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Abstract 

 
Fatigue is a pervasive and debilitating symptom of arthritis that results in interference 

both physically and cognitively, often disrupting daily activities and thought patterns. 

Previous qualitative and quantitative research has suggested alternative psychological 

therapies such as mindfulness may be useful to help cope with chronic pain associated 

with arthritis. Past research has also suggested that pain and fatigue are symptoms that 

often occur concurrently when diagnosed with arthritis. Currently there is no research 

on the perceptions of individuals with arthritis about the potential incorporation of 

psychological treatments like mindfulness for their arthritis-related fatigue. The aim 

of the present thesis was to investigate perceptions of mindfulness as a possible 

treatment for arthritis-related fatigue. The sample was comprised of twenty 

participants, aged 28 to 77, with a diagnosis of one or more of six various types of 

arthritis. The participants took part in one of six focus groups where they were asked 

about their experience of fatigue related to their arthritis, their experience with 

psychological therapies and mindfulness, as well as their willingness to incorporate 

mindfulness for their fatigue. Each group was conducted by three facilitators who 

asked semi-structured questions over 90-minutes. The groups were recorded and 

transcribed verbatim. Focus groups were then coded and analysed using inductive 

thematic analysis using a semantic approach coupled with a realist epistemology. 

Three themes were identified. The first theme ‘Lack of experience with psychological 

therapies for arthritis-related fatigue’ explains how participants had not accessed 

psychological support for their fatigue because of a variety of barriers to seeking 

treatment and not knowing it was an option for them. The second theme ‘Experiences 

and understanding of mindfulness’ had two subthemes, the first highlighting that the 
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majority of participants did not know what mindfulness was, many never hearing the 

term prior to the focus groups, and the second highlighting that some participants did 

understand mindfulness, usually due to first-hand experience of some of the 

components of mindfulness. The third theme ‘Mindfulness as a potential treatment 

option for fatigue’ also had two subthemes showing a polarity between participants 

and their willingness to incorporate mindfulness for fatigue. Some of the participants 

who had experienced mindfulness before were willing to try mindfulness for their 

fatigue. However, others did not believe mindfulness would be useful for them due to 

a lack of understanding of what mindfulness involves and its potential benefits to 

them. These findings provide an in-depth account of how people with arthritis view 

alternative therapies such as mindfulness for fatigue. Furthermore, these findings 

suggest for mindfulness to be implemented in this demographic, increased education 

is required to decreased stigma associated with psychological therapies and first-hand 

experience of mindfulness is required. Overall, findings provide a unique perspective 

on a more holistic approach to treatment of fatigue among people with arthritis that 

may be useful in both educational and clinical settings.  
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Chapter 1: Introduction  

Arthritis is a leading cause of disability in New Zealand (Ministry of Health, 

2018). Fatigue is one of the most prevalent and debilitating symptoms of arthritis, and 

is associated with increased disability and worse quality of life, but is commonly 

overlooked by healthcare professionals (Hewlett et al., 2005b; Overman, Kool, Da 

Silva & Geenan, 2016). There is some research suggesting mindfulness could be 

useful for chronic pain and pain associated with arthritis (Grossman, Tiefenthaler-

Gilmer, Raysz & Kepser, 2007; Hawtin & Sullivan, 2011; Lee et al., 2016; 

Rosenzweig et al., 2010; Shariff et al., 2009). There is also research suggesting a 

connection between the symptoms of pain and fatigue when diagnosed with arthritis 

(Stebbings & Treharne, 2010; Wolfe, Hawley & Wilson, 1996; van Hoogmoed, 

Fransen, Bleijenberg & van Riel, 2010). There is little research into the effects of 

mindfulness for fatigue, or if this is an alternative treatment that could be useful for 

people diagnosed with arthritis. The following thesis investigated the perceptions of 

individuals with arthritis-related fatigue on mindfulness as a potential treatment for 

their arthritis-related fatigue. Mindfulness meditation is the state of being attentive to 

and aware of the present moment, purposely and non-judgmentally (Brown & Ryan, 

2003). Mindfulness has been shown to improve the physical functioning and 

psychological well-being among people with various types of chronic pain (Hawtin & 

Sullivan, 2011). The following literature review includes an overview of various 

forms of arthritis and their prevalence within New Zealand, as well as an overview of 

the symptom of fatigue associated with arthritis, highlights the connection between 

pain and fatigue as well as an gives an overview of what mindfulness involves and its 

potential for managing the symptoms of arthritis-related fatigue.  
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1.1. Arthritis Overview  

Arthritis will affect 25% of New Zealanders within their lifetime and is one of 

the leading causes of physical disability within New Zealand (Ministry of Health, 

2018). There are over 100 types of arthritis, and each type can be broadly classified as 

an inflammatory disease (e.g., ankylosing spondylitis, psoriatic arthritis, rheumatoid 

arthritis, systemic lupus erythematosus) or a non-inflammatory disease (e.g. 

fibromyalgia syndrome, osteoarthritis) (Firestein, Budd, Gabriel, McInnes & O’Dell, 

2017). Within the current study individuals with a variety of diagnoses of arthritis 

were recruited, including ankylosing spondylitis, fibromyalgia syndrome, 

osteoarthritis, psoriatic arthritis, rheumatoid arthritis and systemic lupus 

erythematosus. For this reason, this review will include relevant research with people 

diagnosed with these types of arthritis and other related conditions. 

Inflammatory arthritis includes ankylosing spondylitis, psoriatic arthritis, 

rheumatoid arthritis and systemic lupus erythematosus; all involve inflammation of 

joint tissue and subsequent pain and disability (Firestein et al., 2017). Most forms of 

inflammatory arthritis are autoimmune diseases, occurring when an individual’s own 

immune system attacks and degrades healthy cell and tissue (Lettre & Rioux, 2008). 

Ankylosing spondylitis (AS) generally involves inflammation of soft tissue 

surrounding the spine; it is also an autoimmune disease. It affects mostly young adults 

(15 to 35 year olds) and is rarely diagnosed after the age of 40 (Braun & Sieper, 

2007). AS affects approximately 0.2 to 1.4% of the population and three times more 

men than women (Jordan, 2013). Over time, ankylosing spondylitis can result in 

fusion of the spinal cord or pelvis and can cause pain, immobility and decreased 

quality of life (Braun & Sieper, 2007). Fatigue is more prevalent in people diagnosed 

with AS than the general population, with between 53 and 63% of individuals with 
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AS reporting feeling fatigued (Dagfinrud, Vollestad, Loge, Kvien & Mengshoel, 

2005; Davies et al., 2013).  

Psoriatic arthritis (PA) involves both psoriasis (a skin disease typically 

resulting in a scaly, red and itchy rash) and inflammation of any bodily joint (Jordan, 

2013). More often, larger joints in the lower half of the body or distal joints such as 

the fingers and toes are affected in PA (Jordan, 2013). PA is generally diagnosed 

between 30 and 50 years of age (Jordan, 2013). It affects approximately 0.2 to 1% of 

the population and women and men are equally likely to be diagnosed with PA 

(Jordan, 2013). As with AS, PA inflammation can result in joint fusion, subsequent 

immobility and decreased quality of life, although the spine is rarely involved 

(Gladman, Antoni, Mease, Clegg & Nash, 2005). Fatigue is reported as being 

moderate for around half and severe for around a quarter of individuals with PA 

(Husted, Tom, Schentag, Farewell & Gladman, 2009).  

Rheumatoid arthritis is one of the most common types of arthritis, affecting 

approximately 40,000 people in New Zealand (0.53% of the population; Kobelt, 

Lekander & Nicolae, 2010) and typically affects the small joints of the hands and feet 

but also can affect larger joints (e.g., shoulder, hip) (Firestein et al., 2017). RA affects 

women three times more than men and can have a negative effect on physical, 

occupational and emotional function (Shlotzhauer & McGuire, 1993). The prevalence 

of fatigue within RA varies between studies depending on how fatigue is defined and 

measured, ranging from 40 to 80% (Stebbings & Treharne, 2010). 

Systemic lupus erythematosus (SLE) usually results in pain in the joints of the 

hands and feet. It can also affect the skin, organs, and muscles of the body, causing 

muscle aches, cramps and rashes on the skin. SLE is generally diagnosed between 15 

and 45 years of age (Danchenko, Satia & Anthony, 2006). Diagnosis of SLE is 
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uncommon, with between 2 and 7 new diagnoses each year (Dachenko et al., 2006). 

Women are ten times more likely to be diagnosed with SLE, and this often occurs 

during childbearing years (Dachenko et al., 2006). Fatigue is reported as a severe 

unmet need by 81% of individuals with SLE (Moses, Wiggers, Nicholas & Cockburn, 

2005). 

Non-inflammatory forms of arthritis including fibromyalgia syndrome (FMS) 

are not characterised by specific pathophysiological characteristics such as joint 

inflammation and inflamed tissue. Instead, FMS is often defined by widespread 

aching pain, fluctuating in intensity and often affecting multiple regions of the body 

(Goldenberg, Burckhardt & Crofford, 2004). FMS is also associated with several 

other symptoms, including digestive issues, anxiety, headaches and most relevant to 

the present study, fatigue (Le Goff, 2006). FMS is the second most common form of 

arthritis, affecting between 3 and 5% of the population and more females than males 

(Arthritis New Zealand, 2015). It is generally diagnosed between 25 and 50 years of 

age (Goldenberg et al., 2004) Within some studies fatigue is reported as severe by 

over 76% of individuals with a FMS diagnosis (White, Speechley, Harth & Ostbye, 

2000; Wolfe et al., 1996). 

Osteoarthritis (OA) is the most common form of arthritis and affects 

approximately 300,000 New Zealanders (Arthritis New Zealand, 2015). OA is a non-

inflammatory form of arthritis and is usually diagnosed after 50 years of age. It is 

more common in women than men; it can result in joint stiffness, pain, swelling and 

muscle weakness (Felson et al., 2000). The knee or hip are most likely to be affected 

by OA and while aetiology is not fully understood, there is some indication both 

genetic and environmental factors such as muscle weakness, bone density and dairy 

intake may play a role in disease development (Felson et al., 2000). Fatigue within 
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OA is reported as severe by more than 41% of individuals (Power, Badley, French, 

Wall & Hawker, 2007; Wolfe et al., 1996). 

Although the symptoms of arthritis can be reduced through the use of 

medications and lifestyle changes (e.g. dietary and exercise changes) arthritis is 

usually a chronic, life-long disease (Arthritis New Zealand, 2015). Therefore, the 

most beneficial and effective treatment approach for arthritis and its symptoms 

remains an important area of research.  

1.2. Arthritis-related Fatigue 

Many people with arthritis regard fatigue as one of their most problematic and 

debilitating symptoms (Hewlett, 2007; Hewlett et al., 2005a; Tack, 1990). Fatigue is a 

“sustained form of exhaustion that interferes with daily activities and thought 

processes” (Treharne, Lyons, Hale, Goodchild & Booth, 2008, p. 495) and has been 

described by people with arthritis as differing from the normal tiredness they 

experienced prior to their diagnosis (Hewlett et al., 2005a). Often for individuals with 

a chronic disease such as arthritis, articulating experiences of fatigue is difficult 

(Adinolfi, 2001; Kralik, Telford, Price & Coch, 2005). It is described by some 

individuals as “a wiped out feeling” resulting in “no energy or interest in life” and “as 

if there is not enough strength in [their] body for anything” (Kralik et al., 2005, p. 

375). 

There is a robust association between pain and fatigue and people with 

arthritis who have higher levels of fatigue also tend to have more pain, worse sleep, 

less functional ability, and more psychological distress (Stebbings & Treharne, 2010; 

Wolfe et al., 1996, van Hoogmoed et al., 2010). Within qualitative studies participants 

continually emphasise a connection between pain and fatigue (Hewlett et al., 2005b; 
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Repping-Wuts et al., 2008; Tack, 1990). For example, Tack (1990) found when 

asking participants to describe and define fatigue, they often related fatigue to pain. 

One participant highlighted the relationship between pain and fatigue by saying 

“constant pain is very fatiguing. When I’m fatigued, I can’t cope as well with the 

pain” (Tack, 1990, p. 67) while another noted, “when I am fatigued, I cannot keep on 

top of the pain (Tack, 1990, p. 69).  

Power et al. (2008) also found the main factors believed to impact fatigue 

were pain and more specifically, pain medication. Within focus groups, participants 

completed self-report questionnaires that included measures of OA severity, 

depression and fatigue. Participants mentioned pain as a causative factor of fatigue. 

Some participants also highlighted the impact of pain on sleep, and disturbed sleep 

subsequently worsening fatigue. Fatigue seems to have an immense impact on these 

individuals, yet many did not discuss fatigue with their healthcare professionals 

(Power et al., 2008). The emphasis placed on the negative effects of pain medication 

on fatigue suggests that when treating arthritis-related fatigue, a psychological 

alternative therapy, such as mindfulness, alongside pharmacological treatment, may 

be more efficacious than a solely pharmacological treatment approach. 

A cross-sectional study by Crosby (1991) found that disturbed sleep mediated 

the association between pain and fatigue. One hundred individuals diagnosed with RA 

were asked to verbally identify factors they believed contributed towards feelings of 

fatigue. Fatigue levels were positively correlated with joint pain and fragmented sleep 

for those RA participants currently in a flare (involving worsening symptoms) of their 

disease. Those RA participants currently in a flare also had significantly greater levels 

of fragmented sleep, indicating disturbed sleep may mediate the role between pain 

and fatigue (Crosby, 1991). Goodchild, Treharne, Booth and Bowman (2010) 
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suggested similar findings within a population of women (n=39) diagnosed with RA 

or another long-term autoimmune disorder called Primary Sjögren’s Syndrome (PSS). 

Fatigue was found to increase throughout the day and was greater after a night of poor 

sleep. Therefore, fatigue management strategies could involve some way of 

attempting to cope with discomfort, pain and subsequent difficulties sleeping.   

For some individuals with arthritis, fatigue is reported as more intrusive and 

bothersome than pain (Repping-Wuts et al., 2007). People with arthritis report that 

fatigue has a major impact on their social, emotional, and occupational functioning 

(Whalley et al., 1997) and the consequences of fatigue permeated every sphere of life 

(e.g. family, relationships, work and everyday activities; Hewlett et al., 2005b). For 

example, in a qualitative study, participants reported that fatigue impaired their ability 

to complete daily tasks, and even after periods of rest people experiencing arthritis-

related fatigue report being “too tired to carry on” (Repping-Wuts et al., 2007, p. 

999).  

Frustration, anger and sadness are just some of the emotions reported by 

individuals in response to their fatigue. Hewlett et al. (2005b) found people with 

arthritis-related fatigue reported increased negative mood states including 

hopelessness, resentment, helplessness, and frustration. Some individuals report that 

these negative feelings and distress result from an inability to meet their own and 

others expectations (Carr et al., 2002). This takes a toll on relationships, with 

individuals reporting they “feel useless” and the effects of fatigue are “frustrating” as 

they have “lost control over certain things they can do” (Hewlett et al., 2005b, p. 

700). These negative emotions associated with arthritis-related fatigue have an effect 

on the psychological wellbeing of individuals, and subsequently have a negative 

impact on quality of life of these individuals (Carr et al., 2002; Whalley et al., 1997). 
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Qualitative studies have revealed people with arthritis hold a belief that fatigue 

is mostly attributable to inflammation of the joints (Hewlett et al., 2005a; Crosby, 

1991) and is often associated with higher levels of pain (Hewlett et al., 2005a; Tack, 

1990). Quantitative research has yet to find a definitive relationship between 

inflammation and fatigue (van Hoogmoed et al., 2010) but has found that certain 

measures of disease activity, for example increased pain and swollen joint count is 

consistently related to fatigue (Pollard, Choy, Gonzalez, Khoshaba & Scott, 2006; van 

Hoogmoed et al., 2010).  

One such example of a quantitative study investigating fatigue by van 

Hoogmoed et al. (2010) examined the physical and psychosocial correlates of fatigue 

among people (n=228) with rheumatoid arthritis. Inflammation was not significantly 

associated with fatigue but other aspects of disease activity were. This included pain 

and the number of swollen joints. Fatigue was also associated with higher depressive 

symptoms, lower levels of sleep-efficacy, poorer sleep quality, and poorer physical 

functioning (van Hoogmoed et al., 2010). These results are mirrored across several 

other cross-sectional quantitative studies (Treharne et al., 2008; Pollard, Choy, 

Gonzalez, Hawley & Wilson, 1996). An issue with this type of quantitative approach 

is the considerable variability in measuring or quantifying the subjective nature of 

fatigue. Therefore, when investigating lived experiences of such a symptom the 

effectiveness of a qualitative approach cannot be overlooked.  

