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II 

Summary of the MRP 

Section A: Presents a narrative literature review using a quality appraisal framework to 

evaluate the quality of studies exploring the experiences of people with chronic pain attending 

pain management programmes. Chronic pain and pain management programmes are discussed. 

The review presents three broad categories that summarise the qualitative findings: inter-

relational group experience; introspective experience; and self-management skills. The clinical 

implications include encouraging discussions in the pain management programmes to foster 

these group processes. The research implications include exploring experiences of attending 

pain management programmes for specific disease conditions (e.g. sickle cell disease).   

 

Section B: Presents a grounded theory study exploring the therapeutic mechanisms that 

are perceived in sickle cell pain management programmes. A model hypothesises that the 

processes of learning about pain, the sharing and relating within the group of participants may 

have contributed to the development of a more positive sickle cell identity through acceptance 

and making changes. Participants who attended non-specific pain management programmes 

highlighted the importance of the facilitators’ knowledge in relation to sickle cell. The model 

contributes to understanding how people with sickle cell disease can be supported in managing 

their pain, and relevant clinical and research implications are considered.  
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Abstract 

Chronic pain is a condition that is closely linked to mental health difficulties and social 

issues that may lead to reduced quality of life. Pain management programmes have been 

developed, using the biopsychosocial approach, to support people with chronic pain to improve 

their functioning and manage their pain. The purpose of this review was to explore the 

experiences of people with chronic pain attending pain management programmes. Four major 

electronic databases were used to search for papers and the review included eight qualitative 

studies and a mixed method study with a distinguishable qualitative component. 

 The review found three broad categories that summarised the qualitative findings: 

inter-relational group experience; introspective experience; and self-management skills. 

Participants valued meeting other people and the therapeutic alliance with the group facilitators. 

The process of acceptance of pain seemed to facilitate changes in the mindset of the participants 

with chronic pain, increasing their sense of empowerment. Reported self-management skills 

learnt were new coping strategies, body-mind awareness and medication use change.  

 

Key words: Chronic pain, pain management, group, qualitative, self-management, 

acceptance 
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Introduction  

Chronic pain 

Pain is defined as ‘an unpleasant sensory and emotional experience associated with 

actual or potential tissue damage or described in terms of such damage’ (International 

Association for the Study of Pain [IASP], 2011). Chronic pain (CP), as opposed to short lived 

acute pain, is persistent for more than three months (Elliot et al., 1999). CP is closely linked to 

mental health difficulties (e.g. depressive symptoms) and social problems (e.g. increased 

likelihood of unemployment), and reduced quality of life (IASP, 2004; Linton & Bergbom, 

2011). It is suggested that co-occurrence of physical, psychological and social difficulties can 

contribute to risk factors that lead to maintenance of CP (Dominick, Blyth & Nicholas, 2012). 

CP is cited as a global public health priority (Goldberg & McGee, 2011) and within the UK, 

10-14% of adults describe living with CP that moderately to severely limits functioning (Fayaz, 

Croft, Langford, Donaldson, & Jones, 2016).  

Treatment for CP broadly falls into categories of medical, psychological and/or physical 

rehabilitation depending on individual need. Partially due to concerns about overprescribing 

opioid and analgesics as a treatment for CP (Wilson, 2017), a multidisciplinary approach, safer 

prescribing and the offer of a range of support options have been highlighted as necessary and 

beneficial for supporting people with CP (British Medical Association, 2017; Royal College of 

Anaesthetists, 2015; Royal College of General Practitioners, 2014). There is, however, a lack 

of consensus regarding what the range of support options should be, based partly on how the 

pain experience is understood (Wilson, 2017).  

Pain Management Programmes 

Pain management programmes (PMPs) are offered in the UK as a multidisciplinary-led 

intervention for people with CP to improve functioning and promote self-management, which 
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can improve the pain experience (Wilson, 2017, Devan, Hale, Hempel, Saipe, & Perry, 2018). 

Traditionally based on cognitive behavioural therapy (CBT), PMPs consist of a range of 

interventions such as exercise, activity pacing, relaxation, medication use and pain education 

based in neurophysiology (McCracken & Turk, 2003). However, despite national guidance (e.g. 

British Pain Society [BPS], 2013), in practice, there is not one single approach to PMPs, 

creating vast heterogeneity in delivery and content (Wilson, 2017). 

Theories underpinning the treatment of CP 

PMPs are typically based on a ‘biopsychosocial’ understanding of the pain 

experience  in which biological, social and psychological factors are considered as important 

(Engel, 1977). The ‘gate control theory’ provides a further understanding of the pain 

mechanism, by linking physical and psychological factors (Melzack & Wall, 1965). Melzack 

and Wall (1965) describe the experience of pain as a series of events influenced by peripheral 

and cortical factors. Thus, as pain signals are sent to the brain from the body, the process 

becomes moderated by psychological, social and environmental factors that affect the 

subjective perception of pain.  

Cognitive and behavioural theories, which are broadly consistent with the gate control 

theory, underpin the use of cognitive behavioural therapy (CBT) which has predominately 

informed the development of many PMPs. For example, the operant theory of pain behaviour 

explains that certain pain behaviours are likely to change as a result of the withdrawal of 

positive reinforcement and the avoidance of negative reinforcement (Fordyce, 1976). Further, 

the fear avoidance model (Vlaeyen and Linton, 2000) advances behavioural and cognitive 

components to understand pain experiences, by placing significance on the idiosyncratic 

interpretations of pain and subsequent behaviours depending on whether the pain is interpreted 

as either a temporary nuisance or a catastrophe to daily life. In practice, CBT-PMPs can address 

misinterpretation of CP and subsequent physical deconditioning (through reduced activity) 
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through psychoeducation and taught self-management skills (Keefe, Dunsmore & Burnett, 

1992), while self-monitoring can support individuals to recognise and modify maladaptive 

relationships between thoughts, emotions and behaviours (Keefe et al., 1992).  

A further theory informing multidisciplinary PMPs (and social and health psychology 

more generally), is social cognitive theory (SCT; Bandura, 1986, Weinman & Petrie, 1997). 

SCT refers to ways that an individual’s thoughts and behaviour can be influenced through 

observation and participation in social environments. SCT also relates to the concept of ‘self-

efficacy’- one’s belief in one’s ability to effectively manage or cope with specific situations 

(Bandura, 1997). In practice, PMPs use factors such as catastrophising, fear-avoidance and 

functional self-efficacy to understand the extent of disability due to CP (Sandborgh, Johansson, 

& Söderlund, 2016) while also enhancing pain-related self-efficacy (Strong et al., 2002). 

Recent developments 

PMPs have recently been influenced by acceptance and commitment therapy (ACT; 

Hayes et al., 2013, McCracken, 1998,) ACT-based PMP approaches focus on prioritising 

increasing psychological flexibility and physical functioning (Veehof, Oskam, Schreurs and 

Bohlmeijer, 2011). In the ACT approach, the situational context of a negative thought is central 

to understanding impact on functioning and behaviour, which represents the focus of 

intervention (Hayes, 2004). ACT contrasts to elements of CBT, that focus on identifying and 

challenging unhelpful thoughts related to pain (Hayes, Strosahal & Wilson, 1999). ACT 

approaches are supported by evidence that highlights the effectiveness of modifying behaviour 

in improving outcomes more than cognitive modification (Longmore & Worrell, 2007). 

Pain is also a social experience. Pain responses, such as behaviours, beliefs and attitudes 

towards pain, are thought to be developed through social learning from childhood and 

interpersonal modelling (Goubert, Vlaeyen, Crombez & Craig, 2011). Individuals experiencing 

pain also cope within a wider social world through social support from their families or the 
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community (Finlay & Elander, 2016). Therefore, professional bodies, such as the BPS, have 

argued for the provision of group-based over individual approaches to pain management (Egan, 

Lennon, Power & Fullen, 2017). They provide a clinical rationale that the normalisation of the 

pain experience is seen to be crucial for facilitating behavioural change and, practically, for 

maximising resources for treatment (Wilson, 2017). The importance of groups was further 

highlighted by Devan et al. (2018), who suggest that attending a group intervention alongside 

others in similar circumstances permits sharing and learning to occur within the group, which 

develops self-efficacy in self-management and problem-solving skills. Therapeutically, these 

processes can be explained by Yalom’s therapeutic factors in group interventions, which are 

not restricted to PMPs (Yalom & Leszcz, 2005). For example, the therapeutic factor of 

universality, where group members learn that their suffering and difficulties are shared by 

others, can mirror the normalisation of the pain experience in PMPs.  

Evidence base 

The evidence base for PMPs has shown them to be a beneficial intervention for the 

management of CP, particularly in relation to physical and psychological functioning, with 

moderate improvements on measures of disability, mood and catastrophising pain (Fedoroff, 

Blackwell & Speed, 2014; Williams, Eccleston & Morley, 2012). However, the effectiveness 

of PMPs for specific pain conditions remains in some senses unclear, as reviews of PMPs 

typically considered mixed CP types, while reviews focussed on specific pain conditions are 

of limited quality (Wilson, 2017).  

Previous research into PMPs is characterised by quantitative approaches, focused on 

treatment outcomes and the longevity of effectiveness. Indeed, a review of psychological 

therapies for relating to CP and PMPs called for different types of research to be undertaken in 

order to understand the key components and therapeutic mechanisms that are beneficial for 



SECTION A: LITERATURE REVIEW PAPER  

 

6 

certain patients with specific outcomes, with randomised controlled studies no longer needed 

(Williams et al., 2012).     

The need to understand the experience of participating in PMPs 

The underlying process for treatment effect and which treatment process is important 

in PMPs remains unclear (Keefe, Rumble, Scipio, Giordano & Perri, 2004; Wilson, Chaloner, 

Osborn & Gauntlett-Gilbert, 2017). Therefore, to understand important treatment processes 

inherent in PMPs, it may be necessary to explore the experience of participating in PMPs 

(Wilson et al., 2017). Furthermore, due to the subjectivity of the experience of pain, it has been 

argued that only individuals experiencing pain are able to capture changes in their experience 

of pain (Egan, Lennon, Power & Fullen, 2017). Qualitative research has been recognised as a 

valued way to explore the patient perspective in depth (Osborn & Rodham, 2010). Qualitative 

research in this domain has been previously used to augment quantitative data by capturing 

improvements in personal growth following a CP intervention (Wideman et al., 2016), and 

facilitators and barriers to the development and maintenance of self-management strategies 

within individuals following pain intervention groups (Devan et al., 2018). 

Rationale for the current review 

The current review aims to appraise the current qualitative literature concerning how 

people living with CP experience PMPs. Such a review may provide a way to explore the 

therapeutic processes that occur within group interventions that can enhance physical and 

psychological functioning. This differs from previous reviews that have looked at the changes 

in the individuals’ perceptions of self-management after they completed the multidisciplinary 

pain management interventions (Devan et al., 2018), by keeping a broader focus on the 

experiences of attending the multidisciplinary group PMP. The current study may also 
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complement the finding of Devan et al. (2018) by exploring how self-management strategies 

are accepted in PMPs. 

Exploring the experience of attending PMPs may contribute to the design of future 

PMPs, by clarifying important therapeutic processes across a set of heterogenous interventions 

(Wilson, 2017).  
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Method  

Review objective 

The objective of this review is to explore the experience of people with CP participating 

in PMPs. It specifically asks: ‘what is the experience of participating in group PMPs for people 

living with CP?’  

Inclusion and exclusion criteria 

The inclusion and exclusion criteria are included in Table 1. No specific limit was set 

on physical health conditions that lead to CP. A quick search revealed that a number of group 

interventions for pain, that consist of similar content as PMPs, are not labelled as PMPs in the 

literature. For the feasibility of the review, the content description of the group intervention in 

the papers was examined to determine whether it could be considered as a type of PMP. 

Therefore, the current review focuses on papers that considered group provisions as their 

interventions for managing CP.  

Table 1 Inclusion and exclusion criteria for literature search 

 

Inclusion Criteria Exclusion Criteria 

Published in English Research that looks at online intervention 

Published in peer-reviewed journal Research based on individual intervention for 

CP 

Participants aged 18 and above and/or mean age 

above 18 and below 65 

Quantitative design 

Qualitative design or mixed design with clearly 

identifiable qualitative findings 

Group interventions that did not clearly 

describe the group content in the method 

section.  
Research based on group intervention based on a 

biopsychosocial approach towards CP 

 

Group intervention incorporating psychological 

approaches e.g. CBT, ACT.  

 

Group intervention using a multidisciplinary 

approach  

 

Interview questions included asking about the 

experience of the group intervention 
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Literature search method 

The systematic search was carried out in December 2019 on electronic databases, 

including PsycINFO, Medline, Web of Science and Applied Social Sciences Index and 

Abstracts. Boolean operators such as “AND”, “OR” and “NOT” were used with key terms and 

the search was limited to subject headings and abstracts to ensure that the relevant papers were 

included.    

Following the initial search using the search terms (Table 2), titles and abstracts were 

screened for relevant papers. The references of the relevant papers and other review papers 

were then further reviewed for relevant papers. No time limit was applied in the search. 

Different stages of the systematic search are illustrated in Figure 1. The search terms used were 

in-line with those used in a comparable review (Devan et al.,2018). 

 

Table 2 Search terms used in the systematic search 

Search Topic Specific terms used 

Exposure  “Pain management” intervention* 

 AND  

Outcome  Experience* OR perception* 

 AND NOT 

Population  Child* 
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Figure 1 Flow of information through the different phases of the literature search 
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Table 3 Papers’ main data extraction 

Paper Year Country Study Type Methods 

Participants 

(gender, age, 

sample size, 

duration of pain) 

Pain related 

health 

condition 

Pain 

Management 

Intervention 

Purpose 
Themes identified/Main 

findings 

Casey, 

Smart, 

Hearty, 

Lowry, 

& Doody 

2019 Dublin, 

Ireland 

Qualitative; 

IPA 

Focus 

groups 

26 (57% female, 

43% male, mean 

age 52.7 ±8 

years) Pain 

duration  

2–25 years 

(mean 8.8 years) 

Mixed Pain 

Etiology. 

Chronic low 

back pain 

most common 

(n=9) 

Acceptance-

based PMP 

group 

To explore individuals’ 

perspectives related to 

‘acceptance’, following 

participation in an eight-

week multidisciplinary 

PMP based on the 

psychological approach 

ACT. 

Three themes emerged: 

‘perception of acceptance 

as a step towards better 

living with chronic pain; 

contemplation of 

acceptance; non-

acceptance’.   

Dysvik, 

Kvaløy 

& Furnes  

2014 Norwa

y 

Mixed 

methods; 

Phenomeno

logical 

hermeneuti

c approach 

Written 

reports  

34 (mean age 

49) Pain 

duration more 

than 6 years for 

n=21.  

Mixed Pain 

Etiology.  

CBT based 

PMP 8-week 

group 

To explore and describe 

the suffering of patients 

that arises from chronic 

pain, and the alleviation 

of this suffering within a 

chronic pain 

management 

programme. 

Qualitative findings 

describe the importance of 

group processes, enhanced 

self-understanding and 

there were other 

meaningful aspects to the 

participants’. 

Egan, 

Lennon, 

Power & 

Fullen 

2017 Dublin, 

Ireland 

Qualitative

; Content 

analysis 

Four focus 

groups 

using 

semi-

structured 

questions 

16 (12 female, 

4 men, mean 

age 54.3)  

Mixed Pain 

Etiology. 

