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ABSTRACT 
 

Background 

Against the backdrop in the western world of increasing prevalence of chronic 

disease, active and informed patients and a policy emphasis on self-management, 

this English study explored health professionals’ responses to expert patients. 

Objectives 

To: 

• Explore how patient expertise is viewed, interpreted, defined and 

experienced by both patients and health professionals; 

• Analyse how patient expertise is promoted and enabled through the self-

management process; 

• Uncover the mechanisms that enhance or impede the development of 

patient expertise. 

Design 

A grounded theory approach was utilised with two concurrent data strands. 

Setting 

A relatively affluent English county including community, primary and 

secondary care settings. 

Participants 

Via purposeful and theoretical sampling 100 health professionals (nurses, 

doctors, physiotherapists) and 100 adults affected by chronic disease participated. 

Methods 
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Focus groups, interviews and observation. 

Results 

Nurses were found to be most anxious about expert patients when compared to 

other professionals, which appeared to be linked with a lack of professional 

confidence and unfounded fears regarding litigation. However, nurse specialists 

often provided a negative case for this. As a whole, nurses were most able to 

meet the emotional needs of patients, but apart from nurse specialists did not 

articulate this as a skill. 

Conclusion 

Apart from nurse specialists the majority of nurses appeared limited in 

appropriately facilitating self-management. It is suggested that this is linked to an 

ongoing nursing culture of patient as passive, an over-emphasis on empirical 

knowledge and a feeling of vulnerability on the nurses’ part towards expert 

patients. The findings also indicate a rhetoric rather than reality of autonomous 

nursing roles within the chronic disease management agenda. 
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What is already known about the topic? 

• 70-80% of chronic disease management is via supported self care. 

• Individuals that are enabled to self manage their long term condition 

have been shown to have improved health and psychological 

outcomes.  

• Despite the focus on self care, health care professionals often continue 

to emphasise compliance as opposed to developing a partnership 

approach with patients. 

What this paper adds 

• Compared to doctors and physiotherapists, nurses find active and 

informed self-managing patients particularly challenging citing 

perceived litigious vulnerability as the cause. 

• Nurse specialists provide a contrasting case to general nurses’ 

responses to active and informed patients suggesting that role 

preparation, definition and context has a significant impact on the way 

nurses enable patient self management. 
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• Patients with long term conditions feel their emotional needs are most 

effectively addressed by nurses, however many general nurses do not 

perceive this as a key aspect of their role. 
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INTRODUCTION 

Increasing prevalence of chronic illness has become the major resource demand 

on global health care (Department of Health, 2004, Harwood et al., 2004), 

resulting in new approaches towards chronic disease management (CDM) (Lewis 

and Dixon, 2004). Within western health systems one of the most noticeable 

changes is the emphasis on patient self-management (Bodenheimer et al., 2002, 

Department of Health, 2002, Kings Fund, 2004, Koch et al., 2004) which in the 

United Kingdom (UK) has been accompanied by a shift of health professional 

roles characterised by the extension of the nursing remit in CDM (Health 

Technology Assessment Programme, 2004). Whilst in reality self-management 

programmes reach comparatively few (Kralik et al., 2004), in contrast nursing has 

long been recognised as having a key role to play in helping people to manage 

chronic illness (Audit Commission, 1999, Kratz, 1978).  However, there is 

evidence of a lack of proactive engagement with this client groups’ needs 

(Gibbon, 1994, Kratz, 1978, Nolan and Nolan, 1995) and until recently nursing in 

the UK was acknowledged as not fully realising its potential  to meet the needs of 

the chronically ill (English National Board, 1998, Nolan and Nolan, 1999). In 

addition the nursing response to patient self-management is unclear (Wilson, 

2002, Wilson, 2001). The UK Expert Patient Programme (EPP) (Department of 

Health, 2001), a lay-led self-management course for generic long-term conditions 

based on the Lorig model (Lorig et al., 1996) is currently being evaluated, 

preliminary findings suggesting a significant lack of engagement from health 

professionals (Kennedy et al., 2004). 
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This paper presents a UK study exploring professional responses to active and 

informed patients. Whilst there were a number of outcomes the paper will focus 

in-depth on the results suggesting that nurses have particular issues with self-

management. The findings appear to contradict the espoused international nursing 

position towards informed patients (International Council of Nurses, 2003), and 

the significance will be discussed within the context of ongoing nursing role 

expansion. 

BACKGROUND  

Self-care and self-management in long-term conditions 

A common theme in defining self-care and self-management is that it is a 

hallmark of chronic illness management (Department of Health, 2002), requiring 

the acquisition of new knowledge and skills (Watt, 2000). 

A search of the literature on self-care and self-management reveals a confused 

picture with the terms self-care and self-management often used interchangeably 

or simultaneously. An all encompassing definition of self-care is “…the things 

people do because of …” a health problem (O'Hara et al., 2000). Self-care 

consists of the ability to evaluate one’s state of health and adjust one’s behaviour 

(Makinen et al., 2000). Orem (Orem, 1995), describes six learned self-care 

activities (Ricka et al., 2002) (figure 1). Whilst these activities can be seen to 

form the basis of self-care and self-management, there are a number of ways that 

they can be enacted. Chapple and Rogers (1999) put forward four types of self-

care behaviour: regulatory, preventative, reactive, and restorative, with Toljamo 

and Hentinen (2001) describing four differing modes of self-care: flexible, 



 9

regimen adherent, self-planned or neglect. Not all these modes are professionally 

set, and professional approval is unlikely to be gained by neglect, or even in some 

cases self-planned self-care. As in Orem’s work, other authors closely link self-

care with self-development. Self-care is seen as an active, responsible and flexible 

process that will result in personal development (Corner, 2001, Ricka et al., 

2002). 