While fatigue is reported as an extremely prominent and debilitating symptom 

of arthritis, it is also reported as often overlooked, ignored and not understood by 

health professionals (Hewlett et al., 2005b; Repping-Wuts et al., 2007; Kier et al., 

2016). People diagnosed with various forms of arthritis report not attempting to 

discuss fatigue with their doctor because they felt it was ‘dismissed’ by health 
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professionals, could not be treated by medication, and therefore they assumed it must 

be managed alone (Hewlett et al., 2005b; Repping-Wuts et al., 2007). Overall, 

individuals seem unhappy with medical professionals approach to managing fatigue 

with one individual stating “It’s funny that you don’t get much response from doctors 

or consultants when you try and explain that, there’s a big chunk of what’s wrong 

isn’t something they can touch or feel or x-ray or blood test” (Hewlett et al., 2005b, p. 

700). 

While the literature is extremely limited regarding individuals with arthritis 

views on alternative treatments for arthritis, another study by Dures et al. (2014) 

recruited individuals diagnosed with inflammatory arthritis (n=1210) and used 

questionnaires to assess participants’ views of alternative psychological therapies 

(including support groups, psychologists, counsellors, self management clinics, 

occupational therapy and patient education) for fatigue and pain associated with 

arthritis. Participants reported they would like the opportunity to discuss 

psychological impacts of their diagnosis and symptoms with healthcare professionals. 

Moreover, 66% of participants reported that if offered they would be likely to use an 

alternative psychological therapy as a means to manage their disease. This included 

needing help with managing pain, fatigue, relationships, work and leisure and 

depression. While there was a high demand for alternative therapies by individuals 

with arthritis, less than a quarter of participants reported being asked about 

psychological support, suggesting there is a gap between what is needed and what 

healthcare professionals currently provide.  
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1.3. Mindfulness 

Mindfulness, as mentioned previously, is the state of being attentive to and 

aware of the present moment (Brown & Ryan, 2003). Mindfulness was originally a 

core component of Buddhist religious practice, however it has been de-spiritualized 

and is now included in various forms of psychological therapies such as mindfulness 

based cognitive therapy (MBCT), mindfulness based stress reduction (MBSR) and 

acceptance commitment therapy (ACT) (Bishop et al., 2004). The purpose of the 

incorporation of mindfulness into these therapies is to allow awareness and skilful 

response to potential maladaptive thoughts and emotional distress, often brought on 

by physical ailments (Bishop et al., 2004). This, in turn, can result in improved 

psychological functioning and wellbeing (Gu, Strauss, Bond, & Cavanagh, 2015).  

Mindfulness can be practiced formally or informally (Siegal, Germer & 

Olendzki, 2009). Formal mindfulness involves seated meditation where participants 

practice focusing their attention on their breath or other stimuli (e.g., body sensations, 

sounds). Informal mindfulness involves skills that are used in everyday life, such as 

bringing attention back to the present moment when washing the dishes or eating 

(Kabat-Zinn, 1990). Mindfulness-based therapies use a combination of formal and 

informal mindfulness practice. The core component of MBSR and MBCT is formal 

mindfulness practice (Kabat-Zinn, 1990; Siegel et al., 2009), whereas ACT 

consistently uses informal mindfulness skills, and does not necessarily use formal 

mindfulness practice (Hayes, Stosahl, & Wilson, 1999). 

 This review focuses on mindfulness-based therapies that consistently use 

formal mindfulness practice as part of treatment (i.e., MBSR and MBCT) because 

these are the approaches that would be most applicable in a clinical setting for 

arthritis-related fatigue. These usually take the form of eight-week group-based 
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interventions in which mindfulness skills are taught by professionally trained 

instructors, through a range of formal mindfulness practices (e.g. mindful breathing, 

mindful listening) (Gu et al., 2015). There is growing evidence supporting the use of 

mindfulness-based interventions (MBIs) like mindfulness based stress reduction or 

mindfulness based cognitive therapy for both clinical and non-clinical outcomes such 

as reducing depression, anxiety, improving sleep and improving quality of life 

(Carlson & Garland, 2005; Godfrin & van Heeringen, 2010; Green & Bieling, 2012; 

Kuyken et al., 2008; Strauss, Cavanagh, Oliver & Pettman, 2014). These positive 

effects are largely achieved through reductions in cognitive and emotional reactivity, 

decreases in rumination and worry, and increases in overall mindfulness (Gu et al., 

2015). 

1.4. Mindfulness for Managing the Consequences of Arthritis-related Fatigue  

There is limited evidence regarding the efficacy of mindfulness-based 

therapies in treating fatigue. In a meta-analytic review of MBSR for fibromyalgia, 

Lauche, Cramer, Dobos, Langhorst and Schmidt (2013) found one of six included 

trials measured fatigue and results showed significant improvement following MBI. 

There was also evidence for increased quality of life and reduced pain (Lauche et al., 

2013). Therefore, MBSR may be a useful approach for treating arthritis-related 

fatigue.  

There is increasing support for the use of mindfulness-based therapies for 

treating pain as a result of chronic diseases such as arthritis, across both qualitative 

and quantitative studies (Grossman et al., 2007; Hawtin & Sullivan, 2011; Lee et al., 

2016; Rosenzweig et al., 2010; Shariff et al., 2009). Grossman et al. (2007) 

investigated the effects of a MBSR intervention for individuals diagnosed with 
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fibromyalgia. Fifty-eight women were randomly assigned to two treatment groups, an 

eight-week group-based MBSR or eight-week social support. One two and a half hour 

session was held each week involving exercises centred on mindfulness training and 

practice (e.g. mindful awareness during stretching and yoga and mindfulness during 

stressful situations). Participants completed self-report measures before and after the 

full intervention and at a 3 year follow up. Upon completion and at the 3 year follow 

up, those in the MBSR condition reported greater benefits compared to control 

participants including decreased pain, anxiety and depression and well as improved 

visual analogue pain and quality of life (Grossman et al. 2007). However, fatigue was 

not included as a study measure, so there was no indication as to whether individuals 

experiencing arthritis-related fatigue would benefit from this type of intervention. 

Another study by Rosenzweig et al. (2010) investigated the changes in bodily 

pain ratings, quality of life measures and psychological symptoms including 

depression and anxiety measures after an eight-week MBSR intervention. Of the 

participants, 44% were diagnosed with arthritis. People with various other chronic 

pain conditions such as chronic back and neck pain and chronic migraines were also 

included in the study. Upon completion of the intervention arthritis patients reported 

decreased pain severity, decreased functional limitations due to pain, an increase in 

health related quality of life, and a reduction in psychological distress (Rosenzweig et 

al., 2009). However, similar to Grossman et al. (2007) fatigue was not included as a 

study measure so it is uncertain whether MBSR helps fatigue for people with chronic 

pain.  

There are some inconsistencies within the literature, and across studies there 

seem to be mixed success regarding MBSR interventions. Pradhan et al. (2007) 

assessed the effect of a MBSR intervention on depressive symptoms, disease activity, 
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and psychological measures in individuals diagnosed with RA. Fatigue was not 

included as a study measure. Those in the MBSR condition did not report significant 

changes in depressive symptoms or psychological measures post intervention. There 

was also no change in disease activity. However, a six-month follow-up showed a 

significant improvement in psychological measures as well as overall wellbeing for 

individuals in the MBSR condition, although there was still no change in disease 

activity (Pradhan et al., 2007). Perhaps, the inclusion of a specific pain measure, 

rather than simply overall disease activity, may have resulted in a slightly different 

outcome. Overall, the long-term improvements in overall wellbeing support the 

application of MBSR as a possible treatment approach for chronic pain among people 

with arthritis, and given the association between pain and fatigue, MBSR may also be 

useful for arthritis-related fatigue. 

Qualitative research provides valuable insight into how participants feel 

regarding certain phenomenon, as well as subjective experiences of health conditions 

and treatment options. The data produced can be beneficial in a variety of settings 

including both educational and clinical approaches to treating arthritis-related fatigue. 

Recent research supports the potential benefits of mindfulness for arthritis-related 

chronic pain, as well as various other chronic pain conditions. Hawtin and Sullivan 

(2011) used focus groups to investigate participant perceptions of MBSR six months 

following an eight-week intervention. All participants were diagnosed with various 

rheumatic diseases including PA, FMS and RA. Two predominant themes of 

‘responding to pain’ and ‘psychological wellbeing’ emerged. Prior to the MBSR 

intervention, pain was reported as both extreme and debilitating. Upon completion of 

the MBSR intervention, participants reported both decreases in pain as well as several 

benefits associated with mindfulness-based techniques, such as being able to employ 
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mindfulness techniques to manage pain in daily life. Psychological wellbeing was 

continually highlighted as negatively impacted by pain associated with arthritis and 

the limitations pain brings. After the intervention, participants reported increased 

acceptance of their condition, and reduced depressive symptoms. Some participants 

stated they remained committed to mindfulness in daily life highlighting its potential 

for sustained effects over time. Interestingly, within this study, participants were not 

asked about the effects of mindfulness on fatigue, even with the prevalence of fatigue 

being exceedingly high when diagnosed with arthritis (40-80%) (Stebbings & 

Treharne, 2010). However, the reduction in pain and increase in overall wellbeing is 

positive as previous research suggests there may be a relationship between pain and 

fatigue (Power et al., 2007; Tack, 1990). 

Mindfulness brings to attention the connection between mind and body, 

highlighting the importance of moment-to-moment awareness of a physical 

experience. Shariff et al. (2009) investigated patients’ need for self-management 

strategies in individuals with RA as well as other various chronic pain conditions 

(including chronic back pain, neck pain and migraines). They used one on one 

interviews to investigate lived experiences of pain and self-management strategies 

employed by individuals in an attempt to manage pain. Participants (n = 92) included 

50% RA patients and 50% chronic pain patients. Data analysis resulted in three 

emergent themes, ‘body management’, ‘mind management’ and ‘mind-body 

management’. Under ‘body management’, participants described the body as the 

cause of pain and identified pharmacological treatments as the primary way to address 

pain. Participants suggested they handed over control of pain management to 

professionals, but expressed hesitation regarding medication due to worries of 

becoming dependent. There was little discussion of overall wellbeing and acceptance 
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of diagnosis. Discussion around ‘mind-management’ involved some participants 

suggesting acceptance of their new normality with the condition. However, 

individuals using simple acceptance viewed the body as weak and damaged and in 

some ways attempted to disregard the body by separating ‘the mind and body’. They 

also reported an inability to cope with pain. The final theme, ‘mind body 

management’, involved integration of mind and body to help cope with the condition. 

Under this theme, a positive acceptance and skilful management of the condition and 

diagnosis was reported. The important aspect of this theme was acknowledgement of 

the condition, which in turn led to increased overall quality of life, happiness and 

decreased pain levels (Shariff et al., 2009). One of the aspects recognised by 

participants as vital for pain management, was moment-to-moment awareness and 

management of pain, one of the core components of mindfulness meditation (Brown 

& Ryan, 2003). Once again there was no discussion of management strategies for 

fatigue.  

The severity and debilitating nature of fatigue often remains unacknowledged 

within the research. There is some quantitative research involving mindfulness for 

fatigue in fibromyalgia and chronic fatigue syndrome, likely due to fatigue being a 

more recognised and predominant symptom of these conditions (Goldenberg, 

Burckhardt & Crofford, 2004). A study by Surawy, Roberts and Silver (2005) 

investigated the effects of MBSR on fatigue and quality of life in patients diagnosed 

with chronic fatigue syndrome (CFS). CFS is characterized by prolonged fatigue 

disproportionate to the amount of exertion that has occurred. It is often long lasting 

(>6 months) and has no particular cause. There is often extensive overlap between 

chronic fatigue syndrome and fibromyalgia, due to the similarities between 

symptoms, unknown aetiology and subjective immeasurable symptoms like fatigue 
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and pain (Springer, 2001). The results by Surawy et al. (2005) indicated those in the 

MBSR condition had improved levels of fatigue and anxiety. Improvements were also 

maintained at a three-month follow-up (Surawy et al., 2005). These results indicate 

that MBSR may be an extremely effective method of treatment for fatigue although a 

relatively small sample was used (n= 9, 12 and 11 respectively), which may impact 

generalizability of results. Conversely, results do seem to document an effect, which 

is promising for future research on MBSR interventions for fatigue.  

Another study by Kaplan, Goldenberg and Galvin-Nadeau (1993) investigated 

the effects of a mindfulness-based stress reduction (MBSR) programme. Participants 

included 77 individuals all diagnosed with fibromyalgia, who took part in the 

intervention. Results indicated that 51% of participants showed marked improvements 

in fatigue, pain and global wellbeing. There was also a marked improvement in 

coping abilities for 65% of participants. Moreover, 58% of participants showed a 

significant improvement in fatigue. Kaplan et al. (1993) only included participants 

diagnosed with fibromyalgia, perhaps because fatigue is a more recognized symptom 

of this disease. However, future research needs to include a variety of arthritis 

diagnoses, as fatigue is reported as a pervasive symptom regardless of type of 

diagnosis. Qualitative research is also needed in this area, to assess patients’ 

perceptions of fatigue before and after treatment as well as their perceptions of a 

mindfulness based intervention before and after treatment; however the improvement 

in half of the participants in fatigue levels is promising. 

1.4. Perceptions and Understanding of Mindfulness 

Qualitative studies have yet to comprehensively explore individuals’ 

perspectives and understandings of mindfulness meditation prior to intervention as a 
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possible treatment for arthritis-related fatigue, however there is some indication 

individuals diagnosed with arthritis are open to and willing to try alternative 

psychological therapies (Davies et al., 2013; Dures et al., 2014). It is vital to 

investigate patient perceptions of various treatment options as it can influence 

recruitment into various treatments programs, highlight barriers to taking part in 

treatment and suggest ways to implement alternative therapies or psychological 

therapies that best meet the physical needs of participants.  

Davies et al. (2013) used focus groups and investigated individuals diagnosed 

with AS (n=14) perspectives on fatigue, management strategies and potential future 

interventions for fatigue. Two broad aims involved exploring individual views 

regarding pharmacological interventions (medication) and psychological interventions 

(MBSR) for fatigue. The first theme involved the idea that the effects of fatigue were 

pervasive and multidimensional with participants expressing physical, emotional 

psychological and occupational outcomes. This is consistent with previous research in 

that fatigue is reported to have a multitude of negative effects on several areas of life 

(Whalley et al., 1997). The second theme involved current limitations of self-

management techniques for their fatigue. The third theme was about the need for 

psychological rather than pharmacological treatments for fatigue, highlighting the 

importance of taking into account the psychological impacts of a physical disease and 

incorporating that into the treatment process. There was also indication that 

participants would be accepting of an intervention like mindfulness meditation for 

fatigue. This is consistent with previous research showing individuals diagnosed with 

arthritis would be willing to try alternative psychological therapies in order to manage 

the effects of arthritis-related fatigue (Dures et al., 2014). It must be noted that Dures 

et al. (2014) only recruited individuals diagnosed with AS. Future research involving 
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participants with a variety of arthritis diagnoses would help to better understand the 

impact of fatigue and the subsequent outcomes of alternative psychological 

interventions as well as whether these types of therapies are viewed positively 

regardless of arthritis diagnosis.    

1.5. The Aims of the Study  

The present thesis attempted to address some of the gaps in the literature 

regarding individual perceptions of mindfulness as a possible treatment option for 

managing the consequences of arthritis-related fatigue. There is currently minimal 

research specifically investigating what people with arthritis know about mindfulness, 

if they are using mindfulness, and if so how they are using it. The only study 

investigating this by Davies et al. (2013) recruited participants with a diagnosis of 

only one type of arthritis. Secondly, while it appears individuals with arthritis are 

interested in psychological therapies as a way to potentially manage fatigue (Davies et 

al., 2013; Dures et al., 2014) it is unknown if this will be the case within a sample of 

participants in New Zealand, as no previous studies have recruited New Zealanders’ 

experiencing arthritis-related fatigue. It is important to know whether or not 

individuals are interested in this type of alternative psychological therapy, whether it 

is an appropriate treatment approach for their lived experiences of their disease, as 

well as how specific treatments could address barriers to treatment highlighted by 

participants. Past research shows that mindfulness is beneficial for pain, and may be 

beneficial for fatigue, so it could be a worthwhile approach for helping people cope 

with arthritis-related fatigue (Grossman et al., 2007; Hawtin & Sullivan, 2011; Lee et 

al., 2016; Rosenzweig et al., 2010; Shariff et al., 2009). However, while researchers 

might choose to investigate a therapeutic approach because it seems as though it will 
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be useful, it is vital to have patients’ input regarding the therapies they will be 

receiving. Therefore it is important research allows people with arthritis-related 

fatigue to provide their opinions on mindfulness as well as reasons pertaining to if 

they think it would be a beneficial treatment option.   