Chronic Pain 

CBT-PMP To determine patients’ 

perceptions regarding 

cognitive behavioural 

PMP, and what, if any, 

strategies learned on the 

program patients 

continue to use long-

term to manage their 

pain. 

Six themes emerged: ‘long-

term positive feedback on 

the utility of the program; 

long-term changes 

facilitated in daily life; 

considering themselves as 

‘new me’; wanting more on 

new treatments/pain 

knowledge; learning that it 

is key to be open, to listen 

and accept to maximise 

gain; sharing pain 

management knowledge 

with others. 
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Paper Year 
Countr

y 

Study 

Type 
Methods 

Participants 

(gender, age, 

sample size, 

duration of 

pain) 

Pain related 

health 

condition 

Pain 

Management 

Intervention 

Purpose 
Themes identified/Main 

findings 

Mathias, 

Parry-

Jonesc & 

Huwse 

2014 Wales, 

UK 

Qualitative

; IPA 

Semi-

structured 

interviews 

6 (aged 46-64, 

white British 

females) Pain 

duration 1.5-10 

years 

Chronic non-

malignant 

pain 

Acceptance-

based PMP 

group 

To add to previous 

quantitative research by 

qualitatively exploring 

individual experiences 

of attending an 

acceptance based PMP 

and identifying the key 

constituents of the 

programme that 

participants felt 

facilitated change. 

Five themes emerged: ‘I’m 

not alone, others 

understand my pain, 

Freedom from pain taking 

over, A new self-one with 

pin, Parts of the programme 

participants facilitated 

change and Exercise is 

possible’. 

Moore & 

Martin  

2014 Austral

ia 

Qualitative

; thematic 

analysis 

Semi-

structured 

interviews 

17 (14 women, 

3 men, mean 

age 54.6). 

Chronic pain MBCT 

programme 

To understand the 

experiences of chronic 

pain patients in an 

MBCT group  

Four themes were found: 

‘patients’ belief in the 

programme, perception of 

control, struggles, 

acceptance of the presence 

of pain’.  

Penney 

& Haro  

2019 USA Qualitative

; thematic 

analysis 

Semi-

structured 

interviews; 

focus 

groups 

Interview 

sample 41 (18 

women, 23 

men, mean age 

53) Focus 

group sample 

20 (13 women, 

7 men, mean 

age 54) 

Chronic Pain Empower 

Veterans 

Program 

(EVP); a 10-

week, 30+ 

hour whole 

health group 

training 

program 

To describe Veterans’ 

perceived impacts of 

participation in an 

interdisciplinary pain 

rehabilitation program 

Eight themes were 

identified: ‘new/adjusted 

daily practices; coping 

skills; accepting; adjusting 

and setting boundaries; 

feeling empowered; 

participating in life; 

adjusted medication use; 

stuck’. 
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Paper Year 
Countr

y 

Study 

Type 
Methods 

Participants 

(gender, age, 

sample size, 

duration of 

pain) 

Pain related 

health 

condition 

Pain 

Management 

Intervention 

Purpose Themes identified 

Pietilä 

Holmner, 

Stålnack

e, 

Enthoven 

& 

Stenberg. 

2018 Swede

n 

Qualitative

; Content 

analysis 

Interviews 12 (7 women, 5 

men, ages 29-

63, mean age 

47.8) 

Chronic Pain Multimodal 

rehabilitation 

(MMR) 

programme 

To explore patient 

experiences of 

participating in primary 

care MMR. 

Four categories were 

identified; ‘from 

discredited towards 

obtaining redress; from 

uncertainty towards 

knowledge; from loneliness 

towards togetherness; 

acceptance of pain, an 

ongoing process’. 

Toye & 

Barker  

2012 Oxford, 

UK 

Qualitative

; GT 

Semi-

structured 

interviews 

20 (13 women, 

7 men, aged 33-

67) Pain 

duration 3-23 

years 

Persistent 

non-specific 

low back pain 

(PLBP) 

PMP group To explore the 

differences in narrative 

between patients with 

PLBP who benefited 

from a PMP, and those 

who did not benefit. 

Finding ‘hope’ was found 

to be importance to ‘good 

outcome’. Hopes were 

restored by: ‘deconstructing 

specific fears; constructing 

an acceptable explanatory 

model; reconstructing self-

identity by making 

acceptable changes. Some 

had not restored hope.   

Wilson, 

Chaloner

, Osborn 

& 

Gauntlett

-Gilbert 

2017 UK Qualitative

; IPA 

Semi-

structured 

interviews 

8 (6 women, 2 

men, mean age 

37) Pain 

duration mean 

7.8 years 

Mix of 

chronic, non-

malignant 

pain 

diagnoses 

Psychological

ly informed 

physiotherapy 

(PIP), 3 or 4-

week group 

residential 

pain 

rehabilitation 

programme 

To investigate patients’ 

beliefs about, and 

experiences of, this type 

of treatment, and helpful 

and unhelpful 

experiences. 

Four themes emerged: 

‘working with the whole of 

me, more than just a 

professional, awareness and 

working through challenges 

in the therapeutic 

relationship’ as 

important to behavioural 

change alongside an 

increased sense of 

capability and physical 

capacity. 
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Review 

The search found nine research papers that met the inclusion and exclusion criteria 

(Table 3). The details of each study are set out in Table 3. The Critical Appraisal Skills 

Programme Qualitative Research Checklist (CASP, 2018) was used as the quality appraisal 

framework to evaluate the quality of the qualitative design studies (Appendix 1). Appendix 2 

provides information on how each study was assessed using the CASP criteria and a summary 

of the results are provided in Table 4. All nine papers were of sufficient quality to be included 

in the review. 

Table 4 CASP Summary, by criterion 

 

Criteria Example 
Met Partially 

Met 

Not 

Met 

Aims Explicitly stated aims/ objectives of research 9 - - 

Method Appropriate use of qualitative methods 

 

9 - - 

Research 

Design 

Justification of the specific research design 8 1 - 

Sampling Appropriate sampling strategy, description of recruitment, 

discussion around recruitment 

8 1 - 

Data 

collection 

Appropriate description of data collection methods 

 

9 - - 

Reflexivity Critical examination of researchers’ own role and 

potential bias 

4 - 5 

Ethical 

Issues 

Evidence of approval by an appropriate body 

 

7 2 - 

Data 

Analysis 

Adequate and in-depth description of analysis process, 

sufficiently rigorous data analysis 

8 1 - 

Findings Clear statement of the findings, discussion of evidence, 

credibility, integrity 

9 - - 

Value of 
Research 

Contribution to existing knowledge, transferability 
 

6 2 1 
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Critique 

Research question and design 

All reviewed papers explicitly stated their main research questions and the aims were 

clearly outlined. Each aim was appropriate for studies adopting a qualitative research design. 

There were slight differences in the researchers’ specific areas of research with regard to the 

participants’ experience of attending pain intervention, which may add to the differences in 

their findings. For example, Egan et al. (2017) examined long-term follow-up of participants’ 

perceptions of the PMP rather than immediately after the group completion, so their descriptive 

experience may qualitatively differ to those who completed recently. Some papers further 

examined the therapeutic mechanisms specific to the pain intervention. The process of 

acceptance was explored following the PMP based on ACT (Casey et al., 2019) and the 

experience of a mindfulness-based cognitive therapy (MBCT) group (Moore & Martin, 2015). 

In these papers, the participants were asked specific questions about acceptance or practising 

mindfulness, which may mean that the overall usefulness of the findings is therapy approach-

specific rather than generalisable to other PMPs. Only two papers (Toye & Barker, 2012; 

Wilson et al., 2017) looked at the differences in the participants’ experiences and these papers 

were useful as they add to the understanding of why some people benefit and some not from 

PMPs, which is reflective of the findings in quantitative effectiveness studies for PMPs.  

The papers used different qualitative methods to address their aims. A qualitative 

approach was appropriate to the studies’ aims in order to gain an in-depth understanding of the 

participants’ experiences. One paper had a mixed method design and included both quantitative 

and qualitative data in the research (Dysvik et al., 2014). The core qualitative approach was 

complemented by supplementary quantitative findings, allowing Dysvik et al. (2014) to 

explore multiple aspects of the experience (Morse & Niehaus, 2009).  
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Most commonly, interpretative phenomenological analysis (IPA) was used in studies 

that explored individual perspectives, experiences and beliefs about the pain intervention 

(Casey et al., 2019; Mathias et al., 2014; Wilson et al., 2017). This was mainly because IPA 

allows the research to look for subjective meaning and how people make sense of their personal 

experiences (Smith, Flowers & Larkin, 2009). Other qualitative methods, such as thematic 

analysis and content analysis, were adopted by studies (Egan et al., 2017; Moore & Martin, 

2015; Penney & Haro, 2019; Pietilä Holmner et al., 2018). Toye and Barker (2012) used 

grounded theory (GT) to explore different narratives of the participants. GT is suitable when 

there is limited existing theory about the process (Urquhart, 2013). Five papers justified their 

chosen qualitative method, such as IPA or thematic analysis (Casey et al., 2019; Dysvik et al., 

2014; Mathias et al., 2014; Moore & Martin, 2015; Wilson et al., 2017), while the rest of the 

papers did not justify why their method of analysis was chosen over other methods (Egan et 

al., 2017; Penney & Haro, 2019; Pietilä Holmner et al., 2018; Toye & Barker, 2012).  

Recruitment strategy 

Each paper clearly provided details of the sampling strategies and ethical considerations. 

The sample sizes varied between the studies and were all appropriate for qualitative studies. 

Some studies that used IPA as their qualitative method had smaller sample sizes of six to eight 

participants (Mathias et al., 2014; Wilson et al., 2017). However, Smith, Flowers and Larkin 

(2009) suggest that a sample size of six for an IPA study is too small. Dysvik et al. (2014) had 

the largest sample size with 34 for their mixed method study, whilst Casey et al. (2019) had the 

largest sample of 26 for a qualitative-only design. The larger sample of the qualitative findings 

may increase breadth of the findings whereas the smaller sample numbers increase the depth 

of the individual experiences. The majority of the papers had a larger number of females than 

males in their sample and one paper included only female participants (Mathias et al., 2014). 

Although qualitative studies are not intended to be generalisable, having only female 
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participants may limit the usefulness of the findings and male attendees’ experiences are 

excluded. Penney and Haro (2019) was the only study to have overall similar number of males 

and females. Only one paper included ethnicity and race in the participant demographics 

(Penney & Haro, 2019). This missing information limits the application of the findings since 

there are cultural differences in the pain experience and management (Booker, 2016).  

Most of the papers described using purposive sampling for their recruitment strategy, 

which suited the research aims. Penney and Haro (2019) used stratified purposeful sampling 

for recruiting interviewees and purposive random sampling for focus group members. In one 

paper, the sampling strategy was unclear, which meant it was impossible to determine their 

recruitment strategy (Dysvik et al., 2014). All the papers included their inclusion criteria except 

for Casey et al. (2019), which did not state any inclusion or exclusion criteria. Pietilä Holmner 

et al. (2018) was the only paper to explain why some participants declined to take part in the 

research. The remainder of the papers did not explain why some participants declined. 

Therefore, it is unknown whether there was a selection bias and whether the participants who 

declined to take part had a different experience from those who agreed to take part. It may be 

the case that participants in pain intervention who had a positive experience were more likely 

to agree to take part in research into their experience than those who had a negative experience. 

Three papers did not state the pain duration periods of the participants (Egan et al., 2017; Moore 

& Martin, 2015; Penney & Haro, 2019). The pain duration period could be important for 

considering possible differences in participants’ experiences of the pain intervention. Those 

recently diagnosed with CP may experience the PMP differently from those who have had CP 

for long periods, which may further inform ideas about the timing of the intervention in relation 

to participant satisfaction.  

Toye and Barker (2012) was the only study to offer a PMP to participants with CP due 

to their focus on a specific physical health condition: persistent non-specific low back pain, 
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making their findings likely to be of more relevance for people experiencing low back pain. 

Only one study specified each participant’s underlying CP diagnosis (Casey et al., 2019). Four 

studies did not specify the participants’ physical ailment underlying the CP, or specific 

diagnosis (Dysvik et al., 2014; Moore & Martin, 2015; Penney & Haro, 2019; Pietilä Holmner 

et al., 2018). It was unclear whether this information was not mentioned or not thought of at 

the point of recruitment. This is important to consider since evidence suggests that people with 

different underlying causes experience PMPs differently. Without this information, the 

usefulness of the findings may be affected due to the vast heterogeneity of CP patients.  

Ethical issues 

All the papers discussed the ethical issues and highlighted that ethical approval was 

given by an ethics committee. The papers all explained how the researchers gained informed 

consent and considered issues of confidentiality. Only one paper outlined the support that was 

offered to the participants following their participation in the research (Mathias et al., 2014). 

The remainder of the papers omitted to provide any information about support or how the 

participants were signposted to other services. It was not stated whether this was due to the 

researchers not being concerned about the effects of the study because they thought that their 

aim did not expose the participants to any potential negative consequences. However, the 

effects of the study may have been more pertinent depending on their aims. Two papers aimed 

to explore the potential differences between participants who benefited and those who did not 

benefit from a PMP (Toye & Barker, 2012; Wilson et al., 2017).  It may have been helpful for 

these researchers to check with the participants whether further support was needed when they 

were asked to speak about their negative experiences.   
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Data collection 

The data collection method was explicitly reported in each paper and there were clear 

details on how data were collected. Some papers used semi-structured interviews (Pietilä 

Holmner et al., 2018; Moore & Martin, 2015; Wilson et al., 2017; Toye & Barker, 2012; 

Mathias et al., 2014). Focus groups were also used (Egan et al., 2017; Casey et al., 2019). 

Penney and Haro (2019) used both semi-structured interviews and focus groups, and the 

researchers justified the reasoning behind the use of different methods, which strengthened the 

findings compared to other papers that only included one method of data collection. Several 

papers included interview schedules, which would make replication of the research possible 

(Casey et al., 2019; Dysvik et al., 2014; Egan et al., 2017; Mathias et al., 2014; Penney & Haro, 

2019; Toye & Barker, 2012; Wilson et al., 2017). The remainder of the papers did not include 

a comprehensive interview guide, which would make replication of the research more difficult. 

Quality assurance in data collection was explored in relation to ensuring that the 

interviewers did not have any prior connection to the group interventions in all papers except 

for Egan et al. (2017). Therefore, the participants could openly discuss their experience of 

attending the group intervention and the interviewers would be less likely to unduly influence 

the direction of the interview, which would limit any potential bias in the findings. However, 

in Egan et al. (2017), one of the facilitators of the focus group had been previously involved in 

facilitating the PMPs where they recruited from. This may have had an effect on the findings 

as the participants may be less likely to discuss difficulties in their experience in front of the 

person associated with the PMPs.  

