example whilst performing procedures such as central
line flushing they could seemingly chat to patients but all the while were assessing
them physically and emotionally, as well as seeking information on issues that were
important to patients, such as benefits, equipment maintenance and supplies. This is
also in keeping with the literature on advanced practice (Benner 1984, Manley et al.
2005).
Nurses are patients’ first point of contact when they want to be seen, or they have an
issue that requires intervention, thus the greatest frequency of contact with HCPs is
usually with the nurses. Furlong and Smith (2005) assert that autonomy in clinical
practice demands high levels of accountability, responsibility, and expert skill in the
diagnosis and treatment of acute or chronic illness. It would appear that much of these
skills are exhibited by the nurses in this sample and I witnessed several episodes where
the junior doctors looked to them for advice and support. Despite an increase in the
complexity of their nursing roles, (Srivastava et al. 2008) for example; insertion of
central lines, spirometry testing, venipuncture, interpretation of results, what appears
to be important to patients in this study are nurses personal and ethical knowledge of
them and their holistic approaches to care. This is congruent with the work of Taylor et
al. (2008) who found in their literature review of young people with chronic illness that
the nurses were viewed as most important in the HC team with regard to support.
The articulation of nursing and its value have traditionally been difficult to measure due
to the huge variance in the work that nurses do and the difficulty of quantifying
concepts such as support or compassion (Cockerill et al. 1993, Friese and Beck 2004,
O’Connor et al. 2009). More recently there have been attempts to measure nursing’s
worth especially in light of the development of advanced nursing roles (Manley and
Garbett 2000, Brooten et al 2002, 2012, Griffiths et al. 2013). Support from nurses in
advanced roles has resulted in benefits in several areas including functional
improvement, improvement in mental health, morbidity, mortality, increased patient
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satisfaction, reduced in-patient stays, improved symptom control, reduction in
chemotherapy side effects and cost benefits (Breden et al. 1999, Brooten et al 2002,
RCN 2010, Brooten et al.2012, Griffiths et al. 2013). This work adds to this body of
knowledge.
As stated earlier, HCPs recognised the nurses as the most powerful members of the HC
team. Whilst the power of nursing is well evidenced in relation to their relationship with
patients (Thorne and Henderson 1999, Beiring 2002, Henderson 2003), it is suggested
that historically nursing as a profession was perceived to be an oppressed group with
minimal power, especially in relation to medicine (Davies 1995, 2004). Perhaps then
the tide is turning. Whilst this finding cannot be generalised out with this small study, it
is suggested there is scope for more research in this area.
7.5.2 Enablers: Mutual respect
Mutual respect was afforded to both parties by the other as evidenced by the
bureaucratic format which was observed at clinic, the ability to negotiate with each
other, and respect for patients’ experiential knowledge. Both parties talked about
learning from each other which implied a level of partnership. Patients felt it was
important that their experience was viewed as an important contributor to the
discussions. HCPs reflected on how their styles of management had changed in relation
to listening to patients’ stories. For example, one HCP admitted to always being swayed
by the numbers- the objective measurements of lung function in- their early days in the
role. Now this HCP acknowledges that they err more towards the patient history before
they even consider the numbers and draw on patients’ experiential knowledge (Lawton
2003, Tyreman 2005a, Badcott 2005, Stoddart and Bugge 2012). Thus as indicated in
the literature (McQueen 2000, Hook 2006, Cahill et al 1996,1998 ) respect as an
attribute of partnership appears to be perceived as present in this sample. However this
change in the HCP’s practice was also influenced by their belief in the expertise of a
particular patient and would not be a strategy that they adopted for all patients. This
was also acknowledged by others in the team, who suggested that not all patients who
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perceived themselves as experts were seen as such by the team. The concept of
expertise is explored in the next section.

7.6 How do expert patients negotiate care? Defining expert patients and
their practices
Almost exclusively the young people in the sample were uncomfortable with the term
“expert”. They acknowledged their wealth of experience and their ability to be in tune
with themselves and know when something, however subtle, was not right.
They preferred to use the term “experienced” as an adjective that would describe them.
This experience although informed by some empirical knowledge was largely concerned
with personal knowing of their bodies in response to their condition, which is
individualised. For example, for some fatigue might be the first symptom of an
exacerbation but for others it might be feeling bloated or constipated. Patients rejected
the notion of expertise in relation to new symptoms. Thus, they were comfortable with
recognising symptoms of all too familiar exacerbations, but were completely thrown out
of their comfort zone when faced with something new such as haemoptysis or
anaphylaxis. At this point all notions of expertise are discarded and patients recognised
that they revert to becoming dependent on the HCPs for their empirical knowledge and
experience. This finding resonates with previous studies (Paterson et al. 2002, McIntosh
and Runciman 2008). The latter suggest that it is not always appropriate to negotiate
but is situation and context-dependent. In their evaluation study situations where no
negotiation took place were not viewed as against patients best interests but usually
occurred where a quick decision needed to be made or parents were at breaking point.
Pilnick and Dingwall (2011) also argue that there are times when the asymmetric
relationship between physician and patient should be accepted and perhaps this time is
when patients are faced with new unfamiliar symptoms.
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Similarly Paterson et al. (2002) found that whilst as many as twenty one self-care
decisions were witnessed during observation periods in patients with Type 1 diabetes,
when faced with new issues patients sought specialist advice, (Paterson et al. 2002).
Hill et al (2013) in a study that asked patients about autonomy preferences found that
whilst patients expressed a desire for autonomy in general, when faced with scenarios
they deferred to medical authority. Hill et al. (2013) suggest that this deference was
associated with increased patient satisfaction. Further, they argue that choosing to
defer to medical authority in a trusted relationship is in itself a form of patient
autonomy. Thus the current study supports previous literature that suggests that expert
patients draw on experiential knowledge and “body listening” (Paterson et al. 2002) to
inform decision making but defer to specialists In the face of uncertainty or new
symptoms.
Tyreman (2005b) suggests that expert patients lack phronesis: the ability to make
decisions in uncertainty, which is associated with the domain of professionals.
Prior (2003) asserts that what patients report is change without knowledge of the
disease processes that inform this change. This is affirmed by Tyreman (2005a) who
suggests that expertise in patients is in relation to their experience of illness, as
compared to physicians whose knowledge is in relation to disease. This finding links
with the literature which differentiates between different types of knowledge in the
professional and lay domains (Prior 2003, Tyreman 2005a, Badcott 2005), such as
empirical, experiential, aesthetic and, intuitive knowledge, with empirical knowledge in
expert patients being the most contested area (Wilson 2007). HCPs were most vocal in
their reservations of patients expertise in this area, which is in keeping with previous
work (Prior 2003, Chapman and Bilton 2004) that suggests surprisingly low empirical
and technical knowledge in young people with CF.
Prior (2003) similarly found symptom talk in her study was of a superficial nature.
Rather than debate which type of knowledge is most important, Tyreman (2005b)
asserts that what is important is defining who takes responsibility for what
(illness/disease), which involves defining boundaries, expectations and agreeing roles
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and responsibilities within the patient-physician interaction to ensure collaboration. As
previously discussed (p144) it is not clear that this happens currently within the study.
HCPs recognised that patients used the internet and social media to source and share
information but asserted that this made them informed rather than expert. At other
times they recognised that their knowledge was misinformed (Prior 2003) and
suggested that there were patients who perceived themselves to be experts but who in
their opinion were definitely not. Thus it would appear that the term expert patient
does not sit well with patients, HCPs or the literature. Furthermore, the attributes of
expertise; profession, authority, role position and title as described by NuamanemTuomela (2001) appear to be those associated with the professional expert rather than
the patient as expert.
7.7 The expert patient as navigator
HCPs in this study were quick to suggest that patients in this sample were expert in
relation to knowledge of systems and how to navigate them. They cited many examples
of how patients “knew which buttons to push” in order to get what they wanted, or
expedite care. Examples of this included circumventing clinic and asking nurses to make
referrals for non-CF related issues that would usually be made by GPs (p120), or
directly self-referring to the ward rather than attending clinic. Another strategy was the
pretence of worsening health in order to start IV therapy in anticipation of holidays,
despite the absence of an exacerbation. The rationale was to ensure they were in the
best health before their holiday, a strategy that seems on the face of it to be one of
common sense, as becoming ill when abroad may result in increased disruption and
cost in terms of health and resources, at a later stage. However, to ask for this directly
may have resulted in refusal and so alternative strategies were adopted. Thus
knowledge of systems may be an important attribute of the expert patient.
There are several reasons offered as to why patients may appear to “play the system”.
Patients have to plot a course through many systems and deal with large numbers of
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personnel in their day-to-day management of chronic illness. This finding resonates
with Wilson’s (2007) study of the expert patient as “navigator”. In addition patients in
this study showed frustration of systems which require them to continually retell their
stories and to be given advice that they have already rejected (p122). This is
congruent with previous literature (Thorne et al. 2000, LTCAS 2008). Further, the
sheer amount of time that patients must devote to managing treatments (Sawicki et al.
2008), attending appointments, organising drugs and equipment may result in them
taking short-cuts (such as circumventing the clinic) in order to preserve the normalcy of
life to include non-CF related priorities such as work, holidays, children and home life.
Instead of challenging systems it is clear that some patients have developed other
strategies such as pretending acceptance but in reality using covert rejection such as
the use of covert administration of medicines (p243) and sifting selecting and discarding
information for the sake of an easier life.
HCPs almost unanimously agreed that engagement and experiential knowledge were
the most important attributes of the informed patient which assisted in partnership and
negotiation of care. HCPs also acknowledged that informed patients were not
necessarily those who were most compliant and that some had made conscious choices
not to adhere to certain treatments such as nebulised therapies.
Wilson (2007) found that HCPs associated ideal patients with positive compliance. This
was not specifically addressed in this study, although the converse may be said to have
been a finding; that non-compliant patients; particularly young adolescents who were
perceived to be non-compliant were also perceived by HCPs to be some of the most
challenging (p117).
Other attributes of the expert patient that were suggested by HCPs included eloquence,
empowerment and the ability to self-manage. Deconstruction of self-management
revealed concepts such as monitoring the effect of treatments, titrating treatments
according to health status; such as increasing physiotherapy or decreasing exercise,
medicines management, forward planning with regard to: supplies, holidays, events and
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anticipated health aberrations such as hypoglycaemia, or anaphylaxis. These decisions
are informed by “body listening” (Paterson et al. 20002) and through the practice of
“vigilance”, Koch et al. (2004). Further, as highlighted by one HCP; patients undertake
these practices 99% of the time, without supervision. This is in keeping with Rogers’
(2009) assertion that patients have always self-managed, but that self-management
has become redefined from a bottom up to a fashionable top down approach which has
been adopted as policy (DoH 2005b).
Expertise in self-management was referenced frequently in patient interviews and
witnessed during consultations: with patients’ questioning side effects of drugs,
organising extra drugs for weekends away, querying doses of drug, requesting results
and querying the implications of investigations. This questioning was sometimes direct
and at other times patients used cues and concerns, a finding consistent with the
literature and discussed fully on page 140.
These practices evidenced high levels of engagement with HCPs. Prior (2003) suggests
that the development of such skills was a necessity for some patients in order to
overcome medical hegemony, however it is suggested here that these practices are
more likely to be an embedded part of living with a long term condition since birth or
early childhood, coupled with a new generation of consumers of healthcare. This is
confirmed by a study by Williams et al. (2009) which suggests that treatments become
embedded and routinised as a normal part of life. Contrary to Bury’s (1982) theory of
biographical disruption, this group has never experienced anything other than a life with
chronic illness thus it has become a normalised part of their biography. Whilst the
literature suggests that not all patients want to engage in partnership (Waterworth and
Luker 1990, Stoddart and Bugge 2012), there was evidence of at least partial
engagement from all patients in this study.
In this study virtually the entire patient sample saw CF as not having much of an impact
on their lives, but when probed their treatment demands were burdensome. This
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finding supports the body of literature cited in the literature review (p25) which
recognises the concepts of normalcy and embeddedness as integral to living with a
long-term condition (Bury 1982, Thorne and Robinson 1989, Kralik et al. 2001, Lowton
and Gabe 2003, Charmaz 2006, Badlan 2006, Williams et al. 2009). Patients revised old
norms and replaced them with strategies that continued to preserve the concept of
normalcy. For example when questioned about how far they could walk the respondent
replied that they didn’t walk anywhere they took the lift, (p124) thus, loss of mobility
was not a limitation but was normalised through the use of a car to get from A to B.
It is suggested that minimising the impact of disease is one way of coping (Abbot et al.
1995, Goldbeck and Babka 2001, Sawicki et al 2008, Taylor et al. 2008, Casier et al.
2011) and links to the concept of normalcy discussed earlier (Thorne and Robinson
1989, Bury 1992, Charmaz 2006, Williams et al. 2009). If being seen as normal is
perceived as more important to young people with CF than optimising health, then
tensions will inevitably result between patients and HCPs. Perhaps it is unrealistic to
expect both parties to share the same agendas given that the nature of healthcare is
usually concerned with optimising health. However respecting autonomy may be seen
as equally important in this consumerist age and it is in accommodating these two
sometimes conflicting perspectives that discord may occur. Thus negotiating a way
forward is essential and in this study negotiation was witnessed frequently.