The studies reviewed above indicate that arthritis-related fatigue is a 

debilitating symptom that is relatively unaddressed by current healthcare practice. 

Moreover, that pain and fatigue stand hand-in-hand as two concurrent symptoms of 

arthritis, and symptoms continue to fluctuate even when controlled with medication. 

The reviewed studies suggest mindfulness meditation is potentially an effective 

treatment for chronic pain, and initial research suggests it may have similar positive 

effects as a treatment for fatigue. Overall, the studies give an indication that 

individuals diagnosed with arthritis are interested in alternative psychological 

therapies for their fatigue. At the same time, there is a lack of knowledge regarding 

what individuals’ think about mindfulness as a possible intervention for their arthritis-

related fatigue.  

The present research used focus groups to explore individuals with arthritis-

related fatigue and their perceptions of mindfulness as a potential treatment option for 

their fatigue. Hypotheses are not appropriate for this type of research; instead the aim 

was to obtain an understanding of participants’ lived experiences of fatigue, 

experiences with psychological therapies and willingness to incorporate mindfulness 

for their arthritis. The following research questions were used to explore 

understanding of mindfulness and willingness to try mindfulness for fatigue: 

1) What do people with arthritis know about mindfulness?  

a. Have participants heard of mindfulness before? Have they used it? 
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2) What are the views of people with arthritis on psychological therapies such as 

mindfulness in the treatment of arthritis and fatigue?  

a. Are psychological therapies accessed/used by participants? Is 

mindfulness something that is viewed as potentially useful for arthritis-

related fatigue? 
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Chapter 2: Method  

The approach to data collection within the present study was qualitative, using 

focus groups and detailed inductive thematic analysis using a semantic approach 

coupled with a realist epistemology (Braun & Clarke, 2006).  Within this chapter an 

overview of qualitative methodology is given, with specific information on the 

suitability of focus groups for the present study. The remainder of the chapter 

includes information regarding the role of the qualitative researcher, ethical 

considerations, as well as an outline of sample, materials and procedure used. The 

main data source involved transcripts of focus groups; a brief description of the 

analyses of these focus groups concludes this chapter.  

2.1 Qualitative Methodology and Focus Groups 

 The goal of qualitative research is to understand and find meaning in 

explanations provided by individuals, in the hope of bettering understanding 

regarding a specific area of interest (Denzin & Lincoln, 2000). A qualitative approach 

focuses on individual viewpoints through the application of data collection methods 

including interviews, case studies or focus groups (Denzin & Lincoln, 2000). A focus 

group is a group discussion centered around one or more specific topics set out by the 

researchers (Wilkinson, 1998). Discussion between individuals in a focus group 

setting can produce a “richness or depth” of data unlike other qualitative data 

collection methods (Wilkinson, 1998, p. 334). For this reason, focus groups are often 

used when obtaining an index of participants’ views of health, illness diagnosis, 

quality of life and health-related needs (Jones, 1995). Often, focus groups are used to 

bring discussion regarding a shared phenomenon between individuals, resulting in 
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increased understanding of areas of importance and promoting better understanding of 

an issue (Jones, 1995). Due to the nature of the research questions focus groups were 

the most appropriate qualitative data collection method for the present study.  

 Focus groups were used in the present study to investigate the lived 

experiences of individuals diagnosed with various types of arthritis. These focus 

groups provided data for a larger study involving two other researchers with their own 

specific focus group questions. Focus groups were used to delve into participant 

views regarding mindfulness as a potential tool to help manage arthritis-related 

fatigue. Focus groups ensure subjective experiences are better understood and are an 

ideal method for “filling the gaps” of knowledge within health-related research 

(Kitzinger, 1995, p. 116). Even within a focus group methodology, individual 

variability in participants’ characteristics and experiences are often present (Jones, 

1995). It is this variability that provides valuable insight into understanding a lived 

phenomenon, in this case arthritis-related fatigue, and the subsequent effect of this 

phenomenon on perceptions regarding mindfulness meditation.  

2.2. The Role of the Researcher  

 In qualitative research the researcher plays an active part in development of 

the study, analysis of the data and presentation of the findings (Starks & Trinidad, 

2007). Throughout the research process it was important to acknowledge my own 

relationship with the research topic and how this may have an effect on the outcome 

of the research. This process is known as reflexivity and the reflections I made 

regarding the research process in the role of the researcher are an important aspect of 

the present study (Langdridge & Haggar-Johnson, 2009). As the researcher it was my 

role to help create a suitable environment within the focus groups for individuals with 
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chronic health conditions. The aim was for participants to feel comfortable discussing 

questions that may be personal or difficult to answer in a group setting.    

 I was considerate of the fact participants had health issues and that focus 

groups may be challenging or fatiguing for them. As an individual that does not have 

arthritis I understood that sometimes discussion might arise that I was not expecting. 

Through several practice focus groups I sought feedback from individuals regarding 

the procedure of the focus groups, ensuring the discussion was guided in a way that 

best addressed my research questions and aims but remained a suitable length of time 

to meet health requirements of participants. Some of the individuals included in the 

practice focus groups were diagnosed with chronic health conditions to ensure a level 

of feedback that may be similar to the participant group.  

 I am not a qualified psychologist nor do I have any experience or certified 

training in teaching mindfulness meditation. My role as a Masters student and 

researcher was to gather data to help increase the understanding of participants’ 

thoughts and feelings regarding certain phenomenon. I am extremely interested in the 

benefits associated with mindfulness meditation. I did not suggest specific 

mindfulness meditation techniques to the participants, however a guided mindfulness 

meditation script was read to participants for them to follow as an example of what 

mindfulness meditation may involve. The mindfulness script was written by a 

qualified health professional specifically for this study. If participants were interested 

in further information I suggested self-directed research once they have left the focus 

groups.  

 I kept a reflexive journal throughout the research process. This was an outlet 

to record thoughts I may have had after each focus group and reflect on feelings and 

exchanges made by the participants and myself. This journal was extremely useful in 
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documenting unexpected responses from participants as well as feedback from the 

participants regarding the procedure of the focus groups. An example of a journal 

entry is as follows; “Today a participant mentioned we should open all water bottles 

prior to the focus group as many people with arthritis would find it too hard to twist 

the bottle cap. Myself and another researcher apologized and opened the bottle for the 

participant. I felt guilty I had not thought about this in prior focus groups. It is not 

something that would ever cross my mind as an individual who is not diagnosed with 

arthritis”. This journal remained confidential and password protected to ensure 

participants and discussions remained confidential. I was the only person with access 

to the journal, however if an issue arose regarding the procedure of the groups this 

was discussed with another researcher. This reflexive journal was also helpful in 

recording novel ideas regarding my research that arose during the data collection 

process and subsequent analysis.  

2.3. Ethical Considerations 

 The University of Otago Human Ethics Committee gave ethical approval for 

this study and locality approval was received from the Southern District Health Board 

due to recruitment occurring through an outpatient clinic at Dunedin Hospital. For 

details of the ethics approval see Appendix D and E.  

2.3.1. Informed Consent  

 Nurses provided individuals with an information sheet at the Dunedin Hospital 

Rheumatology Outpatients Clinic (See Appendix A). They were asked for permission 

for their contact details to be passed onto researchers conducting the present study. 

Participants were contacted by phone by a researcher involved in the study. Once a 
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participant confirmed they were interested in taking part in a focus group they were 

sent a confirmation letter as well as a questionnaire used by other researchers 

involved in the focus groups assessing fatigue levels, psychological flexibility and 

wellbeing. On arrival at the focus groups a consent form (see Appendix B) was 

provided to confirm participants agreed to take part in a study that would involve the 

use of their personal experiences and opinions by three different postgraduate 

researchers.  

2.3.2. Privacy  

 All participant details were kept confidential by storing consent forms, contact 

details and completed questionnaires in a locked drawer only accessible by 

researchers involved in the study. No participant details were uploaded to the 

computer. All names, locations and details that may have identified the participants 

were removed from the transcripts of the focus groups. Only researchers involved in 

the study had access to the focus group recordings via a password protected account.  

2.4. Focus Groups: Data Collection  

2.4.1. Recruitment  

Participants were recruited through the Dunedin Hospital Rheumatology 

Outpatients’ Clinic. Participants met the inclusion criteria if they had previously or 

currently experienced fatigue due to their rheumatic disease. Participants were 

excluded if they were experiencing a terminal illness or severe mental health issue. 

Participants needed to be able to read and write in order to complete a questionnaire 

prior to the commencement of the focus group as well as converse freely in English. 

After three of the six focus groups were completed the recruitment criteria was 
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changed to include people who only reported high levels of fatigue to better meet the 

definition of fatigue provided in the present study ‘a sustained form of exhaustion that 

interferes with daily activities and thought processes’ (Treharne et al., 2008, p. 495). 

2.4.2 Sample 

 Of the 20 participants, four had ankylosing spondylitis, five had fibromyalgia, 

five had osteoarthritis, three had psoriatic arthritis, seven had rheumatic arthritis and 

three had systemic lupus erythematosus. Eight of the participants were diagnosed with 

two or more of these rheumatic diseases.  

 The sample included eight men and eleven women ranging in age from 28 to 

77 years (mean = 59, SD = 14.35). This gender split is indicative of prevalence rates 

of arthritis in the general population, as arthritis is more common in women (Theis, 

Helmick & Hootman, 2007). The majority of participants were Pākehā. Seventeen of 

the participants identified as New Zealand European, one was from Scotland, and one 

was from England. One participant identified as both Māori as well as New Zealand 

European.    

2.4.3 Focus Groups 

 Three to six participants took part in each focus group. Six focus groups were 

used in the present study. Focus groups one and five were made up of four 

participants. Focus groups two, three, four and six were made up of three participants. 

This is similar to the total number of participants recruited in previously reviewed 

focus group studies and the size of focus groups were appropriate to ensure 

participants were comfortable conversing freely about their lived experiences (Davies 

et al., 2013; Hawtin & Sullivan, 2011; Power et al., 2008). Most focus groups were 

mixed gender. One focus group was comprised of women only.  
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 The focus groups were semi-structured. The focus group questions were 

predetermined open-ended questions based on the research questions of those 

involved in the present study (See Table 1). The semi-structured format ensured focus 

group discussion was able to ebb and flow in a natural way, based on participant 

responses and guided by the lead researcher. Follow up questions were then used if a 

researcher needed to elicit further information on a topic (e.g. ‘can you tell me more 

about that?’). An audio recording device was used to record all focus groups and 

allow for subsequent transcription to occur (detailed in the procedure section of this 

chapter). 

 Prior to the main focus groups, two practice groups were arranged to trial the 

focus group questions and format. University of Otago students were included in the 

practice groups. These groups were an opportunity to ensure the focus group 

questions were clear and easily understood, the length of the focus group was not too 

long and that the questions were suitable in eliciting information from participants 

relating to pre-determined research questions.  
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Table 1.  

Focus Group Questions and Prompts 

 
1. 

 
Today we’re going to be talking about some of the issues you face with 
fatigue. In some research we try to get people to regularly record their 
thoughts. Before coming to the focus group you were asked to complete a 
short questionnaire similar to one we might ask participants in future 
studies to complete regularly. What was it like filling in the questionnaire? 
 

2. How does fatigue impact your life on a daily basis? 
 

3. Have you ever used any websites (e.g., WEBMD, Arthritis NZ) to gain 
information about fatigue, and how to manage it?  
 

4. Social media sites such as Facebook often function as avenues for social 
support e.g., Arthritis NZ Facebook page discussion. Have you ever 
participated in something like this? 
 

5. Sometimes people see health professionals like counsellors and 
psychologists to help them manage their chronic illness, have you been to 
see a counsellor or psychologist to help manage your arthritis? 

 
6. 

 
Mindfulness is a popular term that has been used a lot in the last few 
years, what do you know about mindfulness? 
 

7. We’re planning on developing a support programme for people who have 
fatigue related to their arthritis. The aim of the group will be to lessen the 
negative impact fatigue has on people’s lives. We’re thinking of doing this 
in a group setting, and we were wondering, what would you want to get 
out of a group like this? 
 
 
 For a full list of focus group questions including prompts please see 
Appendix H 
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Mindfulness Script  

 Participants were shown an animated YouTube video (See Appendix C) 

explaining mindfulness to them. However, as mindfulness is a tool that is actively 

practiced by individuals I decided to include a one-minute guided mindfulness script 

to increase participants understanding of what is involved in formal mindfulness 

practice. The script was developed in conjunction with a clinical psychologist who 

has extensive experience in mindfulness-based therapies. It was written specifically 

for the present study as a way to show participants what is involved in mindfulness 

meditation (J. Hegarty, personal communication, July 4th, 2016).  

 

The mindfulness script is as follows: 

“Close your eyes and notice where you feel your breath. You might feel the air going 

in and out at your nostrils, or maybe you feel the rise and fall of your chest or 

stomach. If you can’t feel anything, place your hand on your stomach and notice how 

your hand gently rises and falls with your breath. Keep your attention focused on the 

sensations of breathing. You might find this is hard to do because your mind might 

start to chatter. Your mind may start to wander, as minds often do, and that’s okay. 

Notice that your mind has wandered and gently bring your awareness back to the 

physical sensations of breathing. Open your eyes and bring your attention back to the 

room around you”.  

2.4.4 Procedure 

 As mentioned previously, a researcher contacted participants meeting 

inclusion criteria and if interested in taking part in the study each participant agreed 

on a date and time for a focus group. Prior to the scheduled focus group a text 
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message or phone call was made to the individual as a reminder. An information pack 

including another information sheet, general background questionnaire and daily 

diary questionnaire was also posted to the participants. The only information used in 

the present study from these questionnaires was the demographics (age, gender and 

diagnosed rheumatic disease).  

 The focus groups were run in a private room at the University of Otago. The 

focus group discussions were guided by at least two (occasionally three) researchers. 

Prior to the focus groups the researchers would establish what role they would play 

when guiding the discussion. The lead researcher (a PhD student from the University 

of Otago) would ask the questions while the assistant researcher (one or two masters 

students at the University of Otago) would ensure no questions were missed, use 

prompts where necessary and ensure the group did not run over time. Prior to the 

beginning of the focus groups the lead researcher would introduce herself and the 

assistant researcher(s), remind participants that the focus groups were being recorded 

so please to avoid speaking over each other, as well as to remind participants to turn 

off cellphones and keep everything discussed in the focus group confidential. 

Questions five and six (as seen in Table 1) were specifically tailored to this study. 

These were designed to address my research aims, with prompts added in attempt to 

extend discussion in a way that would add depth to the results. Question five 

specifically addressed whether participants had ever used or been offered any 

psychological therapies by their healthcare professionals such as counsellors or 

psychologists. Question six was more specifically focused on mindfulness and 

participants experiences of mindfulness, as well as their willingness to incorporate 

mindfulness as a potential tool for their arthritis-related fatigue.  
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 Focus groups ranged between 70 and 90 minutes. These were audio recorded 

on at least two recording devices. The recordings were then transcribed verbatim prior 

to data analysis. This involved listening to the recordings of the focus groups and 

typing the discussion into a Word document. The researchers transcribed three of the 

focus groups and a transcription company transcribed three of the focus groups. All 

transcripts were checked for accuracy by listening to the recording again once 

transcription was complete, reading over the transcript and making changes if needed. 

All verbal utterances were included in the transcriptions (e.g., laughter) as well as any 

overlaps of speech. See appendix G for the full transcription protocol.  

2.5. Thematic Analysis  

 Thematic analysis is a specific process of qualitative analysis, which provides 

a way to organize and present core ideas found within a data set (i.e., the focus groups 

in this study). The information is then presented as various themes, all which refer to 

specific patterns of meaning within the data (Joffe, 2012). These themes were all 

within the scope of my research questions and the path taken to reach these themes 

involved the six steps of thematic analysis, as outlined by Braun and Clarke (2006). 

Before beginning the six steps of thematic analysis, Braun and Clarke (2006) detail 

the importance of three decisions that must be made prior to analysis. 

The first decision regards analysis of the data set as a whole or analysis of a 

particular aspect or segment of the data set. For this study, the focus groups were a 

means of data collection for three different researchers; therefore analysis of only the 

relevant segment of the data set relating to my research questions was the best 

approach. The second decision involved the approach taken to thematic analysis. In 

this instance an inductive (coding the data from its content) rather than deductive 
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(approaching with a pre-existing coding framework) approach was used (Braun & 

Clarke, 2006). I used an inductive approach, as I was interested in participants’ 

personal experiences with mindfulness and willingness to try mindfulness for their 

fatigue. This ‘bottom up’ process taken meant my approach to coding did not use any 

sort of coding framework, but identified themes that solely reflected the content of 

discussion provided by participants. The third and final decision involved the level at 

which themes were identified, in this case the semantic level (Braun & Clarke, 2006). 