Data analysis, quality assurance and findings 

In order to ascertain the rigour of the data analysis, different aspects of the data 

reporting were examined. Wilson et al. (2017) offered only a limited description of how the 

IPA analysis process was used for their data analysis and it was unclear from the paper how the 
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themes were derived. The other eight papers offered detailed descriptions of the chosen 

analysis method. These papers also clearly described how the main categories or themes were 

developed and quotes were adequately used to back up the reporting of the findings for each 

category or theme (Casey et al., 2019; Wilson et al., 2017; Mathias et al., 2014; Moore & 

Martin, 2015; Pietilä Holmner et al., 2018). In four papers, the researchers evidenced their 

critical thinking in relation to the possibility of their own bias in data analysis (Toye & Barker, 

2012; Mathias et al., 2014; Dysvik et al., 2014; Casey et al., 2019). The reflexive positioning 

of the researchers was not clearly stated in the other papers and the absence of these statements 

may have weakened the quality assurance process of the papers. Corby, Taggart and Cousins 

(2015) spoke about the importance of multiple quality assurance methods being used as a way 

to lessen the potential impact of the researchers’ preconceptions on how the data were 

interpreted. All the papers considered the credibility of their findings and their use of further 

quality assurance methods. Different methods, such as triangulation, were discussed in the 

papers (Egan et al., 2017; Pietilä Holmner et al., 2018). Several papers used more than one 

analyst (Penney & Haro, 2019; Moore & Martin, 2015; Mathias et al., 2014; Casey et al., 2019). 

There was explicit reporting of the findings in all papers and their findings were all linked to 

the paper’s main aims.     
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Literature Summary 

The literature summary is presented in a narrative format to reflect the relationships 

between the findings of the papers and the aims of the review. Theory is integrated into the 

discussion section. The thematic analysis followed the approach of Braun and Clarke (2006) 

and was informed by Thomas and Harden’s (2008) synthesis methodology. The process 

involved three stages: line-by-line coding of the results of the papers; organisation of codes 

into descriptive themes; and interpretative theme clusters (Thomas & Harden, 2008). The line-

by-line coding was conducted inductively by the researcher. The researcher then met with the 

lead supervisor to deductively develop the thematic categories (Appendix 23). Appendix 22 

shows the process of theme development; the clusters of codes grouped into descriptive themes, 

and the development of the interpretive theme clusters into the final thematic categories.  

The findings relating to experiences of attending group pain management interventions 

were grouped into three categories: inter-relational group experience; introspective experience; 

and self-management skills. Each category can be further divided into subcategories that 

capture the participants’ overall experience. These categories should not be considered to be 

entirely independent of each other as some subcategories are interdependent, as discussed 

below. 

Inter-relational group experience 

Value of meeting other people 

When invited to describe their experience of attending group pain management 

interventions through semi-structured interviews or focus groups, participants frequently spoke 

about the value of meeting other people in the same or a similar situation to themselves. 

Positive experiences of sharing with other people with CP were reported in five of the nine 

papers (Penney & Haro, 2019; Egan et al., 2017; Mathias et al., 2014; Pietilä Holmner et al., 

2018; Toye & Barker, 2012). People described their pain experience being validated when they 
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met other people with CP, which reduced feelings of isolation that had emerged as a result of 

the pain (Egan et al., 2017). This can be related to Yalom’s therapeutic factor of universality as 

people learned that their suffering and difficulties were shared by others in the group (Yalom 

& Leszcz, 2005).  

The need for validation was discussed in relation to previous experiences of not feeling 

understood after struggling to explain CP to others without CP. Mathias et al. (2014) reported 

that sharing experiences of pain gave participants a sense of support, normality and validation, 

which strengthened group cohesion and belonging. Egan et al. (2017) concluded that the group 

approach was valued due to interpersonal learning, in which group cohesion was thought to 

enhance individual engagement with the overall intervention. For example, as self-

management strategies were practiced, participants were able to support each other (Toye & 

Barker, 2012). Pietilä Holmner et al. (2018) added that meeting others with more severe pain 

enabled people to compare experiences and re-evaluate their situation more optimistically.   

Therapeutic alliance with group facilitators   

In half of the papers, participants referred to the importance of a therapeutic alliance 

with the health professionals who facilitated the group (Dysvik et al., 2014; Mathias et al., 

2014; Pietilä Holmner et al., 2018; Toye & Barker, 2012; Wilson et al., 2017). Participants 

described the value of “more, open human interaction” when the facilitators adopted the non-

expert position, thereby reducing the “them and us” experience that can often be experienced 

within medical interactions (Wilson et al., 2017). Egan et al. (2017) reported that participants 

felt “believed” by the clinician, which is a key factor in group engagement. The participants 

highlighted the significance of therapeutic relationships with clinicians, which helped them to 

feel understood. As self-management strategies were practised, participants subsequently felt 

supported to overcome difficulties. Individualised and manageable self-management strategies 

were considered to be possible, as a result of both the therapeutic relationship and the 
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clinician’s ability to understand the participants holistically (Wilson et al., 2017). Participants 

spoke highly of group facilitators who were able to engage the participants and help them 

develop an understanding of the pain experience using psychoeducation (Dysvik et al., 2014; 

Mathias et al., 2014).   

Sense of safety 

When the participants experienced a sense of belonging, validation from other 

participants and therapeutic alliance with the facilitators, they felt that an environment of care 

and safety had been created (Wilson et al., 2017). This could be related to Yalom’s therapeutic 

factor of group cohesiveness where group members develop feelings of security within 

themselves through a sense of belonging to the group, which can trigger a change (Yalom & 

Leszcz, 2005). Participants felt less hindered by perceived judgement from others, which 

encouraged them to move outside the comfort zone of the group. For example, the atmosphere 

was described as ‘lighter’ where the participants felt that their ‘imperfect efforts at exercise 

were acceptable’ during physiotherapy (Wilson et al., 2017).  

Introspective experience 

Acceptance of pain 

Acceptance of CP was discussed in six papers (Penney & Haro, 2019; Egan et al., 2017; 

Mathias et al., 2014; Moore & Martin, 2015; Casey et al., 2019; Pietilä Holmner et al., 2018). 

Pietilä Holmner et al. (2018) found that acceptance of pain was a continuous process, where 

accepting pain enabled reconciliation; the pain no longer controlled their life and adjustment 

to pain was possible. Similarly, Penney and Haro (2019) described how participants accepted 

pain and learned skills that helped them to feel more in control as they were able to manage 

the pain based on their life demands.  

The process of acceptance was also influenced by the therapeutic approach of the pain 

management group. Moore and Martin (2015) used the MBCT approach in the group and the 
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participants described their acceptance process as accepting the presence of pain without 

resistance and instead coexisting with the pain. Notably, the process of accepting CP induced 

difficult emotions within the participants. The participants reported that their levels of distress 

reduced as they learned to accept CP and they cited anger as their predominant emotion prior 

to accepting CP (Moore & Martin, 2015). It was further noted that once they accepted the 

presence of pain, it helped them to move forward with their lives and promoted greater 

engagement with the group (Egan et al., 2017). The participants described accepting the 

presence of pain as necessary before they were able to progress towards managing their pain 

in the group intervention. It was noted that the process of acceptance was observed when the 

participants moved on from discussing the pain as an “invading sensation” to recognising the 

pain as being one with their body, moving towards a “new self” (Egan et al., 2017).  

Mathias et al. (2014) described the participants accepting that they could continue to 

live their lives while experiencing pain and noted that this process was important for them in 

overcoming the “debilitating” influence of pain. It also emerged that the participants were able 

to move past their focus on finding a medical solution to the CP to achieve the elimination of 

pain, which was reflected in their previous experiences of trying various medical interventions. 

This pursuit had led to feelings of hopelessness about eliminating the pain, a lack of power and 

dissatisfaction with their experience with multiple health professionals who were unable to 

provide a solution to their CP. Mathias et al. (2014) referred to the process of acceptance as 

their ability to reconcile their experience of pain by living according to their values, and they 

highlighted that this process goes further than accepting and adapting to pain and instead moves 

towards forming new relationships with the pain and with themselves. These changes resulted 

in enhanced self-efficacy in relation to their pain, which instigated feelings of empowerment 

within the participants. Casey et al. (2019) concurred with the findings of Mathias et al. (2014) 

on the acceptance of pain. The participants described that in their pursuit of a medical cure, 
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their hopes would be raised, before again experiencing dissatisfaction due to ineffective 

interventions. Casey et al. (2019) added that in order for the participants to move on from their 

search for a medical cure to eliminate their pain, the participants needed to acknowledge that 

there is no cure for CP.  

For some participants, this idea can be a shock, but it can also create new hope for the 

future and they are thus able to find a balance between hope and reality. Casey et al. (2019) 

acknowledged that the acceptance of pain is a complex and personal journey for individuals. 

Pietilä Holmner et al. (2018) went further and described the acceptance of pain as an on-going 

process throughout the group intervention. They found that learning about CP and sharing the 

experience of CP with other people with CP facilitated the on-going process of acceptance. 

This could also be understood in terms of existential factors in group therapy, which suggest 

that through support from others, group members learn to live with the limitations and accept 

life as it is (Yalom & Leszcz, 2005) 

Changes in mindset 

The papers all suggested that the process of acceptance facilitates change in the mindset 

of people with CP. Casey et al. (2019) described that acceptance can include changes in self-

identity and the process of acceptance can encourage personal growth. When self-identity is 

flexible, it can prompt individuals to change how they see themselves. This changed self-

identity can be supported by increasing awareness of and living in line with the individual’s 

personal values. Casey et al. (2019) reported that, in accordance with the ACT processes, the 

changed self-identity entails seeing “self as context”; this helps the participants to separate 

themselves from the “conceptualised-self” and these processes build a basis for learning self-

management skills. The change in the way the participants perceived themselves was also noted 

by Mathias et al. (2014). They reported that participants changed their perception of themselves, 
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and their pain experience was associated with recounting feeling more confident having 

improved self-esteem, and being motivated to live their lives in keeping with their values.    

Sense of empowerment 

Five papers described that the acceptance of pain and changes in mindset led to an 

increased sense of empowerment among the participants (Casey et al., 2019; Dysvik et al., 

2014; Mathias et al., 2014; Moore & Martin, 2015; Penney & Haro, 2019). It was suggested 

that this sense of empowerment meant the participants were able to benefit from the 

intervention after it finished (Penney & Haro, 2019). The participants described this 

empowerment as having a sense of control and ability to manage their pain and their behaviours 

and feelings by practicing self-management skills (Moore & Martin, 2015). Other participants 

reported feeling empowered to lead a better life (Dysvik et al., 2014). Mathias et al. (2014) 

noted that by accepting the pain, the participants expressed a sense of freedom as they were 

able to take control of their lives and do things that they enjoy. Casey et al. (2019) stated that 

the participants expressed a sense of empowerment after they accepted the pain and 

acknowledged the lack of a cure for their pain. They reported increased self-efficacy in 

managing their pain and they were confident in their ability to manage their pain using self-

management skills. This could extend to instillation of hope in group therapy, whereby group 

members develop a sense of optimism about their future (Yalom & Leszcz, 2005). 

Frustration and non-acceptance 

Whilst many participants experienced the group interventions for pain management in 

a positive light, feelings of frustration and being stuck were described in the papers (Casey et 

al., 2019; Penney & Haro, 2019; Pietilä Holmner et al., 2018; Toye & Barker, 2012; Wilson et 

al., 2017). It is important to recognise that the process of accepting their pain was difficult for 

some participants. Participants struggled to acknowledge the losses they had endured, and their 

distress often emerged from past life constraints (Wilson et al., 2017). Pietilä Holmner et al. 
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(2018) referred to the accepting or non-accepting of pain as an on-going process that is 

changeable and not a static process.  

Some participants perceived there to be an overwhelming threat to their identity due to 

their pain, and self-management skills were seen as adding further limits to their lives  (Toye 

& Barker, 2012). For example, they saw themselves as ‘sacrificed for my back’, and pacing 

strategry was  seen as a further barrier to being active. The non-acceptance of pain was reported 

alongside a sense of perceived injustice and of feeling abandoned by the health services (Casey 

et al., 2019). The participants’ previous experiences of treatments were found to be significant 

in their sense of frustration and hopelessness since they saw themselves as the ‘problem’ 

following multiple past experiences of feeling unsupported (Wilson et al., 2017).  

Self-management skills 

New coping strategies 

In five papers, the authors discussed the practical strategies and tools that were 

introduced to promote self-management during and post group intervention (Dysvik et al., 

2014; Egan et al., 2017; Mathias et al., 2014; Moore & Martin, 2015; Penney & Haro, 2019). 

In the groups that applied CBT principles, tools were the focus of the groups, such as relaxation, 

pacing and exercise, and learning these tools lowered the sense of powerlessness the 

participants experienced in relation to their pain (Egan et al., 2017). It was found that by using 

the new coping strategies, the participants were able to engage in more meaningful activities 

that helped them to shift from self-critical thoughts, and the participants felt able to re-connect 

with important people in their lives (Dysvik et al., 2014; Egan et al., 2017). Mathias et al. 

(2014) argued that the coping strategies helped the participants increase their sense of control 

over their pain.  

Practising mindfulness through meditation or mindful movement was seen to support 

participants who felt stuck and who were focusing on the past or the future in a negative way 
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(Mathias et al., 2014). The strategies and tools that the participants learned in the groups 

became skills that were transferable to the real world. Wilson et al. (2017) added that the 

participants felt encouraged to experiment and take on challenges in their day-to-day lives and, 

for some, motivation was needed to continue their practice (Moore & Martin, 2015). Egan et 

al. (2017) found evidence that when CBT strategies were incorporated into their lifestyle, the 

process was sustained following the group intervention. This also meant that the participants 

were able to re-engage in activities such as exercise, whereas in the past they may have had a 

tendency to avoid activities that would provoke pain (Mathias et al., 2014). Therefore, the 

participants were able to minimise the loss they might have endured and lessen distress from 

possible life constraints, which could diminish the perceived impact on their self-identity (Toye 

& Barker, 2012).  

Some participants experienced challenges to practising new strategies and skills due to 

conflicting demands in their daily lives (Moore & Martin, 2015). Certain demands came from 

other people in the participants’ lives and practising setting limits with others was described 

(Pietilä Holmner et al., 2018).  

Body mind awareness 

One of the aims of a CBT-based pain management intervention is to support participants 

to become more aware of the connection between emotions, cognition and behaviours (Dysvik 

et al., 2014). This allows participants to become more aware of how their internal experiences 

influence their responses, which helps the participants to better understand their physical and 

psychosocial difficulties (Wilson et al., 2017). The aim of increasing awareness of these links 

is not limited to CBT-based interventions and it is widely applied in psychologically informed 

interventions since it has been found that awareness can support behaviour change (Wilson et 

al., 2017). Toye and Barker (2012) reported that participants who showed significant 
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improvements acknowledged a connection between the mind and body, and some participants 

accepted that their problem was to do with their mind rather than their body.  

Medication use change 

As a result of the pain intervention, some papers highlighted the changes in their 

participants’ medication usage, even when that was not the aim of the intervention. Through 

practicing self-management skills, the participants were either able to change the patterns of 

use or reduce intake (Penney & Haro, 2019). This coincided with the participants’ new 

approaches to managing their pain, even for those who had a dependency on medication and 

relied on different medications to cope day-to-day (Egan et al., 2017). Discussions about the 

side-effects of pain relief medication and recognising the impact of long-term medication use 

allowed the participants to accept that other non-medical strategies are needed to cope with 

pain (Pietilä Holmner et al., 2018). 
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Discussion  

What is the experience of participating in group PMPs for people living with CP?  