A large amount of work in self-management as opposed to self-care is in the field 

of asthma (Lahdensuo, 1999), where it is described as the patient making 

therapeutic, behavioural and environment adjustments in line with professional 

advice (Partridge, 1997). Whilst behavioural and environmental adjustments are 

part of self-care activities as described earlier, it is the therapeutic adjustments 

that appear characteristic of self-management. In asthma this would involve 

adjusting inhaler medication or commencing oral steroids (Lahdensuo et al., 

1996). Diabetes also has a long history of self-management where patients are 

increasingly expected to adjust their insulin dosage (DAFNE Study Group, 2002, 

Toljamo and Hentinen, 2001), but a newer area of self-management in the UK is 

in anticoagulation where some patients self-test and self-dose (Fitzmaurice and 

Machin, 2001). Thus, the key difference between self-care and self-management 

is that in the latter patients are undertaking tasks that are the traditional province 

of professionals such as prescribing drug dosages.  

Definitions of self-management (figure 2) are more specific than self-care 

although there are several common features such as being a proactive process, 

complying with professional advice, close attention to one’s body, and having the 
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appropriate coping behaviour (Worth, 1997). The feature of self-surveillance as 

opposed to professional surveillance is also argued as empowering for the patient 

(Corner, 2001). 

Analysis of the literature reveals a large number of perspectives through which 

self-care and self-management are defined. From an individual’s viewpoint self-

care is a psychosocial response and part of everyday life, whereas health 

professionals commonly perceive it as an activity supplemental to medicine 

(Stevenson et al., 2003). Whilst self-care and self-management are often defined 

as independence from professionals, the literature indicates a paradoxically 

concurrent idea of self-care being the performance of professionally set 

behaviours (Baker and Noerager Stern, 1993). This contradiction echoes concerns 

that whilst the notion of concordance is espoused (Royal Pharmaceutical Society 

of Great Britain, 1997) professionals continue to think in terms of compliance 

(Raynor et al., 2001) resulting in the continuing labelling of those who do not 

adhere to professional-set treatment regimes as non-compliant (Playle and Keeley, 

1998). In contrast although the principles of concordance aim to improve medical 

outcomes via  a partnership approach, it also acknowledges that the patient’s 

informed decision to refuse treatment should not be viewed negatively (Wilson, 

2001). Nevertheless,  intelligent reasoned choices by individuals regarding the 

instructions they receive about treatment (World Health Organization, 2003) may 

be refuted by professionals, thus setting patients the near impossible task of being 

simultaneously self-reliant and compliant (Thorne et al., 2000). Whilst non-

compliance is professionally defined, actions that may be viewed as non-
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compliant by a professional do not necessarily lead to poor health outcomes 

(Roberson, 1992). A recent study by Koch et al (2004) illustrates this. In 

exploring perceptions of self-management in a group of elderly people with 

asthma, the researchers identified three types of self-management. Firstly, the 

medical model of self-management was characterised by objectification of the 

individual as a passive patient, with a narrow focus on taking prescribed 

medication. Secondly, a collaborative model of self-management was identified 

which whilst based on the medical model acknowledged the individual as a client 

and partner in the process. Lastly, the authors suggest a third model; the self-

agency model of self-management. This is developed through the years of 

experience in living with a condition, and often includes activities that 

professionals may not approve of such as adjusting drug dosage. Whilst the 

medical and collaborative models of self-care and self-management are perceived 

by professionals as a legitimate and expected patient behaviour (Coates and 

Boore, 1995), there appears to be contrasting anxiety from the patient’s 

perspective as to whether professionals see their self-care as legitimate (Stevenson 

et al., 2003). It should also be acknowledged that some patients may prefer to be 

managed rather than to self-manage (Woodward, 1998), and within the current 

policy climate of self-management not only being regarded as a right but also an 

obligation (Gilbert, 2005) there is always the potential for promotion of self-

management being coercive.  
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Nurses and self-management 

Nursing is seen as having a key role to play in CDM both within the UK 

(Department of Health, 2005) and globally (Bodenheimer et al., 2005) which 

implicitly will include the enablement of self-management (Department of Health, 

2005). Theoretically such a role ideally suits nursing, underpinned by a focus on 

the patient perspective and the lived experience of being affected by a chronic 

condition (Benner and Wrubel, 1989, Kitson, 2002, Tarrant et al., 2003). 

Consequentially nurses should be able to adapt their role to be congruent with the 

patient’s needs along the self-care to dependency continuum (Department of 

Health, 2005). There are an expanding range of nursing roles developing partly as 

a response to changing patterns of morbidity (Bryant-Lukosius et al., 2004), with 

for example, advanced nursing roles in diabetes care having a clear focus on the 

development of patient self-management skills (Sigurdardottir, 1999) and 

effectiveness in terms of patient health outcomes (Bodenheimer et al., 2005). 

Whilst there is a growing acknowledgement within nursing literature that patient 

expertise within chronic illness not only should be promoted (Hughes, 2004) but 

also acknowledged (Fox, 2005, Wilson, 2002), research suggests that there is 

some resistance from nurses towards the notion of active self-managing patients 

(Henderson, 2003, Thorne et al., 2000). However, within the policy context of the 

expert patient and self-management there has been little previous research in the 

UK exploring nurses’ responses towards active and informed patients.  

 

THE STUDY 
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Against the backdrop of the implementation of pilot EPPs throughout England 

and Wales, the study focused on health professionals’ responses to active and 

informed patients (for the remainder of the paper termed expert patients) as 

espoused by the policy initiative (Department of Health, 2001, Jones, 2003). 

Using a grounded theory approach (Strauss and Corbin, 1990), the setting was a 

county in the south east of England, a relatively affluent area comprising of both 

urban and rural habitation. Whilst considerable work has been undertaken to 

evaluate patient outcomes on the EPP and similar courses in the UK (Barlow et 

al., 1998, Barlow et al., 1999, Kennedy et al., 2004), there has been a 

corresponding lack of research on the professional response to such programmes, 

and yet work from elsewhere indicates that this may be an issue (Bodenheimer et 

al., 2002, Paterson, 2001, Thorne et al., 2000). The aims of the study were 

therefore to explore how patient expertise is viewed, interpreted, defined and 

experienced by both patients and health professionals, to analyse how patient 

expertise is promoted and enabled through the self-management process, and to 

uncover the mechanisms that enhance or impede the development of patient 

expertise. For the purpose of this paper, categories arising out of the data 

collected from the nurses will be discussed. However data from the other 

respondents will be drawn upon as appropriate in order to illuminate the analysis. 