When identifying themes at this level I did not look for meaning beyond what was 

explicitly said during a focus group discussion. A semantic or ‘surface’ level 

approach to data analysis focused on providing a descriptive account of participants 

lived experiences (Braun & Clarke, 2006). This semantic approach was coupled with 

a realist epistemology when completing analysis. A realist epistemology assumes a 

‘unidirectional relationship’ between what is said by participants and what they have 

personally experienced (Braun & Clarke, 2006). These decisions best reflect the aims 

of the research, to identify patterns in what participants said about lived experiences 

with fatigue as well as past experience with psychological therapies and willingness 

to incorporate mindfulness as a tool to help manage arthritis-related fatigue.  

Following these initial decisions, analysis in the present study followed the six 

steps as outlined by Braun and Clarke (2006). The first step involved familiarizing 

oneself with the data. This was completed by listening to recorded focus groups to 

check for accuracy of completed transcripts as well as reading completed transcripts 

while highlighting areas of potential interest and jotting notes that may be of interest 

when beginning coding. Transcripts were read a total of three times prior to coding to 

ensure I was entirely familiar with the content. 
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The second step involved generating initial codes. This involves labelling 

small key parts of the discussion within the transcript that relate to the research 

questions (Braun & Clarke, 2006). Taking initial notes into account I generated 

several codes and compiled them into a comprehensive list using Microsoft Word. 

Beside all codes I placed corresponding quotes. Throughout this process the codes 

were often merged if too similar, split if too diverse and discarded if they did not 

provide any relevant information regarding my research questions. Throughout this 

process I met with my supervisor who provided feedback and advice regarding the 

coding process.  

The third step involved exploring the data for themes. This was completed 

using initial codes and placing these into much broader groups (known as themes) that 

reflected the patterns of meaning within a data set (Braun & Clarke, 2006). It was 

important to ensure there was no repetition between themes and themes related to the 

research questions of the present study. Throughout this process all codes were 

manually printed, cut out and a pin-board was used to allow a shuffling and 

movement of the codes until they were placed in succinct initial themes.  

The fourth step involved reviewing initial themes and this step of analysis 

involved generating subthemes within two of the themes. Subthemes are smaller 

themes found under the umbrella of a main theme and are a way to provide more 

clarity and structure regarding the final themes (Braun & Clarke, 2006).  

The fifth step involved finalizing themes, ensuring they were clearly presented 

and labelled. Within this step the transcripts were re-read to ensure that the emergent 

themes were indicative of the patterns within the focus group discussions. During this 

step I manually drew a thematic map, using pens, post-it notes and highlighters to 

develop a visual of the themes. I ensured all themes were distinctly labelled and 
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provided an in-depth narrative of what each theme involved and how it related to my 

research questions. 

Finally, the sixth step involved reporting the findings and themes in the results 

section. While writing this chapter of the present study I attempted to detail each 

theme and subtheme, selecting relevant quotes to help reiterate the main message of 

the theme or subtheme in question. All of Braun and Clarke’s (2006) steps were 

applied for successful data analysis which in turn helped explain and improve 

understanding regarding the studies area of interest, in this case the way individuals 

with arthritis-related fatigue view mindfulness meditation as a potential therapeutic 

tool to help manage their fatigue.  
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Chapter 3: Results 

3.1. Overview  

Three themes were identified and were evident across all six focus groups. 

The first theme labelled “lack of experience with psychological therapies for arthritis-

related fatigue” addresses participants’ experiences with psychological therapies, 

whether psychological therapies have ever been suggested by a healthcare 

professional or if they have sought psychological support for their diagnosis. The 

second theme labelled  “experiences and understanding of mindfulness” encompasses 

participants’ experiences with mindfulness. Within this second theme two subthemes 

were identified showing the distinct differences in participants’ understanding of 

alternative therapies such as mindfulness. The first subtheme is labelled ‘I have no 

understanding of mindfulness’ and highlights several misconceptions of mindfulness 

as well as a lack of understanding of what mindfulness involves. The second 

subtheme is labelled ‘I have some understanding of mindfulness’ and indicates how 

some participants do have an understanding of mindfulness, often due to first-hand 

experience of mindfulness meditation. The third and final theme labelled 

“mindfulness as a potential treatment option for fatigue” relates to whether 

participants view mindfulness as a useful tool or treatment that could be used for their 

fatigue. Within this third theme two subthemes were identified. The first subtheme 

indicates that some participants do not view mindfulness as a potential treatment 

option due to lived experiences such as level of fatigue and lack of time in the day; 

this subtheme is labelled ‘mindfulness would not be useful for me’. The second 

subtheme indicates that some participants did view mindfulness as a potential option, 

sometimes due to desperation to find something that might alleviate arthritis-related 
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fatigue, this subtheme is labelled ‘mindfulness would be useful for me’. Following 

discussion of the three themes, I briefly discuss the polarity in participants’ 

experiences with psychological therapies and understanding of mindfulness in relation 

to willingness to incorporate mindfulness for fatigue. 

 

Please note the annotations used to present various quotes in this section take 

the format of, for example, P3/F5. ‘P’ is indicative of the participant number within 

that focus group and ‘F’ indicates which focus group the participant took part in. The 

rest of the quote is presented verbatim. Please see Appendix G for further details 

describing the key conventions used when transcribing. 

3.1. Theme 1: Lack of experience with psychological therapies for arthritis-

related fatigue  

 The first theme involved participants’ experiences with psychological 

therapies. Over the six focus groups participants discussed experiences, lived or 

vicarious, with various psychological therapies. During this discussion several 

participants highlighted three main overarching viewpoints relating to psychological 

therapies: 1) the inaccessibility of psychological therapies, 2) the stigma surrounding 

psychological therapies and 3) the current coping ability of participants and its 

subsequent impact on whether psychological therapies were regarded as potentially 

useful for them.  

 Several participants highlighted an extreme lack of accessibility regarding 

psychological therapies. This lack of accessibility was often due to the private cost of 

psychological therapies and the lack of public funding available. These participants 

also highlighted that while they would like to visit a counsellor or psychologist it 
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requires a long-term commitment and the ability to continue meeting both the cost 

and physical demands of weekly appointments is often very difficult for them.  

 

P2/F4 “I would [see a counsellor or psychologist], if that was more available. Umm, 

for having to you know, lose my umm you know the income from working full time, 

umm I actually can’t afford to. Ah you can get four sessions from your doctor, but 

that doesn’t go very far, you kind of just meet the person in the first one, umm and to 

understand all the layers of the onion for them, umm you know, you need something 

available, but you just can’t get that. I would love to go see someone, but those 

resources aren’t there.” 

 

Moreover, several participants noted that possible alternative therapies (e.g., 

yoga, acupuncture) and psychological therapies (e.g., counsellors, psychologists) for 

their arthritis and fatigue were numerous and the ability to incorporate these 

treatments into their weekly budget was out of the realms of possibility especially if 

participants had families, jobs and other commitments that took precedent for them.  

 

P2/F6 “And you know, now I think I wouldn’t mind trying this I wouldn’t mind trying 

that, but your just into dozens and dozens of things you know. You, you just can’t 

afford you know to see two or three people every week” 

 

Some participants did not know that psychological therapies such as a 

counsellors or psychologists were an option to help with their arthritis and fatigue, 

while some individuals mentioned that it was due to lack of referral that they have 
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never used or considered alternative therapies as a potential treatment for their 

arthritis-related fatigue.  

 

R1/F3 “So have you guys both mentioned you know not seeing a psychologist or a 

counsellor, any particular reason why not?” 

P3: “It’s a question of referral isn’t it?”       

                                                                                                                                                                                                                                                                                      

R3/F5 “So has anyone’s umm doctor ever suggested seeing someone like a 

counsellor or anything like that?”  

P1: No.  

P3: No.  

P2: No 

 

None of the participants across the focus groups mentioned any form of 

psychological therapy, suggested by their doctor or otherwise, as being an active part 

of their current treatment of arthritis or arthritis-related fatigue. Many participants 

indicated their doctor had never suggested seeing a counsellor or psychologist as a 

potential tool to help manage their arthritis-related fatigue. With heavy reliance on 

doctors to adequately manage their arthritis, this lack of referral therefore contributed 

to the inaccessibility of alternative psychological therapies. Prior to the focus groups, 

some participants did not realise that there was limited funding available to partially 

support the costs of psychological therapies, only realising this once a member of the 

group said she had exhausted the disability allowance that was available for her to see 

a psychologist. Several participants mentioned now they were aware of available 

support due to the disability allowance (funding for individuals living with chronic 
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conditions) they would potentially consider looking into available psychological 

support. Other participants had never considered the possibility of looking beyond 

their doctor for support for their arthritis and fatigue. 

 

P3/F4 “…it’s one of those things where financially I would have thought about it but 

never have done it until I found out you could do it as part of the disability 

allowance” 

  

 Some participants described viewing alternative psychological therapies as too 

‘touchy feely’ and ‘not really doing it for them’. Some participants said they were 

uncomfortable with someone analysing how they were feeling and they would rather 

take part in relaxing activities. 

 

P1/F3 “I- I’d actually I actually feel better going for a massage or something like 

that. That kind of helps me more with my headspace or- or having a you know a nice 

hot bath with a gin and tonic or something like that. That does it more for me than 

somebody sitting down and sort of analysing about how I’m feeling” 

 

Psychological therapies and the benefits of counsellors and psychologists were 

sometimes overlooked by participants and replaced with options involving relaxing 

activities or taking some time out. Moreover, discussion by participants highlighted 

the tendency to seek out short-term relaxing activities to help alleviate fatigue and 

pain. These were deemed far more beneficial than long-term commitments like seeing 

a counsellor or psychologist. Throughout the discussions, many participants 

considered psychological therapies as only suitable for mental health problems like 
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depression and there appeared to be some resistance towards the possibility of 

incorporating psychological therapies for management of their arthritis and fatigue.  

 

P2/F5 “Well I have years ago, like you know mainly for depression reasons. Umm 

but that relationship with that doctor I suppose lasted about a year I =would= think 

and umm and then umm, yeah I sort of either grew out of it” 

 

P1/F1 “I’ve never felt the need. I don’t get depressed. I refuse to get depressed”      

 

Several participants suggested they would not like to spend time talking about 

themselves or their current coping abilities whether it be because they did not have 

time to feel sorry for themselves, they refused to be ‘that person’ who required 

psychological support, or they were unsure what would be revealed by discussing 

their experiences with a psychologist or counsellor. Many of the barriers highlighted 

by participants as preventing them from seeking the support of a counsellor or 

psychologist emphasised the stigma associated with any psychological therapies, as 

well as the lack of knowledge regarding the potential benefits of psychological 

support. 

 

P2/F2 “Umm I try not to be that person... I don’t have that option, so at this stage, 

I’m not- I’m not that person sitting at home feeling sorry for myself, oh god poor me, 

so I’m not, yeah, I don’t feel a counsellor, unless I was feeling like that, I don’t think 

a counsellor is something that I- and I don’t probably want to look that deeply inside 

of myself to bring out all that other stuff that you could bring up you know” 
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A few participants mentioned that they do not allow themselves to be in any 

sort of emotional state that requires psychological support and that this would be seen 

as ‘giving in’ to their arthritis. Family commitments and work obligations were 

commonly highlighted as reasons why psychological support was not a useful 

treatment option. Several participants mentioned that seeking psychological support 

from a counsellor or psychologist would be seen as not only ‘weak’ but also use up 

valuable time that could be better used elsewhere, such as at work earning a living or 

at home raising a family. Throughout the discussions, the lack of first-hand 

experience with psychological therapies seemed to negatively impact participant 

views toward incorporating any sort of psychological therapy into their arthritis and 

fatigue management. Those participants who had first-hand positive experience with 

counsellors and/or psychologists seemed to discuss psychological therapies in a much 

more positive manner and be much less resistant to potentially incorporating these as 

a tool for managing their arthritis and fatigue.  

 

P2/F5 “Well I had depression I suppose and I didn’t know what it was, you know I 

just knew I wasn’t right and- and umm and it- it- it went to the- it went to the stage 

where- well I got to stage where umm…you know, I would’ve been quite happy to just 

to have driven in front of a bus or something, you know or I just couldn’t find a truck 

big enough that was gonna do the job quick enough. You know and it wasn’t- it 

wasn’t until umm I was able to talk to somebody you know...” 

 

  Throughout discussions many participants noted that seeking psychological 

help is generally only something done when someone is at ‘breaking point’. 

Moreover, if someone feels they have reached this point, only then will the benefits of 
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talking to someone like a counsellor or psychologist outweigh the negative stigma 

associated with seeking psychological support.  

A final viewpoint of several participants that impacted their opinion toward 

possibly incorporating psychological therapies for their arthritis and fatigue was 

perceived current coping ability. Participants described not needing psychological 

support if they had coping strategies that currently worked for them and that they 

would only try and seek any sort of alternative psychological therapy, including 

mindfulness, if they were feeling 'lousy'.  

 

P3/F2 “Yeah, I don’t know because you know as I said earlier at present I don’t feel 

that my fatigue is umm, too bad, I- you know I’ve had a particularly busy week, and 

you know, I- and I’m feeling quite good, so, at present I must be coping. So, and you 

know, if it stays at the level that it’s at, yep, it’s fine, but I do realize that you know, 

next week it may not be quite so good, so umm, and then you’d- coz you’d only do it- 

well I would, I would only do it when I was feeling lousy  (laughs), and then- and th- 

which almost defeats the purpose.” 

 

P1/F4 “And I guess like I’ve always worked in education and social work, so I’m not 

saying that I think that I know everything about myself, but I find that I question 

myself rather than ah go to somebody else. But I certainly would, if I felt like I needed 

to.” 

 

Many participants suggested they would seek extra support if they felt it was 

required, however psychological therapies were viewed as more of a crisis 

intervention technique rather than a preventative measure or added coping technique.  
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Several participants mentioned that if they could currently cope, that was adequate for 

them, and no extra help was needed.    

 

P2/F2 “I think where I am at the moment is fine, I’m you know, I can cope and, so.” 

3.2 Theme 2: Experiences and understanding of mindfulness  

 The second theme involved discussion of participants’ experiences and 

understanding of mindfulness. This involved participants’ interpretation of what 

mindfulness involves and whether participants had any first-hand experience of 

incorporating formal mindfulness practice. Within this theme two subthemes were 

identified. The first subtheme is labelled ‘I have no understanding of mindfulness’ 

and includes descriptions of mindfulness from participants with limited to no 

experience with mindfulness meditation. The second subtheme is labelled ‘I have 

some understanding of mindfulness’ and includes descriptions of mindfulness from 

participants who have had first-hand experience with mindfulness meditation, 

formally or otherwise, as well as descriptions of mindfulness from those that have 

heard the term but never engaged in any sort of mindfulness practice.  

3.2.1. I have no understanding of mindfulness 

 Within subtheme 2.1, several participants highlighted lack of exposure as 

being one of the reasons they were unaware of mindfulness meditation. Many 

participants mentioned they had never heard the word mindfulness while others stated 

they had heard the term in passing but were unaware of what it might mean. 
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R1/F2 “What do you know about mindfulness?” 

P1: “Absolutely nothing”   

                                                                                                                                                    

P2/F3 “I’ve heard of it and that was about it really” 

 

P2/F4 “I’ve heard of it, I have no idea what it is” 

 

Across all focus groups the majority of participants had very limited exposure 

to the term mindfulness; some reported hearing the word in passing and others only 

heard it for the first time in the focus group. After participants were asked if they were 

aware of the term mindfulness, the focus group facilitator then defined mindfulness 

and participants partook in the short mindfulness exercise, as described in the 

procedure section of the methods chapter. Participants were then asked to share their 

understanding of what mindfulness involves. Some descriptions from participants 

included a subconscious experience where they 'disappear' for a while, an activity to 

help them sleep, removing oneself from the present situation and emptying the mind, 

being mindless or 'zoning out' and turning something negative into something more 

positive.  

 

P3/F3 “Well, I think it’s a good thing yeah. I think to some extent people do it anyway 

on an everyday basis. Probably might not use that terminology or even think of it in 

those terms” 

 

Several participants described mindfulness in this way, across all focus 

groups. Rather than perceive mindfulness as a formal meditation practice, it was 
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describes as being a normal and common part of day-to-day life. Moreover, many 

descriptions of mindfulness focused on mentally removing oneself from their current 

situation as a way to escape from their own reality, where pain or fatigue may be 

overwhelming and they can mentally remove themselves for a while.  