The review specifically explored the experience of participating in group PMPs for 

people living with CP. This question can be answered in relation to the three broad categories 

that captured the people’s experience of attending PMPs, drawn from the literature summary 

of the nine papers in this review. The three categories were: inter-relational group experience; 

introspective experience; and self-management skills. Inter-relational group experience 

highlights the role of other people in pain management programmes, whereby relationships 

with other people can bring about steps towards pain management. As discussed above, a 

number of Yalom’s therapeutic factors in group therapy were relevant to inter-relational and 

introspective experiences. This could suggest that there is some overlap between the 

therapeutic experiences of people attending PMPs and generic therapeutic factors in group 

therapy. Inter-relational group experience highlights the role of other people in pain 

management programmes whereby the relationship with other people can bring about steps 

towards pain management.   

A strong therapeutic alliance with the group facilitators is often cited as a helpful 

process in improving treatment outcomes and engagement in psychological therapies 

(Omylinska-Thurston & Cooper, 2014) and this was reflected in the findings.  

The value of meeting other people is distinctive to group treatments and it may be 

overlooked by clinicians as this can be regarded as a less intensive approach than individual 

therapies (Bowden, 2002). The findings of this review support suggestions that group therapy 

offers different therapeutic factors compared to individual therapy (Shechtman & Kiezel, 2016). 

The therapeutic nature of social support has been noted as almost consistently positive in many 

areas of physical and mental health, such as lowering cardiovascular disease risk and improving 

psychological wellbeing (Gallagher, Luttik & Jaarsma, 2011; Taylor & Stanton, 2007). To 
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understand these social processes, social comparison theory can be used (Festinger, 1954). 

Individuals are likely to self-evaluate through social comparison in their opinions and abilities 

when there is a lack of objective information and when they are felt to be under threat (Festinger, 

1954). Without objective measures of pain levels and with CP posing a threat to self-identity, 

people with CP may be more likely to use social comparison as a coping strategy (Affleck & 

Tennen, 1997). In particular, downward comparison (against someone in a worse position) has 

been thought to provide a more positive view of self and emotional regulation (Affleck & 

Tennen, 1997). These processes, therefore, may have been present in the experience of meeting 

other people with CP through attending PMPs. For example, in Pietilä Holmner et al. (2018), 

the participants described meeting those with more pain as “that led to an awakening”, which 

than changed their view of self as “fortunate” and “lucky”. 

SCT (Bandura, 1986) could add to how the experience of meeting other people with CP 

can influence one’s own thoughts and behaviour, as discussed in the category of introspective 

experience. By observing and participating in PMPs, the participants were able to accept their 

pain and the process of acceptance seemed to facilitate changes in the mindset of people with 

CP. The participants’ experience of increased sense of empowerment appeared to link with 

enhanced self-efficacy (Bandura, 1997) and their ability to manage their pain and behaviours. 

Therefore, the findings appear to support the assertion that PMPs can enhance pain-related self-

efficacy (Strong et al., 2002). These findings also complement the findings of Devan et al. 

(2018), as they highlight the potential relationship between self-efficacy, distinguishing self 

from pain, and acceptance in self-management following the intervention. However, this 

finding was not universally present, since some participants described frustration and a sense 

of non-acceptance. Since only two papers (Toye & Barker, 2012; Wilson et al., 2017) have 

looked at the experience of people who did not find the PMPs beneficial or helpful, the current 
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literature in this area may lack understanding of the reasons why some people find the PMPs 

helpful or unhelpful, which would be clinically relevant.  

In the category of self-management skills, the participants discussed that learning 

practical strategies and tools enabled them to engage in more meaningful activities that helped 

them to shift from self-critical thoughts, and the participants then felt able to re-connect with 

important people in their lives (Dysvik et al., 2014; Egan et al., 2017). This was in contrast to 

their experience of deactivating to avoid pain prior to the group, which can be explained 

through the operant theory of pain behaviour (Fordyce, 1976). Pain behaviours such as 

reducing activity may become unhelpful in CP since they contribute to disability and result in 

withdrawal of positive reinforcement (e.g. disengaging from meaningful activities) (Jensen & 

Turk, 2014).  

In the PMPs, however, the focus was on supporting the individuals to become more 

aware of how their internal experiences influence their responses (Wilson et al., 2017) and 

supporting the participants in self-monitoring of emotions, cognition and behaviours and how 

these interact (Dysvik et al., 2014). This is rooted in the fear avoidance model (Vlaeyen & 

Linton, 2000) and how pain is interpreted and the behaviour in response to the interpretation. 

These processes were found in the papers that looked at CBT-PMPs (Dysvik et al., 2014; Egan 

et al., 2017). The participants described an increasing sense of control over their pain and 

reduced self-critical thoughts as CBT addresses misinterpretation of CP and the subsequent 

consequences of unhelpful pain behaviours (Keefe et al., 1992). The findings in this review 

complement the findings from Devan et al. (2018) which highlighted the potential relationship 

between self-efficacy, distinguishing self from pain, and acceptance as important in self-

management of CP following intervention.  

The gate control theory (Melzack & Wall, 1965) further helps to explain the findings in 

this study, as the PMP studies looked at psychological, social and environmental factors 
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moderating the perception of pain. It appears that the biopsychosocial approach in the PMPs 

brings together the physical and psychological factors, thereby enhancing self-management 

skills, encapsulating coping strategies, body-mind awareness and changes in medication use.  

Some papers in the current review asked more questions about the specific therapeutic 

interventions (e.g. mindfulness, exercise), rather than the overall group processes. Whilst 

understanding interventions-specific therapeutic processes may be beneficial, the findings in 

these studies may be further limited in their applicability. The limited amount of qualitative 

research in this field also makes it difficult to unpick specific differences within the group 

processes (e.g. between CBT-PMPs and ACT-based PMPs). Moreover, the majority of the 

papers used an overarching diagnostic category of CP and did not specify the participants’ 

physical ailment (where applicable) underlying the CP. Further, omission of participant details 

(e.g. ethnicity), assumes a level of homogeneity among CP patients when, in fact, they are a 

heterogeneous group since the pain experience is affected by gender (Samulowitz, Gremyr, 

Eriksson & Hensing, 2018),  physical ailment or lack of identifiable medical cause (Wilson, 

2017), and ethnicity (Booker, 2016). 

Limitations of the review  

One of the limitations of the current review was that due to the limited number of extant 

qualitative studies, studies that looked at different types of PMPs were combined. Although 

there are a number of overarching processes, therapeutic differences may have become 

apparent if the review had set out to identify group differences, e.g. between ACT-based PMPs 

and CBT-PMPs. Moreover, due to the small number of papers included in this review, the 

findings are not generalisable and caution should be taken in applying them. However, there 

might be some helpful considerations that clinicians could to take into account.  
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Implications for practice 

 When developing or facilitating PMPs for people with CP, clinicians may want to 

consider the three main components interpreted as important in the participants’ experiences 

of attending PMPs. Since the participants valued the inter-relational experiences within the 

groups, facilitators could be mindful of allowing space for discussion where people can share 

their experiences.  

This also means that PMPs may benefit from not being overly didactic or information-

heavy, potentially suggesting the importance of the non-expert positioning of facilitators. 

Sharing between participants may allow the therapeutic group processes noted by Yalom and 

Leszcz (2005) to occur in the PMPs. It may be beneficial to not have overly large groups or for 

facilitators to encourage small group discussions among participants to enable people to feel 

accepted and not be seen as the ‘problem’.  

The review suggests that certain processes can facilitate the gradual acceptance of pain 

in participants’ lives as a prerequisite for the participants’ future adjustment and pain 

management. Some of this would be important for the group facilitators to keep in mind as 

they deliver PMPs. For example, the group attendees can be helped to recognise that they can 

continue with their lives while experiencing pain by focusing on what they are able to do rather 

than what they were able to do before CP. This might involve moving past the pursuit of a 

medical solution to eliminate pain. Such processes are consistent with the ACT model of 

therapy (Hayes, 2016). 

Research recommendations  

Future research into the experience of people with CP attending PMPs may want to 

sample participants who did not perceive the intervention to be beneficial or helpful. 

Qualitative studies of those who have not benefited may provide more information about why 

PMPs are helpful for some and not others. This may suggest differences in subgroups of 
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participants that could be identified (Turk, 2004). This is important since it has been suggested 

that patients with CP can become discouraged from engaging in psychological interventions if 

they perceive previous interventions as not positive (Simons, Sieberg & Coakley, 2013).  

Since there was a notable lack of male representation in the literature, future research 

may want to reduce the gender bias in their recruitment. Gendered norms have been shown to 

have negative consequences for men with CP in healthcare, so gender bias should be 

counteracted in the research in order to develop understanding that may translate into more 

equitable care (Samulowitz et al., 2018). Future research may also wish to be more transparent 

about the ethnicity of the participants, since pain experiences may vary across cultures. For 

example, a review found that African Americans perceived greater severity and intensity of 

pain for longer durations, which was also underassessed and undermanaged (Booker, 2016). 

All studies except one, grouped CP together rather than grouping participants using 

diagnostic categories. This is a notable gap within the current literature because the outcomes 

of PMPs vary across different medical conditions that result in CP. Recent Cochrane reviews 

have shown that PMPs have a good effect on chronic low back pain (Kamper et al., 2015) but 

a weak effect on chronic neck pain (Monticone et al., 2015) whilst there is no robust evidence 

on chronic neuropathic pains, such as cancer pain or pain from traumatic injury (Eccleston, 

Hearn & Williams, 2015). Therefore, future research may wish to consider exploring PMP 

experiences for specific disease conditions, e.g. cancer pain or chronic pain in sickle cell 

disease. This may be important as it could highlight essential clinical adaptations that need to 

be made.  
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Conclusion 

This review explored the current literature on the experiences of people with CP 

attending PMPs. The overall experience of the PMPs was reportedly positive. Three categories 

were identified: the inter-relational group experience; the introspective experience; and self-

management skills. The papers described the value of meeting other people with CP and the 

therapeutic alliance with the group facilitators as supportive processes that occur between 

people. The group participants experienced a sense of acceptance of their pain that seemed to 

enhance feelings of empowerment, although some struggled with acceptance and expressed 

frustrations with their pain. A shift in how participants thought about themselves seemed to 

facilitate the development of self-management skills including learning new coping strategies, 

increasing body-mind awareness and changing their medication use. All papers, except for one, 

included participants with CP arising from different physical ailments. However, since there 

are differences in how effective PMPs are for different conditions, future research may wish to 

explore PMP experiences for people with different underlying health conditions that are 

contributing to the experience of CP.    
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Abstract 

Sickle cell disease is the most common genetic disorder in the UK that is life-limiting 

and lifelong for the individual. As pain is the main disease characteristic, Sickle cell pain 

management programmes (SCPMPs) have emerged as treatment options. This study aimed to 

explore the therapeutic mechanisms that are perceived to be present in SCPMPs.  

Eight participants who attended SCPMPs, two from general pain management 

programmes and two group facilitators, were recruited from two haematology services. Semi-

structured interviews with each participant were analysed using a grounded theory 

methodology. A model was derived that set out the perceived therapeutic process which 

included the key processes of learning about pain, sharing and relating within the group. All 

participants from the SCPMPs described a shift in their experiences of pain, which may have 

contributed to the development of a more positive sickle cell identity through acceptance and 

change. In contrast, non-specific ground attendees felt less understood in the group.  

The model adds to the current literature on the unique medical experiences of SCD as 

an important variation in the SCPMP when compared to general PMPs. The therapeutic 

processes that can occur within a SCPMP provide tentative support for the acceptability of a 

SCPMP.  

 

Keywords: Sickle Cell Disease, Pain management group, therapeutic process, group 

process 
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Introduction 

Sickle cell disease 

Sickle cell disease (SCD) is an inherited chronic blood disorder. It is the most common 

genetic disorder in the UK and most prevalent in the British Black African, Black Caribbean 

and Indian populations, affecting “1 in 4 West Africans and 1 in 10 Afro-Caribbeans” (Sickle 

Cell Society, 2008). There are different types of SCD, including HbSS, HbSC and beta-

thalassemia, each varying in their severity.  

SCD occurs due to haemoglobin being partly or entirely affected in red blood cells. The 

affected blood cells can distort into a sickle shape, which can lead to vaso-occlusion: circulation 

obstructed by sickle blood cells thus disrupting the oxygen supply to body tissues (Edwards et 

al., 2005). Resultantly, people living with SCD are at increased risk of developing serious 

physical health complications which can significantly impact the illness and death rate among 

people with SCD (National Institute for Health and Care Excellence; NICE, 2012). There are 

several notable psychosocial implications including experiencing discrimination and stigma 

associated with SCD and impacts on mental health and quality of life (Bergman & Diamond, 

2013; Thomas & Taylor, 2002, Anie, 2005; Edwards et al., 2009).  

Chronic pain and acute pain 

The main characteristics of SCD are acute and chronic pain (SCP). Acute vaso-

occlusive pain, known as a ‘crisis’, represents the most frequent cause of hospital attendance, 

often resulting in acute hospital admissions (Matthie et al., 2019). Chronic pain, defined as pain 

or discomfort that is persistent or sporadic, can last for more than three months (Elliot et al., 

1999) and is persistent on most days for more than six months (Dampier et al., 2017). Unlike 

acute pain, clinical guidance for chronic pain is not as clear (NICE, 2012). For instance, opioids 

are commonly used despite insufficient evidence of effectiveness (Matthie et al., 2019). Some 
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patients have even reported greater pain experience, worsened functioning and increased 

hospital usage on chronic opioid therapy (Carroll et al., 2016).  

Pain management programmes 

Pain management programmes (PMPs) are effective clinical interventions to help 

manage chronic pain, primarily aimed at improving coping with pain, rather than removing the 

experience of pain (Morley, Williams & Hussain, 2008; Williams, Eccleston & Morley, 2012). 

Current guidance on PMPs (British Pain Society, 2013) suggests that they include medication 

management, physiotherapy and psychological approaches. Programmes use a biopsychosocial 

model of chronic pain and cognitive-behavioural therapy principles (CBT; Adams, Poole & 

Richardson, 2005). 

Recently, PMPs for adults with SCD (SCPMPs), based on principles of CBT, have been 

recommended by the Sickle Cell Society (2018), in tandem with core standards for highly 

specialised pain management services in the UK (Faculty of Pain Medicine, 2015). Despite 

examples of specialised PMPs for SCP emerging in some parts of the UK (e.g. St George’s 

Hospital, 2020), there are no published guidelines describing best practices for SCPMPs. A gap 

in guidance on SCPMPs may mean that people with SCD are not offered the most appropriate 

chronic pain intervention (Matthie et al., 2019). The interaction between complex aspects of 

SCD (e.g. mental health and cultural awareness) and specialist PMPs are likely to present a 

number of unique differences and opportunities for clinicians (e.g. Thomas & Cohn, 2006) and 

warrants specific attention. 

Mental health 

There are many implications regarding the psychological well-being of people with 

SCD, which include impaired daily functioning that leads to reduced quality of life and 

unhelpful strategies to cope with pain, which compounds anxiety and depression and 
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neuropsychological complications (Anie, 2005). Due to the lifelong nature of SCD, these 

complications begin in early life to adulthood. It is recommended that standards of clinical care 

should be flexible in order to accommodate the high levels of depression and anxiety that have 

been identified in people with SCD (Edwards et al., 2009). 