7.8 Summary: Putting it all together
This chapter has analysed the findings of the research through a narrative discussion.
Having constructed this narrative, it was felt that diagrammatic representation would
enhance a summary of the findings of the original research questions. Thus three
methods are employed in the following chapter to illustrate this. Firstly a return to
Hook’s table of attributes of partnership, (table 15, p165). Secondly a conceptual
framework (p168 ) is offered as a means through which to explain the partnership.
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Finally a mind map which represents all of the findings (including those which were not
discussed in the narrative) is presented in appendix 14 (p250).
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CHAPTER EIGHT: CONCLUSION
8.0 Introduction
This chapter highlights the new knowledge gained through the research process in the
form of a conceptual model and revisits the research questions through Hook’s model of
partnership. A final visual representation of the research findings can be viewed in the
mind map (Appendix 14, p250). Researcher reflections are also presented here in terms
of the learning achieved through the doctoral process, the dissemination of the research
findings and the implications for practice.

8.1 Comparison of findings to Hook’s partnership model
Hook’s table has been adapted to accommodate a third column which highlights the
presence or absence of the said attributes as evidenced through the study’s findings.

Table 15: Revised partnership model (Adapted from Hook 2006)
Attributes

Associated terms

Was this witnessed
in the study?

Shared decision making

Negotiation, mutual

Yes in the main,

goals, shared

yes HCPs will give

decision making

quite a lot (too soft),
but patients not
always trusted to
carry them out

Relationship

Mutuality, reciprocity,

Respectful

alliance

(frontstage)
Committed, Levels of

165

attachment?- linked
to duration?
Emotional labour
Professional competence

Expertness,

Patients prefer

empowering,

“experienced”

supports change

professionals
recognise this but
some sceptical about
expertise
Accountability vs
trusting the patient in
the consultation
model

Shared knowledge

Mutual learning,

Both parties

common

acknowledge learning

understanding

from the other. HCPs
acknowledge huge
burden of care but
ask for more

Autonomy

Self-determined,

Recognition by HCPs

expert in own care,

of experiential

ownership

knowledge, but
sometimes patients
perceive they’re not
heard

Communication

Two-way, honest,

Encouraged. Patients

open, confidential

openly noncompliant

Participation
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Engaged, monitors,

Lots of evidence in

takes charge

patients of selfmonitoring. Even
those who professed
to be unengaged
were self-monitoring

Shared power

Equal, engages in

Not always, shifts

trade-offs, shared

according to context,

control

meeting in middle
witnessed. Patients
can be perceived as
intimidating

8.2 Conceptual Model of Partnership (fig 1)
The proposed conceptual model (p168) views the partnership as a set of scales, with
on one side the experienced patient (EP) and on the other the HCP. Within each
triangle in the model are the perceived desired elements of the other partner; thus
HCPs desire concordance, whilst patients desire respect for personhood. The arrows
indicate that these desired elements may move in order of preference, according to the
situation, thus the model can be viewed as dynamic. The line along the bottom
indicates that the partnership occurs in the context of deteriorating health. On either
side of the scales are the factors (enablers or inhibitors) that may tip the partnership
out of balance. Finally the nurse is seen as being the connected influence which
preserves the balance between the partners and the factors.
The mind map, (appendix 14, p250), shows all the concepts identified in the study
including those which did not merit a fuller discussion in the narrative.
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Fig 1: A proposed conceptual model of partnership
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8.3 New knowledge
New knowledge generated through the research is highlighted in table 16. Implications
of this new knowledge are then discussed.
Table 16: New knowledge emerging through the research thesis
Theme

New knowledge

Experiences of partnership

HCPs as too soft
patients as powerful
Attachment and
commitment in long term
partnerships
How nurses use power

Attributes of the expert

The expert patient as

patient

navigator (new context)

Constructions of illness

Impact of developmental
stage and life events on
adherence

Several issues are worthy of note. Firstly, the term expert patient remains contested,
not least by the patients themselves in this study who preferred the term
“experienced”. Expertise was perceived as only being present when dealing with the
familiar and recognisable parameters. When new symptoms/ drugs/ situations arose
patients deflected expertise back to HCPs. Thus perhaps it is time to revisit the term
and employ one with which patients and HCPs are more comfortable.
Secondly, there was evidence of partnership between most of the young people in this
study and the HCPs with whom they interacted. HCPs were prepared to negotiate,
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young people were usually not afraid to challenge, and consultations were tailored to
individuals where possible. HCPs acknowledged that building relationships and
encouraging open and honest communication was challenging with new transitioning
patients. Respect for autonomy was evident on both sides of the partnership and HCPs
acknowledged patients experience as valuable in negotiating care. Where there were
difficulties this was often linked to issues of trust in patients’ accounts of adherence to
treatments or medicines, or less frequently to patients’ perceptions of not being listened
to in the consultation. This may impact on development of relationships where trust
could be discussed openly or challenged. This may be an area for development which
could be further explored within the patient HCP relationship.
Thirdly, the structures and setting where most of the interactions between HCPs and
patients take place preserved the ceremonial order of the clinic first seen in the 1970s.
It is suggested that this ritualistic, physician-driven model is no longer fit for purpose in
a mutual twenty first century NHS. Although it is recognised that mutuality is not the
desire for all, consultations should be tailored to patients’ needs. Whilst most
consultations were observed to be context-specific in this study, they were viewed
within the confines of the ceremonial order of the clinic and this limited a true
partnership approach.
Finally the power of the nurses was noted and their pivotal role as the linchpin of the
partnership relationship. Although there were only three nurses in this sample, their
impact appears to be far reaching as described by both patients and HCPs. This is
worth disseminating widely, given nursing’s history of lack of power and adds to the
body of evidence regarding the value of advanced nursing roles.
8.4 Implications for practice
Several recommendations are offered for consideration and potential areas for future
research are suggested.
Firstly, it is suggested that at the time of transition from paediatric to adult care,
ground rules are negotiated, agreed and revisited regularly. This should include roles,
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responsibilities and expectations of and from both parties in the partnership. This may
help to foster a relationship based on honesty and trust, where both parties feel
comfortable challenging the bureaucratic format currently seen. This in turn may foster
a culture of openness regarding patients’ candidness and HCPs trust of accounts of
adherence or non-adherence. Team ground rules might also be formulated so that
there is a consistency of approach which discourages patients from playing staff off
against each other, and discourages formation of “in-groups” and “out-groups” of staff.
Further development in the use of motivational interviewing and use of decision-making
tools, (Coulter and Collins 2011), are already being discussed within the current case
and evidence from the literature suggests they have shown to increase knowledge,
reduce passivity and reduce decisions for invasive treatments and procedures which can
in turn reduce costs (O’Connor et al. 2009). However Coulter and Collins (2011)
acknowledge that it takes time and training resources to facilitate this practice. None
the less adoption may encourage further good practice in negotiation of care. This may
also enable HCPs to discover what patients’ agendas and priorities are in relation to
their biomedical and social worlds.
Shifting to a needs-centred approach to consultation will require HCPs to place trust in
patients to prioritise their own concerns and may have implications for issues such as
accountability and information gathering to inform the CF database. Telehealth may be
one method which enables a more patient-centred approach. For example patients
could complete and send in questionnaires electronically before the consultation which
addresses many of the details they would be asked at clinic. An example of this is
taking a dietary history. Currently some patients already come prepared with their three
day dietary histories and this could be extended to other areas. This would decrease
the amount of repetitive questions that patients are subjected to at the clinic. In
addition to this, questionnaires could indicate what the key issues are that patients
want to discuss. This is already happening in other clinics outside the UK (Hubert et al.
2013) and has revealed that biomedical issues are not always patients main priorities, a
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finding consistent with the literature (Bury 1991, 2005, Charmaz 2002,Taylor and Bury
2007. Finally Fischer and Ereaut (2012) suggest that not all patients require the same
time slot at clinic and evidence suggests that clarifying this at the outset of the
consultation and organising around it works well. Thus pilot studies in all of these areas
could be instigated in a co-operative collaborative process.
Telehealth options could also be extended to virtual clinics through the use of skype
videophone or telepod (Simon et al. 2000, Scottish Centre for Telehealth and Telecare
(SCTT) 2013) which allow “face to face” consultation via an interface and transfer of
data such as spirometry. This would negate the risk of cross infection at clinic, reduce
dead time for patients and may reduce non-attendance rates. This model has been
piloted in other groups with long term conditions with encouraging outcomes including
higher patient satisfaction, reduced exacerbations and in-patient admissions (SCTT
2013). However this model is resource-intensive and similar to Gortzis (2009)
recommends significant investment in training and support for staff and patients. Thus
perhaps this needs to be considered as part of a suite of existing and novel measures.
A systematic review (Eland-de Kok et al. 2011) of twelve RCT’s investigating benefits of
Telehealth compared to or in addition to usual care in groups with a long-term condition
found small to moderate improvement in health outcomes, where Telehealth was added
to or compared to usual care. However cost benefits were not proven and further
research in this area is recommended.
Adoption of a consultation model driven by patient issues could operate alongside this
system, as the tick box information required for the database could be gathered
electronically before the “face-to-face” (virtual or actual) event. Patients and HCPs
would also be encouraged to give feedback electronically on the new consultation
process so that changes could be made as an on-going process.
Patient-held records may assist in this patient centred approach and encourage patient
responsibility and ownership.
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As discussed previously, whilst the nurses are highly valued by all parties there is scope
for further development of their role through up-skilling to include prescribing,
advanced assessment and nurse-led clinics. This may mitigate the problems they
describe around accessing junior doctors for these skills but also needs to take into
consideration existing workload.
8.5 Dissemination
Preliminary findings from the study have already been presented at an international
conference (MacDonald 2013a,b). It is expected that this work will be published in peer
reviewed journals and at further national and international conferences. I plan to
produce a leaflet for the patients and carers involved in the study, summarising the
findings. Finally a return to the study site is planned to discuss the final results with the
HCPs who took part in the study and discuss ways to take the research forward.
8.6 Future Research
As stated earlier this was a small cross sectional study in one setting. Further research
might explore the nature of partnership across more than one setting longitudinally.
Additionally future research may be warranted in the exploration of attachments in the
HCP/patient relationship, given the long duration of these relationships.
Discussions have already taken place with those involved in the original research to
consider ways forward and have been encouraging. It is hoped in light of the findings
to pilot news ways of operationalising the clinic, using a Participatory Action Research
Approach which involves service users from the outset. This might include setting of
ground rules, devising pre-clinic questionnaires and considering the use of Telehealth.
Additionally, pilot of decision aids is a potential way forward to increasing patient
involvement. These processes need to involve patients in the planning, implementation
and evaluation of each phase in the spirit of true partnership. Findings are to be
presented in a patient newsletter and requests for patient volunteers to engage in the
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process will be pursued. It is anticipated that research funding will be sought to
develop this further if there is consensus of agreement.
The concept of the expert patient is still contentious and there is scope for further
exploration into the terminology, attributes and outcomes associated with the concept.
Further research might extend to continuation of the doctor-nurse game and the effect
of advanced practice on game playing. Finally research might consider the concept of
the expert family, as it suggested that even within a small study such as this family
support and experience are essential and embedded within the social context of longterm conditions.
8.7 Reflection on Personal Learning
This doctoral journey has been a revelatory one. Little did I realise when I signed up for
general nurse training in the 1980s that I would be studying for a doctorate thirty years
later. My maturity in years can be matched by the maturity that I have seen develop in
my writing through the doctoral process and has been evidenced through feedback and
discussion with my director of studies and the developmental nature of the writing
through this thesis. Further, my continued passion for research has been fuelled in the
writing of this thesis and has taught me the importance and value of good supervision.
Sometimes the learning has been as a result of failure to be meticulous in my
organisational skills and at other times as a direct result of being pushed out of my
comfort zone (e.g. challenging or being challenged by supervisors or the ethics panel).
All of these learned skills will make me a better researcher and I hope a better teacher.
I have also come to realise at doctoral level that there are rarely right or wrong
answers, only more questions.
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8.8 Conclusion

