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Experiences of a patient-initiated service

Abstract

Objectives

To explore patients’ experience of a patient-initiated self-monitoring service for people with

rheumatoid or psoriatic arthritis on methotrexate.
Methods

Qualitative semi-structured interviews, embedded within a randomized controlled trial. Twelve
participants who were randomly assigned to the intervention arm were interviewed. Interviews
were digitally recorded, transcribed verbatim and analysed using inductive thematic analysis. The
study received full NHS ethics approval from Camden and Islington Community Local Research Ethics

Committee (Ref. 09/H0722/91).
Results

Analysis revealed five key themes. Participants described usual care as burdensome and an
inefficient use of time, particularly those in employment. Being able to self-monitor and initiate their
own care increased patients’ knowledge about their illness and its treatment, and enabled them to
gain a sense of control and ownership over their arthritis. Patients appreciated the personalised
nature of the new service, which allowed them to be seen at a time and by a method more
appropriate to their needs. There was however some concern about fidelity to the service protocol,
confusion about the lack of consistency between symptoms and laboratory results and anxiety about

self-monitoring.
Conclusions

Overall, participants were positive about the new service, in comparison to usual care, valuing its
tailored approach and empowering effects. Further work is needed to ensure adherence to the
service protocol and address anxieties around self-monitoring prior to any widespread

implementation of the service.
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Introduction

As a result of increasing patient numbers the volume of follow-up cases in rheumatology outpatient
services has soared (Kvalvik, Larsen, Aadland, & Hgyeraal, 2007). As a consequence many healthcare
trusts in the UK have been unable to offer patients with rheumatoid arthritis a timely follow-up
appointment (National Audit Office, 2009). Various models of care have been developed and
implemented in order to address the volume of outpatient appointments. The introduction of the
nurse specialist to reduce the demand on rheumatologist-led services has been found to be as
effective as rheumatologist-led clinics and also cost-effective (Ndosi, Vinall, Hale, Bird, & Hill, 2011;

Ndosi et al., 2014).

Rather than simply redirecting care however, patients with arthritis can access their rheumatologist,
much like in primary care, by initiating their own appointments rather than having regular pre-
scheduled visits (Hewlett et al., 2000; Kirwan et al., 2003; Hewlett et al., 2005; Chattopadhyay &
Hickey, 2008; Primdahl, Sgrensen, Horn, Petersen, & Hgrslev-Petersen, 2014; Primdahl, Wagner,
Holst, & Hgrslev-Petersen, 2012; Adams & Sands, 2009; Sands & Adams, 2009). These services,
known as patient-initiated clinics (Whear et al., 2013), suggest that patients with arthritis are able to
self-refer appropriately (Hewlett, Mitchell, & Kirwan, 1999). This has led to reductions in healthcare
utilisation without compromising patients’ clinical or psychological well-being (Hewlett et al., 2000;
Kirwan et al., 2003; Hewlett et al., 2005; Chattopadhyay & Hickey, 2008; Primdahl, Sgrensen, Horn,
Petersen, & Hgrslev-Petersen, 2014; Primdahl, Wagner, Holst & Hgrslev-Petersen, 2012; Adams &
Sands, 2009; Sands & Adams, 2009). Benefits have also been found in terms of improvements in self-
efficacy, satisfaction with the service and confidence in the system (Hewlett et al., 2000; Kirwan et
al., 2003; Hewlett et al., 2005). More recently, this model of care has been evaluated in the context
of a nurse-led rheumatology service, and has been broadened to include patients not only

monitoring their symptoms and side effects and using this information to initiate care from their
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rheumatology team, but also self-monitoring their laboratory results (McBain, Shipley, Olaleye,
Moore, & Newman, 2016). Quantitative evaluation of this service in an randomized controlled trial
(RCT) revealed that patients can understand and interpret their blood test results appropriately. It
also showed that this service leads to significant reductions in face-to-face nurse specialist
outpatient visits which are more appropriately redirected to the nurse helpline, and reductions in
arthritis-related GP appointments in comparison to usual practice, without having a negative impact

on the clinical and psychosocial well-being of patients (McBain et al, 2016).