A number of theories have been advanced that may account for the observed mental 

health difficulties that people with SCD can experience. Leventhal’s common-sense model 

(CSM) considers the way people respond to illness, noting that coping strategies are influenced 

by the way personal experiences and information are interpreted by the individual managing a 

health condition (an ‘illness perception’), which can impact outcomes (Huston & Houk, 2011). 

Additionally, the attributional model of depression explains that when difficulties are seen as 

uncontrollable, unchanging and pervasive, individuals are more vulnerable to developing 

depressive symptoms (Abramson, Seligman & Teasdale, 1978). 

Psychological treatment-specific factors warrant consideration. Although CBT has 

been shown to be helpful for the affective component of pain severity in SCD, evidence is 

insufficient to demonstrate improved coping abilities (Anie & Green, 2015). Treatment 

outcomes from CBT for SCP are also not universally positive, with some recipients showing 

unexplained decreases in scores on pain coping and mental wellbeing (Thomas, Dixon and 

Milligan, 1999).  

The medical experience of SCD 

The unpredictable nature of SCD can mean that some struggle to manage symptoms 

(Anie, Steptoe & Bevan, 2002). Symptom management and treatment adherence do not directly 

address the difficulties with daily functioning and quality of life due to the complex nature of 

SCD (Masuda, Cohen, Wicksell, Kemani & Johnson, 2011). The experience of recurrent pain 

episodes across the lifespan, where opioids are used to manage crises, makes SCP unique 

among pain conditions (Taylor, Stotts, Humphreys, Treadwell & Miaskowski, 2010, Matthie 
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et al., 2019). Given that the underlying mechanism of SCP is unclear, it has been suggested 

that SCP pathophysiology may be different from other chronic pain syndromes (Field, 2017). 

Consequently, there is limited information on chronic SCP, leading to undertreatment and 

challenging clinic management (Taylor et al., 2010; Matthie et al., 2019).  

The experience of both acute and chronic pain among people with SCD suggests that 

PMPs for people with SCD need to be adapted for chronic pain to consider the nuances of the 

SCD pain experience. This may warrant special consideration by SCPMP facilitators as this is 

an aspect of the condition that general PMPs may overlook. 

Stigma and culture 

‘Stigma’ is a social phenomenon in which a label becomes attached to a person or group, 

leading to a negative effect on the individual (Link & Phelan, 2013). Illness stigma attached to 

SCD can be pervasive at multiple levels in the interaction between disease and treatment. 

People with SCD experience health-related stigma and discrimination in the healthcare system 

(Bergman & Diamond, 2013). The misconception that SCD only affects people of Afro-

Caribbean descent also fuels racism and structural marginalisation, leading to inequalities 

within healthcare (Bulgin, Tanabe & Janerette, 2018).  Fallacious beliefs about opioid use for 

pain management can perpetuate health-related stigma alongside the usual challenges of living 

with a chronic condition (Bergman & Diamond, 2013, Matthie et al., 2019).  

People with SCD may also feel stigmatised within their own communities due to myths 

about SCD etiology and prognosis, meaning that SCD is often not discussed and the condition 

‘hidden’ (Burnes, Antle, Williams & Cook, 2008). This can create burden on the individual 

which negatively impacts on health-seeking behaviour (Holloway, McGill & Bediako, 2017).  

Studies have described the effects of stigma on wellbeing, noting increased social isolation, 

anxiety and depression, and reduced treatment outcomes for people with SCD (Bediako et al., 
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2016; Bulgin et al., 2018). Such findings suggest the need to better understand how the issues 

relating to stigma in group SCPMPs are experienced and managed. 

The intervention group experience 

In the absence of SCPMPs, people with SCD may attend general, transdiagnostic PMPs 

which include attendees with a range of physical conditions (Brassington, 2016). In the case of 

SCD however, specific features (e.g. illness stigma) have been found to introduce unhelpful 

differences among group members, disrupting group processes (Brassington, 2016). 

Given that individuals with SCD may feel misunderstood about their sickle cell pain by 

those who have not experienced it themselves (Coleman, Ellis-Caird, McGowan & Benjamin, 

2016; Thomas & Taylor, 2002), it is possible that SCPMPs may reduce feelings of isolation as 

a result of being in a group with other people with SCD (Thomas & Taylor, 2002; Caird, Camic 

& Thomas, 2011). For example, people who attended general PMPs, described having their 

pain experience validated that reduced feelings of isolation that had emerged as a result of pain 

(Egan, Lennon, Power & Fullen, 2017). This is relevant, as interpersonal experiences are 

thought to be important in group therapy for facilitating beneficial and meaningful change 

through supportive and self-revelatory factors (Yalom & Leszcz, 2005). Accordingly, attending 

a SCD-specific group may further enhance the therapeutic processes. However, more research 

is needed to understand the role of similarity of interpersonal experiences within the SCPMP 

context. 

Qualitative approaches 

The value of qualitative research has been recognised for exploring the patient 

perspective in depth (Osborn & Rodham, 2010). While quantitative research can show 

effectiveness, it can also miss the nuanced and multi-layered experience of attending a therapy 

group, especially relevant when studying therapeutic group interventions (Wideman et al., 
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2016). In the case SCMPs, qualitative methods may also be useful for advancing understanding 

of the unique experiences specific to people with SCD, such as the impact of SCD on wellbeing, 

the experience of chronic and acute pain, stigma, and interpersonal group experiences. 

More specifically, qualitative grounded theory designs can be useful in creating a 

conceptual understanding of the therapeutic mechanism and its components, which adds to the 

development of theory (Bulgin et al., 2018). Such exploratory approaches may help with 

understanding possible unique therapeutic mechanisms within SCPMP, and why these may be 

meaningful for SCD pain management and other aspects of life more broadly.  

Aims 

This study aimed to explore the therapeutic mechanisms that are perceived in a SCPMP. 

These findings may inform healthcare services and health professionals providing PMPs for 

people with SCD through helping to contribute to guidelines for clinical practice.  
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Methodology 

Design 

A qualitative research design was adopted in this study as it focuses on developing an 

understanding of a participant’s experience of an event (Osborn & Rodham, 2010). Given the 

research aim, a grounded theory method was considered appropriate to understand the 

therapeutic mechanisms within SCPMPs. A scarcity of theoretical literature on the processes 

within the SCPMPs substantiated the appropriateness of the grounded theory design, which is 

useful when there is limited existing theory (Urquhart, 2012).  

Epistemological stance 

A critical realist epistemological position was adopted by the author (Bhaskar, 1978). 

This position in part aligns with a positivist principle whereby it is thought that a reality exists 

independent of a person’s mind, and this reality consists of multiple layers of complex causal 

relationships (Oliver, 2011). Critical realism steers away from a purely positivist position by 

acknowledging that humans play a role in constructing what constitutes knowledge through 

science and the influence of language and social power (Gorski, 2013). The biological 

explanation of SCD is rooted in positivism, whereas the subjective and recounted experience 

of people living with SCD is grounded in a constructivist stance. Therefore, the assumptions 

and the epistemological position of the critical realist were deemed to be appropriate, in line 

with the grounded theory approach of Strauss and Corbin (1998).   

Participants 

In total, 12 participants volunteered to take part in the study. The recruitment of the 

participants entailed three stages. The first stage involved recruiting eight participants who 

attended a SCPMP in a metropolitan city in the UK, to which the author had no direct 
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connections (Table 5). Nine participants were initially contacted but one participant was unable 

to take part due to related health reasons. 

Table 5 Stage 1 participant characteristics 

Pts Age Gender Ethnic origin Employment 

Time since 

attended 

PMP 

Current 

well-being  

PMP 

helpfulness 

P1 43 F Black African Student > 1 year 4 5 

P2 39 F 
Black African/ 

British 
Self-employed > 1 year 4 5 

P3 51 F British African Homemaker/carer > 1 year 2 5 

P4 57 F British African Homemaker/carer > 1 year 4 4 

P5 43 F African Self-employed > 1 year 2 5 

P6 46 F Black African 
Full time 

employment 
> 1 year 4 4 

P7 57 F British African Self-employed > 1 year 3 5 

P8 35 F Black British 
Part-time 

employed 
> 1 year 3 5 

Well-being: 1 = Very poor, 2 = Poor, 3 = Neither good nor poor, 4 = Good, 5 = Very good 

Perceived helpfulness of PMP: 1 = Very unhelpful, 2 = Fairly unhelpful, 3 = Moderately helpful, 4 = Helpful, 5 = Very helpful 

 

 

The second stage involved recruiting two facilitators of the same SCPMP (a specialist 

physiotherapist and clinical psychologist). The participant characteristics of the facilitators 

were omitted to protect their confidentiality. In the third stage, two participants were recruited 

who had each attended a general PMP which had taken place in a different hospital in second 

NHS trust (Table 6). 

 

Table 6 Stage 3 participant characteristics 

Pts Age Gender Ethnic origin Employment 

Time since 

attended 

PMP 

Current 

well-being 

PMP 

helpfulness 

P11 58 F Black British Retired > 1 year 3 4 

P12 48 F Black British Unemployed > 1 year 3 4 

Well-being: 1 = Very poor, 2 = Poor, 3 = Neither good nor poor, 4 = Good, 5 = Very good 

Perceived helpfulness of PMP: 1 = Very unhelpful, 2 = Fairly unhelpful, 3 = Moderately helpful, 4 = Helpful, 5 = Very helpful 
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The inclusion and exclusion criteria were set out for the participants from stage 1 and 

3 (Table 7). SCD was considered to include all types of SCD, as SCD is a frequently used 

medical classification that encapsulates occurrences when ‘the sickle gene is inherited from at 

least one parent’ (Ballas, 2018). These criteria also ensured that all patients who attended the 

SCPMP were eligible to volunteer. The exclusion criteria were specified to ensure that the 

potential participants had the capacity to consent to take part.  

Table 7 Inclusion and exclusion criteria of the participants from stages 1 and 3 

Inclusion Criteria Exclusion Criteria 

Adults with SCD 18 years old and above Anyone in a physical health crisis. 

Speaks fluent English. Anyone who has experienced neurological 

episodes since taking part in PMP or has lost 

the capacity to consent. 

Experiences SCP  

 

The three groupings of participants were employed to reflect the theoretical sampling 

used in grounded theory, whereby sampling develops as the theory builds from emerging 

concepts (Urquhart, 2012). The facilitators of the SCPMPs (stage 2) were included to check 

the emerging theory. The participants who did not attend the SCPMP (stage 3) were finally 

included to identify the unique process involved in the SCPMPs compared to the general PMPs 

for people with SCD.  

Procedure 

Recruitment  

The recruitment procedure is detailed in Table 8. The relatively small number of people who 

attended the SCPMP meant that this limited the scope of the theoretical sampling. Interviews 

were arranged if participants agreed to participate. Following each interview, a brief 

demographic questionnaire was administered to identify heterogenicity (Appendix 7). 
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Table 8 Recruitment strategy 

Stage    Procedures 

Stage 1-  

SCPMP participants* 

 

1. Potential participants from a SCPMP were initially identified by 

a clinical psychologist with whom they were familiar. 

2. Verbal consent to be contacted by the author obtained. 

3. Provided with a participant information sheet (Appendix 3)  

4. Given the opportunity to ask any questions about the study by 

telephone. ** 

Stage 2 –  

SCPMP clinicians 

5. Two facilitators of the SCPMP were approached by the author 

via written invitation, which included the clinician participant 

information sheet (Appendix 4).  

6. Provided with the opportunity to ask any questions about the 

study. **  

Stage 3 –  

General PMP participants* 

7. Need for potential participants with SCD who attended a 

general PMP identified in line with the theoretical sampling 

procedure.  

8. A clinical psychologist from a haematology service in second 

hospital identified eligible participants.  

9. Potential participants sent an invite letter asking and followed 

up with a telephone call by a clinical psychologist who was 

unknown to them asking for consent to be contacted by 

researcher.  

10. After verbal consent given, contacted by the author and 

provided with participant information sheet (Appendix 5) and 

given the opportunity to ask any questions about the study by 

telephone. **  

*Potential participants at these stages were informed that participation was voluntary and would not impact 

on the care that they received in the hospital regardless of their decision.  

**Informed consent was gained at each stage (Appendix 6).  
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SCPMP 

Stage 1 participants attended an eight-week SCPMP. This involved an average of six 

participants with SCD meeting weekly for eight sessions to learn to manage SCP and its impact 

on their lives. The SCPMP was led by a clinical psychologist and a specialist physiotherapist. 

Participants received psychoeducation about SCP, pain management strategies and 

physiotherapy. The SCPMP was informed by CBT (Wilson, 2017), acceptance and 

commitment principles (McCracken, 1998), mindfulness (Segal, Williams & Teasdale, 2002) 

and compassion-focused approaches (Gilbert, 2009). The SCPMP included a ‘friends and 

family session’ where participants’ family members were invited to attend and ask questions 

about SCD and to hear about people’s experience of living with SCD.  

General PMP 

Third stage participants came from a haematology service in a second hospital, 

attending a general chronic pain PMP at a well-established pain service. The PMP included 

transdiagnostic groups and was offered as a residential or outpatient format.  

Data generation 

The participants chose the location of the interview, where they could speak privately. 

The participants were given a choice of face-to-face or telephone interview. All except one 

participant chose a face-to-face interview.  

A semi-structured interview was used, and questions were asked about their experience 

of attending the PMPs (Appendix 8 for stages 1 and 3. Appendix 9 for stage 2). The interview 

schedule was developed following discussions and feedback from the two research supervisors 

with relevant expertise. Questions were ensured to be open and non-leading to allow 

participants to respond freely and depth of data to be achieved. The interview schedule was 

adapted over time to fill in the perceived gaps in the data, as in grounded theory, the sampling 
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of individuals contributes to building the open and axial coding of the theory (Strauss & Corbin, 

1998). Interviews were audio-recorded and lasted between 60-70 minutes.  

Data analysis 

Each interview was transcribed and was open-coded line-by-line. This aided the process 

of constant comparison in which theoretical memos were written during the comparison of data. 

Subsequently, links were made between categories that drew on the similarities and differences 

in participant experiences.  

In line with Strauss and Corbin (1998), a process of ‘axial coding’ was carried out, 

organising categories in keeping with their properties by making connections between and 

within the categories (shown in Appendix 10). The hypothesis that connects core category, 

categories and sub-categories facilitated development of a preliminary theory of the therapeutic 

mechanisms in the SCPMP. Diagramming was used to aid conceptual analysis and visually 

demonstrate analytic concepts and their relationships (e.g. Appendices 11, 12 & 13). Constant 

comparison was carried out to compare codes and to collapse them into categories across 

different stages. An ‘abbreviated version of grounded theory’ was employed, which is when 

the cyclical process involved in the data collection and analysis of grounded theory 

methodology is abbreviated to work with the original data only (Strauss & Corbin, 1998). 

Theoretical sufficiency was reached when the preliminary theory was seen as providing a good 

explanation (Dey, 1999). 