This study has explored how young “expert patients” living with cystic fibrosis (CF) and
the healthcare professionals (HCPs) with whom they interacted perceived partnership
and negotiated care.
Through the literature review concepts of living with chronic illness and normalcy, the
expert patient and partnership in relation to social interactions between patients and
HCPs have been explored. The conceptual framework underpinned by Social
Constructionism and Symbolic Interactionism, informed by a Descriptive Interpretivist
methodology was justified. A discussion of the methods employed; non-participant
observation and semi-structured interviews followed.
Data were analysed thematically using the five stages of “Framework” (Ritchie and
Lewis 2003) a matrix based approach to qualitative analysis. Three major themes
emerged from these data: Experiences of partnership, attributes of the expert patient
and constructions of illness. Multiple subthemes were also presented, including the
power of the nurses, normalcy and the ceremonial order of the clinic. Issues of rigour
and ethics were addressed and explanations for the findings offered. Limitations of the
study were also addressed.
Implications for practice suggest the need for ground rules outlining both parties’ roles
and responsibilities in partnership, a remodelling of the clinic format to ensure patient
centredness, including the use of decision aids, up-skilling of CNS’ and a consideration
of the role of Telehealth in any new proposed model. Dissemination and areas for
further research were highlighted.
Lansley (2010) states there should be
“no decision about me without me”
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and recognises that different groups of patients might have different expectations about
levels of shared decision making or patient engagement. They suggest that we may be
stuck in relationships with HCPs that no longer meet current needs. The current study
whilst showing some excellent examples of shared decision-making and negotiation, is
rooted in a bureaucratic format that suggests it is no longer fit for purpose. This work
goes some way to evidence the need for change.
Patients with cystic fibrosis born in the year 2000 can be expected to have a median life
expectancy of 50 years. It is anticipated that during almost all of this time they will live
with and self-manage their condition and it is crucial that the healthcare system is
flexible enough to fully support individual autonomy and choice.
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APPENDICES
Appendix 1: Definition and critique of common terms used in the thesis
Compliance/Adherence/Concordance:
Compliance:
“The extent to which patients are obedient and follow the instructions, proscriptions,
and prescriptions of health care professionals”, (Meichenbaum and Turk 1987 p.72)
Adherence:
“”The extent to which a person’s behaviour-taking medication, following a diet, and/or
executing lifestyle changes, corresponds with agreed recommendations from a healthcare provider” (WHO 2003,p17).
Concordance:
“Agreement between the patient and healthcare professional, reached after negotiation
that respects the beliefs and wishes of the patient in determining whether, when and
how their medicine is taken, and (in which) the primacy of the patient’s decision (is
recognized)” (Marinker et al 1997, p12).”
Kettler et al. (2002) suggest that the first two terms are used interchangeably in the
literature, and are rooted in a historical basis of benign paternalism (Marinker et al
1997). However, Kettler et al. (2002) assert that whilst adherence is viewed as a more
engaging active process than compliance, neither definition assists with defining the
criteria for compliance or adherence. i.e. at what point along the continuum from noncompliant/adherent to fully compliant/adherent is one considered compliant or
adherent, as not all treatments require 100% adherence to affect a desirable outcome.
The term concordance is said to be less judgemental than the former two as nonconcordant refers to the consultation and not the patient (Marinker et al. 1997). The
authors also argue that concordance reflects contemporary concepts of involvement
and openness in relation to health care. However they stress that concordance comes
with a price of increased patient responsibility for the choices made.
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Paternalism
Paternalism is said to be
“The intentional overriding of one person’s preferences or actions by another
person, where the person who overrides justifies this action by appeal to the
goal of benefitting or of preventing or mitigating harm to the person whose
preferences or actions are overridden”
(Beauchamp and Childress 2009, p 208).
The term is also subject to much debate in the literature. Edwards and Elwyn (2009)
suggest that the term is associated with dominant doctors and passive patients (citing
Roter and Hall 1992) but assert that this assumption is flawed, as it characterises
patients as rational actors in the medical consultation, who can make decisions with an
absence of emotion. McCullough (2011) concurs with this view that assumes patients
make decisions based on the same rationale as physicians, as opposed to inclination.
Paternalism is also said to be driven historically by the Hippocratic Oath but McCullough
(2011) refutes that there is sufficient historical or conceptual evidence to support this.
Further, it is asserted that by asking doctors to discard paternalism in favour of respect
for patient autonomy, Beauchamp and Childress (2009) may be asking physicians to
respect patient decisions that may violate their duties to patients to preserve their life
and health. This creates tensions with the principles of beneficence, maleficence and
justice (McCullough 2011).
Zomorodi and Foley (2009) assert that there is a thin line between advocacy and
paternalism especially when patients are silent, unable to communicate, not in receipt of
all the facts in order to make an informed decision or not capable of doing so.
Self-Management
Self-management is defined as
“The successful outcome of the person and all appropriate individuals and
services working together to support him or her to deal with the very real
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implications of living the rest of their life with one or more long term condition”
(LTCAS 2008).
Embrey (2006) claims self-management is an ill-defined concept which is often
advocated as effective in the management of long term conditions. Claims have been
made as to the benefits of self-management in terms of reduced use of resources,
increased self-confidence and self-efficacy and improved symptom control. However,
the evidence to support this remains inconclusive and studies have been criticised for
their methodological weaknesses and lack of long-term evaluation, (Foster et al. 2007,
Wilson 2007, Rogers 2009, Coster and Norman 2009, Greenhalgh 2009). A further
criticism of self-management is that outcomes are measured in professional rather than
patient terms, with more emphasis placed on biomedical outcomes as viewed by
professionals, compared to subjective improvement by patients (Newbould et al. 2006,
Rogers 2009).The above definition which was constructed by people living with a longterm condition, was favoured as it does not attempt to define success or outcomes,
thus it is assumed that they are defined by individuals’ own perceptions.
The expert patient
The expert patient is defined as
“People who have the confidence, skills information and knowledge to play a central
role in the management of life with chronic disease” DoH (2001).
A fuller debate regarding the concept of the expert patient can be found on p29.
Partnership:
“An interpersonal relationship between two or more people who work together
towards a mutually defined purpose” (Gallant et al. 2002).
A fuller debate on the concept of partnership can be found on pages 34-41.
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APPENDIX 2: CASP Appraisal Tool
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APPENDIX 3: Calgary – Cambridge Guide
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Appendix 4: Topic Guide for Interviews Version 2: 8/8/11
1. Explore understanding of partnership? (prompts: context- how well do they know
and trust each other, equality, power, knowledge, shared decision making, stages
of partnership, involvement, respect autonomy (ethical framweworks). Is it
different with this group, how?
Have power bases changed in favour of pts over time how/why?

2. Barriers/enablers to partnership? (prompts: gender, age, experience (staff) role
(staff), status, knowledge, personalities, styles of consultation, agendas,
willingness to engage (pt, staff), willingness to negotiate, time, not wanting to
lose them?

3. Negotiation- how are decisions negotiated? (Prompts; agendas, expectations of
consultation, Cues why don’t they ask?
consequences, ? emotional labour, social v’s biomedical constructions, what are
patients priorities, what are HCP’s priorities?, is there consistency across
HCP’s/pts or are styles adapted to suit the interaction? (Goffman) . preferred
pts/hcp’s why, who are they?

4. Explore understanding of expert patient?Views on expertise? (Prompts: is it about
experience, knowledge, wisdom, engagement, intuition, language, technical
aspects, anything else?)
5. Examples of experiences of successful/unsuccessful partnership working?
6. Consequences of successful/unsuccessful partnership workingperceived/experiential?
prompts costs to each party- physical/ emotional, satisfaction, better health ,
quicker/easier consultation/get out quicker (staff/pt)
7. Ceremonial order of the clinic, ritualisation, biomedical orientation. Repetition,
thoughts and ideas for change if any?
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APPENDIX 5: Recruitment poster for potential participants

HELP WANTED
Are you between 16- 35 years old?
Do you have CF?
Have you had this condition for 5 years or
more?
Have you been a patient at the same
specialist clinic for over a year?
Do you self manage your treatments and
monitor the effects? (e.g. Insulin, IV’s,
nebulisers).
Do you visit a clinic at least 6 monthly to
see a doctor, nurse, or other health
professional?

If so I would like to invite you to
participate in a research study.

My name is Kath MacDonald and I am a
researcher who is interested in exploring the
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way that experienced patients and health
professionals work together. The research
would involve observing a clinical consultation
(with you your doctor or nurse) and having a
chat about it afterwards.
If you would be interested in helping me please
take one of the leaflets available at clinic or
contact me on: 07988958549 or
kmacdonald@qmu.ac.uk
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APPENDIX 6: Letter of invitation: patients

Version 1 (pt) 2/6/11

Participant Information Sheet
Exploring interactions between young expert patients and health
care professionals.
You are being invited to take part in a research study. Before you decide whether or
not to take part, it is important for you to understand why the research is being
done and what it will involve. Please take time to read the following information
carefully. Talk to others about the study if you wish. Contact me if there is anything
that is not clear or if you would like more information. Take time to decide whether
or not you wish to take part.
What is the purpose of the study?
The purpose of the study is to explore the interactions between young people like you with a
long term condition (like CF or Diabetes) and the Health care professionals (e.g. Doctors,
nurses, dieticians) you meet with in order to manage your condition.
Why have I been asked to take part?
You have been asked to take part as you have been previously diagnosed with CF or Diabetes
and attend a clinic, as part of your care.
Do I have to take part?
No, it is up to you to decide whether or not to take part. If you do decide to take part you will
be given this information sheet to keep and be asked to sign a consent form. If you decide to
take part you are still free to withdraw at any time and without giving a reason. Deciding not to
take part or withdrawing from the study will not affect the healthcare that you receive.
What will happen if I take part?
A researcher will talk to you about your experiences of having a long term condition and the
way that you and the health care professionals you see work together to manage it. The
researcher would also like to sit in and observe the interactions between you and a professional
during one of your clinic or GP visits.
So that the researcher does not miss any important details, she would like to audio tape the
interview and the clinic consultation.
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What are the possible benefits of taking part?
You may/may not get a direct benefit from taking part in this study. However the results of this
study may help inform future developments in patient care.
What are the possible disadvantages and risks of taking part?
It is not thought that there are many disadvantages; however, it is possible that you would not
wish anyone to sit in on your private consultation. This is your right. If you would still like to
talk to the researcher about your interactions with professionals then we can just talk to you
without being at your clinic/GP visit . The interview will last between 30 -45 mins at a place
convenient to you.
What happens when the study is finished?
At the end of the research we will write a report and may publish the findings in conference
reports or nursing Journals. You may be contacted when the research is in the final stages to
confirm that the information you gave is a fair description of your views.
Will my taking part in the study be kept confidential?
All the information we collect during the course of the research will be kept confidential and
there are strict laws which safeguard your privacy at every stage. Your name and any place
names will be removed from the data so that you cannot be recognised from it.
With your consent we will inform your GP that you are taking part.
Who is organising the research and why?
This study has been organised as part of a Doctoral degree through Queen Margaret University
and has been given ethical approval by their ethics committee.
Who has reviewed the study?
The study proposal has been reviewed by NHS Research Ethics. A favourable ethical opinion has
been obtained from South East Scotland Research Ethics Committee. NHS management
approval has also been obtained.
If you have any further questions about the study please contact Kath MacDonald
on: 0131 474 0000 (automated system- ask for Kath MacDonald)
or email: kmacdonald@qmu.ac.uk
If you would like to discuss this study with someone independent of the study
please contact: Dr Jan Gill, Senior Lecturer, QMU.
jgill@qmu.ac.uk

If you wish to make a complaint about the study please contact NHS Lothian:
NHS Lothian Complaints Team
2nd Floor
Waverley Gate
2-4 Waterloo Place
Edinburgh
EH1 3EG
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Tel: 0131 465 5708
Thank you for taking the time reading this information sheet.