Despite the evidence, healthcare professionals have identified a number of challenges to
implementing patient-initiated clinics into secondary care, including a lack of understanding of the
concept of patient-initiated services, concerns about clinical safety, pressures on work-load, financial
concerns and the inability of leaders to make decisions about implementation (Kieft, Day, Byng,
McArdle, & Goodwin, 2017). Along with understanding healthcare professional’s perspectives on the
barriers to implementing alternative models of care, it is important to establish the experiences of
patients who are subjected to such services. Recent qualitative evaluation of direct access to a
rheumatologist for adults with rheumatoid arthritis found that implementation could be aided by
increasing patient confidence in the response of the system, and ensuring the systems incorporate
regular disease monitoring and are in a convenient setting for patients and staff (Child, Goodwin,

Perry, Gericke, & Byng, 2015).

The aim of this study was to explore the experience of patients who were part of a patient-initiated
self-monitoring service, in order to understand acceptability from the patient perspective. The
service included a brief group-based education session to explain the service and teach patients how
to self-monitor, a nurse specialist-led telephone help-line to review any abnormalities in symptoms
or laboratory results and when required quick access to a face-to-face appointment with a

rheumatology nurse specialist. The potential value of conducting qualitative research at this stage is
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to add relevance and interpretation to the findings of the RCT and in this way aid the possible
implementation of this complex intervention (O'Cathain, Thomas, Drabble, Rudolph, & Hewison,

2013).

Patients and Methods

Study design
This study was a qualitative enquiry, from a realistic phenomenological perspective, utilising semi-
structured interviews, embedded within an RCT conducted in the UK. The RCT aimed to compare a

patient-initiated DMARD self-monitoring service with standard care.
Intervention

Intervention group had taken part in a group based training session to provide them with the
knowledge, skills and resources required to self-monitor and initiate their own care. Participants
self-monitored markers of inflammation (CRP and ESR), haemoglobin, white blood cell count, liver
function tests (ALP and ALT), platelets and neutrophils. Participants continued to receive routine
care from their rheumatologist, defined as outpatient appointments every 6 months; had access to
the emergency nurse helpline if necessary and continued with routine blood monitoring every 4-6

weeks depending on their dose of methotrexate.

Following each blood test, participants were sent a copy of their results either via email or post,
depending on the patient’s preference. Included were the patient’s previous blood test results, to
enable calculation of change scores by the participant. Criteria for a significant change or out-of-
range blood test were developed and agreed by the clinical team and shared with the patient (Table

1).

Participants also recorded, using a 17-item checklist developed by the authors, the side effects and

symptoms they had experienced since their last blood test, indicating if they were any new or
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continuing symptoms. For continuing symptoms participants indicated if the symptom had become
worse, better or remained the same since their last blood test. The criteria for seeking a telephone
consultation with the CNS was a blood test that was outside of the normal range, a blood test that

had changed significantly or the appearance of a new symptoms since their last blood test, or a

continuing symptoms or side effects that had become worse since their last blood test.

Blood test frequency and visits to the rheumatologist remained as per usual care. Usual care
typically consisted of blood tests every 4-6 weeks and optimally outpatient appointments with their
rheumatologist every 6 months. Advice was also freely available via the emergency nurse helpline
when requested. Full details of the trial and the service can be found elsewhere (McBain et al.,

2016).
Ethical Approval

The study received full NHS ethics approval from Camden and Islington Community Local Research

Ethics Committee (Ref. 09/H0722/91).
Participants and recruitment

All 52 intervention group participants who took part in the RCT were eligible to participate and were
asked on entry into the trial whether they would be willing to be contacted about participating in a
qualitative intervention at the end of the trial period. Inclusion criteria for entry into the RCT were
those with diagnosed RA or PsA whose treatment was classified as stable. This was defined as
treatment with methotrexate for at least 6 months, plus a further 3 months if the patient were
receiving one of two self-injecting anti-TNF agents; adalimumab or etanercept. As participants
completed the trial those who did agree were contacted by the researcher and additional written
consent was obtained. All interviews were conducted by HM, digitally recorded with the

participant’s permission and transcribed verbatim, with any identifiable data removed.
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Data collection

The interview schedule was semi-structured (Appendix 1), and was designed to obtain detailed
accounts of the experience of participants. A draft of the interview schedule was produced by the
lead author, focusing on each of the key areas of the intervention, and developed further in
collaboration with the research team. Questions covered the participants’ decision to take partin
the trial, the training and information received in the education session, the tasks involved and their
reflections on the experience of standard care and the value they placed on the new service.