 

P1/F2 “I think I do that anyway. Quite often I’ll just go into a zone that’s just me, you 

know because of the fact that as I said before, I can’t read, I can’t concentrate, so you 

just zone out, and everything disappears, and I could end up going to sleep, or I could 

end up staying awake. But yeah, I think it’s- I’m not sure, but I think it’s something 

that the body does naturally” 

 

As seen above, this participant described their perception of mindfulness as 

being an escape or avoidance tool that could be used as a way to ‘disappear’ for a 

while. Several descriptions of mindfulness even after participants were presented both 

a description of mindfulness and a practical guided mindfulness exercise 

demonstrated a lack of understanding of what mindfulness involves perhaps 

suggesting that further first-hand experience of mindfulness, or more information 

regarding mindfulness, is required for accurate understanding.  

Many participants described mindfulness as just taking part in a perceived 

relaxing or enjoyable activity. Participants highlighted activities like reading a book, 

enjoying gardening, imagining a mountain scene or sunrise and watching television as 

their understanding of mindfulness. Some participants describe being mindful as 

enjoying an everyday activity like completing a puzzle.  
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P2/F3 “For me if umm I’m sort of going through a bad day, umm, doing something 

like reading, you know I read a lot but that for me is a real relaxation so umm 

and…ah I don’t, you know, if I’m not in a particularly good space then I read you 

know stories whereas if I’m in a better space I’ll read umm you know reference books 

and stuff like that so coz you know my brains able to take it on but some days you just 

you know and it’s raining outside and the fires going and you’re sitting there and 

you’re reading a book and that for me is just this sort of ‘going out’ space” 

 

Several descriptions of mindfulness within this subtheme focused on 

mindfulness being an activity that requires one’s full attention or an activity that 

might be engaging for the participants, as can be seen with the above example. Once 

again, highlighting a lack of understanding of mindfulness by participants, even with 

a provided definition and example of mindfulness practice. Throughout subtheme 2.1, 

participants had little to no first-hand experience with mindfulness. When asked to 

explain their understanding or perception of mindfulness some participants seemed to 

guess what it might involve. Moreover, participants seemed to take the definition of 

mindfulness and in their attempt to understand it seemed to change the definition to fit 

into a routine or activity they already take part in.  

3.2.2. I have some understanding of mindfulness 

 Within subtheme 2.2 some participants’ descriptions of mindfulness showed 

some understanding of the core components of mindfulness as described in the 

literature, for example paying present and purposeful attention to a situation. A few 

participants described mindfulness as being aware or present. Some descriptions 

highlighted mindfulness as being aware of what is going on around oneself at a given 
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time, while other participants explained mindfulness as being in the moment. Often, 

these participants had heard of mindfulness before the focus group or had some 

understanding of mindfulness.  

 

P4/F1 “Umm, sort of being in the moment. Umm, I know a little bit about it sort of, 

not being stuck in your head all the time or dwelling on things. Being sort of, being 

able to see the flowers as you walk past them or being able to taste something as you 

eat it, or that sort of thing. You know, being able to experience things rather than 

being trapped in some sort of umm, headspace...” 

 

Throughout discussions, some participants seemed to agree that mindfulness is 

something you need to go out and 'look for' not something that just happens 

effortlessly throughout the day. A few participants described mindfulness as being 

fully absorbed in an activity and not letting the mind wander while others describe 

mindfulness as being fully present in the moment and not letting the mind wander. 

 

P3/F1 “I think I probably have but not been aware of it. Like, I had never heard of 

mindfulness before 20 minutes ago, so, but yeah, but yeah, some of the things I do are 

very much in the moment and I’m not really thinking about anything else.” 

 

 Unlike the first subtheme, some participants seemed to describe mindfulness 

in a way that indicated a deeper level of understanding of what mindfulness involves, 

as seen in the above quote where a participant highlights the importance of being 

present in a description of their perception of mindfulness. Moreover, a few 
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participants highlighted that mindfulness is not being ‘mindless’ but in fact being 

mindful of one’s surroundings or current situation.  

 Some participants had first-hand experience of mindfulness meditation. For 

some individuals this was through incorporating simple mindfulness practices into 

their life or taking part in formal mindfulness practice. Other participants had 

experiences that involved components of mindfulness like various forms of other 

meditation and yoga.  

 

P2/F2 “I’ve done some yoga and Pilates stuff. I don’t do it now, but I have done stuff 

like that before. And they normally do meditation thing at the end of those things” 

 

A few participants highlighted their exposure to components of mindfulness 

through other practices such as yoga and Pilates. It appears that for an understanding 

of mindfulness first-hand experience is required, however this does not have to be 

formal mindfulness practice and experience of simple core components of 

mindfulness through various activities such as yoga may be sufficient to increase 

understanding. Several participants’ descriptions of mindfulness emphasised that to 

understand the benefits of a concept like mindfulness, it has to be experienced first-

hand.  

 

P1/F4 “I find it really helpful, it’s part of what I do most mornings when I wake up.” 

 

In this case, a participant describes the importance of regular incorporation of 

mindfulness, even in an informal way, in order to understand any benefits. First-hand 

experience seemed to result in a more complete understanding of the core components 
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of mindfulness practice. Often, those participants with an increased level of 

understanding or some experience of components of mindfulness spoke of 

mindfulness more positively throughout the focus groups, in comparison with those 

participants who had a limited understanding of mindfulness.    

3.3 Theme 3: Mindfulness as a potential treatment option for fatigue 

 The third theme involves whether mindfulness is viewed as a potential 

treatment option that could be incorporated into participants’ day-to-day life to help 

manage arthritis-related fatigue. Across all focus groups, participants discussed their 

experiences of arthritis and arthritis-related fatigue and the ensuing impact on daily 

life. After an explanation of mindfulness was provided, as well as a short mindfulness 

exercise, participants were asked if they would be interested in incorporating some 

sort of mindfulness as a potential tool to help manage fatigue. Throughout these 

discussions two subthemes were identified. The first subtheme highlighted some of 

the reasons participants do not view mindfulness as a potential treatment for their 

arthritis-related fatigue such as time, level of fatigue, lack of proof mindfulness would 

work. The second subtheme highlighted some of the reasons participants do view 

mindfulness as a potential tool to help with their arthritis-related fatigue, often due to 

desperation to find something that might help alleviate the negative symptoms of their 

fatigue.  

3.3.1 Mindfulness would not be useful for me 

 Subtheme 3.1 highlighted that many participants do not view mindfulness as a 

potential treatment for their arthritis-related fatigue. Throughout discussion of 

incorporating mindfulness as a potential tool to help manage fatigue, participants 
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emphasised several barriers to practicing mindfulness. Participants described time as 

being a barrier, and not having enough time in the day to incorporate mindfulness 

practice, often due to work and family commitments.  

 

P2/F2 “So yeah, then I think well… (sigh) when I’ve got- when would I have time to 

do something like that? For me personally, it would be… Yeah just some- some- and 

then if you end up falling asleep in the times when you don’t want to fall asleep, you 

know like if you started practicing it and then you ended up falling asleep and you 

had to be somewhere” 

 

 In this instance, the participant described mindfulness as being unachievable 

due to not having enough time in the day as well as potentially falling asleep during 

mindfulness meditation. Several participants, often those with little experience of 

mindfulness, seemed to discuss it as being a sleep aid rather than a tool to help with 

their fatigue. Several participants also highlighted that they find it hard to do 'nothing' 

as it makes them feel lazy or guilty and they discussed mindfulness as being an 

unproductive use of their time. In turn, this would make them feel guilty for not 

utilising their time better and achieving something more productive than just ‘sitting 

there’ if they were to practice mindfulness.  

 

P2/F3 “I always have to be doing something otherwise I’ll feel bad. So just sitting 

there doing nothing I feel I- it actually ah makes me feel a bit more anxious” 

 

This pattern was found across the data, in that several participants discussed 

mindfulness as sounding like a time consuming unproductive exercise. Perhaps 
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suggesting that first-hand experience of mindfulness is required in order to understand 

the potential benefits. Several participants described their fatigue as being a barrier to 

incorporating mindfulness practice into their day-to-day life. Some participants 

mentioned they would just fall asleep if trying to practice mindfulness, especially if 

already feeling extremely fatigued.  

 

P2/F5 “Well I’m- I think- I think there’s umm you know, if you can make it work for 

you would be good, you know I think it’s umm probably it feels like I’d just go to sleep 

but I mean it would, same thing isn’t it” 

 

In this instance, the participant describes their fatigue as being a barrier to 

practicing mindfulness. Furthermore, this participant mistakes mindfulness as a 

sleeping aid, once again highlighting the importance of first-hand experience of 

mindfulness for a more complete understanding of potential benefits. Several 

participants viewed mindfulness as an added pressure when they are already suffering 

from fatigue and exhausted from meeting the days’ basic requirements. Therefore, the 

added impact of something like regular mindfulness practice would be outside the 

realms of their physical and mental capabilities.  

 

P3/F4 “And I think it’s maybe just adding something as simple as having to 

remember to do it, is actually so tiring, just the thing of thinking of one more thing, 

such a tiny small simple thing, but I think that’s one of the restrictive factors I guess, 

for me” 

 



	 52	

P1/F4 “I have alarms going off, all during the day, you know, take this, take this do 

this” 

 

The above participants discussed the impact their fatigue has on their ability to 

remember day-to-day activities and tasks. Throughout all focus groups, participants 

with extreme fatigue discussed incorporating daily mindfulness as being potentially 

unachievable for them. Some participants highlighted being exhausted from trying 

many different treatments for their fatigue and having limited success. Therefore, they 

regarded any potential new treatments with extreme caution.   

 

P2/F4 “…but I- it’s hard to invest so much extra energy in trying to do something if 

you don’t get anything out of it… as long as you don’t lose out on trying, cause you 

could be exhausted by putting effort in.” 

 

 In this instance, the participant highlights the level of exhaustion that was a 

result of incorporating alternative therapies such as mindfulness in attempt to help 

manage arthritis-related fatigue. Many participants discussed taking care when 

considering new alternative treatments, as often the effort needed to implement a 

treatment or alternative therapy far outweighed the resultant benefits of doing so. 

Several participants mentioned they would try mindfulness if there were a clear 

justification it would benefit them in some way. However, there needed to be some 

sort of proof it would help, as they did not want to try something that could be just 

another disappointment. Some participants highlighted that they would try 

mindfulness if they knew it would help with the pain, as it is the pain that causes their 
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fatigue. Participants often discussed pain and fatigue as being interlinked, and often 

pain being the cause of fatigue.   

 

P4/F4 “Studies, some sort of thing to say it’s going- it’s going- it’s proven to work. 

You said earlier, you know, we know it’s going to work for pain, but nothing’s been 

done on if it works for chronic fatigue, so you know, having the knowledge that 

someone’s investigated it and they’ve said yeah, yeah, no, actually, that’s going to 

work, and then you want to put the effort into actually try, but without that, I mean it’s 

just another thing that may not work, or another disappointment.” 

 

As can be seen with the above quote, on-going disappointments from potential 

treatments, extreme fatigue and pain may all contribute to the inability to continue 

trying new things that do not help alleviate any symptoms. Throughout discussion 

participants put emphasis on needing a clear justification to try new things or proof 

that something could work before they used valuable time on ‘another thing they 

don’t feel like doing’. 

 

P3/F4 “…it feels like without really obvious kind of evidence that it’s going to do 

something, it feels like another pressure, another thing that you don’t feel up to doing, 

even though it’s obviously, sort of it is potentially going to help, or would be useful in 

life in general.” 

 

Throughout all focus groups, several participants could not imagine any 

potential benefits from incorporating mindfulness if it could not reduce the level of 

debilitating pain they might have. Not only did discussion highlight that pain and 
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fatigue are interlinked, but that pain was the mitigating factor determining fatigue 

levels associated with arthritis.  

 

P4/F1 “Yeah, if I could think it could help with the pain because I think it is the pain 

that causes the fatigue” 

 

 In this instance, the participant highlighted a bidirectional relationship 

between pain and fatigue, which in turn impacted their view of incorporating 

mindfulness as a tool to help with their arthritis-related fatigue. Interestingly, when 

researchers posed a hypothetical question to participants, asking if ‘proof’ that 

mindfulness may work as a tool to help manage arthritis-related fatigue, many 

participants throughout all focus groups said they would ‘give it a go’. This trend was 

seen even for participants who discussed several barriers impacting their ability to 

practice mindfulness.  

 

R3/F5 “So are you saying that if you knew it was helpful, you would be willing to try 

it  

P2: Oh absolutely” 

 

3.3.2 Mindfulness is something I would like to try 

 Within subtheme 3.2 participants discussed why mindfulness would be useful 

as a potential tool to help with their fatigue. Some participants said they would 

definitely try mindfulness, and if it could help with their fatigue even slightly, then 

this would be perceived as a success to them. 
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P2/F4 “Yeah but even if it does, I don’t expect the fatigue to ever go away, I don’t 

have those kind of expectations, that’s kind of like, you don’t ever hope for a cure, but 

if it could make it, could knock that little bit off the top of the triangle, it would be 

nice” 

 

P1/F4 “I’m interested in anything that umm, may make a =difference=. So whether it 

be umm, well anything I guess, mindfulness, herbal supplements, whatever. Whatever 

you’re keen to research, I’m keen to do, poke, have, whatever” 

 

P2/F3 “Anything that can help is worth looking at.” 

P1: “Yeah, yeah.” 

 

  Some participants discussed mindfulness in a positive way, indicating they 

were interested in incorporating ‘anything’ that may help alleviate their arthritis-

related fatigue. Throughout discussion, a few participants seemed desperate to try 

anything that may help, indicating arthritis-related fatigue may need to be at a level 

where someone is unable to cope, before participants will consider incorporating 

various alternative therapies. In subtheme 3.1 several participants discussed feeling 

exhausted from trying several alternative therapies without success, however some 

participants suggested they would try anything once, and would therefore engage in 

mindfulness as a treatment option. Some participants discussed being accepting of the 

fact there might never be a cure for their arthritis and they might never be free of pain. 

However, if they could find something that could take the edge off, or ‘knock the tip 
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off the iceberg’ that is their experience with arthritis and fatigue, then they would try 

anything that may make a difference, including mindfulness.  

 Interestingly, throughout discussion, participants who had a more 

comprehensive understanding of mindfulness prior to the focus groups, or had first-

hand experience of mindfulness, were more eager to incorporate mindfulness as a tool 

to help manage their arthritis-related fatigue. Thus, this highlights the importance of a 

level of understanding of mindfulness, and the subsequent impact on willingness to 

incorporate these tools for arthritis-related fatigue.  

 

P1/F4 “Oh it would be nice to do it at home too, you know, not to have to physically 

go somewhere to do it. Do you know what I mean? But I think yeah, meditation, 

mindfulness is great” 

 

P3/F6 “I mean I came in here with the idea that I - I really need to give mindfulness 

and meditation a bit of a go. Definitely” 

3.4. Polarity in experiences with psychological therapies and understanding of 

mindfulness in relation to trying mindfulness for fatigue 

 Throughout the analysis, links between the themes emerged which highlighted 

the polarity between participants regarding the perceived benefits of psychological 

therapies, as well as their own understanding of mindfulness, and subsequent 

willingness or interest in incorporating mindfulness to help manage arthritis-related 

fatigue. Several participants discussed psychological therapies in a more positive 

manner and would be interested in seeing a counsellor or psychologist for their 

arthritis were it not for lack of accessibility (high costs, lack of referral). These 
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participants were also more willing to potentially incorporate mindfulness into their 

day-to-day life.  

 

P2/F4 “I would, if that was more available... I would love to go see someone, but 

those resources aren’t there. So, =(inaudible)=.” 

 

P2/F4 “Yeah but even if it does, I don’t expect the fatigue to ever go away, I don’t 

have those kind of expectations, that’s kind of like, you don’t ever hope for a cure, but 

if it could make it, could knock that little bit off the top of the triangle, it would be 

nice.” 

 

The above participant provides an example of the link between a more 

positive view of psychological therapies and the subsequent willingness to 

incorporate mindfulness for arthritis-related fatigue. This participant highlights their 

desire to see a psychologist or counsellor for their arthritis, if it was available for 

them, as well as their enthusiasm toward trying mindfulness in their day-to-day life.  

Similarly, those participants who had first-hand experience of mindfulness or 

an increased level of understanding of mindfulness spoke about incorporating 

mindfulness for their fatigue in a much more positive and eager manner.   

 

P1/F4 “I find it really helpful, it’s part of what I do most mornings when I wake up” 

 

P1/F4 “Oh it would be nice to do it at home too, you know, not to have to physically 

go somewhere to do it… But I think yeah, meditation, mindfulness is great… I’m 

interested in anything that umm, may make a difference.” 
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 On this occasion, the participant described their understanding of mindfulness, 

as well as their incorporation of mindfulness into their daily routine. In turn, they 

describe being interested in incorporating formal mindfulness practice as a tool to 

help manage their arthritis-related fatigue. This pattern was found throughout 

analysis. On the other hand, participants who discussed psychological therapies in a 

negative manner or had minimal experience with psychological therapies seemed to 

be less willing to incorporate mindfulness into their day-to-day life. These 

participants seemed more likely to discuss barriers as to why mindfulness may not be 

the most beneficial or practical treatment option, such as lack of time or extreme 

fatigue.  