STUDY DESIGN AND DATA COLLECTION 

Sample 

Following research ethics, management and governance approval and informed 

consent from participants, two concurrent data collection strands were employed 
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to facilitate comparative analysis (Glaser and Strauss, 1967) (figure 3). In order to 

start investigating the areas identified in the research questions an initial 

purposeful sample (Cutcliffe, 2000) was identified as containing adults affected 

by physical long-term conditions and professionals most likely to be involved 

with them, which at the beginning of the study were expected to be nurses and 

doctors. Theoretical sensitivity was enhanced by an initial set of focus groups, 

with emerging themes used to guide theoretical sampling within further focus 

groups, interviews and observation (Strauss and Corbin, 1990). Two groups of 

patients affected by cardiac disease (n=7) and diabetes (n=6) were recruited via 

patient self-help organizations. Three groups of nurses (n=38) were recruited via 

post-registration courses in diabetes, respiratory and anticoagulation care, with 

experience ranging from three to twenty five years in practice. Within the UK 

nursing career structure the nurses ranged from E to G grade meaning that they 

were no longer at post qualification novice level, with a significant proportion of 

them deemed to be advanced practitioners with proven competencies in leadership 

and management. Although attending a course at one university, the nurses were 

from all regions of the UK with an approximate ratio of 1:3 primary to secondary 

care backgrounds, and were in posts characteristic of the extended role in CDM 

(Department of Health, 2002). The nurses working in primary care were either 

district (home care) nurses or General Practice Nurses (GPN) who are based at a 

General Practitioner’s (GP) Health Centre.  Examples of roles were GPN’s 

running diabetes clinics, or nurses who had replaced haematologists in running 

routine anticoagulation clinics within hospital out-patient departments. Whilst it 
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was not possible to recruit doctors for a focus group, two General Practitioners 

(GPs) and one Consultant Physician in Diabetes formed part of the initial 

purposeful sample. The purposeful sample also included interviews with eleven 

patients, one EPP lay tutor, two GPNs, and two Nurse Specialists in diabetes. The 

latter two had undertaken post-registration courses in diabetes care 3-5 years 

previously and were working at the senior level of clinical nurse grades within the 

UK career structure (grades G and H). Theoretical sampling (Glaser and Strauss, 

1967) was employed as the evolving theory started to emerge, with an active 

seeking of cases that were likely to contain concepts of theoretical relevance 

(Strauss and Corbin, 1990). A focus group of patients and carers affected by 

Parkinson’s disease (n=9) was recruited to confirm the theoretical relevance of 

themes surrounding the experience of long-term conditions, two further groups of 

nurses (n=35) from the post-registration courses were theoretically sampled to 

confirm the theoretical relevance of litigation and trust, as was a further GPN for 

interview. In addition, as the data from the patients suggested that therapists 

played a significant role in self-management, two focus groups of 

physiotherapists (n=30) and two physiotherapists for interviews were also 

recruited via Primary Care Trusts (PCTs). Theoretical sampling was completed 

when data saturation was achieved (Glaser and Strauss, 1967). In addition to that 

described above, the final sample also included a further Consultant Physician, 

GP, eight patients and one EPP lay tutor. In total within all the data strands 

including the observation, more than one hundred health professionals and one 

hundred patients and carers participated in the study. 
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Focus groups 

The focus groups with nurses and physiotherapists were significantly larger than 

the indicative 6-10 participants (Morgan, 1997), although as they were modified 

to be part of a practice development event a larger size was appropriate (Morgan, 

1997). The focus group format was adapted to be an iterative process (Van Eyk 

and Baum, 2003) with a semi-formal presentation on the EPP followed by an 

appropriate patient scenario to trigger discussion (appendix 1). Group size of the 

patient focus groups followed the more usual format in structure of homogeneity 

and moderator involvement (Morgan, 1997), with a series of prompt questions 

used to trigger discussion. Discussion was audio-taped and transcribed. 

Interviews 

Interviews are seen as well suited to the exploration of values and beliefs 

(Barriball and While, 1994), and particularly appropriate in studies focusing on 

long term conditions where detailed individual chronicles are of use (Charmaz, 

1990). Semi-structured interviews were conducted with 22 adult individuals with 

a physical long-term condition, 3 general medical practitioners (GP), 2 

physiotherapists, 3 GPNs, 2 nurses (nurse specialists) and 2 medical consultants 

specialising in a long-term condition and 2 EPP lay tutors. Each interview utilised 

an interview guide (Duffy et al., 2004, Kvale, 1996) which contained the list of 

topics to be covered but could be re-sequenced with the flow of the interview. In 

order to facilitate comparison with the focus group data, interviews with 

professionals included their response to a relevant scenario (appendix 1). The 

interviews were audio-taped and transcribed. 
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Observation 

Observation is particularly useful when there is little known about a phenomenon, 

there are probable differences between the insider view and outer appearance of a 

phenomenon and the insider view is somewhat obscured to the outsider 

(Jorgensen, 1989). There was concurrent observation of out-patient clinics for 

diabetes and dermatology (both consultant and specialist nurse led), GPN led 

chronic disease management clinics, a professional-led self-management course 

and an EPP. Participants were recruited via PCTs, hospital acute trusts and patient 

organizations. Contemporaneous field notes were recorded and a reflexive 

researcher audio-diary was recorded and transcribed. 

Data analysis 

Data from professionals and patients were analysed separately (Maijala et al., 

2003) in order to facilitate the constant comparative method (Eaves, 2001). 

Computer software was not used in the process of analysis for whilst it is 

acknowledged as a useful assistive tool (McPherson et al., 2004) it can also 

impede intimacy with the data (Pope et al., 2000, Webb, 1999), therefore data was 

manually open coded from which conceptual codes and axial coding was 

developed (Donovan, 1995, Strauss and Corbin, 1990). Consensus regarding the 

emerging categories was achieved through discussion within the research team to 

aid inter-rater reliability (Pope et al., 2000). Interpretation of the data was 

presented to patient and professional groups for member checking (Lincoln and 

Guba, 1985). 