Quality assurance 

Quality was maintained through a number of approaches (Mays & Pope, 2000). A 

bracketing interview was carried out to ensure awareness of the author’s subjectivity (Tufford 

& Newman, 2012), which led to a reflexive positioning statement (Appendix 14). A reflective 

diary was used as a way to record the author’s thoughts and emotional responses in relation to 

the data and to consider whether they influenced the process of data analysis (Appendix 15). 
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Memos were written by the author to capture ideas and reflections during data analysis 

(Appendix 10). This included reflections on what was said, how the ideas may be connected 

and any further questions that arose to be explored. This increased transparency during 

decision-making in terms of what was important in the data and theoretical and conceptual 

ideas. A sample of coded transcripts was sent to a supervisor with expertise in grounded theory 

methodology to oversee the coding practices of the author (Appendix16). 

Ethical considerations 

A favourable opinion was received for this study from an NHS Research Ethics 

Committee and approval was granted from the two participating NHS trusts. Audio recordings 

were stored on a password-protected computer only accessible by the author. Transcriptions 

were anonymised to protect participant identity. Provisions were made for the possibility of a 

participant becoming distressed during or after the interview such as checking-in and 

signposting to appropriate services in line with ethical guidelines (British Psychological 

Society, 2010). 
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Results  

Model overview 

The model sets out the perceived therapeutic process in the SCPMP (Figure 2). The 

participants reportedly begin the SCPMP with the previous experience of not talking about pain 

or their pain experience in their lives. From participants’ accounts, the therapeutic process 

appears to begin in the SCPMP with learning about pain, inclusion of friends and family and 

sharing within the group of participants. Based on the interview data, the model hypothesises 

how these experiences are processed by the participants in the SCPMP. Although the model 

begins in a linear form in the figure, it can become cyclical each time the experience is repeated, 

for example, each time a participant relates to another participant’s description of pain. Over 

time, the participants described a shift in how they perceived their experiences and pain, and 

these processes can be further developed in a cyclical manner. The two boxes with thicker 

borders in Figure 2, indicate the greater reference to these categories in the overall participants’ 

accounts about their experience. The facilitators ‘experiences’ contributed to the overall model 

and were included for triangulation. From the participants’ accounts of those who did not attend 

a SCPMP, there were contrasting cases in their experience to the experience of the SCPMP and 

those cases were represented as underlined in Figure 2 and Table 9.  
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Figure 2 Attending a group to accept pain and make changes, develops one’s positive sickle cell identity 

- a model of the perceived experience of the participants in the SCPMP.  

 

  

Sharing and relating 

-Sharing the same experiences 

-Relating to experiences that 

only people with SCD 

understand 

-Not needing to explain 

yourself 

-Need to explain about SCD to 

others in PMPs 

Not talking about 

pain 
-Hiding pain from 

others 

-Negative connotations 

around SCD 
 

Learning together 

-A sense of togetherness with a shared goal 

-Feeling not alone and validating the pain 

-Learning through others’ experience 

-Authentic self being accepted 

Learning about pain and 

techniques 

- Understanding pain 

mechanism 

-Differentiating chronic pain 

and acute crises 

-Psychological effect of pain 

-Tools and techniques to 

manage 

-Facilitators’ knowledge about 

SCD in PMPs 

New ways of 

talking to 

friends and 

family 

-Wanting others to 

understand the pain 

experience 

-Communicating 

with others 

-Asking for and 

accepting help 

from others 

 

Exploring your 

pain 

-Understanding what 

you can do 

-Pain is here to stay 

 

Accept and make changes 

-Accepting the pain 

-Making changes to live with pain 

- Feeling different about SCD 

Increased positive experiences of self 

-Strengthening the sense of self 

-Managing expectations 

-Boosting your confidence 



SECTION B: EMPIRICAL PAPER  

 

64 

Table 9 Categories and sub-categories of a model on the experience of the SCPMP 

      Categories      Sub-categories 

1. Not talking about pain 
a. Hiding pain from others 

b. Negative connotations around SCD 

2. Learning about pain and 

techniques  

c. Understanding pain mechanism 

d. Differentiating chronic pain and acute crises 

e. Psychological effect of pain 

f. Tools and techniques to manage 

g. Facilitators’ knowledge about SCD in PMPs 

3. New ways of talking to friends 

and family 

h. Wanting others to understand the pain 

experience 

i. Communicating with others  

j. Asking for and accepting help from others 

4. Sharing and relating 
k. Sharing same experiences 

l. Relating to experiences that only people with 

SCD can understand  

m. Not needed to explain yourself  

n. Need to explain about SCD to others in PMPs 

5. Learning together 
o. A sense of togetherness with a shared goal 

p. Feeling not alone and validating the pain 

q. Learning through others’ experience 

r. Authentic self being accepted 

6. Exploring your pain 
s. Understanding what you can do 

t. Pain is here to stay 

7. Increased positive experiences 

of self 

u. Strengthening the sense of self 

v. Managing expectations 

w. Boosting your confidence 

8. Accept and make changes 
x. Accepting the pain  

y. Making changes to live with pain 

z. Feeling different about SCD 

Core category 

Derived from the data was the core category of ‘attending a group to accept pain and 

make changes, develops one’s positive sickle cell identity’. This category explains how 

experiences in the SCPMP provide therapeutic processes that may allow for the development 

of one’s identity. The processes, such as sharing and relating, exploring your pain and 

increasing more positive experiences of self, facilitates the participants to think about 

themselves in a more positive way. These processes suggest the development of a sickle cell 
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identity that supports the participants to put new ways of managing pain into practice in their 

day-to-day lives. 

Category 1: Not talking about pain 

The participants discussed not talking about pain outside the SCPMP. This absence of 

the experience of sharing and relating meant that the SCPMP experience was particularly 

supportive and therapeutic for the participants. The participants shared hiding pain from 

others: “if you are sickle cell, you are so used to do that hiding all the time” (P5). Some felt 

that it came from their culture: “the culture is, people don’t really talk about sickle cell” (P8). 

Some described not talking about their pain so that they would not be judged negatively: “just 

to avoid being looked at like, oh, you’re always whingeing or you’re moaning or, you know?” 

(P1). When the participants reported talking to friends and family about pain, it was described 

as being a practical approach, such as about taking medication or going to hospital. For others, 

SCD or pain was not discussed due to the negative connotations: “it’s still very well 

stigmatised… people have this conception that you have sickle cell, you always die, you die 

before you’re 21” (P3).  

Category 2: Learning about pain and techniques   

The participants described understanding the pain mechanism as a new experience: 

“before this therapy started, I didn’t know how pain works… It was really mind-opening to see 

that, yes, I do feel pain, but until then I didn’t know really the concept of pain” (P5). A sense 

of importance was given to understanding how pain works as a way to understand experience. 

This category was particularly salient as it was adapted for people with SCD and the facilitator 

described that “we talk about sickle cell disease, and the mechanisms of sickle cell, and then 

we talk about kind of pain layered on that” (P9). When they discussed differentiating chronic 

pain and acute crises, this was highly relevant to their experience of SCP. This appeared to be 
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new learning for the participants: “I didn’t know that I have, I’m struggling with two kind[s] of 

pain. They made me understand what is chronic pain. And what is acute pain, and like the 

difference between both” (P6).  

For participants who did not attend a SCPMP, experiences of learning about pain 

differed in whether their pain was explained in relation to SCD and the facilitators’ knowledge 

about SCD in PMPs. One participant felt that her pain was clearly explained as SCP and 

thought that the facilitator had a good understanding of SCD pain. “[facilitator] took 

everybody’s ailment. And talked about it, and you know, expanded on it.” (P11). Conversely, 

another participant thought that their facilitators had a limited understanding of SCD because 

the pain discussions were also redirected to discussions of chronic pain only: “any time you 

know you did try to explain certain things living with sickle cell, it kept being sort of brought 

back to, ‘no, bring it back to the chronic pain’” (P12). Therefore, the role of the facilitator 

appeared to be significant in their experiences and there is a potential reinforcement of not 

talking about pain if the SCD is not included in the group discussions. “I mean I did mention 

myself a few times when I would like to talk about certain aspects of sickle cell we’re always 

shut down [by the facilitator], and that was quite, that was upsetting.” (P12).  

Another important process in this category was recognising the psychological effect of 

pain and learning that their reaction to pain can shape their overall experience: “I know that if 

I’m feeling a bit low, my pain is more intense. It probably isn’t, but I feel as though it is. It did 

help me to understand more about my emotional wellbeing” (P7). The participants found the 

process of learning about their pain experience was therapeutic as it helped them to think about 

aspects of their pain that they can change: “if you know what is happening, you are able to 

relax and have a mindset that it will go and, and, and it has a positive effect that way too. 

Whereas at first, I didn’t know any of this” (P4). The participants also valued learning about 

tools and techniques to self-manage their pain experience: “the practical things like the 
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exercises, like mindfulness, the mindfulness thing was really cool. I liked that” (P2). The 

techniques were thought to be relevant and feasible in their situation: “what the group taught 

me was very important to me. Like, you know, doing those stretches when I’m in hospital and 

I’m confined to a room” (P3).   

Category 3: New ways of talking to friends and family  

The inclusion of the participants’ friends and family was frequently reported as 

impactful based on the experience of the SCPMP. This was facilitated through a friends and 

family session. The participants described wanting others to understand the pain experience 

and being concerned about not being believed: “it was good for them to hear from other people 

that we’re not making this up, this is really important, and it really does cause us a lot of grief.” 

(P7). Hearing from the participants’ friends and family about their experience of being close to 

someone experiencing SCP also helped the participants to consider communicating with 

others about their pain experience. One participant noted, “they’re like, ‘you don’t ask for help, 

you don’t let us help you’, and it’s the same thing that was going on with me” (P2). Improving 

communication with friends and family, meant that the participants could ask for and accept 

help from others: “if you communicate that, it’s already good that they can help you as best 

as they can” (P6).  

Category 4: Sharing and relating  

This category relates to the experience of being in a group with other people with SCD 

and how the participants experienced being given the space to have discussions about their 

experiences that were unique compared to the interactions in other groups. The participants 

reported learning that they shared the same experiences of pain and SCD. Prior to the group, 

the participants had not considered that other people may have similar experiences: “you think 

that, ‘is other sickle cell patient really experience what I’m experiencing, or is it just me?’” 
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(P6). There was a sense of revelation that other people had the same experience: “you listen to 

someone else telling you your own struggle through the mouth of [an]other person, like, yeah, 

wow, she’s telling this like she’s telling you my life!” (P5). For some, they noted that: “we all 

kind of were on the same page… the different experiences had the same theme” (P2).  

The sharing of experiences was followed by relating to experiences that only people 

with SCD can understand: “we related very well on those terms. Definitely because we’ve all 

gone through that” (P7). These comments contrasted with feeling that others do not understand 

their experiences because they do not have SCD: “you might want to talk to your family, but 

they won’t really understand what you’re feeling or what you’re going through” (P1). The 

experience of being able to relate to each other’s experiences meant that the participants felt 

understood and thus, not needing to explain oneself: “if I said, ‘ouch, I’m in pain’, I would 

know that they would understand what is that. If they saw me limping they would understand 

what is that” (P5). This was highlighted as contrasting with the difficulties of being understood 

by people without SCD: “it’s difficult to do that because you feel like you’re justifying, you’re 

explaining yourself over and over again. So it can be challenging.” (P8). The participants 

frequently cited that people do not know about SCD compared to other physical health 

conditions, e.g. diabetes, which exacerbated the sense that they needed to explain themselves. 

“Sickle cell, is not well, the information about sickle cell is not that out there in the public. So 

a lot of people don’t really know what sickle cell is all about.” (P1). 

As a contrast, the participants, who attended the general PMPs, described their 

experiences of being in PMPs for chronic pain with people with different health conditions. 

They outlined contrasting processes that differed from the SCPMP. The need to explain 

yourself was prominent in PMPs and to explain about SCD for others in the group to 

understand their pain. The lack of awareness about SCD by other attendees was also noted: 

“they had no understanding of it [SCD]” (P11). A participant explained she felt she felt 
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understood when the group facilitators who knew about SCD. “I didn’t feel that I lost anything 

by not having anybody else [with SCD] there with me because everybody that stood in front of 

us as a professional knew what I was going through.” (P11). However, another participant 

thought: “people couldn’t relate” (P12). 

Category 5: Learning together 

Following the repeated experience of sharing and relating, a group relationship 

appeared to emerge in how they used the group to manage pain, which goes further than the 

initial experience of sharing and relating. The participants reported developing a perception of 

others and themselves with a sense of togetherness with a shared goal: “we’re a group of 

individuals who have an understanding. We’ve shared something. So… it’s kind of like a family 

type scenario” (P2). This sense of unitedness enhanced the feeling of being understood and 

supportive of each other: “encouraging each other even from the small thing like, it’s not small! 

That was a big thing!” (P6). The participants felt connected in their aims: “People with one 

mind, one set, one goal. Coming there to strengthen ourselves and to face the world.” (P4).  

Despite their experiences of not talking about pain and being concerned about others 

judging them, within the group, the participants described feeling not alone and validating 

the pain experience. “I thought, ‘oh great, so I’m not the only one then, who felt this way’” 

(P7) “You always go through life thinking that like, you are the unique one and your problems 

can never be solved because you are the unique individual.” (P2). The therapeutic process in 

the group facilitated feelings that their experiences were valid and individuals expressed a 

sense of relief that their experiences were not unusual. “I heard somebody say she, they see 

stars (when they are in pain). And was so happy to hear that! Because I know I’m not seeing 

things. So I went to tell my doctor ‘I see stars, is it something you’ve ever heard?’, and the 

doctor said he[‘d] never heard that! But I’m confident that yes, somebody, people see stars! 

I’m not the only person that ever see[s] stars” (P6). 
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When people shared different experiences in the group, the participants spoke about 

learning through others’ experiences: “taking bits and pieces from other people’s experiences 

and trying to, you know, apply it to your own situation as well” (P8). The differences within 

the group appeared to facilitate a process of reflection on their own situation. “Other people, 

other people were coping better and as to whether it was their mindset… So it helped me to 

really look at how I look at my ailment again.” (P4). These experiences in the group translated 

into how they perceived themselves within the group. The participants described hiding their 

pain experience outside the group, whereas within the group, they experienced their authentic 

self being accepted. “Being with sickle cell patients, I think I could just be myself without 

having to use masks” (P5). “You talk about things without having to be cagey, nobody’s going 

to judge you…” (P1). They expressed that they did not feel the need to hide because of the 

uniqueness of being with other people with SCD: “When you’re sitting in a group of eight other 

people and they go through the same thing, you’re able to let your guard down.” (P8). The 

SCPMP facilitator agreed that the participants can worry about impact of what they say on 

others e.g. family: “space where actually I can talk about stuff without having to censor, without 

having to worry about the impact of what I’m saying.” (P10).  

Category 6: Exploring your pain 

Following learning about pain, the participants described being able to better 

understand their body and mind when they experienced pain. This process of application of 

knowledge to their own experience appeared to be important in enabling change in their lives. 

The participants described understanding what you can do: “So I’ve started to like make 

changes, try to keep myself as healthy as possible.” (P1). Since people with SCD can 

experience chronic pain and acute crises, where the latter can lead to hospitalisation, there is a 

significant importance placed on their ability to disentangle and distinguish their pain 

experience. “I try to think about things… And take them off, that it might not be it, it might not 
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be that… Before the group it was like, I’m sick, ambulance, hospital, where is medication. But 

at home, since the group, I unpick the problems.” (P4). This also meant that some participants 

learned to use their medication differently: “I don’t have to take morphine for the chronic pain 

like I have to take morphine for the acute pain. That’s why I said it [the PMP) was beneficial. 