Return slip

Exploring interactions between young expert patients and health
care professionals.

I am interested in taking part in the study
I understand that I am under no obligation at this stage and am free to withdraw at any
stage
My name is…………………………………………..

My contact Details are……………………………………………….
………………………………………………………………………………

………………………………………………………………………………

Please return to either Nurse Specialist at clinic
Or
Post in box at out-patient clinic
Or
Post in SAE provided to: Kath MacDonald (principal researcher)
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APPENDIX 7: Consent Form: patients

Version 2 (pt consent form ) 9/8/11

CONSENT FORM (patient)
Title of Project:
Exploring social interactions between Health Care Professionals and young
“expert” patients in the self management of a long term condition
Name of Researcher: Kath MacDonald
Please initial box
1. I confirm that I have read and understand the information sheet
dated 9/8/11 (version 2 (pt) for the above study. I have had the
opportunity to consider the information, ask questions and have had these
answered satisfactorily.
2. I understand that my participation is voluntary and that I am free to withdraw
at any time without giving any reason, without my medical care or legal
rights being affected.
3. I understand that information I give will be audio taped, that tapes will be
destroyed at the end of the study, and that any information collected about
me will have my name and address removed so that I cannot be recognised.
4. I understand that whilst direct quotations may be published in reports and
journal articles, my name and any place names will be removed from the
data so that I cannot be recognised from it.
5. I understand that relevant sections of my medical notes and data collected
during the study, may be looked at by individuals from Queen Margaret
University, from regulatory authorities or from the NHS Trust, where it is
relevant to my taking part in this research. I give permission for these
individuals to have access to my records.
6. I agree to my GP being informed of my participation in the study.
7. I agree to having an observer sit in on my consultation at clinic.
I agree to taking part in an interview to discuss the consultation.
(You may choose to tick one or both boxes).
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8. I agree that you may approach the following Health care Professionals whom I
consult with to invite them to participate
Name of professional (1) _______________ ________________ _
Job Title ________________
Place of work _______________ ________________ _________________
Name of professional (2) _______________ ________________ _
Job Title ________________
Place of work _______________ ________________ _________________

Name of professional (3) _______________ ________________ _
Job Title ________________
Place of work _______________ ________________ _________________
_______________ ________________ _________________
Name of Patient

Date

Signature

_______________ ________________ _________________
Name of Person
taking consent

Date

Signature

_______________ ________________ ___________________

When completed, 1 for patient; 1 for researcher site file; 1 (original) to be kept in
medical notes
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APPENDIX 8: HCP Letter of invitation Version 2 (hcp) 2/8/11

Participant Information Sheet
Exploring interactions between young expert patients and health
care professionals.
You are being invited to take part in a research study. Before you decide whether or
not to take part, it is important for you to understand why the research is being
done and what it will involve. Please take time to read the following information
carefully. Talk to others about the study if you wish. Contact us if there is anything
that is not clear or if you would like more information. Take time to decide whether
or not you wish to take part.
What is the purpose of the study?
The purpose of the study is to explore the interactions between young “expert” patients with a
long term condition (CF or Diabetes) and the Health care professionals (e.g. Doctors, nurses,
dieticians) they interact with in the management of their condition.
Why have I been asked to take part?
You have been asked to take part as you have nominated by a “young expert patient” as a
health care professional who consults with young people diagnosed with CF or Diabetes who
attend a clinic, as part of their care.
Do I have to take part?
No, it is up to you to decide whether or not to take part. If you do decide to take part you will
be given this information sheet to keep and be asked to sign a consent form. If you decide to
take part you are still free to withdraw at any time and without giving a reason. .
What will happen if I take part?
A researcher will talk to you about your interactions with young people who have a long term
condition (CF/Diabetes) and the way that you work with them to manage it. The researcher
would also like to sit in and observe the interactions between you and a young person with
CF/Diabetes during a clinic visit.
So that the researcher does not miss any important details, she would like to audio tape the
interview and the clinic consultation.
What are the possible benefits of taking part?
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You may/may not get a direct benefit from taking part in this study. However the results of this
study may help inform future developments in care.
What are the possible disadvantages and risks of taking part?
It is not thought that there are many disadvantages; however, it is possible that you or your
patient would not wish anyone to sit in on your private consultation. This is your right. If you
would still like to talk to the researcher about your interactions with patients then we can just
talk to you without being at the clinic. The interview will last between 30 -45 mins at a place
convenient to you.
What happens when the study is finished?
At the end of the research the researcher will write a report for submission to the board of
examiners and the researcher and supervisors may publish the findings in conference reports or
nursing Journals. You may be contacted when the research is in the final stages to confirm that
the information you gave is a fair description of your views.
Will my taking part in the study be kept confidential?
All the information we collect during the course of the research will be kept confidential and
there are strict laws which safeguard your privacy at every stage. Your name and any place
names will be removed from the data so that you cannot be recognised from it.
Who is organising the research and why?
This study has been organised as part of a Doctoral degree through Queen Margaret University
and has been given ethical approval by their ethics committee.
Who has reviewed the study?
The study proposal has been reviewed by NHS Research Ethics. A favourable ethical opinion has
been obtained from South East Scotland REC. NHS management approval has also been
obtained.
If you have any further questions about the study please contact Kath MacDonald
on: 0131 474 0000 (automated system- ask for Kath MacDonald)
or email: kmacdonald@qmu.ac.uk
If you would like to discuss this study with someone independent of the study
please contact: Dr Jan Gill , Senior Lecturer, QMU.
jgill @qmu.ac.uk
If you wish to make a complaint about the study please contact NHS Lothian:
NHS Lothian Complaints Team
2nd Floor
Waverley Gate
2-4 Waterloo Place
Edinburgh
EH1 3EG
Tel: 0131 465 5708
Thank you for taking the time reading this information sheet.
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Return slip

Exploring interactions between young expert patients and health
care professionals.

I am interested in taking part in the study
I understand that I am under no obligation at this stage and am free to withdraw at any
stage
My name is…………………………………………..

My contact Details are……………………………………………….
………………………………………………………………………………

………………………………………………………………………………

Please return to either Nurse Specialist at clinic
Or
Post in box at out-patient clinic
Or
Post in SAE provided to: Kath MacDonald (principal researcher)
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APPENDIX 9: GANTT CHART
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APPENDIX 10: Transcript with descriptor
Charting P7 Example of coding matrix used to identify codes and categories
Description (page no
in transcript)
“well until last few years”
“increased need for
treatment since PE” (p1)

What’s this?

Initial category

Refined category

Health has deteriorated
Precipitated by event
(PE)

Deteriorating health

Impact of disease

Self- management
coping strategies

Constructions of coping

Perceptions of normality

Normalization/adjustment Revisioning
normality/constructions
of illness

Doesn’t see herself as
different to others,
except when she has
infection

As above

As above

Adjustment/constructions
of illness

Has never known
anything else but cf
treatment, not new

Routinization

Embeddedness

Constructions of illness

Not Being listened to

Barriers to partnership
(attitudinal)

Experiences of
partnership

theme

“manage well”
“Quite lucky, good
health for someone of
26, could be a lot worse”
“Can do same as (p2)
everyone else, unless
bad infection, doesn’t
hold me back”
“Different if 13/14 when
diagnosed, never known
anything else”
(p5)” it is partnership but
no’ always listened to by
consultants”

”It wasn’t an infection, I
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Coping with burden of
disease and treatment
Sees herself as lucky for
someone with cf at 26“

Doesn’t always feel drs
are listening to her

Constructions of illness

know what that feels like
and what’s not”

Self- knowledge (body)
Experience-as attribute

“I said its not working,
they asked me what I
would prefer, and make
sure you’re happy”
“I know the symptoms of
an infection, but with clot
I couldn’t say” (p6)

attribute of expert pt
Asking for her views,
getting feedback

Self- knowledge but only
when experience
involved

Valuing
knowledge/experience
Negotiating

enabler to partnership

Experiences of
partnership

Experience
attribute of expert pt

“they’re quite
accommodating, seen
within a couple of days”
Team approach to self referral accommodating
“now I’d rather deal with
it than put it off, attitudes
changed”
“wee issue with the
consultants, don’t take
too much to do with pts
as they could, compared
to rest of team” (p8)

Experiences of
partnership

Supportive team
enabler to partnership

Deals with things
differently now she’s
older
Consultants don’t
engage in non-medical
aspects of her life

Growing up

Relationship between
HCP and EP

developmental stage

Enabler/barrier to
partnership

Barrier to partnership

Experiences of
partnership

“nurses acknowledge
you as a person”
“At clinic its tick boxes
medically orientated”
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Nurses engage more
and know more about
her

Relationships
Relationship between
HCP and EP

Enabler to partnership

Experiences of
partnership/
Role of nurses

“could they think about
themselves doing that
(treatment), oh I ‘ve got
to pick up the kids”
“Keep coming back to
nurses, more hands on,
not treated like a
number, see your
environment”
“they all ask the same
questions, surely after 23 years of taking my
…… no’ too bad they
could miss that out”(P9)
“ You know the sort of
info you want from clinic,
pick out the bits ….and
get rid of the rest”
“I specify the things I’m
bothered about, get to it
quicker instead of
waiting to the end”
I wouldnae say I’ve got
a chest infection and I
need IV’s, I’ll put it
across in a jokey way,
they don’t take offence
(p10)
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Clinic follows a routine
which is mostly
biomedical
HCP’s don’t understand
fitting in treatment
demands with all the
other things they have to
do
Nurses are more
involved and engaged

Structures and
processes

Lack of empathy/holistic
knowledge of pt

Experiences of the clinic
Organisational barrier

Barrier to partnership
attitudinal

Holistic knowledge
Enabler to partnership
attitudinal

Gets frustrated at being
asked same q’s over at
OPD. especially when
nothing’s changed
Prioritising what’s
important to her and
disregards other info

She wants her issues
out there at the
beginning of clinic

Systems and processes
Experiences of clinic

Different agendas
between HCP/EP

Barriers to partnership

Relationship with HCP
Engagement

Acceptance of
experiential knowledge
Attribute of EP

? emotion work
Doesn’t want to make a
direct request, so uses
different strategy to

Relationship with HCP

Experiences of
partnership

Experiences of
partnership

Experiences of
partnership
(Nurse as
broker/facilitator of good
partnership?)
Barriers/Experiences of
partnership
Ceremonial order of the
clinic?