FINDINGS 
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Five major categories emerged from the nurses’ data: using physical measurement 

as a key criterion in trusting the patient; the time resource needed for expert 

patients; professional confidence; litigation in self-management; the emotional 

consequences of chronic illness. 

Physical measurement: a key criterion in trusting the patient 

The study suggests that all the participating professionals relied on physical 

measurement such as haemoglobin A1c (HbA1c), International Normalised Ratio 

(INR) and peak flow readings to define levels of patient expertise, confirming 

previous research (Pill et al., 1999).  

“…there are some patients who think they are expert…and yet her HbA1c 

shows she’s very far from it…she knows that that measurement is 

important and she knows that she’s judged upon that measurement when 

she goes to clinic” 

Nurse Focus Group 1 

During the observation of the consultant and nurse led diabetes clinics it was 

apparent that the professionals would check the HbA1c level before the patient 

walked into the room. If it was perceived high the consultation was framed by a 

disciplinary discourse, with one patient commenting when the nurse had left the 

room briefly that he felt a complete failure.  Whilst this sole reliance on a physical 

measurement was common to all professional groups in the study, the nurses’ 

particularly linked it to concerns on how trustworthy the patient was in self-

management: 

“…they’ll get up to anything and think they can just change their INR”. 
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Nurse Focus Group 3 

Both the nurses and physiotherapists described patients as commonly appearing to 

know more than they actually did: 

“…people can have a certain amount of knowledge that would fool you 

into thinking they know what they are doing.” 

Nurse Focus Group 2 

In contrast the majority of patients participating in the study appeared to have a 

sound knowledge of their condition and treatment, and also clearly articulated 

evaluative skills of information sources: 

“I know what my HbA1C is and if I’ve had liver tests and things like 

that…” 

Patient F5 

 “I always read those information sheets with the drugs …  Usually 

they’re over dramatic I think, on most of these pill things, over dramatise 

it and you think ‘I’m going to be sick, I’m going to be dizzy, I don’t drive, I 

won’t be able to drink’ and you find, well the two first things don’t affect 

you, you haven’t got all of them, so I think it’s nice to know what you’re 

taking and what for, don’t you? 

Patient F6 

“…the general thing is that people don’t read the sheet and I think ‘No, 

I’m putting it into my body, so I’m responsible” 

Patient F15 

Time resource 
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The majority of the nurses were concerned with the time implications of patients’ 

actively seeking information and entering into discussion about treatments: 

“…you’ve got a big clinic and they’d want to know this that and this and 

that, and you’d give them that answer but it’s not good enough and you 

have to give them that answer and that answer so I would have thought it 

would be somebody who would take longer to consult” 

Nurse Focus Group 2 

The expectation of nurses that expert patients took up more time was one of the 

three indicators of divergent views between the professional groups, with doctors 

and physiotherapists describing initial lengthy consultations as an investment for 

future reductions on their time. However, the nurse specialists were the exception 

to this, expressing a similar view to the other professionals that the initial time 

spent with a patient was an investment in reducing time later. Indeed the nurse 

specialists were very keen to encourage patients to attend for more clinic 

appointments, feeling it was often the patient that was not investing enough time. 

Professional confidence 

A striking response unique to the nurses in the study was their frequently 

articulated feelings of discomfort with expert patients: 

“…my years of experience count for nothing, they think they know better 

and it just counts for nothing… it is interpreted by myself as a lack of 

respect because sometimes people don’t go about it in a nice way, they go 

about it in a rude way and that immediately gets your defences up” 

           Nurse Focus Group 2 
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Despite some of the nurses expressing the view that the years of “nurse knows 

best” had gone, the majority were nevertheless uncomfortable with the idea of 

being challenged by knowledgeable patients: 

“…they do challenge you much more and they have more resources 

available to them you know with the Internet now.  You know those 

dreaded words “I’ve been reading up on”.  You think ‘Oh no’…” 

GPN 01  

“He’s challenging our medical knowledge, what causes asthma, how we 

can control asthma” 

Nurse focus group 2 

In contrast the nurse specialists appeared less anxious about expert patients: 

“I say “You know I learn from you” and get them to show me and of 

course they’re very enthused in showing you …” 

Nurse specialist 02  

Neither doctors nor physiotherapists expressed feelings of being threatened by 

expert patients, however there appeared to be different reasons for this. The 

physiotherapists articulated a clear confidence in their own skills that negated the 

feelings of threat: 

“…they might be experts but what we’re expert in is our skills” 

Physiotherapist focus group 2 

GPs appeared comfortable in acknowledging patient expertise: 

“…Doctors are a lot more prone to … saying “Well you know you 

probably do know a lot more about this condition than I do”…I don’t 
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mind admitting that I don’t really know a lot.  I know a little bit about 

many things but not a lot about anything in particular, and I don’t mind 

admitting that the patient may have more knowledge than me, and I don’t 

find that that makes me lose face” 

GP F1 

Consultants felt confident in their levels of knowledge about the condition and 

appeared very positive about patients being as informed as possible. Interestingly 

the majority of expert patients interviewed were very aware of the need to 

develop a non-threatening rapport with health professionals: 

“…if you’ve got a long-term situation, well it’s to your own advantage to 

create a rapport, if it’s little bit by little bit so that, so that you think of 

them as your friends rather than your foes” 

Patient M6  

Accountability and litigation 

The second striking response of the nurses in direct contrast to the other 

professionals was the expression of concern around accountability and litigation 

in self-management. Nurses suggested that they would be held accountable for a 

patient’s self-management: 

“…people would say he saw an asthma nurse and she agreed to 

this…we’ll get blamed for their self-management” 

Nurse focus group 2 

“ I can hear the patient saying “My nurse said I could do that”!” 