Prompts and probes were used if further details were needed.
Sample size and analysis

The study aimed to recruit an initial sample of 10 participants from the intervention group with a
stopping criterion of up to a further three interviews to confirm that data saturation had been
achieved (Francis et al., 2010). Data were analysed by HM using inductive thematic analysis (Braun &

Clarke, 2006), a 6 step method for identifying, analysing and reporting patterns within data (Table 2).

Results

Sample characteristics

All 52 participants who were randomised to the intervention arm agreed to be approached to take
part in an interview. The first 41 trial participants were invited to an interview, 12 (27.91%) of these
consented, at which point no new themes were emerging and no further participants were
approached. All participants had completed the trial and had experienced of the service for an
average of 34 weeks (SD = 8.52). The interviews lasted between 20 and 38 minutes, and took place

within the University. Participant characteristics can be found in Table 3.
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Themes

The analysis revealed five key themes (i) burden of usual care, (ii) the self-management process, (iii)
conflict, (iv) anxiety and (v) a tailored service. Four of the five themes also contained between 2 and
3 subthemes, as indicated below.

Theme one — burden of usual care

Sub-theme — Stop wasting my time

All participants reported that their rheumatology outpatient appointments were often an inefficient
use of their time and that of the clinical team. Many participants described situations in which they
had made the journey to hospital, waited in delayed clinics and were then seen by their nurse for a
matter of minutes. These appointments often consisted of discussions around what patients felt
were minor symptoms or were used to obtain blood tests forms; activities which they felt could have
been dealt with via other methods of communication, such as email or telephone. These

appointments often led to no changes in treatment, which patients found extremely frustrating.

“....today | mean [the nurse] was running half an hour late, my appointment was at 11.15 and it was
in fact at 11.45 but | was out of [the nurse’s] office by 11.50 for a 15 minute appointment, basically
we don’t have anything to say, there aren’t any issues and really the whole purpose was for me to

get some more blood test forms.” — Participant 10, Male, PsA, 60years

Sub-theme — “A much larger cost”

For those participants who were in employment, attending outpatient appointments along with
juggling the demands of their arthritis was a challenge, and was a driver to participating in the trial.
Regular reviews with the nurse were described as “coming at a cost”, both in terms of time and

financially, for the participant and health service.
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“You know, and I've spend 45 minutes in the waiting room and you know, it comes at a time cost,
particularly when you're paid by the hour it can come at a much larger cost” Participant 1, Male,

PsA, 35years

Theme two — the self-management process

Sub-theme - Knowledge is power

All participants felt that the training they received as part of the new service increased their
knowledge of arthritis, their treatment, the reasons for regular testing and the meaning of test
results. This knowledge allowed participants to feel involved in the consultation process, which in
turn enabled them to ask more relevant questions of their clinical team and be an active participant

in the treatment process.

“But yes | was probably more knowledgeable and | was able to ask him more relevant questions.”

Participant 4, Female, PsA, 58 years

Sub-theme - Control
A sense of control was identified as important for all participants and was nurtured as a result of the
new service, both in terms of general health and their arthritis. This allowed them to take

“ownership” of their illness and treatment.

“I thought it was important to own your illness, you know what | mean to take responsibility for it by

looking at the data” — Participant 10, Male, PsA, 60years

Sub-theme — Behavioural adjustment
A number of participants felt that self-monitoring allowed them to make a connection between their

behaviour, including taking their medication and making changes to their lifestyle, and their
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laboratory results, and provided them with the opportunity to understand how their condition was

changing over time.