 

P2/F2 “I don’t feel a counsellor, unless I was feeling like that, I don’t think a 

counsellor is something that I- and I don’t probably want to look that deeply inside of 

myself to bring out all that other stuff that you could bring up you know” 

 

P2/F2 “How would it help? I mean just- if you’re-, generally I would say if you’re 

going to that state, then you’re generally going to fall asleep when you’ve got chronic 

fatigue”  

 

In this instance, the above participant has provided a description of their 

opinion regarding seeing a counsellor or psychologist for their arthritis-related 

fatigue. This description highlights their resistance toward seeking any sort of 

psychological support for their arthritis. Following this, the same participant has 

provided a description of their views toward incorporating mindfulness as a tool for 
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their arthritis-related fatigue. This participant highlighted several barriers that render 

mindfulness an option that may not be suitable for them, including the belief that 

mindfulness is unproductive, their levels of fatigue, and other ‘life’ commitments that 

take precedence over incorporating alternative therapies such as mindfulness. 

Alongside this, those participants who seemed to lack an understanding of 

mindfulness or had never experienced mindfulness were less willing to incorporate 

mindfulness for their arthritis-relate fatigue. 

 

P1/F1 “I think mindfulness sounds to me like awareness and common sense, that’s 

really it when you think about it.” 

 

P1/F1 “I don’t think it’s a real word though” 

P1/F1 “Well I can’t see the point of it. I really can’t. It is what it is and umm, no 

amount of tinkering is going to make any difference to me really. I have no problem 

with my thoughts and stuff like that so it wouldn’t do me any good seriously” 

 

 The above participant highlights the importance of having an understanding of 

mindfulness in order to be more willing to incorporate it as a tool to help manage 

arthritis-related fatigue. The participant presented some misconceptions of 

mindfulness, including the notion that it is just ‘common sense’. This description of 

mindfulness, even following a definition and short-guided meditation, highlight the 

misconstrued perceptions of mindfulness one can have. Furthermore, this participant 

discusses incorporating mindfulness in an extremely negative manner. The participant 

appears to discard the word ‘mindfulness’ as being fictitious and views it as a 

‘pointless’ practice that is not required unless someone is having ‘problems’ with 
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their thought patterns or mental health. This pattern was found throughout analysis, 

highlighting the importance of having an understanding of mindfulness as well as 

first-hand experience of mindfulness if it is to be considered a treatment option for 

arthritis-related fatigue.   
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Chapter 4: Discussion  

Through the present study I aimed to investigate perceptions of mindfulness as 

a possible treatment for arthritis-related fatigue. There were two research questions 

used as a starting point to investigate participants’ experiences. The first ‘What do 

people with arthritis know about mindfulness?’ and the second ‘What are the views of 

people with arthritis on psychological therapies such as mindfulness in the treatment 

of arthritis and fatigue?’ From the focus groups participants discussed their lived 

experiences of arthritis and fatigue, the availability of alternative psychological 

treatments for their fatigue as well as their understanding of mindfulness. The results 

from this study provided a novel insight into the views of people with arthritis on the 

use of psychological therapies for fatigue, the lack of understanding of mindfulness as 

well as the inaccessibility of psychological support for their chronic disease. Together 

providing insight that met both initial research questions developed at the start of the 

study.  

The first theme identified highlighted the inaccessibility of psychological 

therapies due to a variety of barriers including cost and stigma associated with 

psychological support. This, coupled with medical professionals rarely suggesting 

psychological support meant very few participants had ever seen a counsellor or 

psychologist for their disease. The second theme involved participants’ experiences 

and understanding of mindfulness and within this theme two subthemes were 

identified. The first subtheme indicated the majority of participants had little to no 

understanding of mindfulness prior to the focus groups, several never hearing the term 

‘mindfulness’ until presented by researchers in the groups. The second subtheme 

highlighted that some participants did have a basic understanding of mindfulness, 

often due to first-hand experience of some of its components. The third and final 
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theme involved participants views of mindfulness as a potential treatment option for 

fatigue and there was a clear division between participants who thought mindfulness 

would be useful for them, and those who thought mindfulness would not be helpful 

for their fatigue. The present study provides insight into the views of people with 

arthritis on psychological therapies such as mindfulness, as well as the barriers to 

seeking additional support outside of medical professionals. It also provides a unique 

perspective regarding individuals’ experiences with psychological therapies as well as 

individuals’ understanding of mindfulness and subsequent willingness to incorporate 

mindfulness as an additional support for arthritis-related fatigue.  

 In this chapter I use the identified themes to help discuss and answer my initial 

research questions. I also discuss how the present study links with previous research, 

consider some limitations and strengths of the study, and suggest future developments 

in this area of research. I conclude by discussing some implications of these findings 

and how they can be applied to help support individuals with arthritis-related fatigue.  

4.1 Interpretation of Findings in the Context of the Research Questions  

 The first theme that was formulated from inductive analysis of the focus group 

transcripts involved participants’ lack of experience with psychological therapies for 

their arthritis or fatigue. There were several barriers that were identified including 1) 

accessibility (e.g., cost and time), 2) the negative stigma associated with seeking 

psychological support, 3) the perceived current coping ability of participants and 4) 

the view that psychological support is something that is sought when one is at 

breaking point. The second theme involved participants understanding of 

mindfulness, with two distinct subthemes, the first involving participants who had no 

understanding of what mindfulness is and what is involved and the second involving 
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participants with some understanding of mindfulness through first-hand experience or 

engaging in other practices that incorporate components of mindfulness. The third and 

final theme involved participants’ views on incorporating mindfulness as a potential 

treatment for their arthritis-related fatigue. Within this theme there was also a clear 

distinction between two subthemes, the first subtheme detailing discussion by 

participants who were not interested in mindfulness and did not believe it would be a 

useful tool for them. The second subtheme describing participant views that 

mindfulness would be a helpful tool and is something that would be of interest to help 

cope with arthritis-related fatigue. Throughout analysis and the development of the 

three themes, connections between the themes were identified and will be discussed 

alongside the themes and subthemes in the context of my research questions and how 

they relate to the current literature.   

4.1.1. What do people with arthritis know about mindfulness?  

 
 Little to no understanding of mindfulness: Many participants were not aware 

of the term mindfulness and explicitly stated that had not heard of it before. Several 

other participants highlighted they had heard of mindfulness but did not know what it 

meant. Even when presented with a short YouTube video explaining the concept of 

mindfulness and taking part in a short one minute guided meditation, participants who 

had not previously been exposed to the concept of mindfulness seemed to find it 

difficult to describe their understanding of mindfulness and whether they had ever 

incorporated any sort of mindfulness practice in their day to day life. It is unclear if 

this is because of a difficultly in communicating their understanding of a new topic or 

because of a lack of understanding of the topic in general. The descriptions provided 

by participants were extremely varied, from ‘disappearing’ for a while, to sleep-aid 
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activities, ‘zoning out’ and the reframing of something negative into something more 

positive. Overall, it seemed many participants described mindfulness as a naturally 

occurring process that happens without conscious effort and is frequently used in 

daily life. Mindfulness is more formally defined as the state of being attentive to and 

aware of the present moment purposely and non-judgmentally and is often used as a 

tool to help with increasing awareness and skilful response to potential maladaptive 

thoughts and emotional distress associated with physical ailments (Brown & Ryan, 

2003; Bishop et al., 2004). Mindfulness is not defined as ‘zoning out’, but in-fact 

zoning in and drawing attention to the present moment (Hopkins & Proeve, 2013). 

The inability for participants to grasp the concept of mindfulness and the lack of 

understanding and exposure to the idea of mindfulness within the focus groups is an 

interesting aspect of the results of the present study.  

 Some understanding of mindfulness: Some participants described mindfulness 

in a manner that indicated an understanding of what is involved, including being 

aware or present and focusing on the present moment. Participants who were aware of 

the term mindfulness prior to entering the focus groups generally provided these 

descriptions of mindfulness, and agreed it was something that one seeks to do rather 

than something that happens effortlessly throughout the day. Of the participants who 

described mindfulness in a way that suggested an understanding of the concept, 

several had first-hand experience of mindfulness meditation through either formal 

mindfulness practice or taking part in activities that incorporated components of 

mindfulness like meditation or yoga. It appeared throughout discussion that perhaps 

to understand the concept of mindfulness first-hand experience of mindfulness 

practice is required, or perhaps experiencing core components of mindfulness through 

activities such as yoga may increase an individual’s understanding of mindfulness. 
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There is a chance that it is a component of these participants personalities that results 

in them understanding this concept on a deeper level and subsequently the ability to 

communicate this understanding within the focus groups.  

 Participants’ understanding of mindfulness is an important aspect in assessing 

whether individuals may be willing to take part in or incorporate a new treatment 

option for a physical condition like arthritis. Research involving understanding of 

mindfulness and mindfulness-based interventions from individuals diagnosed with 

arthritis and experiencing arthritis-related fatigue is extremely limited. Previous 

research by Davies et al. (2013) investigating perceptions of mindfulness in a 

population of participants diagnosed with ankylosing spondylitis (a type of 

inflammatory arthritis also diagnosed in some participants in the present study) found 

there was a need for psychological treatments for fatigue. Similarly to the present 

study, none of the participants in the study conducted by Davies et al. (2013) had ever 

heard of mindfulness prior to their focus groups. Davies et al. (2013) did not 

investigate participants’ understanding of mindfulness, as was done in the present 

study, and perhaps the need and want for a psychological treatment option for fatigue 

led to a more enthusiastic response towards mindfulness in their study. It is not 

possible to be sure that the participants in the Davies et al. (2013) study had a good 

understanding of mindfulness and what is involved, participants were never 

specifically asked what their understanding of mindfulness was, just if they would be 

interested in a type of alternative treatment to help with managing the symptoms of 

their disease. This is a novel aspect of the present study that has not been researched 

previously and could be important to take into account when considering the 

application of mindfulness-based interventions for arthritis-related fatigue.  
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 Interestingly, qualitative studies investigating participants understanding of 

mindfulness in different populations of participants also found there was a lack of 

understanding of what is involved in a mindfulness-based intervention and that the 

only way to remedy this is to experience a mindfulness-based intervention first-hand. 

A qualitative study by Harris (2015) found that only after completing a MBSR 

intervention did the participants, members of the general population, understand 

mindfulness and prior to the intervention mindfulness was assumed to simply be 

‘relaxation’. Furthermore, even when training professionals on how to deliver 

mindfulness-based interventions the literature suggests it is vital that professionals 

take part in mindfulness practice in order to increase their understanding of 

mindfulness, highlighting the experiential importance of this kind of psychological 

intervention (Reid, 2015; Hopkins & Proeve, 2013). It is clear in both the present 

study and past research that mindfulness is a difficult concept to understand, and the 

most successful means of increasing understanding is through first-hand experience of 

mindfulness or components of mindfulness.  

4.1.2. What are the views of people with arthritis on psychological therapies such as 

mindfulness in the treatment of arthritis and fatigue?  

Mindfulness would not be useful for me: Throughout the inductive process of 

thematic analysis, there seemed to emerge a clear polarity in participants’ views 

regarding the perceived benefits of psychological therapies or participants’ 

understanding of mindfulness and subsequent interest or willingness to incorporate 

mindfulness into their daily life. Participants who discussed psychological therapies in 

more negative manner seemed to place more emphasis on the barriers that rendered 

mindfulness an unrealistic or unhelpful tool in helping with their arthritis-related 

fatigue. There seemed to be a pattern throughout the data where some participants 
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highlighted the stigma of seeking psychological support for their arthritis by stating 

they did not want to seek help from someone like a counsellor, using reasons such as 

they did not want to look deeply inside of themselves for fear of what might be found. 

Some participants then went on to say that they try not to be the sort of person that 

needs psychological support. Later on in the focus group, the same individuals 

suggested mindfulness would not be a useful tool for them, for reasons such as they 

would berate themselves for being lazy if they took time out of their day to practice 

mindfulness. They also stated that they didn’t see how it would help, as they would 

simply fall asleep if suffering from chronic fatigue.  

Those participants who seemed to have limited or no understanding of 

mindfulness, or had never experienced mindfulness, tended to discuss mindfulness 

more warily, often highlighting a need for proof that mindfulness works. For example, 

some participants described their mindfulness as relaxing whilst engaging in activities 

like drinking whiskey, watching television or reading a book, highlighting some of 

the misconceptions of mindfulness and what is involved. These participants when 

questioned about whether mindfulness might be a useful tool for their arthritis 

doubted mindfulness’ validity with some stating they were not sure mindfulness was a 

real word and they did not know how it would help. One particular participant stated 

they had no need for this type of intervention as they had no problem with their 

thoughts and that they did not need to ‘tinker’ with their brain. These participants 

highlighted a connection between a lack of understanding of mindfulness and 

subsequent disinterest or wariness towards incorporating mindfulness for fatigue. 

Moreover, emphasising the stigma associated with seeking psychological support and 

that it is not something that is viewed as necessary unless someone has problems with 

their thoughts or thinking patterns.  
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Perhaps the lack of suggestion from doctors to seek psychological support has 

resulted in a belief that arthritis-related fatigue is not something that can be managed 

using alternative psychological therapies. In a study by Dures et al. (2014) less than a 

quarter of participants in a sample of 1200 individuals reported being asked about 

psychological support for their arthritis. This was mirrored in the present study as 

none of the participants reported ever having a healthcare professional mention 

psychological support as an option for their arthritis or arthritis-related fatigue. It 

would be interesting to see if healthcare professionals’ suggestions of seeking 

psychological support may reduce the stigma associated with seeing a counsellor or 

psychologist to help manage arthritis and arthritis-related fatigue, as there appears to 

be a clear link between stigma associated with psychological support and subsequent 

reluctance to incorporate mindfulness for fatigue. Moreover, it would be interesting to 

see if healthcare professionals suggested mindfulness specifically whether this would 

reduce the stigma associated with this kind of intervention. Healthcare professionals, 

especially those working from specialised rheumatology clinics are frequently viewed 

as the most ideal source of support for people experiencing the symptoms associated 

with their rheumatic disease (Dures et al., 2014) therefore could be an ideal port of 

call for presenting various alternative or psychological therapies as additional 

supports for arthritis-related fatigue.  

 It seems there are several barriers regarding the perceived usefulness of 

psychological therapies that may impact participant views on incorporating 

mindfulness. Many participants highlighted the high direct cost of alternative 

psychological treatments as well as the time commitment that is required of these type 

of interventions. This seemed to affect the perceived usefulness of mindfulness-based 

interventions for fatigue and could be an important area of consideration for 
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professionals when implementing mindfulness interventions. Past research has also 

highlighted the barriers of available self-management techniques for fatigue, such as 

cost of alternative treatments (Davies et al., 2013). However, unlike the present study, 

Davies et al. (2013) appeared to have a much more consistent positive reaction to the 

potential of incorporating mindfulness meditation for fatigue. Davies et al.’s (2013) 

participants described experiencing pervasive fatigue on a daily basis, a finding that 

was not mirrored in the present study. Perhaps the reported higher level of fatigue 

experienced by participants in the study by Davies et al. (2013) had an impact on the 

resultant willingness to incorporate alternative psychological treatments like 

mindfulness in treatment of their arthritis-related fatigue. The lack of recognition of 

fatigue as a pervasive symptom of arthritis was found in both the present study and 

previous studies (Hewlett et al., 2005b; Repping-Wuts et al., 2007; Kier et al., 2016). 

In fact, many previous quantitative studies investigating the effects of mindfulness-

based interventions for arthritis do not include fatigue as a measure (Lauche et al., 

2013). Perhaps, the legitimising of fatigue as a symptom that can be addressed 

alongside pain could improve the willingness of individuals with arthritis-related 

fatigue to try psychological interventions like mindfulness specifically for arthritis-

related fatigue.  

Mindfulness is something I would like to try: Often, those participants who had 

a more positive view of psychological therapies were also more willing to try and 

incorporate mindfulness as a tool to help with their arthritis-related fatigue. One 

participant stated they would love to seek psychological support but there is a lack of 

resources available through the public health system. The same participant spoke of 

mindfulness in a positive way, stating they would be interested in a mindfulness-

based intervention for their fatigue and that if it could help even slightly it would be 
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nice. Similarly, those participants who had a better understanding or first-hand 

experience of mindfulness prior to taking part in the focus groups were more 

enthusiastic towards the possibility of incorporating mindfulness for their fatigue. One 

participant said they had practiced mindfulness prior to the focus group and that it 

was a part of what they did most mornings when they woke up. They also stated that 

they found it a really helpful part of their day. The same participant was very 

enthusiastic toward using mindfulness specifically for fatigue stating that they would 

be interested in anything that may make a difference. This participant also highlighted 

that perhaps a home-based intervention would be best due to the physical 

requirements of having to commit to weekly sessions while experiencing fatigue. This 

participant also mentioned that they sought out mindfulness using their own initiative, 

did not use it specifically for fatigue prior to the focus group and had also never had a 

healthcare professional suggest psychological therapies for their arthritis. It is 

important to note that it was a minority of participants in this study who had positive 

views of psychological therapies and previous experience or exposure to mindfulness.  