Because it stops you using medication all the time.” (P6).  

With the increased understanding of their ability to manage the pain, the participants 

spoke about recognising that their pain is here to stay. “This is a pain that you’re going to 

have for the rest of your life. It’s an illness that you have for the rest of your life” (P3). For 

some, this was different from their view of the pain prior to the group: “I was in pain so all I 

wanted to do was just, you know, take some painkillers. I just wanted to go to hospital and I 

wanted the pain to go right away.” (P8). This also changed their expectations about the pain 

and how it should be managed: “what I learnt is that we cannot kill the pain, hundred percent. 

You are, we are always with pain. But it’s just the degree of the pain. So we’re trying to get it 

down to a level where you can function.” (P7). The recognition that pain was here to stay 

reinforced the need to ask for and accept help from their friends and family. 

Category 7: Increased positive experience of self 

The categories of learning together and exploring pain within the SCPMP contributed 

to shifting how they viewed their own experiences and themselves. The participants reported 

strengthening the sense of self: “It’s like the sickle cell was drowning me, because of the pain 

and things like that. The pain is there, but it’s not drowning me now. I’ve resurfaced. I’ve almost 

like, I’m facing it squarely.” (P4). For some, the group provided a space to develop themselves: 

“I feel like you can only learn and grow from experiences and workshops like this.” (P8). This 

meant that people learned to respond differently to their difficulties: “I’m a bit more… I don’t 

know the word, sturdier myself? I don’t let things faze me as much as they used to. I mean they 

still do, but my reaction to it is different.” (P2). Their increased sense of self influenced by  
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meant that they felt better able to manage expectations of other people and themselves. Their 

experiences of managing expectations included learning to put themselves first: “I’m taking 

hold of my own identity, I’m taking hold of my own humanness by saying that I too matter.” 

(P4). This was in contrast to how they struggled prior to the group: “I wanted to be this 

superwoman who was doing everything, you know, I didn’t want to ask for help.” (P7) and the 

new ways of talking to friends and family also contributed to a change in asking for help. 

However, this remained difficult in certain families due to cultural expectations: “culturally, 

where we come from, even with all the education, even with all the ways that women have 

grown in their work lives, everything, we are still the main caregivers of the children.” (P7).  

The participants described that the experience of attending the SCPMP helped them to 

boost their confidence in their perceived ability to cope with the pain: “it just gives you the 

courage to go through every day. That’s why I say I have a good group.” (P6). This was a 

marked difference from how disempowered they may have felt in the past: “because it’s quite 

easy, you know, being a sickler, to give off, I say, you know life has dealt me these lemons so I 

might as well just suffer it” (P1). Participants described a sense of empowerment in relation to 

SCD: “it [the SCPMP) helped me to see, to be in charge of sickle cell. And not allow sickle cell 

to be in charge of me.” (P5). 

Category 8: Accept and make changes  

Following on from augmenting experiences and strengthening the self, the participants 

described feeling able to accept the pain. The recognition that the pain will not go away helped 

the to accept it: “that’s why I say accept. Because, it’s there. It’s going to be there. It’s not going 

away, that pain, it’s just there. Because they give you tips, technique[s] how to live with it.” 

(P6). For some, this meant accepting the pain experience: “but also accept that it’s okay to, you 

know, be in pain” (P8). For others, it meant accepting the impact of pain: “acceptance, almost, 

you know? It’s okay. It’s just, I’m having a bad day, a very bad day, that’s it.” (P5).  
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The changed relationship with the pain facilitated the process of making changes to 

live with pain: “I’m trying to incorporate on my, on my day-to-day, really. I’m able to take 

time for myself more frequent, and yes, listening to my body when I’m tired. Reduce activities 

that I know that they will exhaust me.” (P5). The participants described incorporating what they 

had learned they can do into their lives: “I’m constantly applying all these bits and pieces. 

Mindfulness, I’m also applying it almost daily.” (P4). The practical techniques further provided 

the participants to feel different about SCD and, for several participants, the experience of the 

SCPMP helped them to accept the SCD: “To accept that I, I do have sickle cell, I’m going to 

have this for the rest of my life. But also what I need to accept is that there’s also tools in place 

to help me change the way I think about sickle cell, it’s not always negative.” (P8). They also 

acknowledged struggles with SCD: “being kinder to myself. Accepting and acknowledging that 

I do have a disorder. My life is not ruined by it, it’s augmented by it, but it’s not ruined ” (P2).  

For some, this was about accepting SCD as part of themselves: “I would deny it [SCD], 

oh God. Like, I wasn’t mentally ready to accept it” (P1); “I’ve really accepted it like, yes, this 

is me. Sickle cell is who I am, it’s part of me. It’s never going to change, it’s never going to go 

away.” (P1). 
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 Discussion  

Summary of the findings 

This study highlights the unique therapeutic processes can occur within a SCPMP, and 

provides a model representing these processes. The key themes to emerge from the model were 

the benefits of learning about sickle cell pain, the opportunity to share and explore the 

experience of pain with others, the positive effects on sense of self and identity, the impact on 

participants’ ability to make changes in their lives and feeling an increased sense of agency and 

ownership. Some of these processes, however, closely relate to the findings emerging from 

prior research into PMPs for chronic pain, such as the positive effects of validating pain 

(Mathias, Parry-Jones & Huws, 2014) and the impact of accepting pain (Penney & Haro, 2019). 

This therefore suggests that some of these processes are trans-diagnostic in nature. Some of 

these processes also converge with generic group therapeutic factors that have been outlined, 

such as universality and group cohesiveness (Yalom & Leszcz, 2005).  

The unique medical experiences of SCD were an important variation in the SCPMP 

compared to general PMPs and generic group therapeutic factors. Learning about pain and the 

pain mechanism was done with consideration of the specific features of SCD, such as the acute 

crises and SCP. General PMP participants supported the importance of understanding their pain 

in relation to their specific physical health condition (SCD), as when these discussions were 

discouraged, feelings of not being understood increased. Additionally, the SCPMP provided a 

the powerful sense of solidarity and support that appeared to be achieved by members by being 

part of a group that was united in a common experience of living with SCD. Participants 

described the SCPMP experience as reducing isolation, which, in turn, seemed to increase 

positive experiences of the self. Participants subsequently appeared able to accept and make 

changes in their lives in order to manage SCP. In contrast, those who attended non-specific 

PMPs felt that they had to explain to others about SCD. Although this study did not examine 
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the effectiveness of PMPs for SCP, this research provides tentative support for the acceptability 

of a SCPMP for people with SCP. 

Limitations  

It is important to consider that due to the unique nature of the clinical intervention, the 

majority of participants in this study were recruited from one hospital (though separate 

SCPMPs), which may have introduced an element of bias into the data.  

In terms of methodology, grounded theory recommends that the emerging categories 

be triangulated within a heterogeneous sample. Although the findings from the SCPMP were 

compared with findings from two participants who attended a general PMP, the overall 

heterogeneity within the sample demographics was limited by gender and a preferential attitude 

towards the PMP they attended. Furthermore, due to the remits of the current study, theoretical 

sufficiency was met instead of theoretical saturation i.e. when it was thought that a good 

explanation was achieved. This ‘abbreviated version’ of grounded theory ay have resulted in 

potential new codes being overlooked.  

Although the author tried to ensure that biases were brought into self-awareness to 

minimise influence on the data (in line with critical realist epistemology), it is plausible that 

another researcher from a different professional background could have derived different 

findings.  

Theoretical considerations 

The CSM for chronic health conditions may explain health outcomes for people with 

SCD, since people with SCD have been found to have more negative illness perceptions 

compared to other chronic illnesses (Ramondt, Tiemensma, Cameron, Broadbent & Kaptein, 

2016). Illness perception theory derived from CSM suggests that individuals develop belief 

patterns about their illness which then affects their behaviour in managing the illness (Weinman 
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& Petrie, 1997). The current findings suggest processes consistent with this theory. For 

example, the categories of exploring your pain and accept and make changes specifically 

challenge their illness perception that the pain experience is uncontrollable. If people with SCD 

believe that they can make meaningful changes in their lives to manage pain, they are more 

likely to practice techniques to manage their pain. Similarly, for the attributional model of 

depression (Abramson et al., 1978), people with SCD may become less vulnerable to 

developing depressive symptoms. This is important, as people with SCD are often 

overburdened with psychosocial challenges that negatively impact their quality of life (Thomas 

& Taylor, 2002).  

Stigma is theorised in Goffman's (1986) theory of social stigma as an attribute assigned 

to an individual that socially discredits them. Studies have found that the most significant level 

of stigma for people with SCD is related to anticipated stigma (expectation of being stereotyped 

negatively in future encounters), compared to other domains of stigma, such as actual 

experience (Bediako et al., 2016; Jenerette, Brewer, Crandell & Ataga, 2012). The findings of 

the present study suggest that anticipated stigma (concerns about being negatively judged) 

influenced how participants could manage pain in the category of 'not talking about pain', 

which could be seen as hiding pain to avoid negative judgements. The therapeutic process of 

the authentic self being accepted in the 'learning together' category also seems to have been 

experienced as particularly beneficial for participants due to its contrast with the anticipated 

stigma and expectation that their authentic self would not be accepted.  

The therapeutic processes in the SCPMP overlap with a number of Yalom’s therapeutic 

factors in group therapy (Yalom & Leszcz, 2005). For example, not feeling alone and 

validating the pain reflect the therapeutic factor of universality where group members learn 

that their suffering and difficulties are shared by others. A sense of togetherness with a shared 

goal illustrates a level of group cohesiveness similar to that which Yalom and Leszcz (2005) 
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described as creating a sense of acceptance and belonging among the group members, which 

is empowering. Boosted confidence may exemplify aspects of instillation of hope in the group 

process, which can promote optimism about the future and perceived ability to manage. The 

importance of meeting others with similar experiences have also been explored in PMPs for 

CP (Dysvik, Kvaløy & Furnes, 2014).  

Clinical Implications 

The findings highlight the need for PMPs for SCP to recognise the pervasive (e.g. life 

limiting) and unchanging (e.g. lifelong) aspect of SCD that may be unique compared to other 

conditions underlying CP. Therefore, in transdiagnostic PMPs, features specific to SCD should 

be included in explanations of pain, in order to help support acceptance and enable change. 

Consideration of the medical experiences of SCD in the context of chronic pain would require 

the facilitators to gain specific knowledge about SCD. The findings from this model highlight 

important medical considerations for pain from SCD compared to other conditions, such as 

chronic back pain. Therefore, there is a need to develop clinical guidance for chronic pain in 

SCD to guide health services in service provision. 

Despite pain being a main characteristic of SCD, many participants in this study 

highlighted that they had never received information about pain, (e.g. differences between 

acute crises and chronic pain), during their hospital appointments with haematology doctors or 

nurses. Therefore, it may be useful for haematology services to consider other ways of making 

such information accessible to patients and families. 

People with SCD can experience the cumulative effects of health-related and racial 

stigma when they access services and they may adapt their behaviour in anticipation of such 

stigma (Bulgin et al., 2018), which can serve to further powerfully reinforce existing health 

inequalities present in the UK (Smith et al., 2000). When individuals with SCD experience 

health complications, they may delay help-seeking or access to services may be hindered due 
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to perceived stigma (Bulgin et al., 2018). The current model provides an understanding of such 

behaviour in relation to perceived stigma. This raises profound implications for clinicians 

working with sickle cell patients, highlighting the need to develop compassionate 

understanding for those accessing services, to resist the label of the ‘difficult patient’ (Bergman 

& Diamond, 2013) and for the development of anti-discriminatory health services (Archibong, 

2001).  

The current findings suggest ways to best support people with SCD experiencing 

chronic pain. However, specialised SCPMPs are not widely available across the UK. Given 

participants’ accounts of therapeutic processes within the SCPMP, and the tentative evidence 

from participants who attended a non-SCD-specific PMP, it would seem important to increase 

equity of service for SCP in order to support people and living fulfilling lives. 

Research recommendations  

The current findings suggest that participants experienced SCPMPs as positive and 

therapeutic processes that may impact low mood. Therefore, future research may similarly wish 

to explore how a group treatment for depression for people with SCD may be experienced 

qualitatively, since a Cochrane review has only found quantitative studies in this area (Anie, 

2015).  

There may be differences and similarities with the model in this study and other 

therapeutic mechanisms. Some categories, such as relating to experiences that only people with 

SCD understand, authentic self being accepted and increased positive experience of self, may 

show as a commonality in other treatment groups for people with SCD. Given that the role of 

the PMP facilitator was highlighted as important in bringing about a positive experience for 

the group attendees, it would be useful to gain an in-depth understanding of the health clinicians’ 

experience of supporting sickle cell patients with chronic pain. This could indicate the 
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clinicians’ perceived difficulties and the ways they would like to be supported, which may 

include, but not be exclusive to, further training. 

The current findings show that there is interaction between stigma and pain 

management. The issues of stigma and identity could therefore be studied in relation to the 

treatment for people with SCD. Stigma against people with SCD in health services has mostly 

been studied in America, where there is an additional layer of stigmatisation against people 

using opioids (Bergman & Diamond, 2013). A research indicates lower levels of opioid misuse 

in the UK than in America (Weisberg, Becker, Fiellin, & Stannard, 2014).  Further 

consideration of stigma in UK healthcare systems for people with SCD is needed to understand 

the extent of the problem. Moreover, since SCD predominately affects people of Afro-

Caribbean descent, the interaction of racial stigma and illness stigma may be both present 

(Wailoo, 2006). Future research could look at how anticipated stigma can be reduced in this 

population. 

To ensure that people are able to access specialised services and they are not 

discriminated against, future research could look to study the feasibility of developing an online 

SCPMP, as it has been trialled for low mood and SCD (Jonassaint et al., 2020). Since people 

with SCD often do not feel understood by those without SCD (Coleman et al., 2016), when 

considering future research, people with SCD should be included as co-researchers in order to 

meaningfully incorporate their expertise and valuable insight into the research. This would 

work towards both reducing the assumptions about “recipients and providers” of services, and 

tackling the imbalance of power (Filipe, Renedo & Marston, 2017). 
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Conclusion 

This is the first study to explore the experience of therapeutic processes in a PMP for 

people with SCD. It appeared to develop the participants’ positive (as opposed to negative) 

sickle cell identity and enhance their perceived ability to accept the pain and make changes. 

The current model describes a linear process where the participants begin from a position of 

not talking about pain and move to experiencing the SCPMP, where discussions about pain are 

shared and related to each other. This seems to shift the participants into a position where they 

are able to learn from each other, as well as learning about pain, and communication with the 

inclusion of friends and family. It then identifies a cyclical process where participants are able 

to explore their pain, build on their positive experiences of self and accept and make changes. 