“...seeing my results has enabled me to understand my body and its reactions to the disease and to

methotrexate.” — Participant 11, Female, RA, 76 years

Being able to monitor the impact of alcohol, diet and smoking on symptoms and laboratory results
led some participants to consider changing their lifestyle. For example, one participant considered
whether changes in his alcohol consumption, either by drinking less or by drinking more water after

consuming alcohol, would alter his liver function tests.

Theme three - conflict

Sub-theme — Conflict between laboratory tests and symptoms

Patients expressed confusion about the disparities between their laboratory tests and their
experience of symptoms. In some interviews participants reported excruciating pain and swelling,
but this was not reflected in their inflammatory markers. Participants found this confusing and in

some cases led to patients questioning their diagnosis.

“1 get confused because sometimes the results would tell me the opposite of what I’'m feeling and

sometimes, like you are low, you go for a test and you got low inflammatory factors but your hands

are puffed up and you’re in pain” — Participant 3, Male, RA, 50 years

For others when congruence between symptoms and laboratory results occurred this reassured

them, helped provide an explanation for their symptoms and validated their experience.

10
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Sub-theme — Conflict between study guidelines and practice

Participants felt that fidelity to the study protocol was important and this was identified as an area
for future improvement. This was a result of less stringent criteria being implemented by the nurse
specialist. Although a majority of participants sought help appropriately, even when there were only
small deviations in their laboratory results, a number of participants struggled to decide whether
they needed to contact their nurse. Some felt they knew the outcome of the consultation or did not
fully recognise the importance of any abnormalities; despite this they more often than not contacted

their clinical team.

“You know you follow them accordingly and | guess sometimes, you would see that your figure was
just outside the range or just moved by a certain amount and you think that’s probably no big deal,

but | knew what to do” Participant 1, Male, PsA, 35years

Theme four — anxiety

Increased anxiety made some participants extra diligent in checking their laboratory results against
the pre-defined criteria. There was also some concern about the “risk” of allowing patients to take
full responsibility for their monitoring. These participants felt that it would be important to have
additional safety nets in place to ensure that any serious abnormalities were also flagged to the

clinical team.

“what | would like to be able to do, is feel certain at the back of my mind that if the things aren’t

going well it isn’t entirely left me to decide find that’s all.” — Participant 11, Female, RA, 76 years

Whilst some expressed concern others acknowledged the seriousness of interpreting their blood

tests, but weren’t worried about the additional responsibility.

11
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Theme five —a tailored service

Sub-theme - Right time

Participants described usual care as being a “snap shot” in the disease course. Significant changes in
their disease status often occurred between outpatient visits, but were not known or acknowledged

by the clinical team.

“Because the things were so snap-shotty, it's impossible for people, for three months you could be
really ill but the whole care is based on how you were there and then. That's frustrating.” —

Participant 3, Male, RA, 50 years

Being seen by a member of the clinical team when they were unwell was an important part of
validating their experiences. As a result of this lack of alignment between ill health and delivery of
care all participants valued the tailored and timely nature of the new service, which allowed them to
access care when they felt they needed it. Self-monitoring and initiating their own reviews was
recognised as important, both when they were well and their disease was stable so that they could
avoid unnecessary visits, but also when their condition deteriorated as they were able to make
contact with their clinical team and be seen as a matter of urgency. At which point they felt regular

face-to-face contact with their nurse was more appropriate.

“...saying that my psoriatic arthritis is relatively under control, now if mine wasn’t under control |
think | might not be saying that. | think | would like, if things weren’t under control and | was in pain
all the time, related to the arthritis | think | would feel more comfortable seeing someone on a more

regular basis”. — Participant 10, Male, PsA, 60years

12
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Participants acknowledged that the new service could also benefit newly diagnosed patients and
established patients who were unwell by freeing clinic time, which they felt was hugely beneficial

and important.

“I mean | think this idea for freeing up specialist nurse’s time to see people who really need to be
seen just seems to be to be incredible important and | think you should press ahead with that” —

Participant 12, Female, RA, 47 years

Sub-theme - Right method

All participants spoke about the benefits of having direct access to the nurse by telephone, as this
provided the opportunity to seek help immediately. Despite not seeing the nurse face-to-face,
telephone contact was considered an acceptable method of accessing urgent care and for follow-up

consultations.