GPN 03  
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The physiotherapists and doctors held no concerns regarding litigation in self-

management, suggesting that as long as the patient had been fully informed the 

choice was theirs: 

“As long as you’re clear, and you document it, at the end of the day it’s 

their choice, they have the right. We are not responsible for what the 

patient chooses to do” 

Physiotherapist focus group 2 

“…providing that you are giving people a reasonable level of information 

and knowledge to be able to self-adjust, if something goes wrong, 

something goes wrong and you’re not accountable for it but they aren’t 

either so I don’t see that as a problem” 

Consultant 01 

Emotional consequences of chronic illness 

Many of the patients interviewed described the emotional consequences of living 

with a long-term condition such as anger and a sense of loss. Alongside those 

feelings were experiences of trying to express these emotions to professionals, 

with many finding that doctors in particular did not respond in an effective 

manner. 

“… I got quite upset to my doctor who then said “Oh I didn’t know you 

were like that” because I started to cry in the surgery, he said “I always 

thought you were such a, you know, someone with common sense, I didn’t 

know you got upset like this” and put me on tranquillisers”                                                        

Patient F3  
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This finding was reinforced by the data from the GPs who described difficult 

patients as those who cry, are hysterical or over emotional. In contrast nurses 

were viewed by patients as being most effective in meeting their psychological 

needs: 

“…and a lovely nurse, I mean the nursing profession, she was a credit to 

it all right, she sat with me all night holding my hand and talking and she 

was lovely and I could never thank her because the next day she’d gone off 

duty” 

Patient F8  

 Paradoxically it was only the nurse specialists who articulated this as a skill. 

“I think you’ve got to build a rapport with the patient so you tend to put a 

different role onto different patients, I’ll be Mumsie to some, daughter like 

to others, friendlier to others or more matronly to some.  Whatever I feel 

will work with that patient but, I’m less formal I suppose than some of the 

doctors ‘cos it is going to be a long-term relationship because their 

diabetes won’t go away so I’d probably say that I use more inter-personal 

skills and a lot of patients need to be listened to and they often don’t feel 

they get listened to by the doctor so as long as you listen to them” 

Nurse specialist 01  

“She cried. And you know that’s important to me because she can actually 

express herself…” 

“I’ve had men in tears and talk about things which perhaps, maybe it’s 

difficult for them … erectile dysfunctions are very difficult but I can sort of 
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say, well I’m not an expert but I’m very honest about that, and I suggest if 

they’re comfortable to go down and see the GP to have their levels taken, 

and it may not be as bad as they think” 

Nurse specialist 02  

In contrast the other nurses often articulated the same response as GPs towards 

patients with overt emotional needs: 

“…it’s their body language.  They’ll come in and I’ll say to them “How 

are you?” and it’s “Oh you don’t want to get old dear”.  You know if 

anyone said that to me I would think ‘Well you’re very lucky that you have 

got as far to get old” 

GPN 02 

This dichotomy between patients experiencing nurses as displaying the most 

appropriate responses to emotional needs contrasting with many nurses 

articulating the same values and attitudes as GPs to emotional needs was explored 

in the later theoretically sampled nurse focus groups. Whilst many acknowledged 

that they did see psychological support as a key skill there was also a commonly 

expressed view: 

“…if that’s all we’re seen good at it doesn’t say much for nursing”. 

Nurse focus group 5 

For many of the patients having a professional who was able to listen to them and 

able to cope with tears without a reflex response to prescribing tranquillisers was 

seen as key in a therapeutic relationship. 
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DISCUSSION 

The nurse specialists articulated differing responses towards expert patients than 

the other nurses within the study. Compared to the other nurses they could 

describe a clearer definition of their role that was both unique and complimentary 

to their colleagues within a cohesive multi-disciplinary team. There was 

validation of their role in meeting the psychosocial needs of patients that as 

presented earlier was often of key importance to patients. However, as with the 

other nurses there were still concerns expressed about accountability, and the 

discussion will now focus on the relationship between role definition, perceived 

threats to professional power and concerns regarding accountability. 

Professional role definition and response to expert patients 

Nurses appeared to find expert patients more threatening and had significantly 

more concerns about litigation and the self-managing patient. It is suggested that 

the triggering factor for these differing perceptions was the articulation of clear 

role boundaries and areas of specific expertise. Doctors invariably defined their 

expertise as diagnosis, whilst physiotherapists described treatment as their 

specific area of expertise. In contrast the majority of nurses appeared to have 

difficulties in defining their role (often because it was specified by other 

professionals such as doctors) and expertise but unlike the doctors in the study 

suggested that they should have authoritive knowledge compared with patients. 

Whilst nurses often found it difficult to clearly articulate their specific expertise 

they also appeared to perceive that expert patients bring a wider clinician-like 
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expertise to the clinical encounter (as opposed to personal expertise) than is likely 

to be the case (Department of Health, 2001, Paterson et al., 2001). 

The difficulties in the quest for nursing professionalism has been extensively 

described elsewhere (Davies, 1995), and in particular the search for definitions of 

discrete expertise (Aggleton and Chalmers, 2000). Many of the problems nursing 

has faced in seeking professional status has been attributed to omnipresent 

medical dominance (Cott, 1997), and within the feminist paradigm the notion of 

expertise and professionalism critiqued as a masculine gendered concept (Davies, 

1995). All the nurses in the study described their work as being part of a 

multidisciplinary team. Whilst the development of such teams was seen as a way 

of flattening professional hierarchy, there is evidence that strong demarcation of 

power continues to exist resulting in many nurses continuing to work in a 

mechanistic, task focussed way (Cott, 1997). The findings of this study suggest 

the nurses’ perception of a lack of clear role definition and distinct expertise 

within their working environment directly influenced their responses to expert 

patients. Firstly many nurses appeared unable to work in a flexible partnership 

with self-managing patients, and secondly their unease with expert patients both 

caused and resulted in an over concern regarding litigation. 