The notion that it is worth trying anything that might ‘make a difference’ to 

relieve arthritis-related fatigue has been seen in previous studies (Hewlett et al., 

2005b; Dures et al., 2014; Davies et al., 2013). Therefore, it is interesting that there is 

a mixed response to trying mindfulness for arthritis-related fatigue from participants. 

This is the first study to investigate perceptions of mindfulness for fatigue using 

participants with a variety of different arthritis diagnoses. It is also the first study to 

investigate participants’ understanding of mindfulness and what is involved in 

mindfulness practice. It appears that for mindfulness to be viewed as a potential 

treatment option there needs to be a clear understanding of what mindfulness is, and 

this may require more than a simple video and exercise within a focus group setting. 
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Perhaps increased education regarding alternative therapies when treating a physical 

condition like arthritis is a key component of treatment that must be taken into 

account. Interestingly, research investigating therapeutic education programmes for 

arthritis management is extremely positive (Bain, 2016). Therapeutic education 

programmes involve teaching self-management techniques to individuals with 

arthritis to help them manage and cope with their disease. These education 

programmes result in reduced cost of health-care, increased quality of life and can 

enable people with arthritis to take control of and try managing their arthritis. There 

are also positive psychosocial effects of therapeutic education programmes (Bain, 

2016). Perhaps mindfulness education could occur in a similar way to these 

therapeutic education programmes, to mitigate the reluctance of trying mindfulness 

for individuals with a lack of understanding. It also appears that participants’ 

perceptions of mindfulness are affected by their views and experiences of 

psychological therapies, including the barriers regarding accessibility of these 

therapies, the stigma associated with these therapies and the perceived coping ability 

and current fatigue level of the participants. Reducing this stigma is also something 

that needs to be taken into account in both clinical and education settings.  

4.2. Limitations and Strengths of the Present Study  

 In this section I discuss the two central limitations and two key strengths of 

the present study. The limitations were the pervasiveness of fatigue in participants and 

the lack of understanding of mindfulness. The strengths were the use of reflexivity as 

well as the recruitment process and diversity of participants.  

 The first central limitation of the present study was the low pervasiveness of 

fatigue in participants. Initial recruitment required participants to have previously or 
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currently experienced fatigue in relation to their rheumatic disease. After the first 

three focus groups it became clear that the level of fatigue described by participants 

did not match the definition of fatigue used in the present study. Fatigue is described 

as a “sustained form of exhaustion that interferes with daily activities and thought 

processes” (Treharne et al., 2008, p. 495). Although often describing fatigue is 

difficult, it became apparent that the level of fatigue experienced by participants was 

not always pervasive enough to interfere with daily activities and tasks or to interfere 

with thought processes of individuals. Some participants described fatigue as a feeling 

of tiredness, yet the ability to carry on and meet the requirements of day-to-day life 

was an option for them. Fatigue was also sometimes described as a lack of motivation 

that could be overcome when commitments arose that could not be avoided. Due to 

this, those participants in the focus groups who were suffering from pervasive fatigue 

sometimes appeared to downplay the effects of fatigue on their daily functioning. I 

wonder if perhaps this was because of feeling uncomfortable discussing fatigue with 

participants who talked about fatigue in a way that made it sound relatively easy to 

manage, which may be confronting for people who are struggling to cope due to 

fatigue. I also wonder if maybe participants suffering from pervasive fatigue may 

have felt embarrassed expressing their own experiences of fatigue if they were vastly 

different to other participants taking part in the discussion. There is also a chance that 

extremely fatigued individuals may not have wanted to take part in a focus group 

study. After the first three focus groups it became clear that the recruitment of 

participants needed to be amended to ensure that all those taking part were 

experiencing fatigue at a level where it was affecting daily activities and/or thought 

processes. There was also a need to recruit individuals with similar lived experiences 

of fatigue to ensure participants felt comfortable conversing in the focus group 
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discussions. For subsequent focus groups the level of fatigue described by participants 

was closer to the definition provided for this report. However, the descriptions of 

fatigue in the later focus groups still did not meet the level of fatigue that was 

expected by myself or the other researchers involved in the study. While the sample 

of participants may have not all experienced the level of fatigue that was expected, the 

focus group setting provided an interesting insight into the shame or embarrassment 

associated with fatigue. The combination of discussion from participants who were 

able to ‘push through’ fatigue as well as the apparent hesitancy from some 

participants to disclose their own challenges with higher levels of fatigue seemed to 

highlight the embarrassment that comes with pervasive fatigue. While individual 

interviews may have resulted in a more open and honest discussion from some 

participants about their experiences of fatigue, this would not have resulted in the 

insight into fatigue and the associated shame of fatigue that seems to be apparent 

when discussing lived experiences of fatigue with other individuals. 

 The second central limitation of the present study was that three different 

facilitators contributed to the focus groups. All researchers had slightly different 

research questions for their primary projects. One researcher ran the focus groups to 

ensure consistency across groups, while the other two researchers added prompts 

where necessary. Because of this there were many questions to cover within a time 

period that had to account for health needs of participants. A 90 minute focus group 

was both ethical and appropriate to meet the needs of individuals as well as ensured 

participants did not leave the groups exhausted or worn out. However, a large number 

of questions were asked within the 90 minutes, which meant sometimes discussion 

regarding my particular research questions did not occur at a depth it may have had I 

ran my own focus groups. On the other hand, all three sets of research questions were 
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about arthritis-related fatigue and attending one focus group may be less burdensome 

than asking participants to attend several focus groups just to separate out three 

slightly different aims. It is important to note the order of the questions within the 

group as well; the questions relating to my particular study were toward the end of the 

session. By this stage of the focus groups participants may have been getting tired or 

fatigued, subsequently impacting the level of discussion regarding my questions. As I 

was present in the focus groups I was able to provide prompts where necessary to 

elicit further conversation where needed to meet my questions. Moreover, at this stage 

the participants were used to the flow of the focus groups and more comfortable with 

discussion. 

 A strength of the study was the use of reflexivity to consider how I may 

influence the research from the initial planning stages until the final writing of the 

report. Reflexivity is a process occurring throughout the study and involves 

continuously reflecting on the role of the researcher, the effect the researcher may 

have on the study and the environmental context in which the research occurs (Guba, 

1981; Treharne & Riggs, 2015). Throughout the research progression I used several 

strategies to ensure it was a reflexive process, including a password protected 

reflexive journal, reflection on the focus group process and supervision from both a 

senior researcher and my masters supervisor. The reflexive journal involved noting 

thoughts and ideas I might have preceding and following the focus groups, during the 

transcription process and while completing analysis. I considered the way that being a 

young woman of New Zealand European descent might impact my view on the data, 

as well as the fact I have never been diagnosed with arthritis or a chronic health 

condition and have never experienced fatigue. I reflected on how my responses within 

focus groups may be shaped by my experiences as well as how my experiences might 
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impact the transcription and analysis process. Throughout the focus group process I 

reflected on the running of the groups and the outcome of the groups. The focus 

groups were run over several months and this time frame resulted in the ability to 

reflect on whether the questions remained appropriate, the length of time of the 

groups was meeting the needs of both researchers and participants and whether the 

sample recruited met the needs of the study. From initial planning stages through to 

the final stages of this report supervision was sought from a senior researcher 

involved in the study as well as my supervisor. This helped me reflect on each stage 

of the research process as well and allowed me to debrief with someone following the 

focus groups. Considering the vital nature of reflexivity throughout this process 

resulted in the ability to establish a more sound understanding of the data and the 

context in which they occurred, as well as to manage the influence of my own beliefs 

and motivations on the study.  

 Another key strength of the present study was the recruitment process and the 

diversity of the sample that was used. The staff involved in the recruitment process at 

the Dunedin Hospital were aware of the requirements of the present study and were 

flexible regarding recruitment criteria. Because of this the recruitment process was 

amended halfway through the focus groups to ensure the sample better met the needs 

of the researchers. Because of the recruitment process used there were more 

volunteers than were able to take part in the research. It should also be noted that 

while the recruitment of participants occurred through the Dunedin Hospital the focus 

groups were able to happen at the University of Otago Psychology Department. 

Because of this, participants were able to discuss their experience of arthritis and 

arthritis-related fatigue in a setting separate to where they received their care for their 

arthritis. The diversity of the sample was also a strength of the present study, as the 
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sample included a variety of men and woman with a range of ages and a several 

different arthritis diagnoses.   

4.3. Implications and Suggestions for Future Research  

 In the following section I discuss some implications of the present findings as 

well as some ideas for future research in this area. This covers what the findings 

imply in terms of future mindfulness based interventions for arthritis-related fatigue in 

New Zealand. This section also covers how these findings may be applied in both 

educational and clinical settings with people diagnosed with arthritis and for 

professionals providing treatment for arthritis. Following this, future research that 

could occur in this area is discussed.  

  The findings of the present study contribute to existing literature on people’s 

experiences of arthritis-related fatigue however are novel in their approach to 

participants understanding of mindfulness and view of mindfulness as a potential 

treatment option for fatigue. While minimal previous research has focused on 

people’s willingness to try psychological therapies like mindfulness for fatigue (Dures 

et al., 2014), no previous literature has used a range of arthritis diagnoses or 

investigated participants’ understanding of mindfulness and the subsequent impact on 

willingness to try mindfulness. The present study also highlighted the connection 

between a positive or negative view of psychological therapies and subsequent 

opinion on mindfulness, another novel approach to this area of research. The 

implications of these findings are widespread, ranging from the effect of stigma 

associated with psychological therapies for physical experiences, how to engage 

people in psychological therapies like mindfulness and the population that might be 

interested in this approach to treatment. 
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 It is known that all physical disease affects psychological wellbeing (Carr et 

al., 2002; Hewlett et al., 2005b). More specifically, we know that people diagnosed 

with arthritis are more likely to suffer from anxiety, depression and low self-esteem 

(Hewlett et al., 2005b). Furthermore, the loss of ability to complete daily tasks, often 

a result of arthritis-related fatigue, is also related to the onset of depressive symptoms 

(Gettings, 2010). Throughout the literature it is clear that psychological therapies such 

as mindfulness would be beneficial to people with arthritis-related fatigue (Dures et 

al., 2014; Repping-Wuts et al., 2007). The results of the present study indicate how 

difficult it may be to engage people in psychological therapies like mindfulness. The 

stigma associated with seeking psychological support was clear throughout the results 

of the present study. Participants also highlighted that their healthcare professionals 

had not mentioned the possibility of psychological support for their arthritis 

diagnoses. A step toward reducing the stigma associated with this approach to 

treatment may require healthcare professionals to discuss alternative treatment options 

outside of medication with their patients. This also links to the lack of understanding 

of mindfulness exhibited by participants. It appears that more information is required 

to fully understand mindfulness than can be provided during a focus group session. 

Mindfulness is an experiential skill that people need exposure to and practice with to 

understand. Perhaps healthcare professionals could provide mindfulness resources for 

their patients as well as developing a clear understanding of what mindfulness is 

themselves to explain it to patients.  

Participants with a lack of understanding of what mindfulness involved were 

less likely to be willing to incorporate mindfulness for fatigue. It appears that 

participants’ own beliefs regarding what therapy means are a barrier to trying 

mindfulness. Psychological support was often discussed as something that someone 
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engages in when they are at ‘breaking point’. This raises challenges for when 

engaging people in mindfulness for fatigue and once again reiterates the importance 

of challenging the stigma associated with psychological support for physical 

diagnoses like arthritis. It is also vital that the cost associated with treatment and the 

time commitment involved is taken into account when designing mindfulness-based 

interventions, as these were highlighted as barriers to seeking alternative treatments 

for fatigue. Perhaps an online intervention that can be completed by participants at 

any time of day would be best suited to people with fatigue.  

In terms of the population that would be easiest to engage in mindfulness, it 

would be interesting to see whether there would be more acceptance and interest in 

this kind of psychological therapy from Māori or Pacific Island communities as 

mindfulness is more inline with their holistic approach to wellbeing and their health 

models (Bernay, 2014). Previous research using a sample of Māori participants has 

shown that it is a successful intervention in line with their perspective on health and 

well-being (Bernay, 2014). Findings from the present study may be useful within a 

clinical setting. Both clinical psychologists and doctors could consider these findings 

when trying to engage patients in psychological treatments for arthritis and fatigue 

like mindfulness. By better understanding the barriers toward incorporating 

psychological support for individuals professionals can work toward reducing the 

stigma associated with psychological support. This could also be useful in an 

educational setting, when educating the general public, doctors and individuals 

diagnosed with various forms of arthritis.   

 The present thesis looked at the perceptions of incorporating mindfulness for 

people with arthritis-related fatigue, as well as investigating participants’ experience 

and understanding of mindfulness and views of psychological therapies for their 
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arthritis. Future research investigating whether an increased understanding of 

mindfulness changes participant views on incorporating it for their fatigue may be 

useful for professionals who are considering using a mindfulness-based approach for 

fatigue as a complementary or alternative psychological therapy used alongside 

medical treatment for a disease such as arthritis. A focus group involving participants 

who had previously experienced a mindfulness-based intervention may provide 

valuable insight as to how the experiential component of mindfulness affects the 

views of participants regarding mindfulness as a potential treatment for arthritis-

related fatigue. At this stage in the research there is minimal literature investigating 

participants’ perspectives of a mindfulness intervention using a qualitative approach 

before and/or after the intervention. For professionals recruiting for mindfulness-

based interventions there may need to be an increased level of education prior to 

recruitment regarding how the mind and body are related, as it is evident throughout 

these findings that there is an inherent belief psychological support is not useful for 

helping cope with symptoms of a chronic illness and is instead only useful when 

someone is struggling from a mental health diagnosis like depression. Perhaps future 

research could involve a randomized controlled trial including a specialized 

recruitment process that educates people with arthritis-related fatigue prior to 

recruitment about what mindfulness is, what is involved and how it may be beneficial. 

This could be coupled with a qualitative approach to research participants 

understanding of mindfulness before and after the intervention to better understand 

the importance of increased knowledge regarding psychological therapies in practice 

to help cope with the symptoms associated with physical diagnoses.   
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4.4. Conclusion  

 The aims of the present thesis were to investigate perceptions of mindfulness 

as a possible treatment for arthritis-related fatigue. This was achieved using focus 

group discussions with individuals diagnosed with various types of arthritis that had 

currently or previously experienced fatigue in relation to their rheumatic disease. 

Three themes were identified using inductive thematic analysis. The first theme 

highlighted the lack of experiences individuals have with psychological therapies for 

their arthritis-related fatigue. The second theme showed the division between 

participants and their understanding of mindfulness; with one subtheme highlighting 

most participants had never heard of the term mindfulness prior to the focus groups 

and the second subtheme showing some individuals did have an understanding of 

mindfulness often due to experiencing some component of mindfulness prior to the 

groups. The third and final theme highlighted the polarity within participants 

willingness to use mindfulness for their arthritis-related fatigue, the first subtheme 

showing some participants did not believe mindfulness would be useful for them and 

the second subtheme highlighting some participants were willing to try mindfulness 

and thought it may be helpful for their fatigue. These findings are consistent with 

previous research in that there is a lack of alternative treatment options for arthritis-

related fatigue and extend the literature by providing a unique understanding of 

barriers to incorporating mindfulness for arthritis-related fatigue, the impact of the 

stigma of psychological therapies on willingness to engage in therapy, as well as 

highlighting the importance of participants or patients having an understanding of 

psychological therapies. This knowledge is important for those working in both 

educational and clinical settings for understanding some of the factors that may 

contribute to willingness to engage in psychological therapies for physical diseases 
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like arthritis and provide novel insight into future steps that can be taken to moving 

toward a more holistic approach to treating arthritis-related fatigue. Further research 

examining the potential effects of providing education on mindfulness as well as 

experiential impacts of mindfulness-based interventions is recommended and would 

help support individuals suffering from the pervasive effects of fatigue associated 

with their rheumatic disease.  
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Appendix A: Participant Information Sheet  

 

 

Participant Information Sheet 
 

Developing a patient-informed self-management programme for arthritis-related 

fatigue: A focus group study 

 

Introduction 
Thank you for showing an interest in this focus group project.  Please read this 

information sheet carefully. Take time to consider and, if you wish, talk with relatives 

or friends, before deciding whether or not to participate. Please feel free to share this 

information sheet with others who may wish to take part. 