“l knew that if | had a problem that if | felt unwell, really unwell then | would phone [the nurse]
anyways and | knew | could always speak to her. So | did not feel | was just put in the study and
shipped out and left on my own to deal with it | felt there was support there in place for me if |

needed it.” — Participants 6, Female, RA, 44 years

Discussion

The aim of this study was to explore participants’ experiences of a patient-initiated DMARD self-
monitoring service, using qualitative interviews. The overall narrative suggested participants held a
positive view of the new service, valuing its efficiency and tailored approach. Empowering patients
to self-monitor and initiate their own care provided them with an opportunity to increase their
knowledge and sense of control; however, some participants did express concerns about the

responsibility of self-monitoring and initiating their own care along with intervention fidelity.

13
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Participants weighed the advantages of self-monitoring and initiating their own appointments
against usual care. As reported elsewhere in the literature (Primdahl, Wagner, & Hgrslev-Petersen,
2011; Child, Goodwin, Perry, Gericke, & Byng, 2015) on the whole usual care was considered an
inefficient use of their time, and that of the nurse specialist. This was frustrating and was further
compounded by long waiting times and appointments that led to little or no change in treatment, a
view shared by many rheumatologists (Mitchell, 2000; Hehir et al., 2001). This was particularly
salient for people with work commitments, and may explain why people with arthritis are more
likely to prefer an evening or weekend appointment if they are employed (Douglas et al., 2005). The
difficulties participants reported in terms of attending appointments and monitoring their arthritis,
alongside their work commitments, may be an additional reason why patients with arthritis
experience occasional loss of work hours (Gignac, Cao, Lacaille, Anis, & Badley, 2008). Work disability
not only constitutes a financial burden for patients and an economic burden for society, but also has
a negative impact on self-esteem (MacKinnon & Miller, 2003) and quality of life (Chorus, Miedema,
Boonen, & van der Linden, 2003). The findings from this qualitative study and other research
Gignac, Cao, Lacaille, Anis & Badley, 2008), suggests that it is not only a complete inability to work
that may be detrimental, but also frequent interruptions to work life as a consequence of continual

monitoring and appointments.

The knowledge gained in the training session, in combination with self-monitoring and being able to
initiate their own care allowed patients to feel greater control over their illness and its treatment,
reflecting outcomes from other patient-initiated services in arthritis (Sands & Adams, 2009; Child et
al., 2015). This enabled patients to be more active participants in the consultation process and gain
ownership of their condition. Having access to test results and explanatory information about
relevant laboratory and disease markers, as well as arranging their own appointments has also been

found to promote illness ownership in other chronic conditions (Winkelman, Leonard, & Rossos,

14
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2005). As there appears to be significant disparity between the level of involvement patients with
arthritis would like in relation to decisions around their treatment and care (Neame, Hammond, &
Deighton, 2005; Renzi, Di, & Tabolli, 2011) and the level of involvement patients actually achieve
(Cunha-Miranda, Costa, & Ribeiro, 2010; Brekke, Hjortdahl, & Kvien, 2001; Lim, Ellis, Brooksby, &
Gaffney, 2007; Kjeken et al., 2006; Leung et al., 2009), this alternative model of care could be a way

of bridging this gap.

The new service also highlighted the impact that taking medication and making changes to lifestyle
had on the results of laboratory tests and experience of symptoms. Participants were able to see
how their behaviour was affecting their blood test results. This included the link between taking
their methotrexate and improvements in their inflammatory markers. As well as making a
connection between their lifestyle such as alcohol consumption, diet and weight and their clinical
well-being. The findings suggest that patients may also adjust their behaviour based on their
laboratory results. The creation of a link between laboratory findings and behaviour is an important

incentive to make healthier lifestyle choices.