Expert patient as threat 

The majority of nurses interviewed and from the focus groups regarded the 

patients presented in the scenarios (appendix 1) as a threat. In contrast to the other 

professionals there was also a tendency by nurses to make assumptions and value 

judgements regarding the scenarios. For example it was frequently suggested that 
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the patients from the anticoagulant and diabetes scenarios over-consumed alcohol 

and that was their major reason for wanting to self-manage.  However, it was also 

apparent that the nurses often articulated feelings indicating a lack of autonomy 

when compared to the other professionals. Whilst the nurses often described the 

scenario patients as “heart sink” patients, the doctors and physiotherapists were 

far more at ease with them. Having reassured themselves of patient knowledge 

and understanding the doctors were invariably happy for self-management, and 

whilst physiotherapists appeared to have more reservations they did not perceive 

the patient as being a long-term issue as their professional intervention was time 

limited. In contrast the nurses articulated feelings of being left with the patient 

who wanted to self-manage, but according to the nurses would not be allowed to 

by the doctor. 

Nurses often described situations of the “problem” patient being passed on to 

them by the consultant or GP, with one consultant clearly identifying the nurse 

specialist role as taking on the more time consuming patients. As highlighted 

earlier, this was a clearly acknowledged role within this particular team which 

appeared to achieve a sense of coherence for the nurses (Housley, 1999). 

However, a significant number of the nurses appeared to feel left with the more 

time consuming patient, often reframing them as the difficult “know-it-all”. 

It was apparent that whilst all the nurses in the study were carrying out an 

extended role within CDM, for the majority this was bound by tight bureaucratic 

cords. Many nurses articulated their role as being governed by protocols (Colyer, 

2004), and it was the very nature of these that appeared to inhibit the facilitation 
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of self-management. Whilst the doctors and more experienced nurse specialists 

exercised more professional judgement and flexibility (Colyer, 2004), the 

majority of nurses appeared too imbued in the bureaucracy of their organization to 

be independent professionals (Manthey, 1992). Far from being expanded, the 

restrictive nature of their role appeared to cause feelings of resentment that was 

quite frequently directed at expert patients, with nurses exhibiting oppressive 

practices (Daiski, 2004, Roberts, 1983) such as failing to advocate for patient self-

management and preserving the status quo. However, it was clear in the study that 

the nurses ascribed their concerns regarding self-management to perceived 

litigious vulnerability.  

The myth of litigation  

There was a marked difference in the attitudes towards litigation between the 

professional groups. Whilst the physiotherapists acknowledged it as a possibility 

they were confident that as long as they could explain and rationalise their actions 

it would not be an issue. The doctors were even less concerned with the majority 

expressing that other professionals’ concerns were disproportionate. The doctors 

appeared to have two criteria regarding litigation, firstly that they were dealing 

with competent adults, and secondly that appropriate levels of information giving 

from the professional could be demonstrated. In contrast, although many of the 

nurses highlighted the need to document the information giving, the majority 

expressed concerns that this would not be sufficient if the patient made an error in 

their self-management. Whilst it is acknowledged that there is an increasingly 

litigious public (Dowling et al., 1996), nurses appeared to believe that expert 
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patients were likely to “twist things” and be “very quick to blame the nurse”. 

However, when questioned this belief was never based on personal experience but 

on assumptions. Whilst the patient was seen as the primary instigator of litigation 

against the nurse it was also apparent that the nurses felt they were the most likely 

victims of organizational blame regarding self-management issues – “we’ll get 

the blame”. Despite working in a supportive team, one of the nurse specialists 

described her first year in post as being one of sleepless nights through worry 

about litigation. 

Although UK law is based upon the notion of active professional and passive 

patient it is possible to interpret it through the new professional-patient 

relationship of an active partnership (Martin, 2004), with self-management seen 

as a right (EPDA, 2003, Martin, 2004). Within the European Community this 

right is embedded within the convention of human rights and fundamental 

freedoms, with irrational responses to patient self-management making 

individuals and organizations potentially vulnerable in the UK under the Human 

Rights Act 1998 (Martin, 2004). While there continues to be a residual duty of 

care from the professional for the self-managing patient it is unlikely that a court 

would expect the professional to remain fully responsible for the treatment when a 

competent adult has taken on self-management willingly (Martin, 2003). 

Although much work is still required in this area, it would appear that for 

litigation to be successful against the nurse it would need to be demonstrated that 

the nurse did not: 
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• respond to the self-managing patient to the standard of other reasonable 

members of the profession, 

• logically defend their actions, 

• practise to the standard expected of their post,  

• recognise evidence based practice. 

It would also need to be established that any harm resulting from self-

management was a consequence of the nurse’s negligence rather than the patient’s 

behaviour (Martin, 2003).  

Whilst further clarity in the legal framework of self-management would be 

welcome, it is concerning that the nurses attributed their concerns not to the lack 

of legal clarity, but to the assumption that expert patients would be likely to bring 

litigation against the nurses.  

 

LIMITATIONS OF THE STUDY 

As with all qualitative research the generalisibility of the findings is limited by the 

specificity of the study site cultural location (Koch and Harrington, 1998). 

However, the results are transferable and therefore meaningful to similar settings 

(Chiovitti and Piran, 2003), in particular white middle class populations. Whilst 

overall the sample size was reasonably large for a qualitative study, it should be 

noted that comparatively few doctors as compared to the other professional 

groups participated. In addition the study may have been further enhanced by 

inclusion of other professional groups involved in self-management, for example 

pharmacists.  
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IMPLICATIONS FOR NURSING PRACTICE 

The findings of this study raise significant implications within the context of the 

expanded role of the nurse within CDM, and the paradigmatic shift towards self-

management as a right (Edwards et al., 2004), necessity (Department of Health, 

2005), and obligation (Salter, 2004) in CDM. 