If you decide to participate we thank you.  If you decide not to take part there will be 

no disadvantage to you and we thank you for considering our request.   

Who are we seeking to participate in the project? 
We are looking for adults who have a diagnosis of arthritis or rheumatic disease to 

take part in focus groups about their experience of fatigue. We are interested in 

including people with all forms of arthritis including, but not limited to, ankylosing 

spondylitis, fibromyalgia, osteoarthritis, psoriatic arthritis, rheumatoid arthritis, and 

systemic lupus erythematosus. We are seeking participants who have experienced 

fatigue related to their arthritis at some point since their diagnosis, but participants do 

not need to currently be experiencing fatigue to take part.  

We would like to hold focus groups with between four to six adults with arthritis-

related fatigue. For those who require a taxi to attend the focus group we can offer 
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taxi chits. All other participants will be offered a $20 grocery voucher to cover 

expenses associated with the study.  

What is the aim of this research project? 
The aim of this study is to gain a better understanding of the impact fatigue has in the 

lives of people with arthritis. We want to find out about how you manage fatigue in 

your day to day life, and the kinds of treatments you have been offered or support you 

have received for your fatigue. We are also interested in what you would like to 

receive from an intervention designed to help you manage your fatigue, what you 

know about mindfulness, and your views on whether this might be helpful in 

managing your fatigue. 

Who is funding this project? 
This study is the first in a series of three studies being conducted by Roisin Hegarty 

for her PhD. Some of the data will be analysed and included in the Caylin Bailey and 

Julia Muir’s Master’s theses. The study is funded by the Department of Psychology at 

the University of Otago.  

What will participants be asked to do? 
If you agree to take part in this study, you will be asked to come along to a focus 

group session held in the Department of Psychology in Dunedin. Prior to the focus 

group session, a short questionnaire asking questions about your fatigue will be 

mailed to you and we ask that you complete this and bring it along with you to the 

focus group session. You will be asked to discuss your experience of completing this 

questionnaire (but not the answers you gave) during the focus group to help us check 

that the questionnaires work well.  

During the focus group session you will be asked to complete a second questionnaire 

about your demographics (e.g., age, gender), health (diagnosis, disease duration) and 

your experience of fatigue. This questionnaire will be completed individually by each 

participant and will not be discussed with other members of the focus group. Both 

questionnaires will be confidential, and you will be free to skip any questions you do 

not want to answer. After everyone has completed questionnaires, we will ask 

participants to discuss topics relating to fatigue. The focus group discussion will last 

90 minutes. We will ask you questions such as, “how does fatigue impact your life on 

a daily basis?”, “have you ever used any websites to get information about fatigue and 

how to manage it?”, “what do you know about mindfulness?” At the end of the 
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session you will be provided with the contact details of any support agencies for 

people with arthritis. 

Is there any risk of discomfort or harm from participation? 
Fatigue can be an overwhelming and problematic symptom for people with arthritis. It 

may be upsetting for you to discuss your experiences of fatigue and how this has 

impacted your life. We hope that discussing your experience with a group of people 

with shared experience will be helpful and will give you a sense of support. To 

minimize any risk of discomfort, you will also be free to choose whether you feel 

comfortable answering particular questions, and should you need a break or wish to 

leave the study, you are welcome to do so at any time. 

What data will be collected and what will be done with the 

data? 
There will be two types of data collected in this study: questionnaire answers and 

transcripts of the focus group discussions.  

In the focus groups, the researchers will ask a series of open-ended questions focusing 

on your experience of fatigue, the impact this has had in your life, treatment or 

support you have received, and what you would like to receive from an intervention 

designed to help you manage your fatigue. The researchers will go into the focus 

group with particular questions they would like to ask. However, the order in which 

these questions are asked, and the exact nature of follow-up questions will vary 

depending on the way in which the discussion develops. Should you feel 

uncomfortable answering a particular question or questions, you can decline to 

answer.  

The focus group discussions will be audio-recorded and transcribed word-for-word. 

Your name will not be stated in this transcript and your name will never appear in any 

report on the study. Potentially identifying information (e.g., other people’s names, 

places) will be removed from the transcripts. The comments made in the focus group 

are confidential. Prior to beginning each focus group, we will ask that all participants 

in the focus group keep information shared in the group confidential.  

What about anonymity and confidentiality? 
Prior to beginning the study you will be asked to sign a consent form. To preserve 

your anonymity you will be assigned a study identification number and this will be 
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recorded on your consent form. The questionnaire we will ask you to complete when 

you arrive at the focus group will be identified only by your study identification 

number. The data from the questionnaire will be stored in a database that identifies 

you only by your study identification number.  

Only the researchers will have access to the questionnaire data and focus group 

transcripts. We will invite you to come in and see a copy of the transcript of your 

group discussion if you wish. The results of the study will be published but your name 

will not be included in any report on the study, and we will make every attempt to 

preserve your anonymity. If you wish to receive a copy of the results of the study, 

please include your email address on the consent form. We will keep a database of 

people who wish to be contacted regarding the study’s results. This database will be 

password protected and will not include any other data. 

The data collected will be securely stored and only the researchers will be able to gain 

access to it. At the end of the study, any personal information will be destroyed 

immediately except that we are required to keep as per the University’s research 

policy. The raw data from the study will be kept in secure storage for at least ten years 

and possibly indefinitely. 

If you agree to participate, can you withdraw later? 
You may withdraw from participation in the project at any time and without any 

disadvantage to yourself. You can request the withdrawal of your data from the 

results at any time up until the results have been published in the student researchers’ 

project reports or in academic journal articles. Every attempt will be made to preserve 

your anonymity in these reports and articles. 

Any questions? 
If you have any questions now or in the future, please feel free to contact the 

researchers. 

Name Roisin Hegarty 

Position PhD Student 

Department Psychology 

 

roisin@psy.otago.ac.nz 

 
Name Dr Gareth Treharne 

Position Senior Lecturer 

Department Psychology 

 
gareth.treharne@otago.ac.nz 
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This study has been approved by the University of Otago Human Ethics Committee 

(Health). If you have any concerns about the ethical conduct of the research you may 

contact the Committee through the Human Ethics Committee Administrator (phone 

+64 3 479 8256 or email gary.witte@otago.ac.nz). Any issues you raise will be 

treated in confidence and investigated and you will be informed of the outcome. 
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Appendix B: Participant Consent Form  

 

 
Developing a patient-informed self-management programme for arthritis-related 

fatigue: A focus group study 
 

Principal Investigator: Dr Gareth Treharne (gtreharne@psy.otago.ac.nz, 03 479 
7630) 

CONSENT FORM FOR PARTICIPANTS 
I understand that following signature and return of this form to the research team this 
form will be stored in a secure place for ten years. 
Name of participant:………………………………………….. 

1. I have read the Information Sheet concerning this study and understand the 
aims of this research project. 

2. I have had sufficient time to talk with other people of my choice about 
participating in the study.   

3. I confirm that I meet the criteria for participation which are explained in the 
Information Sheet. 

4. All my questions about the project have been answered to my satisfaction, 
and I understand that I am free to request further information at any stage. 

5. I know that my participation in the project is entirely voluntary, and that I 
am free to withdraw from the project at any time without disadvantage. 

6. I know that as a participant I will allow access to my medical records to 
allow the researchers to confirm my diagnosis, complete two questionnaires, 
and take part in a focus group discussion about fatigue with approximately 
4-6 other participants. 

7. I know that the focus group will explore the impact of fatigue has in my life 
and what kind of support I would like to receive. If the line of questioning 
develops in such a way that I feel hesitant or uncomfortable I may decline to 
answer any particular question(s), and /or may withdraw from the project at 
any time without disadvantage of any kind. 

8. I understand the nature and size of the risks of discomfort or harm which are 
explained in the Information Sheet. 

9. I know that personal identifying information such as contact details and 
audio recordings may be destroyed at the conclusion of the project but the 
anonymised transcripts and questionnaire data will be retained in secure 
storage for at least ten years, and possibly indefinitely.  
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10. I understand that the results of the project may be published and will be 
available in the University of Otago Library, and that every attempt will be 
made to preserve my anonymity. I cannot withdraw or amend quotes that 
have been used in the research after the results have been published but I 
can ask to see a copy of the transcript of the focus group and the final results 
by providing my email address over the page. 

11. I know I will be offered a $20 grocery voucher or, if required, a taxi chit to 
attend the study as reimbursement for expenses related to participating. 

I have read and understand the above information, and I agree to take part in this 
project. 
 
…………………………………………………  ………………………….. 
(Signature of participant)     (Date) 
 
………………………………………………… 
(Printed name of participant) 
………………………………………………… 
(Email address) 
This study is the first of three studies developing an intervention to support people 
with arthritis-related fatigue. If you would like to be invited to participate in future 
research, or if you would like to be contacted about the results of this study, please 
tick the appropriate box/boxes below. If you decide in the future that you no longer 
wish to be contacted about the study or future research you can email the researchers 
to request this.  
☐ I wish to be contacted about seeing the transcript of the focus group. 
☐ I wish to be contacted about the final results of the study. 
☐ I give my permission to be contacted with an invitation to take part in further 

research carried out by the researchers. 
 
Study ID ………………………………………………. (to be completed by 

researcher) 
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Appendix C: Mindfulness YouTube Video  

 
https://www.youtube.com/watch?v=w6T02g5hnT4&frags=pl%2Cwn 
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Appendix D: Initial Ethical Approval  
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Appendix E: Full Ethical Approval  
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Appendix F: Māori Consultation  

 
 

 
 

 

  
  
 

Tuesday, 07 June 2016. 

Dr Gareth Treharne, 
Department of Psychology, 
DUNEDIN. 
 

 
 

Tēnā Koe Dr Gareth Treharne, 

Developing a patient-informed self-management programme for arthritis-related 
fatigue: A focus group study 

The Ngāi Tahu Research Consultation Committee (the committee) met on Tuesday, 07 June 
2016 to discuss your research proposition. 

By way of introduction, this response from The Committee is provided as part of the 
Memorandum of Understanding between Te Rūnanga o Ngāi Tahu and the University. In the 
statement of principles of the memorandum it states ″Ngāi Tahu acknowledges that the 
consultation process outline in this policy provides no power of veto by Ngāi Tahu to research 
undertaken at the University of Otago″. As such, this response is not ″approval″ or ″mandate″ 
for the research, rather it is a mandated response from a Ngāi Tahu appointed committee. This 
process is part of a number of requirements for researchers to undertake and does not cover 
other issues relating to ethics, including methodology they are separate requirements with 
other committees, for example the Human Ethics Committee, etc. 

Within the context of the Policy for Research Consultation with Māori, the Committee base 
consultation on that defined by Justice McGechan: 

″Consultation does not mean negotiation or agreement. It means: setting out a proposal not 
fully decided upon; adequately informing a party about relevant information upon which the 
proposal is based; listening to what the others have to say with an open mind (in that there is 
room to be persuaded against the proposal); undertaking that task in a genuine and not 
cosmetic manner. Reaching a decision that may or may not alter the original proposal.″ 

The Committee considers the research to be of importance to Māori health.  
 
The Committee notes and commends that ethnicity data is to be collected using the questions 
on self-identified ethnicity and descent contained in the latest census. 
 
The Committee suggests dissemination of the research findings to Māori health organisations 
regarding this study. 

We wish you every success in your research and the committee also requests a copy of the 
research findings. 
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Appendix G: Transcription Protocol  

 
- Please use P1, P2 etc. to label participants and R1, R2 etc. to label researchers. 

Everyone introduces themselves at the start of the group so it should be easy to 

distinguish speakers.   

 

- When participants speak over each other, please start the other person’s response on a 

new line with an equals sign before their response (and after if the two people 

continue talking together so that the equals signs form brackets around the overlap). 

For example:  P1: Well, I’d have to disagree with that one coz I’ve never heard of it 

=but it sounds right= so umm, I dunno.  Researcher: =That’s interesting, why= ... Ok, 

so you seem uncertain. What makes it sound right?  (Here, “but it sounds right” and 

“that’s interesting why” overlap and then the researcher continues after the 

participant.)  

 

- If you’re giving a best guess for a word please put double question marks around the 

word (e.g., ??wouldn’t??).   

 

- If a section is indecipherable please put (inaudible).   

 

- Please put other notes such as (laughter) also in round brackets.   

 

- Please use phonetic spelling where relevant (e.g., dunno [don’t know], gonna [going 

to], coz [because] etc.).   

 

- Please use umm, err, erm, mmm, hmm, mhmm without expansion for length of 

utterance (i.e., not ummmmmmmm).   

 

- Please indicate only really obvious pauses (over around 1s) with three dots 

(regardless of the length of the pause; i.e., not .........).   

 

- Names of any individuals mentioned (other than celebrities) should be removed and 

replaced by [name] or [name of x] if x is a known relationship such as [name of 

friend] or [name of doctor].   
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Appendix H: Full list of Focus Group Questions with Prompts  

Focus Group Questions and Prompts 

1. Today we’re going to be talking about some of the issues you face with 
fatigue. In some research we try to get people to regularly record 
their thoughts. Before coming to the focus group you were asked to 
complete a short questionnaire similar to one we might ask 
participants in future studies to complete regularly. What was it like 
filling in the questionnaire? 
 
Prompts 
Were there any questions you didn’t understand? 
If you didn’t manage to fill it in, what stopped you? 
 

2. How does fatigue impact your life on a daily basis? 
 
Prompts 
What effect has fatigue had on: 

o work 
o social life 
o hobbies 
o family 
o mood and emotions 

 
3. Have you ever used any websites (e.g., WEBMD, Arthritis NZ) to gain 

information about fatigue, and how to manage it?  
 
Prompts 
How do the websites you have seen or used make you feel about your 
fatigue  
 

4. Social media sites such as Facebook often function as avenues for 
social support e.g., Arthritis NZ Facebook page discussion. Have you 
ever participated in something like this? 
 
Prompts 
What was it? 
How do these group discussions make you feel about your fatigue as a 
symptom? 
How do these social support forums make you feel about your experience 
of fatigue? 
Alternative Prompts 
What has prevented you from accessing these resources? 
How do you think participating in one of these discussions would make 
you feel about your fatigue?  
How do you think participating in one of these discussions would impact 
on your experience of fatigue? (e.g. shared ideas for treating fatigue).  
 

5. Sometimes people see health professionals like counsellors and 
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psychologists to help them manage their chronic illness, have you 
been to see a counsellor or psychologist to help manage your 
arthritis? 
 
Prompts 
Has your GP ever suggested discussing your arthritis with a counsellor or 
psychologist? 
Have you ever asked your rheumatologist or GP about the possibility of 
talking to a counsellor or psychologist about your arthritis? If so, what 
was your GP’s response? 

 
6. 

 
Mindfulness is a popular term that has been used a lot in the last few 
years, what do you know about mindfulness? 
 
After participants have said what they know about mindfulness we will 
say the following: We’ll watch this one-minute video about mindfulness 
so we’re all on the same page about what mindfulness is [show a short 
video on mindfulness here]. In the video, they talked a lot about driving 
while angry but mindfulness is used in a lot of other ways. The key idea is 
to develop a space between an experience and how we respond to that 
experience. People often use mindfulness as a way to manage chronic 
illness, and particularly chronic pain. It can be easier to understand what 
mindfulness is by trying it out. We will now do a one-minute mindfulness 
practice [do practice].  
 
Prompts 
Have you incorporated any sort of ‘mindfulness’ practice into your daily 
routine? If yes, what has been the effect of practicing mindfulness, 
particularly on fatigue?  
Would you be interested in or willing to incorporate ‘mindfulness’ 
practice into your daily routine as a way to manage your fatigue?  
 

7. We’re planning on developing a support programme for people who 
have fatigue related to their arthritis.  The aim of the group will be to 
lessen the negative impact fatigue has on people’s lives. We’re 
thinking of doing this in a group setting, and we were wondering, 
what would you want to get out of a group like this? 
 
Prompts 
If you decided to take part in the group, what kinds of things would make 
it difficult for you to participate fully? 
If you aren’t interested in this approach, why not?  
The type of programme we’re developing will not be focused on getting 
rid of fatigue. The programme will be focused on helping people do 
what’s important to them within the limitations of their illness. How do 
you feel about taking part in a programme that isn’t focused on getting rid 
of your fatigue? 
If you were to attend a group like this, would you be willing to do short 
homework activities that might last up to 15 minutes per day?  
Would you be able to come to a group once a week for 6 to 12 weeks? 
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What length of time would be ideal for you for the group sessions? 
Is there a particular day/time that would work best for you? 

 