Frustration and confusion were reported when there was conflict between laboratory tests and
participants’ experience of symptoms, for example the presence of intense pain and swelling in the
absence of elevated inflammatory markers. Research has demonstrated discordance between
objective and subjective measures of function in arthritis (van den Ende, Hazes, Le Cessie, Breedveld,
& Dijkmans, 1995; O'Connor et al., 1999) and it is now well established that the association between
subjective reports of pain with radiographic damage are modest at best (Sarzi-Puttini et al., 2002).
This discordance has been linked to both psychological and social determinants of the illness
experience, reflected in the development of the bio-psychosocial model of chronic illness. The
confusion and frustration reported by patients however, suggests that the imperfect relationship

between markers and experience have not been adequately communicated to patients. Similar

15
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frustrations have been reported in other chronic conditions (Winkelman et al., 2005), leading to
patients losing trust and value in their laboratory tests and consultant reports, as reported in this
study. The legitimization and validation of the fluctuating nature of arthritis was important to
participants. This was achieved when there was consistency between symptoms and laboratory
tests, but also when patients were seen by a healthcare professional during these periods.
Legitimization of symptoms is an important part of the diagnosis of arthritis (Undeland & Malterud,
2007; Brand, Claydon-Platt, McColl, & Bucknall, 2010), but has not been explored in patients with
established arthritis. One of the main reasons patients seeking help in primary care is legitimization
of symptoms and in order to maximise the effectiveness of the consultation it has been argued that
this should be acknowledged from the outset (Main, Buchbinder, Porcheret, & Foster, 2010).
Validation of pain in particular, appears to be important to psychological well-being (Linton,
Boersma, Vangronsveld, & Fruzzetti, 2012) and is, therefore, key to our understanding of arthritis
since this is the most frequently reported symptom (Carr et al., 2003). By providing a service which
allows patients to access care in times of perceived need, as in this study, this shifts control back to

the patient and provides them with the opportunity to receive the validation they require.

The inefficiency of ‘usual care’ and the need for legitimization is characterised by the need for
personalised care from the rheumatology team, a narrative present across all of the interviews. It
was important to participants that they were able to not only see their clinical team at the right
time, but also access their nurse by the most convenient method. A majority felt that telephone
consultations were an acceptable model of care, enabling them to seek help at the appropriate time
and quickly. High levels of patient satisfaction with nurse-led rheumatology telephone follow-up
clinics has been reported elsewhere in the literature (Pal, 1998; Hennell, Spark, Wood, & George,
2005). The advantages of saving time and money, less stress for the patient and greater convenience
are reported to outweigh the disadvantages of not meeting face-to-face and should be considered

more widely as an alternative method of consultations.
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Although the quantitative results of the RCT suggested a decrease in levels of generalised anxiety in
the intervention arm and an increase in the control arm (McBain et al., 2016), the current qualitative
study found that a number of participants were worried about the responsibility of monitoring and
initiating their own care. Whilst this has been attributed to a lack of understanding about abnormal
readings in other long-term conditions (van der Vaart, Drossaert, Taal, & van de Laar, 2013; Peel,
Parry, Douglas, & Lawton, 2004), it could also reflect a clear understanding and genuine concern
about the underlying disease progression or concern that someone may not contact the service as
reported in other qualitative explorations of patient-initiated clinics {Child, 2015 5369 /id}. As a

consequence participants in this study were particularly vigilant about checking their results.

Issues of power between the researcher and participant can be particularly problematic in
gualitative research. This study contains potential bias as the interviewer also delivered elements of
the service. Participants may have therefore felt pressured to report socially acceptable responses. It
is also possible that the researcher encouraged dialogue that evoked a more positive response to
the intervention. The fact that the analysis reports both positive and negative views of the service
suggests that these bias may have been limited. As opposed to quantitative research which aims to
quantify opinions or beliefs, qualitative research is about the richness of the data and hence sample
size calculations are not conducted in the same way (Kuzel, 1992). The sample size could however be
criticised as being too small, although saturation of themes was achieved and the sample was
diverse in age, disease duration and length of treatment. Barriers and facilitators to implementing a
patient-initiated service can be experienced by both healthcare professionals and patients. The
perspective of healthcare professionals would have brought an additional perspective to aid our
understanding of the barriers and facilitators to implementing the service, but were not collected as

part of this study.