Previous studies have identified the characteristics of patients perceived as 

problematic by British nurses (Kelly and May, 1982, Stockwell, 1984), and more 

recently have linked the concept with value judgements made by the nurses 

(Johnson and Webb, 1995) and nurses’ perceptions of patient’s refutation of their 

competence (Breeze and Repper, 1998). However, what appears unique to this 

study is that nurses appear challenged by reasonable queries regarding possible 

self-management strategies, and rather than being accepted as a genuine 

suggestion, the patients described in the scenarios and within the data were 

viewed as non-compliant in the narrowest sense (World Health Organization, 

2003). Nurses’ assumptions regarding the patients not only stemmed from a 

paternalistic viewpoint (Raynor et al., 2001) but also appeared contradictory to 

professional standards, with respect both for the patient as a partner and their 

contribution to care as fundamental (Nursing and Midwifery Council, 2004). The 

Victorian ethic of patient as passive still appears to be a covert value within 

nursing (Salvage, 2002), and with the continuing reliance on medicine as a 

template for professionalism (Salvage, 2002) there is a focus on evidence-based 

practice (Kitson, 2002). This focus has not only impacted on the way nurses know 
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their patient, moving from a relationship based on aesthetics, ethics and personal 

knowing to a discourse now dominated by empirical knowledge (Crowe, 2000, 

Speed and Luker, 2004), but is also emerging as a criticism as inappropriate for 

chronic illness increasingly characterised by co-morbidity (Tinetti et al., 2004) 

and user participation (Nolan, 2005). Examination of the competencies required in 

many of the current extended roles in the UK such as the Advanced Primary 

Nurse (Evercare) (Department of Health, 2003), reveal a clear orientation towards 

the biomedical model. Colyer (2004) critiques the functional description of such 

extended roles as lacking ontological foundation, with the value base of the 

profession eroded. During the interviews and focus groups, nurses rarely 

articulated meeting the emotional needs of patients as a key skill and yet 

observation of their work and data from the patients revealed this as a clear area 

of expertise. These new roles often bring isolation from nursing colleagues 

(Colledge et al., 2003) compounding the loss of nursing values (Hale, 2002) such 

as caring and valuing the patient perspective (Benner and Wrubel, 1989). There 

also appeared to be a lack of trust from the nurses regarding patients’ abilities to 

self-manage responsibly, directly impacting on their facilitation of patient 

involvement in decision-making (Entwistle, 2004). Paradoxically, it was the 

perceived sense that the patient did not trust the abilities of the nurse and was 

therefore questioning the suggested treatment (Kraetschmer et al., 2004) that 

resulted in the nurses’ feeling challenged with a subsequent loss of self-worth 

(Breeze and Repper, 1998).  
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However, the study did reveal that specific nurses felt less challenged by expert 

patients and were consequently able to enter an appropriate therapeutic 

relationship with them (Wilson and Miller, 2004), and it is suggested that the 

characteristics of these nurses should not only be used as a model for practice, but 

also as the platform for further research on differences in role preparation and 

working environments of generalist and specialist nurses, particularly the impact 

on the nurses’ contrasting responses. The nurse specialists had confidence in their 

empirical knowledge which not only formed part of their decision making process 

but was also shared in an egalitarian manner with patients (Henderson, 2003). 

This confidence also resulted in a clear articulation of what they perceived as their 

strengths, and hence when patients did question treatment options there was 

openness and encouragement of the patient perspective, but with a co-existing 

continuing belief in their own abilities (Williams et al., 2005). However, there 

was not a sole reliance on this form of knowing with key emphasis placed on 

knowing the patient as a person (Morse, 1991). Indeed, it was very striking within 

the observation that the physician could remember all his patients’ HbA1c 

readings but not their names, but the nurse specialists would describe the 

significant non-medical life stories of each patient before they came into the 

consulting room. As with all the professionals, the nurse specialists could describe 

their heart sink patient, but in contrast to the other nurses these were not the 

“know-it- all” but rather the infrequent potentially violent patient when the nurse 

specialists felt physically vulnerable. The nurse specialists also displayed two 

other key characteristics that are linked to the organisational structure within 
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which they worked. Firstly, not only could they describe their discrete area of 

expertise but could also articulate the boundaries of their role which is in direct 

contrast to the reported problems in lack of clear advanced nursing role 

specifications (Bryant-Lukosius et al., 2004, Nursing Times, 2004). Secondly, 

their place within the multidisciplinary team and the way this team functioned 

exemplified contemporary concepts of professionalism (Davies, 1996). Davies 

describes new professionalism as being underpinned by reflective practice, 

interdependent decision making with patients and colleagues, practice that is 

supported, collective responsibility within a team, engagement with both the 

patient and colleagues, and the professional’s strengths being clearly specified. 

Within the context of the expert patient (Coulter, 2002), it would also be 

appropriate to add that the patient’s specific strengths and expertise should be 

acknowledged within the model of new professionalism. In contrast the majority 

of nurses in this study often appeared too constrained by the organizational 

structure to have autonomy (Daiski, 2004) and responsibility with authority 

(Manthey, 1992) that may have enabled them to respond more appropriately to 

expert patients. Although the rhetoric of enterprise (McDonald, 2004) pervades 

the UK National Health Service organizations, the majority of the nurses were too 

bound by hierarchy and protocols to be able to develop initiative, self-reliance and 

the ability to accept responsibility for one’s own action such as enabling patients 

to undertake their own self-management strategies. 

A great deal is expected of British nurses and indeed nurses from elsewhere 

(Bodenheimer et al., 2005) in meeting the challenge of CDM, not only from 
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employers (Department of Health, 2005) but also from patients (Hicks and Fide, 

2003). As expert patients become increasingly common, professional roles need 

to change (Salvage, 2002) in order to respond to peoples’ desires to have some 

meaningful control over treatment and to be treated as a valued partner in care 

(Breeze and Repper, 1998). Bodenheimer et al. (2005) describe the essence of the 

chronic care model as being the interaction between informed, activated patients 

and a prepared, proactive team. A number of authors (Campbell and McGauley, 

2005, Coulter, 2002, Edwards et al., 2004, Kitson, 2002) describe the 

characteristics of professionals that would be part of this team with all 

emphasising the depth of understanding the patient’s viewpoint as key and 

reflecting on the professional’s own response to that perspective. Whilst reflective 

practice and an emphasis on the patient perspective are espoused within British 

basic nurse education (Nursing and Midwifery Council, 2004), there still appears 

to be room for improvement. In particular, although attitudes may be affected by 

paper exercises and pedagogic approaches, skills training and working with role 

models is essential (Peden-McAlpine et al., 2005, Thistlethwaite et al., 2003), 

however the latter may be problematic in nursing if students are placed with 

senior nurses who do not display appropriate responses to expert patients. Whilst 

basic education is essential for the development of appropriate values, ethics and 

identity of a professional group (Apker and Eggly, 2004, Assal, 1999, Hale, 

2002), continuing professional development is also of key importance (Gilbert, 

2005). Both basic and post-basic education would benefit from utilising the skills 

of expert patients as a key resource to challenge assumptions (Coles, 1995, 
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Wykurz and Kelly, 2002), and may benefit from adopting approaches from 

consumer orientated service industries (Nursing Times, 2004). 