Experiences of
partnership

Experiences of
partnership

“Nurses are good at
respecting me as a
person because they’ve
known me so long”
“The better you get to
know (staff) the better
for you, you cannae say
I’ve already been told
that cos that’s just
ignorant, so say ok and
just dismiss it”(p12)
“Definitely something
about respect, you
respect them but they
respect me as well, my
opinion”
“Mum still coming to
terms with loss of
control, she’ll text, my
dad is overly… you
getting a cough again?”
“ If I see them (diabetic
team) its not like seeing
the cf nurse or
consultant, cf -it’s a
friendly environment
rather than a dr/pt
environment”
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address her agenda
Respect/Power/emotion
work
Nurses know her well as
person not just a pt

Duration of relationship
important, new staff
don’t have same
understanding and will
suggest things she
already knows or has
tried

Respect goes both ways
across the relationship

Mum and dad still want
to know whats going on
with CF

Relationship with HCP

Experiences of
partnership

Enabler to partnership

Experiences of
partnership

Enabler to partnership

Experiences of
partnership

Enabler to partnership

Experiences of
partnership

Holistic knowledge

Respect
Relationship with HCP

Respect
Relationship with HCP

Parental surveillance
Barrier/Enabler to
partnership

Sees the relationship
with cf team as
different/friendlier than
with other team

Relationship with HCP’s
Context?

Enabler

Experiences of
partnership

Experiences of
partnership/Professional
friendship

APPENDIX 11: Coding Index from Nvivo
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APPENDIX 12: Tagged data
Interview with P7 home
What I’m doing is I’m trying to explore I suppose what partnership means between a group of young
experienced or expert patients for want of another word and we’ll go back to that and the team, in your
case the CF team and how you interact with them and what you have with them. A partnership? How
would you define that? On whose terms does that partnership work? What are the barriers to the
partnership? What helps the partnership? So that’s one part of it. How do you negotiate care and
treatment together – or do you? Also, I want to know a wee bit about you and how you manage your CF
and that whole thing about being an experienced or an expert patient. So I suppose if we could start off, if
I could ask you to tell me a wee bit about you and how you are these days and in terms of your CF, how
that impacts on life in general.
To be quite fair I did keep generally quite well up until about 2007. I developed a blood clot on my lung
and since then I would say that I’ve deteriorated quite...not quickly but I need a lot more Ivs, I used to
need Ivs only once every 3 or 4 years and now it’s every few months and for the last year, it’s been almost
every month – I was hardly getting a break, up until probably the start of this year, so I’ve not really had a
break but up until I had the pulmonary embolism I kept really well. I would say I manage my CF quite well.
It holds me back to a certain extent if I’m unwell – I can’t do things if I’m breathless and things but as in
day to day life, it doesn’t hold me back. I cope with it quite well but I think the main downfall was getting
the blood clot. I don’t know – I think it has damaged a bit of my lung anyway so I don’t know if that has
deteriorated my lungs with infections and things like that – I’m prone to it. But I try not to let it bother
me so I think that generally I keep quite well – I’ve been to clinics and I’ve seen people probably younger
than me who have got oxygen on so I’ve been quite lucky – I still class myself as quite well so I just get on
with it. I could be a lot worse certainly.
When you see others at the clinic do you think, I’m a lot better than them – do you compare yourself?
Ehm – I wouldn’t say I compare myself – I probably think myself lucky that I am as in such good health as I
am for 26. I can remember being quite young at primary school and I was kind of treated with kid-gloves.
At that time, I think the age was only 16 or 18. At that time, not that I thought about it all the time but as
you get older – but the average age is a lot higher than that but I mean you see these folk coming in and
you can tell the folk who are round about the same age and when you see them maybe on oxygen or they
are really struggling or maybe in the next room you can hear them coughing and you can hear they are a
lot more breathless so I still consider myself to be relatively lucky at 26 and I wouldn’t say I compare
myself to them – it’s just – I don’t feel sorry for them – that’s not the right term. It’s just that I thank my
lucky stars that you’ve not deteriorated as much – well I’ve got that to look forward to in the future but
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Labelling/tagging data

001.44

3.1

3.1

3.2.1
3.2

3.2.1

3.2.
3.2.1

for being 26 and still being relatively healthy. We’ve actually in the process of booking a holiday at the
moment to go abroad – we’ve not been abroad for years just because it never really bothered me and the
fact that I can still fly without using oxygen and insurance and things is a wee bit higher but not nearly as
high if you need oxygen on the plane or anything like that so in that respect, I generally think I am quite
well.
So day to day, do you feel it has much impact on life?
Not really, I still push for things like especially that path, when I’m unwell that’s quite a steep path and I’ll
still carry messages and stuff up it and (name) says, gie me the bags and I say, no, no and they are
probably not heavy bags. I think the only time it really bothers me is if I have a quite a bad infection and I
really can’t do it because I feel myself being really breathless but I wouldn’t say that generally unless I’ve
got a really bad infection it doesn’t affect me– I still do everything that everybody else does – I don’t go
disco dancing every night or anything like that but....I still generally do quite.....I don’t do exercise in that I
don’t go to gyms and that but I still like to go swimming and we are out walks a lot and generally keeping
fit. And if I’m not feeling as well as I can be, I tend to go slower but I wouldn’t say that it holds me back.

3.2.1

3.1

3.2
And in terms of your treatment, so you’re on IVs regularly now – like monthly, two monthly, something
like that?
Well up until a couple of months ago it was almost 2 weeks on 3 weeks off 2 weeks on but they have
found out that the infection I’ve got hasn’t changed anything like that but it’s just become....it’s made me
more sensitive to antibiotics now and I got the same combination of antibiotics for years and they worked
great up until last year sometime and then I think they sent a sputum away to Aberdeen and they
obviously sent back new combinations of drugs and there’s a couple of them I’ve been on in the last 3 or 4
months and they seem to keep the infection at bay for longer so I’m getting a longer break. That’s a
couple of months I’ve been off them now which is probably the longest spell I’ve had for a good few
months.
So IVs and presumably nebulisers?
I’m on one nebulised antibiotic – I’ve just started taking Colomicin. I tried Tobramycin last year and then I
tried Bramitobe (?) but it just really made me wheezy and tight and just brought on a cough.
So what about things like DNAse?
I’ve never had any of them.
Is the Bramitobe a hypertonic saline or is that different again?
I think Bramitobe is just Tobramycin – I think it’s just a different manufacturer. I think because it’s mixed
differently, they wanted to give me that to see if it was the drug itself or its components.
And do you have to do physio?
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3.1

3.1

If I’m well, I do some ACB cycling in the morning – if I start to feel that I’m getting a wee bit unwell (name)
or (name) will help me do a bit of percussion. I was using – I tried a flutter but a couple of years ago I was
taking really bad dizzy spells and the doctor diagnosed something like vertigo migraines-something
migraines which is dizziness – the flutter really did make it worse – I don’t know if it was just the back
pressure so I gave it up. So I just do my active cycle. I’ve got a pep that I can use now and again but I can
only use it for short periods of time or it brings on a migraine but to be honest I think that because I’ve
done active cycle for so long – because I’ve got a bit of a technique, the pep can help a wee bit but it’s not
a lot more helpful if I’m well. If I’m unwell, I tend to try and do a bit more percussion because I think
percussion is a hit or a miss – some folk like it but when I was young I had a community physio who
believed in percussion so I don’t know if that’s rubbed off but I really feel that helps when I have an
infection.
And what about creon – are you on creon?
Yes, 10,000.
Are you on any other vitamins?
Oh I’m on every vitamin – I’ve got Vit E, it was A and D but it’s changed to BPC – I’m on quite a high dose
of them because they were quite low but they were stable and they are quite good levels now but I think
it’s the Vit A that’s still quite low but they think it’s down to my liver not working quite properly.
So you’ve got liver involvement haven’t you?
Yes, my liver is slightly enlarged and it’s quite badly scarred – a lot of scar tissue but they think it functions
properly, just maybe slightly slow but I’ve seen a liver specialist and I’ve had 2 yearly endoscOpies and I’ve
never had any varicies and because I’m at the age I am at now and I’ve never had or there’s not been any
sign of them, he’s quite happy and he doesn’t think that I’ll develop them because once you get to a
certain age......
And are you on urso?
Yes.
Anything else I’ve missed treatment wise – insulin?
I’m on insulin uh huh. I was going to go through my cupboard and start (laughs) just a really small dose –
it’s only 3 or 4 units with my lunch and 5 or 6 with my dinner. Sometimes if I’m having a later snack, I
sometimes find that I have to take a couple before I go to bed but I’ve never had any bother with the
diabetic side of things – I’ve never had a hypo. (so doesn't really impact!!)
And you find that you can manage it quite comfortably?
Aye I think that was one of the biggest shocks I got when I was told I was diabetic because I’m still scared
of needles, even still. I can test my blood sugar no bother because you can’t see the needle but see as
soon as you see the tiny needle in the insulin, I just shut my eyes and it’s not sore but I’m still that wee
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3.1
2.4