17
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The overall narrative indicated that participants were positive about the new service, valuing its
efficiency and tailored approach. The service allowed patients to gain new knowledge and use this
information along with their newly acquired skills to take control of their arthritis. For some
participants, however, there were feelings of conflict and anxiety, which caused concern and would

need to be addressed prior to any widespread implementation of the service.
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Table 1. Normative ranges by blood test

Test Normal Range

Definition of significant change

Haemoglobin 12.0-17.0 g/dl

WBC 3.0-10.0 x10°%/L
Neutrophils 2.0-7.5x10°/L
Platelets 150 - 400 x10°/L
ALP 40 -129 IU/L
ALT 10-50 IU/L

ESR 0-20 mm/h
CRP 0-5mg/dL

Fall of more than 1.0

A fall of more than 2

Two readings in a row each with a fall of more than 1.0

Two readings in a row with falls of more than 50

A result which doubles from the previous blood test or rises
208

A results which doubles from the previous blood test or rises
above 70

A rise of more than 20 from the previous blood test results

A rise of more than 20 from the previous blood test results

WBC - White Blood Count; ALP - Alkaline Phosphatase; ALT - Alanine Transaminase; ESR - Erythrocyte

Sedimentation Rate; CRP - C-Reactive Protein
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Table 2. Process of thematic analysis

Step

Description

1. Familiarizing yourself with
your data.

2. Generating initial codes

3. Searching for themes

4. Reviewing themes

5. Defining and naming themes

6. Producing the report

The transcripts were read and re-read and initial themes and
patterns were noted.

Interesting features of the data were coded systematically
across the entire data set.

Codes were collated into potential themes.

The themes were then checked to ensure that they worked in

relation to the coded extracts (Level 1) and the entire data set
(Level 2). This also involved generating a thematic ‘map’ of the

analysis.

The specific aspects of each theme were then refined, including
generating clear definitions and names for each theme.

Quotes were selected to represent themes and subthemes.

Adapted from Braun and Clarke (2006)
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Table 3. Participant characteristics

Participant Disease ~ MTX MTX
no. Gender Age Condition duration duration dose DAS28% PSAR.C. PSA.RC PSARC
physiciant patientt tendert

(years)  (years)  (mg)t

11 Female 76 RA 26 1 12,5 6.13 - - -

9 Male 49 RA 8 5 10 3.46 - - -

6 Female 44 RA 7 5 7.5 4.20 - - -

12 Female 47 RA 22 17 225 3.76 - - -

3 Male 50 RA 10 5 15 3.42 - - -

8 Female 64 RA 22 5 15 5.67 - - -

4 Female 58 PsA 3 1 10 - 2 2 3

10 Male 60 PsA 11 10 20 - 2 1 17

1 Male 35 PsA 4 2 15 - 2 2 14

5 Male 27  PsA 6 4 175 - 2 1 0

7 Male 66 PsA 31 16 15 - 2 2 21

2 Male 76 RA 7 6 7.5 1.72 - - -

ID — Identification Number; MTX — Methotrexate; DAS28 — 28-item Disease Activity Score; PSARC —
Psoriatic Arthritis Response Criteria; RA — Rheumatoid Arthritis; PsA — Psoriatic Arthritis; T - at

baseline

24



	Abstract
	Objectives
	Methods
	Results
	Conclusions

	Introduction
	Patients and Methods
	Study design
	Intervention
	Ethical Approval
	Participants and recruitment
	Data collection
	Sample size and analysis

	Results
	Sample characteristics
	Themes
	Theme one – burden of usual care
	Sub-theme – Stop wasting my time
	Sub-theme – “A much larger cost”

	Theme two – the self-management process
	Sub-theme - Knowledge is power
	Sub-theme - Control
	Sub-theme – Behavioural adjustment

	Theme three - conflict
	Sub-theme – Conflict between laboratory tests and symptoms
	Sub-theme – Conflict between study guidelines and practice

	Theme four – anxiety
	Theme five – a tailored service
	Sub-theme - Right time
	Sub-theme - Right method



	Discussion
	Acknowledgements
	Conflicts of interest
	References