However, educational development on its own will not be sufficient and nursing 

employers also need to address issues within organizations that impact on nurses’ 

responses to expert patients. Temptation to routinize care is very high when there 

are unrealistic work loads and time pressure (Woodward, 1998) whereas the nurse 

specialists were notable in working within clinics where there was sufficient time 

allowed to explore the patient perspective. Whilst the development of 

multidisciplinary teams is linked to the rhetoric of nursing autonomy, the reality is 

all too often that they are medically dominated (Cott, 1997). Often nurses have 

little say in the planning and management of new posts (Dowling et al., 1996), 

with substitution for doctors the main driving force rather than innovation in care 

(Salvage, 2002) and many nurses feeling forced to accept identities that meet 

organizational goals but not their own (McDonald, 2004). In order to respond 

appropriately to expert patients, nurses need to work in an organizational 

environment where professionals and patients learn from each other and where 

ways of working are not decided by one group on behalf of another, but where 

activities are undertaken together (Kitson, 2002). 

 

CONCLUSION 

Against the duality of rising prevalence of chronic disease and self-managing 

expert patients, this paper has presented findings pertaining to nurses in a 

grounded theory study exploring professionals’ responses to expert patients. The 
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study suggested that nurses find expert patients a particular challenge, not least 

because of a perceived litigious vulnerability. Whilst the case has been put that 

this vulnerability appears based on myth, the paper raises questions about nurses’ 

responses to self-managing patients, an issue likely to become more significant as 

the role of the nurse within CDM continues to expand, and the ongoing UK 

government agenda of patient choice. Implications have been raised regarding 

educational preparation for nurses in order to facilitate appropriate responses to 

expert patients, and organizational issues have been discussed. However, further 

work is necessary to explore the organizational constraints, education and culture 

of nurses in the UK if they are to be more confident about self-managing patients 

and move beyond feelings of having twenty four hour responsibility for people 

who are well able to manage their own condition. In particular, in-depth 

exploration of the factors that shape the differing responses of specialist as 

opposed to generalist nurses may be fruitful in illuminating ways of helping 

nurses to respond more appropriately to expert patients. 
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1. Seeking and securing appropriate medical assistance 
2. Being aware of and attending to the effects and results of 

pathological conditions 
3. Effectively carrying out medically prescribed measures to regulate 

or prevent pathological processes or compensating for disabilities 
4. Being aware of and attending to or regulating discomfort 
5. Modifying the self-concept in accepting one-self as being in a 

particular state of health and in need of a specific form of health 
care 

6. Learning to live with the effects of medical diagnostic and 
treatment measures in a lifestyle that promotes continuing personal 
development. 

                     Orem’s six self-care activities (Ricka et al., 2002)  Figure 1 
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• Assessing and responding to signs and symptoms in line with 
professionally set rules (Fishwick et al., 1997) 

• Adjusting medications (Worth, 1997) 
• Self treatment (Van der Palen et al., 1997) 
• Self-test, interpret results, change drug dosage (Fitzmaurice and 

Machin, 2001) 
Definitions of self-management    Figure 2 
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APPENDIX 1 : PATIENT SCENARIOS 

John 

John is a 40 year old man who’s had asthma since childhood, and has a self-

management plan to control his asthma. He is knowledgeable regarding the use, 

action and side effects of both his salbutamol (albuterol) and corticosteroid 

inhalers and monitors his peak flow regularly. Recently he has used the Buteyko 

technique to control his breathing. He doesn’t wish to continue with his 

corticosteroid or salbutamol inhalers as his peak flows have remained stable for 

the past 6 months without using them whilst practising Buteyko. However, he is 

prepared to take the inhalers if he gets a cold.  

  

Eric 

Eric is 68 and has had Parkinson’s Disease for several years. As time has gone on 

his medication has become less effective and he is increasingly troubled by side 

effects and wants to try a new approach. He discusses with you the possibility of 

trying Chinese medicine (herbal medication and acupuncture) as an alternative to 

his current treatment. 

 

Simon 

Simon is 32, a merchant banker and has diabetes Type 1. He has a history of 

hypoglycaemic attacks although in recent years these have reduced. His lifestyle 

is becoming more active since marrying a few years ago. He and his wife want to 

go on a cross -country skiing holiday together and also have plans to train for the 
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London marathon. However, both worry about Simon having a hypo. Simon has 

heard of a non-invasive, continuous glucose monitoring system based on 

impedance spectroscopy. He is keen to try this method in order to monitor his 

blood glucose during his planned activities.  

 

Claire  

Claire is a 42 year old graduate who has a middle management post with a large 

company. She was diagnosed with anti-phospholipid syndrome 10 years ago, and 

was started on long-term warfarin therapy following the birth of her second child.  

Claire has heard about the possibility of self-managed anticoagulation and is keen 

to undertake this. Her reasons are that it would save visits to the clinic which 

often impinge on her work, and would allow her more flexibility in monitoring 

her INR when she has lifestyle changes which she knows impact on her INR, such 

as changes in diet when away on business or on holiday. Claire tells you that she 

wants to take control of the warfarin, rather than it feeling that the warfarin is in 

charge of her life (Wilson, 2002).  

 

Peggy 

Peggy, a 70 year old retired teacher with a venous ulcer has decided that she 

would like honey to be applied to the wound surface, but is happy for pressure 

bandaging to be applied over this. 

 

 