2.3

2.5/2.3

3.1

3.1
2.4
3.2.1
3.1
3.2

bit.....but it doesn’t bother me. Ehm What else am I on?
How long ago was that you were diagnosed?
Well I was 18 so that would be about 8 years ago.
Do you know, its funny because you are probably about the 7th of 8th patient I’ve interviewed and when I
say, how much does the cf impact upon your life and you said, not really but when you list all the things
that you have to do, the insulin, the tablets, the physio and it seems to me – and I was a CF nurse at one
point as well but maybe because I’ve been away and I’ve come back to it to some extent, it just seems to
me to be such a lot that you have to deal with?
See if I was well and I was diagnosed at maybe 13 or 14, I probably wouldn’t have coped with it as well
because I would probably feel slightly bitter because I had been well and now I’m not but because I’ve
been diagnosed since I was 5 months so it’s all I’ve ever known. To me, I don’t think of other people not
having to take tablets – it’s just like a routine – it’s strange.
Just part of what you do?
Yes.
The biggest problem I am having just now is with my bowels believe it or not. I take Movicol every day
because I’ve had a blocked bowel 2 or 3 times so I made a suggestion to my dr that I take it every day to
try to keep things moving and he thought that if I thought it would help – and that does help but there are
still times, like just now, when I’m really struggling so I had to go through and get gastrographin – that
didn’t work so I’m now on 2 sachets of Kleenprep every day and even that’s struggling to work. It’s just
starting to work and that’s me on my 5th day.
Do you have a lot of pain in your tummy?
Aye and I feel really bloated – like I love food but when I sit down to my dinner now – I can have a plate
like this but after about a quarter of it now, I feel really really full but hopefully the Kleenprep will work
but I do have problems with my bowels as well but apart from having the blood clot and a really bad
infection once, I think the bowel thing is the most because you have this bloated feeling and that kind of
can’t be bothered way so that’s probably the bigger. However, I just need to take Kleenprep and stay near
a loo (laughs).
You can’t go out much?
Aye when you’ve got to go, you’ve got to go but I’dprefer that than feeling bloated. What else am I on?
I’m on tablets for migraines and I’m on Omeprazole but that could be a hereditary thing because it’s for
heartburn and my dad’s got really bad reflux and my mum’s got a hiattus hernia so that could be passed
down through the generations.
So quite a lot of treatments and quite a lot of things to do but it sounds like you take it in your stride and
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it’s part of your routine and it’s what you’ve always known?
Aye, that is it it’s just that’s the way it is.
So that’s the first bit. I want you to think now about this whole notion of your relationship with the CF
team and how do you view that? Is that a partnership or what is it?
It is a partnership – there has been times that I’ve felt that I’ve not been listened to as well as well as I
should be – I wouldn’t say the nurses but more the consultants. Don’t get me wrong, the CF team is great
and the care you get is really good and I cannot fault it. I still count myself as relatively healthy so they’ve
obviously done something right but with the pulmonary embolus, I had that for 6 months and nobody
picked up on it and I was quite....I’m not bitter about it but I felt it was left too long – I was through the
hospital twice in an ambulance and a registrar told me I was just over-reacting and I was unable to
breathe because I was panicking and they kept saying that it wasn’t an infection and I knew it wasn’t an
infection because I know what that feels like and I think they tested for everything until the registrars do a
kind of turnaround and I got a new registrar and he said I’m just going to send you for a CT scan just to
check things and when it came back I had 2 blood clots and that’s how it got....but then that wasn’t the
nurses, it was more getting past the registrars so sometimes that side of things, sometimes – I obviously
don’t know better medically and things but you know how you feel yourself and because I’ve had plenty of
chest infections, I know what’s an infection and what’s not to a certain extent but apart from that one
occasion, I see it as a partnership because there’s times when I can give my symptoms but I basically say I
know what it is, like my bowels for instance and I kind of said, 1 movicol is not working and they are happy
enough to talk to me and ask what I would prefer to take and they don’t just come right out and say, this
is what you’re getting – they do talk to you and make sure that you are happy to take what they are giving
you. I must admit when it comes to things like that – I wouldn’t say that I’m on any medication that I’m
dead against taking. I know what’s it’s all for, I’m quite happy to take it – I know that it all helps – I don’t
think what’s the point of being on that because, for instance the Tobramycin, I really couldn’t take that in
the nebuliser but they were happy to take me off that – they are happy to come and go with you and find
something in the middle.
So I suppose that’s about negotiation then?
Aye – they are good when it comes to that.
19.03 mins
Probe, recognition of symptoms, expertise or experience, are you an expert pt?
No really.
Why not?
When it comes down to a chest infection, i probably know the symptoms, but i only know myself... I
couldnae say this is what a chest...., the symptoms for me are 1, my bowel starts moving really slow,I get
tired and breathless, and I can see the signs and symptoms, no really just with my chest ‘cos I don’t get a
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sore chest or anything, an infection usually starts off with a really dry cough which keeps me up at night
and then my stomach starts playing up, so when it comes to that... but with any other things, for instance
the blood clot, I knew it wasn’t an infection, but I couldnae turn round and say right this is what...and I
wouldnae say that all the time I know when I’ve got an infection either. Obviously the two things is cough
and breathlessness and you think right, there’s obviously something wrong, but I can’t always tell when
it’s an infection, I sometimes think it’s just the cold, but I usually get it checked out anyway, get yer chest
sounded and things, i think maybe deep down I think I’m starting to get an infection but I like the fact that
the nurses are there to check yer O2 saturation and things, there for back up, cos they’re experts. You
know yourself that you do start to know your own body, but there are times when I’ve gone through and
thought that I just had a cold but I had quite a bad chest infection, so I wouldnae say I was an expert at
that .
Have described being in tune with own body, when things are different, not as they should be?
I know what an average chest infection looks like for myself, bowel starts to get a bit slow, cough,
breathlessness, so that is a probably just a regular chest infection, so I could say I was an expert, but other
aspects no’ really.
So experience, and being in tune, what about other aspects of expertise, knowledge technical ability?
95% of it is down to experience. I’m nearly 27 so I’ve had chest infections for 26 years, and you notice wee
things, no’ just in your lungs, you notice other things that relate to you having a chest infection
Noticed them before? So do you build up a bank of experiences
Yes, so if I have a cough I think it’s just a cold, but then if my bowel starts playing up I think ooh that’s one
of the symptoms, its just experience, having the symptoms before, its not the medical or technical side, its
just... and I couldnae tell if anyone else had a chest infection, its just your own body
Ok. PROBE, seeking help, put it off?
If it starts off , I think I’ll give it 2/3 days to see how it progresses, and if i can confirm that its not a head
cold then i’ll phone up and arrange to be seen. That’s one of the things i do like about the .... they are
quite accommodating, there’s no hassle, they’ll see you. They’ll ask you a couple q’s on the phone, but
that’s one reason i can sit on it for a couple of days cos I know if I phone up I won’t have to wait another
week to be seen, seen within a couple of days.
Sit on it in, because of thought of hassle ahead?
Mmm, my attitude’s changed since I had the blood clot. Before hand when I was hardly ever on IV’sIi feltoh 2 weeks of this and you’ve got bags and bags of stuff and cinbins, 3 x a day, isn’t that often but can be a
hassle, but now my attitude is I’d rather know and get it dealt with , cos I know in the back of my head, if I
leave it till next week, its just putting it off for another week, and probably its gonna get worse which
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means 2 weeks of IV’s becomes 3, so now my attiitude is to go and get it seen get the 2 weeks iv’s out of
the way and get better. But i think that comes with age. Probably when i was a teenager I was like och I’m
no gonna get out dancing on Saturday night, I’m no gonna be able to wear that dress, I’d just put it off, put
it off, it’ll maybe just go away, but now I’m older and settled, it can be a hassle , ye cannae go out partying
, but because I’m settled, its no really a big deal, I take it in my stride now, but my attitude has changed
from yrs ago, it would’ve been a hassle, I would’ve put it off or gone to my GP for orals, easier to take a
tablet (than iv;).
Back to expert patient - is that the wrong term, should it be experienced patient?
Aye.
Or any other term?
Aye probably experienced, don’t think you can say expert patient- to me would entail a patient that knew
everything, and that’s no’ the case, no, I wouldnae say it was.
Probe, not knowing when a new thing comes along, know something’s not right but not sure what it is?
Definitely aye, last year, infection but couldn’t hear any crackles, sats 89 I thought I had a tumour or
something iIwas that ill, could hardly speak, but it was an infection a deep rooted one, I would never have
put it down to an infection, it did feel different, so experience is definitely a better word.
Priorities- change over time, explore social vs medical model is it acknowledged?
Aye i think, maybe no’ so much with the consultants. Wee issue, Sometimes I think they dinnae take as
much to do with the patients as they could, you feel slightly just like a number, and I know ye are just a no
‘cos they have thousands of pts. But the cf nurses and even the dietician, physio or the pharmacist, they
always ask what you’ve been up to - are ye going on holiday or whatever, they always ask....about your
everyday life. Obviously the centre is CF but its no all they talk about, I’m looking for a wee part time job
the now and they’re always asking how I’m getting on wi’ things and if they can help. The nurses
acknowledge that you are a person, but the higher up you go the less they are like that, there’s quite a
good rapport with the nurses, probably because you see them more, so i would say that there’s quite
good.
Probe further
I suppose at clinic it is quite medically orientated, em but its not always, .......sometimes i go up to the
ward to be seen, saying that they do ask you a couple of questions, but a lot of it is (medical)they’re
probably just making conversation as well. At clinic its more tick boxes- they do ask, but most of it is
medically orientated.
Is that a problem?
I don’t think it is, its no a meeting, a community gathering, its a hospital so I expect them to be asking
about your health and your treatments rather than what you had for your tea last night and what you
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were up to at night, cos what difference does that make to your health
Further exploration about consideration of other side of life when doing tx.
They understand there is an element of having to fit it in to your life- antibiotics etc, but I dunnno how
much they think about that. I mean could they think about themselves doing that? Oh I ‘ve got to do iv’s
but I’ve got to pick up the kids, so do they actually think how....
Well do they?
mm...Tricky question, probably they do to a certain extent. Sometimes i feel like They sympathise with
patients a wee bit but then at the same time ...they know you’ve got to do the treatments, they’ve not- so
do they think about the effect on them? cos they ‘re never gonna have to do it. I think they do sympathise,
it must be hellish having to do ...... but don’t know how much it can effect your life they’ve got the
experience of patients telling them , some of them ....
Which?
Keep coming back to the nurses, they’re better at helping diagnose, giving tx, medication, they’re more
hands on, see more of the patients, deal with them more, see the environment you’re in, not treated like
a number, come and flush my port so see where I live, who I live with seeing the environment I live in, so
they probably ... empathise maybe, but they’ll never fully understand cos how could they?
Clinic aware of how much info you have to deal with- lots of people, have to sift and decide what’s worth
taking on board.
Down to experience as well, when I was young i was mesmerised cos I always just had to deal with 1
consultant. And they all ask you the same q’s, how are you keeping, hows the bowels are for me, just
general same q’s, and the dietician, what did you have to eat yesterday and for me she needs 3 sheets of
paper, cos I constantly eat, laughs and i know they’ve got to ask that from the creon side of things, but
surely after- I’ve been going to that clinic for 14 years, surely after 2-3 yrs, that I’m taking the right creon
they should be able to think well she’s taking her creon no’ too bad, so they could miss out that bit. I
dismiss stuff, i know that sounds bad but some things i get told at clinic- I think well I’m no skinny, I’m no
underweight, so if she’s saying to me try and do this or that- I think huh! Well I’ll decide laughs, i think
some of it, some of it goes on and on, if I took in everything , you would need to go with a pad and paper
So how could it be done better/ differently
Well if the dietician takes your weight and its stable or whatever, and your vitamin levels are fine, why
does she need to know exactly what you eat everyday, so that would cut out 5 mins. Or I dunno that I
need to be asked about my diabetes at every clinic, I’ve never had bother with my insulin, the diabetic
nurses say I can judge it quite , so there’s no need..I think can I no’ just go over this at the actual diabetic
clinic, unless you’ve got something to ask, that’s different. I think having to see everyone at every clinic
can be a bit time consuming, and can sometimes be a waste of time, could they come in pairs? The info
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we give the dietician and the pharmacist is exactly the same, they maybe have something slightly different
to say to you but The info we give the dietician and the pharmacist is exactly the same and it is repetitive,
a lot of it is waiting about ,in between seeing folk - you can be sitting yourself in a room for 20 mins
thinking...i think when you come to a clinic you know the sort of information you want out of a clinic, if I’m
going to a clinic today, i want to find out how i can help my stomach and that side of things and probably I
would want them to sound my chest cos I’ve got a bit of a head cold, and probably there’s nothing else
bothering me so that’s the 2 main things I’m going to that clinic for. So unless there’s something new or
they’re introducing something, everything is just deid. You pick out the bits and you get rid of the rest,
sometimes you can go to ¾ clinics a year and each time you go you’re looking for totally different
information,
So that implies to me that each time you go to clinic you have an agenda?
Mm hm, aye,
So do you declare that up front?
Yes, now I do.
Since when?
I’m not abrupt, i’m a lot more open now about my own opinion since i had the blood clot. Because I felt,I
would rather specify the things that I’m bothered about or want to know more about the things I want
fixed as such. You get to it quicker, if you wait to the end then you need to go back over it all again, in case
they’ve missed out what you’re really there for.
So how would that work, would you wait?
Well the blows are first so if I’m no feeling as well I’ll says my blows might not be so good today because
I’ve got a cough, and let them know before they start. If the nurse or dietitian comes in and says
something like how are you today, I’ll say, as soon as I can get it in to the conversation I’ll say, I’m here to
ask about my stomach, I would slip it in as soon as I get the opportunity.
Do you make a demand or just give cues?
Ehm, I would explain .. I would use “I think”, ...they’re quite good, if they say we’re gonna put you on
...and i wisnae happy I’d say oh well I was wondering if there was anything... so for example, when I was
through about my stomach and they wanted to give me kleen prep I was nae sure I could take that as its
dissolved in a litre and i was really bloated and I said I dinnae think I can take thatamount of fluid, so we
came to a compromise and the y gave me gastrograffin, although it never worked. So I wouldnae go in and
say I’ve got a chest infection I need iv’s , I’d say my chest feels a bit tight I think there’s an infection there
and then ...wait to see what their suggestion was and if I was happy with that then fine, but if I wasn’t
then I ‘d maybe try and sway it. The usual thing is they want to take me in and I detest that I hate it, so
there’s a couple of times when they said I needed iv’s- that’s fine but then admission I’d say do I really
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need to come in, so in that sense I would try and sway it in my favour. But I would try it if they really
wanted me to – like the Bramitol- I’d give them the benefit of the doubt. But i dinnae come in and say this
is what I want.
Probing further Dance of clinic, why don’t patients just ask?
See I , ....They all laugh at me, if I’ve got an opinion that I try to put across I will tell them but put it across
in a funny sarcastic way. Rather than saying there’s something in my stomach I need cleen prep they don’t
take it in an offensive way cos I’m jokey about it,
So is that you’re way of getting what you want in a nice way?
Mm hm.. sometimes. If I think that there’s something that I know will help then I will suggest it in a jest ,
and they’re usually happy to do that. I’d rather do that as do a merry dance cos sometimes you go round
and round in circles, so i would say- you know you said the patient said I could’ve told you that 10 mins
ago when the dr went out the dr, well I would say it to his face, jokingly.
Partnership is equal so if you were truly equal, why do you have to couch it in such a way?
Cos of the kind of person I am, not because I’m scared to say to them, I dinnae always think they know
better than me and I dinnae think I know better than them, sometimes you’ve just got to ..trial and error.
Patients dinnae know everything but neither do drs, ...so if Ifeel that the movicols no’ working, I’ll say look
I’ve had 8 movicol and its no worked, cos I know that what they’re gonna suggest next so I can say I’ve
done that I lay my cards on the table and say I’ve done this I’ve done that, and see what they come back
with.
So they recognise your experience and take that on board?
I keep going back to this 1 time when I wasn’t listened to, and I knew it wasnae a chest infection, but at
the same time, both times I was seen it was the weekend and it wasn’t the CF team I dealt with, so the cf
team aye definitely I feel they do recognise and are happy for me to have an opinion. Sometimes I think
they’re actually happier that you’re suggesting that or wanting to try something because of you’re
experience, rather then them dictate to you.
Does that make you feel more valued?
Aye.
So good e.g.s of partnership, any barriers?
Weekend staff, weekend care is horrendous (no cf team). That’s one of the major barriers, there are nurse
who can put grippers in but they’ve no got as wide a knowledge. If I took unwell on a Saturday I would
hang on till Monday because sometimes I feel it’s pointless if there’s no a cf team there.
Time?
They’re accommodating, come out if they can, sometimes you have to wait a couple of days, but aye
happy.

240

1.1.10

1.1.10
1.1.8

51.38

1.1.6

1.2.8/2.3
1.1.7
1.1.8

1.2.8

1.1.8

Age?
I think the nurses are good at respecting you as a person with a personality, because they’ve known me so
long, they know me as a person rather than just a patient.
So is that the best thing about the partnership, their knowledge of you?
Aye, but I feel I have a better partnership with some members of the team than others.
Why?
Just personalities, nothing to do with role, just personality, same as in life there are some that I like more
than others.
Decision making- probe –what informs discarding certain info?
I think some stuff is almost out of a book, things they’ve got to say to every patient, eg, my bowels been
told, well as a general you should try fibre, prune juice, but that’s someone you would tell anyone, not
specific cos I’ve tried all that and clearly you’re not listening to me, that’s something you’d see in a fact
sheet, creon time you take it – most patients take them at start try that- well I split mine so why am I
gonna change now?
So experience again?
Definitely,Ii think if you get a new member of staff , the better you get to know someone the better for
you, so they don’t have the same understanding, have you tried a flutter- yes I’ve tried that. So you can be
told something by the nurse then the dietitiian and pharmacist will say the same, But you cannae say I’ve
already been told that cost that’s just ignorant, so you just say ok and then dismiss it.
So its about respect?
Yes, but you’re sitting there thinking I’ve just had this conversation, and that’s why you can – no dismiss it
but you taking it in but hearing it 4 times.
So summary experience counts for a lot, knowledge about self, and length of relationship important?
I think there’s definitely something there about respect, obviously you respect them but I think they
respect me as well, my opinion, dinnae always think they’re right and happy to acknowledge that they
don’t always get it right, so is a respect there as well for the patient.
Parental involvement?
Quite a lot, quite a close family anyway. Mum and dad take me to hospital sit in waiting room. Dinnae hide
anything, help with percussion
Do they want to know
Aye, my mum is still coming to terms with the loss of control she’ll text me about my stomach but no
overly , she’ll text partner and say is she really alright is her stomach getting better? I dinnae mind that.
She’ll say... it’s my dad who’ll say you’re starting to get a cough again, he’s overly—and what did they say?
(at clinic) they’re still involved but I’m ok with that, they’ve done it for all those years.
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That’s about it thank you for your time.
Asks about research ?
Doesn’t have same partnership at all with diabetic team.
Turn tape back on to explore further.
Diagnosed 9 years ago, its maybe different for people who are less controlled than me, every time they do
my HbA1 C its no as if its no at a good level, never have a hypo, quite happy, only recently become (last
year) confident altering my insulin. I was happy enough when I was first starting to do it, but preferred to
have someone there to phone, my sugars 13 should I take 2 units before I go to bed or leave it, but I’ve no
even got a number for the diabetic clinic.
Never done that
Did at beginning for ¾ months, but not sure why no longer. If I had a problem I would probably phone the
CF nurse, seen 6/12 at diabetic cf clinic and stable and had no reason to phone them. But even if I ever
have to its nothing like seeing a cf nurse or consultant.
Why not?
Well i dunno if its that they dinnae see me as much . the cf team you know them its a friendly
environment rather than a dr/pt environment.
Back to length of relationship?
Probe if only diabetes would be different?
Discussion so about frequency of interaction as well as length of time.
Cf unique?
Can’t think of another illness which entails so much, diabetes is blood sugar, cf- different aspects, lungs,
pancreas, liver, joints, diabetes , so maybe because there are so many things that can flail up, thats why –
don;t know anybody else with that same kind of partnership, not even with my GP.
That’s the norm GP often bypassed .
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APPENDIX 13: Thematic chart, Theme 1.0 Experiences of partnership 1.1 Barriers to Partnership: attitudinal,
organisational, developmental
Key P
= Patient
HCP
= Health Care Professional
C
= Carer
1.1.1 Parental
1.1.2 Lack of trust
1.1.3
Dependence &
Developmental
surveillance
stage
She makes me feel
In paeds it
safe,(mum still
Covert administration wasnae between
comes to clinic) P1 of meds, should’ve
me & drs it was
told them ages ago
between you
Still rely on my
but thought they
(parent & Dr)
mum, come with
might take them off
Dinnae get
instructions today
me P9 (Xref
moaned at so
much (at adult
P2
emotional labour)
clinic).P3
You havenae taken
In the past I would’ve
your enzymes cos
looked at the tests but Think they’re
the place is stinking now would err on side bullet proof at
of listening to what
this stage, easier
C3
they say and treat.
at paeds we knew
Mum makes up tabs I do wonder if any of where to turn P3
daily P3
us are getting the truth Parent (Xref
about how much drug parental
Parent interjects at is taken, it’s true we
surveillance)
OPD about son’s
don’t trust them,
skin P3
should we trust them? Just grew up.I
No HPC2
think having the
Relative very
baby, it was a
involved in
Medical staff will
gradual thing.
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1.1.4 Competing
agendas and
compliance
The CF team are
always gonna be,,,
they want you to
do physio twice a
day 3 x a day.
They’ve got high
expectations and
sometimes you
wonder, do they
actually think I’ve
got a social life,
I’ve got a job, I’ve
got a family and
I’ve got a house
and I’ve got all
these other things
happening P1,

1.1.5 Relationship
between pt/hcp

1.1.6 Power dynamics

Pt trusts nurses more
than anyone, would
just like to deal with
them, P1, 4, 5, 6,

When you’re in the
ward they’ve got all
the power, you have
power at home P1

Sometimes it feels like
they just want you to
focus on your CF, and
thats all they see,
Others never take into
account life anything
but CF P1

Not scared to say to
them, they’re no better
than me nor I them P7

Knowing that I played
football 2 x wk, sort of
tells them there’s
nothing wrong with me
but its not on the form!
P2

Drs are high up, nurses
in the middle dietitian
and physio lower, feel
more equal with
physio and dietitian P9
Some people don’t
want power, why are
you asking me that,
that’s your job! HPC3

Issue of putting
things off in the hope
that it’ll get better,
Nurses treat you like a At ward round you’re
but rarely does,
person, easier to talk to on a different level to
P1,3,5,6,9
Dr’s in the pts eyes
P1, 4,6, 7,8, 9

supporting her P6
Mum & dad take
me to hospital, help
with percussion,
mum still coming to
terms with loss of
control P7
No’ hands on but I
phone her or text
every day, and I go
on facebook and see
whats she’s doing.
Never used to go on
facebook, but other
people were saying
to me oh see she’s
doing this or that
and I felt a bit
shoved oot. I
actually felt that
way when she first
came up here. So
strange that they
werenae asking me
the questions,
everything directed
at her, took me a
few months to get.. i
felt worthless. Still
comes home when
unwell “come & get
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argue that you get 3
different answers to a
question so need to
keep checking HCP
3,4, 11
They are a very
honest bunch and I
dunno why that is.
HCP6
Times I haven’t
listened properly and
you’ve got to
acknowledge that
HPC7
Sometimes I feel I’m
just going along and
you know they’re not
doing things HCP 6,
8

Back then was
stupid, not
bothered, wanted
to have a good
time. Aye I do my
physio (not) P5
Attitude now is
get things sorted,
less likely when
younger, priority
was dancing on a
sat. night. Think
as youy grow up
you mature, don’t
need to
experience things
twice P7

Can’t continue
doing this to
Few pts who refuse to myself, had an
obs and GTT, they get epiphany P9
away with things
more than in other
Less of a
areas HCP 8
partnership than I
would like
Pt who is aware of
particularly in
symptoms sometimes transition,
says this just isn’t
adolescent pts; no
working, so
eye contact,
sometimes the team
won’t speak Most
will listen and
common problem

HCP5
Would tell them I
didn’t do anything,
no point hiding it P1,
4, 5,9

Well it’s not a
community gathering,
I expect them to ask
medical questions P7

I don’t want to do it,
I’ve been doing it for
years, its boring P3

Rest of team rely on
nurse to fill in gaps
(holistic knowledge)
and flag issues HCP
1,2,3,7, 10, 11

Wouldn’t have done
it in past (nebulizer)
but now I’d gie it a
bash P4 (X ref dev
stage)
Could probably
avoid blockage if I
got the finger out
and start taking stuff
when the symptoms
start P5
Some days can’t fit
anything in, but do
my best P6
Don’t like physio,
I’m lazy, would
rather play the X box
P9
Pts have good reason

Sometimes you feel
like a naughty
schoolboy P1
Most pts
acknowledge there is
negotiation (apart
from P1, see
enablers)
I don’t challenge what
they say I trust them to
make the decisions P6
(Xref trust) (unique
in group)

Rarely do Dr’s
disagree with you,
they’re the middle
man, Dr is queen bee,
they’re the worker
bees, influence
decisions, make them
and get them to agree.
HCP 4,5,6
Nurses are most
powerful team
members according
to Drs –
Nurses are most
skilled, will feed
appropriate lines
HCP1

You have the power of
more knowledge HPC
8
Patient with late
diagnosis say you
decide HCP 10

Wee issue with
consultants, don’t take
as much to do with you
as they could P7
Power can shift
according to context

me”
OPD “what did I
tell you you’ve lost
weight” C8

sometimes they
won’t.
Pts have an incredible
knowledge and look
things up, chat to
Mum wants to know others, that’s
what’s going on, I
generally respected
just won’t tell her
but when there is a
medical reason for not
P9
following up there’s
Young group, have sometimes a bit of a
to talk to parents
clash HPC10
Starting from a
point where parents Studies on adherence
had all the power & suggest 30 % so when
control HCP 1
patients say 50% we
assume 30. I err on
Pt in mid 20’s won’t the side of optimism,
let them make
but been burned
changes cos his
before HCP11 (Xref
mum will quiz him
non compliance)
and belittle
decisions HCP3

Pts coming to clinic
for 10 yrs still have
huge parental
involvement
HPC 10
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is explicit or
covert non
adherence HCP2
(x ref
compliance
Do lots of joint
visits at transition
clinic, seems to
work better HCP
3

not to go along with
tx. Reasons worried
about side effects, no
time, don’t see
benefit. Don’t think
they’re devious
about it, some will
conceal the truth &
are inconsistent in
reporting HCP1

Physio says you’ve
Job is to educate
not been taking your
and refresh, on
nebs for 6/12 so
regular basis,
we’ll stop it and
particularly with
consider it in the
younger transition future HCP3
pts.HCP5
A lot of what we’re
Disabler to
dealing with is is
partnership;
around compliance
dealing with
HCP4
teenagers, its like
rebelling or a big Got a list of people
challenge HCP11 that I work with
regarding adherence
but not keen to have
a naughty clinic
HCP 11

They’re all the same to
me its about respect,
my mum would kill
me P8

between pt and HCP
HPC3, 8,10,11
Pts can be quite
intimidating especially
with new staff
(HCP1,2,3,4,5 7, 8,
10, 11)

Certain people I’ll
speak to others I
won’t, 1 of the dr’s
gives of himself, if you
give me something I’ll Like to think power is
give you something
shared in ideal
concordant
P9
relationship HCP2
Its personalities some
people get on better
Think more than any
than others P7, HCP1 other group we allow
the autonomy HCP11
HCP’s should cover
holistic aspects, reliant Almost universally
on CNS, better than
HCP’s think they are
we used to be HCP1
too soft and pts get
away with much
Not possible for
more, they will never
medics to have same
be discharged, some
holistic understanding pts agree that this is
as nurses. HCP2
the case (Xref
negotiation)
CNS ‘s have breadth
and depth of
knowledge second to
none, they are the
cornerstone HCP7

Almost all HCP’s
refer to uniqueness of
relationship; down to
its duration,
frequency of contact,
small nos, nature of
illness

1.1.7 Systems and
processes

1.1.8 not listening

They expect you to
drop everything &
come to the ward, its
not easy with work.
P1

And the Dr said
you’re not listening
to me, trust me on
this and I thought
he’s not listening to
me, and it didn’t
work P1

I guess its, (sighs)
..clinic appts happen
what 6/8 times a
year, and you’re
there for 21/2 hrs,
you’re stuck in a
room, been
questioned, every
body asks the same
questions, goes over
the same things and
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Dr said no you’re not
listening to me, trust
me on this & I
thought he’s not
listening to me and it
didn’t work P2
There’s been times
when I’ve not been

1.1.9 accountability

1.1.10 Agendas

1.1.11 Emotion
work
Obviously medical
I want to get it out of I’m always
questions, that’s our the way as quickly
anticipating when
job HCP2
as possible. If
the next infection
there’s a problem,
will be, over analyse;
Obviously the buck
fix it and leave P1
causes a lot of
stops with us and if
anxiety P1
something goes
Rest of the team
wrong we have to
don’t take an interest Could have told him
answer why HCP3
in the non-medical
that 10 minutes ago
side P6
but new Drs have to
Only by asking
have their place (X
questions do you find Less concerned with ref 1.1.5 )P4
out there’s
social life now I’m
something’s wrong
settled, and more
You put it in a jokey
likely to prioritise
way so as not to
HCP8
CF. If I’m going in
offend (request at
If you don’t ask you today I want a
clinic) P7
don’t know. We still solution for my

Comments
Italics are authors
interpretations and
additions to context.
Bold comments
within table are
summations of
multiple(similar)
comments

you just feel like
you’re repeating
yourself a lot P1
Basically they’re just
filling out forms,
they don’t
necessarily fit
everyone P2
you only see the Drs
a few times then they
change, it’s a pain P4
Repetition, I’m the
same guy as last
time, so don’t bother
coming, nothing new
(OPD) P5
Clinic is tick boxes;
medically orientated,
been going for 14yrs,
surely when they see
(stability) they could
miss that out. P7
Clinic is time
consuming and
repetitive,
communication
doesn’t get passed on
(scan results) P8
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listened to as well as
I should be, I knew it
wasn’t an infection
P7
In the past would
look at objective
results but now
would err on side of
listening to what the
patient says and treat
HCP2
There have been
times I haven’t
listened properly and
you’ve got to
acknowledge that
HCP7

There is a patient
who is incredibly
knowledgeable,
sometimes says this
isn’t working and
sometimes the team
will listen and
sometimes they
won’t, and now she’s
ended up on the drug
she wanted in the
first place, but more

have to look after
them medically, are
you missing
something? Have to
have your radar up
even with
knowledgeable
patients HCP9

stomach and sound
my chest cos I’ve
got a head cold P7
You pick out the bits
and you get rid of
the rest, sometimes
you can go to ¾
clinics a year and
each time you go
you’re looking for
totally different
information. P7
(Would rather
specify issues of
concern up front
than go through
“dance of clinic” XRef 1.1.7).
Not CF but having a
life (priority) P9
Yes the team is
sufficiently
experienced to know
patients won’t do
everything- except
the new Drs.(X ref
non compliance 1.1.
4)
I think the no. of

They fish for
antibiotics; not sure
they’re gonna get
them P8
(Covert use of drug
for pain relief)
Didn’t know if they
would take them off
me (so didn’t tell
them) P9
When people are in
the terminal phase,
its harder on the
HCPs; talking to
parents, partners or
children
If patients want
antibiotics before
going on hols they
will give us an
excuse to give them
rather than saying
“I’m going on
holiday” HCP1
Emotional part of the
consult tends to get
picked up by others
(CNS/physio) HCP6
I ask for support if

ill HCP9
Systems and
processes; team must
be quite clear on
patients they
wouldn’t refer for
transplant.
I know CNS’s
channel patients, its
sometimes overt and
that’s how a team
should work HPC1

instances where it’s
essential that the pt
comes on board
today are very few,
so.... (gentle
persuasion) HCP1
You’ve got to pick
your battles,
(treatments very
rarely urgent, play
long game) HCP2

There’s still a
hierarchy in the team
(X ref to power
1.1.6) HPC3

As a Dr you end up
covering more than
1 issue at a time so
it’s tricky HCP3

Ward round; dr
comes in blah blah,
pt won’t speak but
will catch nurse after
(X ref 1.1.6)
HPC4/5

Dr’s are very
prescriptive; how’s
your chest, others
pragmatic, spend
time talking about
stuff outside CF.
HCP6

Clinic is not patient
led, patients may not
speak there, they’d
speak to the nurse
afterwards HPC6
Occasionally miffed
when Drs write in the
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I’m struggling with a
patient; if I’m
getting out of my
depth and I need
more input, most
emotional job ever
HCP9

Seems like nurses
do most of emotion
work and this is
expected and
condoned

physio part of the
clinic form, and it
may be inaccurate.
HCP9
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APPENDIX 14: Mind map – Partnership between EP’s and HCPs (Figure 2)
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APPENDIX 17: E-mail verification from peer reviewers

Dear Kath
This is an email to confirm we have reviewed the qualitative work of Kath MacDonald.
Specifically we reviewed the research questions, patient 7 transcript, the charting of P7 and
Theme 1.1 Barriers to partnership. We reviewed these independently and on later discussion
found a high consensus of agreement with quotes according to theme 1.1.
As feedback for Kath we have addressed the following issues:
- We asked Kath to explain how parental surveillance was perceived as a barrier, Kath
explained this theme was a barrier to the patient becoming more independent and could
lead to extreme situations such as not wanting to change medication. We are now in
agreement with Kath that this subtheme is relevant within the main theme.
- Theme 1.1.2 we asked Kath to move P2 and P7 quotes to theme 1.1.8 – she agreed.
- 1.1.4: We asked for an expansion of the quote by P1 in order to provide further evidence,
we highlighted P7 quote could be interpreted as an enabler to the partnership not a
barrier, it was noted P7 also provided evidence for quote 2 within 1.1.18.
- 1.1.6: P7 quote was noted as an enabler not a barrier.
- 1.1.10: P7 quote also relevant to power dynamic. P7 also mentioned in transcript an
agenda of information to gather within the consultation, dismissing information that was
deemed irrelevant i.e. outside of the patient agenda.
- 1.1.11 we asked for a definition of this theme in order further understand the relevance,
from Kath’s explanation we are both in agreement this theme is relevant. It was also
noted that any patient emotion was dealt with by the CNS, and this was seen as the norm
that emotion has no place within the consultation environment.
- We fully agreed with themes 1.1.3, 1.1.5, 1.1.7, 1.1.18, 1.1.9,
We hope this helps and wish you all the best!
Sarah Shepherd & Sarah Scott.
P.S. Attached is the chapter I was talking about, at the end of the chapter is a model that illustrates the
consultation dynamic, they separate the needs of the patient into cognitive and affective, so within the
consultation the patient has the need to ‘know and understand’ (cognitive) but also has the need to ‘feel known
and understood’ (emotional). It is up to the clinician to enable both of these needs to be addressed.
Sarah Shepherd
PhD Student, Coventry university
Patient Information Navigation
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APPENDIX 18: E-mail verification from participant

7/8/12

Hello
how are you?
As promised here’s a copy of your transcript which I’ve dictated word for word, from our interview. Can you have a
wee look and confirm that it’s an accurate account of our meeting?
The other document is the next part of the research process which looks at what we call the raw data (your interview
) and tries to make some sense of it-( the analysis).
So what I’ve tried to do are draw some themes out of all the 22 interviews that I did and show in the attached where
your account fits into this. So for example some of the major themes are
“experiences of partnership”, which sub divide into “enablers” and “barriers” to partnership. Another theme is called
“constructions of illness” which is about how people see themselves and cope with their condition.
Guess on this one I just need you to check that I’m not completely off beam and if I am let me know where!!
I really appreciate you doing this for me.
It adds to the Quality assurance process when it comes to me having to defend the thesis in front of an examiner. So
its about convincing them that my interpretation is correct, not just all in my head, and having someone verify that
(you!).
Any questions, come back to me, hope this all makes sense.
Please be assured that you will not be named or identified when this is published. All the results and quotes will be
mixed up so that no one will know who said what!
Best regards
Kathy

8/8/12
Hi Kath
Thanks for sending me the copies of our interview and your analysis. To be quite honest I think you
have everything as close to spot on as possible. The statements you have chosen and the categories you
have slotted them into seem accurate and well understood.
I must admit I cringed slightly at some of the words I used when I seen them in writing..... Good "auld"
Scottish for you though.
Thank you again for keeping me in the loop and please do not hesitate to contact me for any further help
or involvement.

………
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APPENDIX 19: Early mind map: partnership (Figure 3)
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Appendix 20: Table 13; Analytical and A priori themes

A priori themes
Experiences of partnership
(barriers/ enablers)
Relationships and what influences them
Duration
Frequency of contact
Respect
commitment
Negotiation

Experiences of the clinic

Attributes of the expert patient
Experience v’s expertise
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Analytical themes
Building bridges to achieve adherence:
“getting them to do things”
Gentle surveillance
Professional friendships
Unwritten rules of engagement
Holistic knowledge of patients
The apparent power of the nurses
Choosing your battles & meeting in the
middle
Playing the long game/gentle persuasion
Frustration
HCPs as too soft
Ceremonial order of the clinic
Bureaucratic format
Unwritten rules of
engagement/cues/concerns
Emotion work
Rules of the frame (Goffman)
Patient as navigator, vigilant, monitor,
tester, planner

Appendix 21: Table 14; Emergent and Analytical themes
Emergent themes

Analytical themes

Nurses role in partnership

Nurse as powerful broker
Nurse as covert coercer
Conscious continuation of
Dr/nurse game
Parental surveillance

Support as a barrier and
enabler of partnership
Influences on adherence
Constructions of illness

Trust
HCPs as too soft
Emotion work
Expert patient as navigator
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Impact of Life event/ stage
competing priorities/agendas
Revisioning normal
minimisation
Embeddedness (of routine/
Self-Management)
Honesty (patients) v’s belief
(HCPs)
Compromising unwritten
ground rules to maintain
relationships
Giving cues, fishing,
humouring, plotting
Circumventing unwritten
ground rules to achieve
personal outcomes