This final process suggests the development of a sickle cell identity that supports the 

participants to put new ways of managing pain into practice in their day-to-day lives. In contrast, 

those who attended non-specific PMPs, felt that they had to explain to other about SCD, which 

may have limited their experience of relating to each other about SCD. This model adds to the 

current literature about how people with SCD can be supported in managing SCP.  
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Appendix 2  Section A CASP reviewing table 

Paper Aims Method 
Research 

Design 
Sampling Data collection Reflexivity Ethical Issues Data Analysis Findings Value of Research 

Egan, 

Lennon, 

Power, & 

Fullen 

(2017) 

yes yes partial - not 

clear why 

content 

analysis 

was used 

over 

another 

method.  

yes, purposive 

sampling. Clear 

inclusion criteria but 

not mentioned 

exclusion criteria. 

not clear they chose 

20 participants as 

their sample size, 

not explained how 

many declined to 

take part.  

yes, focus 

groups were 

used. Clear 

focus group 

protocol. Yes 

form of data is 

clear. Saturation 

of data 

discussed in the 

analysis.  

No, they did 

not set out a 

reflexive 

statement 

about their 

research so 

they could 

have biased 

their results  

informed 

consent 

(YES) or 

confidentiality 

(YES) the 

effects of the 

study during 

(N) and after 

the study 

(NO) ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (No) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (NOT 

AGAINST) 

•researcher has 

discussed the 

credibility of 

findings (YES) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (No) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Partial)  

Dysvik, 

Kvaløy & 

Furnes 

(2014) 

yes yes yes - 

justified 

why they 

used 

structural 

analysis. 

Partial, not clear 

which sampling 

strategy. Clear 

inclusion criteria but 

not mentioned 

exclusion criteria. 

Not explained why 

some dropped out or 

did not complete the 

PMP.  

yes, written 

reports were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data NOT 

discussed.  

yes, they did 

set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(YES) the 

effects of the 

study during 

(N) and after 

the study 

(NO) ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (Yes) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (NOT 

AGAINST) 

•researcher has 

discussed the 

credibility of 

findings (YES) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Y) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Y)  
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Paper Aims Method 
Research 

Design 
Sampling Data collection Reflexivity Ethical Issues Data Analysis Findings Value of Research 

Mathias, 

Parry-

Jonesc, & 

Huwse 

(2014) 

yes yes yes - 

justified 

why they 

used IPA 

yes, purposive 

sampling. Clear 

inclusion criteria and 

exclusion criteria. 

Not explained why 2 

men declined to take 

part. 

yes, semi-

structured 

interviews were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data NOT 

discussed.  

yes, they did 

set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(YES) the 

effects of the 

study during 

(N) and after 

the study (Y) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (yes) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (NOT 

AGAINST) 

•researcher has 

discussed the 

credibility of 

findings (YES) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Y) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Y)  

Casey, 

Smart, 

Hearty, 

Lowry & 

Doody 

(2019) 

yes yes yes - 

justified 

why they 

used 

qualitative 

yes, purposive 

sampling. Did not 

mention inclusion 

criteria and 

exclusion criteria. 

Not explained why 

some participants 

declined or failed to 

take part. 

yes, focus 

groups were 

used with semi-

structured 

questions. Yes, 

clear how data 

were collected. 

Yes form of 

data is clear. 

Saturation of 

data NOT 

discussed.  

No, they did 

not set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(No) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (yes) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (NOT 

AGAINST) 

•researcher has 

discussed the 

credibility of 

findings (YES) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Y) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (N)  
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Paper Aims Method 
Research 

Design 
Sampling Data collection Reflexivity Ethical Issues Data Analysis Findings Value of Research 

Toye & 

Barker 

(2012) 

yes yes yes 

appropriate, 

not 

justified 

why they 

used GT 

yes, purposive 

sampling. Yes, 

mentioned inclusion 

criteria, not 

exclusion criteria. 

Yes, explained why 

some participants 

declined or failed to 

take part. 

yes, semi 

structured 

interviews were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data was 

discussed.  

Yes, they did 

set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(No) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (yes) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (Yes) 

•researcher has 

discussed the 

credibility of 

findings (YES) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Y) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Yes)  

Penney & 

Haro 

(2019) 

yes yes yes 

appropriate, 

not 

justified 

why they 

used 

deductive 

and 

inductive 

approaches.  

yes, stratified 

sampling 

(interviewees) and 

purposive sampling 

(focus group 

members). Yes, 

mentioned inclusion 

criteria, yes 

exclusion criteria. 

Not explained why 

some participants 

declined or failed to 

take part. 

yes, semi 

structured 

interviews and 

focus groups 

were used. Yes, 

clear how data 

were collected. 

Yes form of 

data is clear. 

Saturation of 

data was 

discussed.  

No, they did 

not set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(Yes) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(YES); clear how 

categories/themes 

were derived? 

(YES) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (No) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (not 

for against) 

•researcher has 

discussed the 

credibility of 

findings (Yes) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Yes) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Yes)  
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Paper Aims Method 
Research 

Design 
Sampling Data collection Reflexivity Ethical Issues Data Analysis Findings Value of Research 

Wilson, 

Chaloner, 

Osborn & 

Gauntlett-

Gilbert 

(2017) 

yes yes yes 

appropriate, 

justified 

why they 

used IPA 

yes, purposive 

sampling. Yes, 

mentioned inclusion 

criteria, yes 

exclusion criteria. 

Not explained why 

some participants 

declined or failed to 

take part. 

yes, semi 

structured 

interviews were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data was 

NOT discussed.  

No, they did 

not set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(Yes) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(Partial); clear 

how 

categories/themes 

were derived? 

(No) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (No) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (not 

for against) 

•researcher has 

discussed the 

credibility of 

findings (Yes) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Yes) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Yes)  

Moore & 

Martin 

(2014) 

yes yes yes 

appropriate, 

justified 

why they 

used 

thematic 

analysis 

yes, purposive 

sampling. Yes, 

mentioned having no 

inclusion criteria and 

no exclusion criteria. 

Not explained why 

some participants 

declined to take part. 

yes, semi 

structured 

interviews were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data was 

NOT discussed.  

No, they did 

not set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(Yes) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(Yes); clear how 

categories/themes 

were derived? 

(yes) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (No) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (not 

for against) 

•researcher has 

discussed the 

credibility of 

findings (Yes) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (Yes) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (Yes)  
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Paper Aims Method 
Research 

Design 
Sampling Data collection Reflexivity Ethical Issues Data Analysis Findings Value of Research 

Pietila 

Holmner, 

Stalnacke, 

Enthoven 

& 

Stenberg 

(2018) 

yes yes yes 

appropriate, 

did not 

justify why 

they used 

content 

analysis 

yes, purposive 

sampling. Yes, clear 

inclusion criteria and 

not exclusion 

criteria. Yes, 

explained why some 

participants declined 

to take part. 

yes, semi 

structured 

interviews were 

used. Yes, clear 

how data were 

collected. Yes 

form of data is 

clear. Saturation 

of data was 

NOT discussed.  

Yes, they did 

set out a 

reflexive 

statement 

about their 

roles which 

could have 

biased their 

analysis. 

informed 

consent 

(YES) or 

confidentiality 

(Yes) the 

effects of the 

study during 

(N) and after 

the study (N) 

ethical 

approval 

(YES) 

In-depth 

description of the 

analysis process? 

(Yes); clear how 

categories/themes 

were derived? 

(yes) explained 

how data 

analysed from 

original data 

(Yes); enough 

data to support 

the findings? 

(YES); 

researchers' own 

bias during 

analysis (No) 

findings are 

explicit (YES) 

adequate 

discussion of the 

evidence both for 

and against the 

researcher’s 

arguments (Yes) 

•researcher has 

discussed the 

credibility of 

findings (Yes) 

findings discussed 

to the original 

research question 

(YES)  

discussed the 

contribution the study 

makes to existing 

knowledge (relevant 

research- based 

literature) (YES) 

identify new areas 

where research is 

necessary (No) 

discussed whether or 

how the findings can 

be transferred to other 

populations or 

considered other ways 

the research may be 

used (No)  
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Appendix 3 Section B SCPMP patient participant information sheet 
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Appendix 4 Section B clinician participant information sheet 
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Appendix 5 Section B general PMP patient participant information sheet 
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Appendix 6 Informed consent form  
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Appendix 7 Demographic questionnaire 
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Appendix 8 Interview schedule 
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Appendix 9 Interview schedule stage 2 
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Appendix 10 Tables of coding examples  

Core category: Attending a group to accept pain and make change, develops one’s positive sickle cell identity. 

Example quotes Links to other categories Theoretical memos 

“Now I’m taking, I’m taking, I’m taking hold of my 

own identity, I’m taking hold of my own humanness 

by saying that I too matter” 

Manage expectations Taking hold of own identity is directly referenced. 

The SCPMP seemed to have facilitated this shift in 

how they think about their needs and firming up their 

identity.  

“I think the group’s just, it helped me to see, to be in 

charge of sickle cell. And not allow sickle cell to be 

in charge of me.”  

Boosting confidence Previously SC being in charge reflects a sense of 

powerlessness that people can experience in relation 

to SCD and the SCPMP appears to have helped them 

to feel more in control of their chronic illness. 

“It’s like the sickle cell was drowning me, because of 

the pain and things like that. The pain is there, but it’s 

not drowning me now. I’ve resurfaced. I’ve almost 

like, I’m facing it squarely.” 

Pain is here to stay Describing self as “I’ve resurfaced” appeared to be 

related to how they see themselves and towards 

developing an identity facing the pain “squarely”. 

What helped them to do that? 

“Because that’s the other thing, because we all have 

our success stories and we’re all doing our different 

things, and we’re all kind of surviving this thing 

called sickle.”  

Relating to experiences that only people with SCD 

can understand 

The focus on the success stories and externalising the 

SCD as something to survive may be a part of 

developing one’s sickle cell identify from being able 

to relate to each other in the SCPMP. 

“I know how to identify certain pains, but it 

shouldn’t define me, at all, you know? So it’s 

accepting that there are other things you can do, 

while you’re in pain with sickle cell.” 

Strengthening the sense of self Not allowing pain to define self and acceptance feels 

like describing a therapeutic change where one is 

developing an identity that is not engulfed by SCD. 

“I’m not going to go back to trying to force myself 

and giving myself kind of like a task on something I 

can’t control. I’ve accepted the fact that there’s 

certain aspects of this disease I can control, but 

when I’m in a crisis, I can’t control it. ” 

Feeling different about SCD 

 

So the SCPMP has helped to accept the parts of SCD 

that are controllable and uncontrollable, which seems 

to have shifted from trying to force self to be control 

all aspects and developing acceptable identity. 

“It’s helped me to understand my sickle cell, it’s 

helped me to be comfortable in, you know, speaking 

about the pros and the cons and negatives and the 

positives about sickle cell also as well.” 

Feeling different about SCD 

 

Feeling more comfortable talking about SCD feels 

significant. The sharing and relating in the SCPMP 

appeared to have helped one to develop a sense of self 

that is more comfortable and authentic.  
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Category 1: Not talking about pain 

Description: Participants explained that people usually do not talk about pain and SCD and some noted that this is a norm in their culture. Others described hiding 

pain from others to avoid negative judgement. Concerns about negative connotations around SCD were mentioned as a further reason for not feeling able to be open 

about their pain and SCD. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

a. Hiding pain from 

others 

Might not talk to be judged “I might not talk because I don’t want to give the wrong 

impression that people might say that, okay, being judged” (P5) 

It feels like people are concerned 

about how other people may view 

them because of worrying about 

being judged. I wonder if they are 

suggesting that they had been judged 

previously? This experience of 

hiding pain may have contributed to 

their overall experience why they 

valued sharing and relating the 

experiences that only people with 

SCD can understand.  

Pretending to be fine “I wouldn’t talk to them one-on-one. Like if I was having a crisis, 

there and then, in the old days what I would do was I would 

pretend that everything’s fine, and then I would just disappear.” 

(P2) 

 

“I’m not going to say nothing. I’m just going to keep that from 

you and keep that with me. ” (P5) 

Suppressing your feelings “You subsidised your whole feeling, suppressed your whole 

feelings, just to appear to be okay” (P8) 

Not talking about pain “personally, my normal day-to-day, I don’t talk about pain. That 

was the place only where I could go and talk about the pain.” (P6) 

Not having the opportunity to 

be open 

“I’m not sure how often people get the opportunity to have these 

actually very emotive, very brave, very open conversations” (P10) 

b. Negative 

connotations 

around SCD 

Feeling SCD might be used 

against 

“I never mentioned having sickle cell. I never disclosed my health 

issues because I just always feel that it would be used against me.” 

(P3) 

It sounds like the participants are 

explaining their perceived 

experience of stigma due to SCD. 

The reference to death and examples 

of what other people may say may be 

a way to empathise their point from 

feeling not understood by the 

interviewer.  

SCD like a taboo back home “Because well, back home, for example, it is like a sickle cell 

almost like a taboo” (P4) 

 

Connotations with death “oh my goodness, this poor girl has sickle cell, the possibility of 

her dying is about when she’s about twenty-five, if she’s still 

twenty-five and she hasn’t died, then maybe, you know, maybe 

thirty-five.” (P4) 

Still being stigmatised “obviously it’s still very well stigmatised, especially in Africa, 

where people have very primitive ideas.” (P3) 
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Category 2: Learning about pain and techniques 

Description: Participants described learning about pain and techniques in the SCPMP and they were mostly unfamiliar with this. The participants also described 

learning  beyond the medical treatments about the negative impact of stress and anxiety on their pain. Learning about techniques, such as mindfulness, pacing and 

exercise, was considered useful. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

c. Understanding 

pain mechanism 

 

Learning about pain theory “I’m thinking, ‘breaking the cycle? Well there must be 

something that I’m not doing right here’” (P4) 

 

 

How does the process of gaining 

knowledge add to therapeutic 

processes in the SCPMP? It sounds like 

people are trying to say learning about 

pain is really important because it is not 

something they discussed before or 

previously thought about.   

Realising not all pain is bad “Understanding that pain is also, not just a bad thing, it’s 

probably a good thing in a sense where you can recognise what 

pain, you know, you’re feeling at a time, and trying to identify 

what you’re going through also as well.” (P8) 

Understanding pain doesn’t 

mean danger 

“It doesn’t necessarily mean that, yes, there is danger. There is 

imminent danger” (P5) 

How pain works “I know that I will have this influx of pain that will build up. It 

will build up, I know that, knowing really how pain works in 

me, or what pain is.” (P5) 

Pain in relation to the nervous 

system 

“where we’re thinking more about the nervous system and how 

we make sense of, of pain. You know, it might come up in that 

kind of discussion” (P9) 

d. Differentiating 

chronic pain and 

acute crises 

 

Pain because of SCD “apart from the acute pain that I’m having, so this pain is not 

sickle cell pain, but it’s a pain maybe because of sickle cell.” 

(P6) 

This feels very much sickle specific. It 

sounds like people are trying to make 

sense of their pain experiences in a way 

they haven’t before, trying to unpick 

whether their pain is chronic or acute 

pain. If people are in an environment 

where their pain is not discussed than it 

is understandable that people may not 

be used to thinking about their pain in 

this way.  

Two concepts of pain “I was able to see the two concept of the pain mechanism, of the 

acute and the persistent. Whereas I didn’t know.” (P4) 

Mistaking what is acute and 

chronic pain 

“we started off with [doctor] telling us whether we understood 

what chronic pain and acute pain was, I got that wrong, I 

thought that acute pain was the pain I was undergoing and that 

chronic pain was something else” (P7) 

Insight to know the 

difference 

“I think for me it was just understanding acute and chronic pain 

within the pain management programme. That’s what I found 

insightful.” (P8) 

Emotional effect of pain “I would get emotionally affected by the pain. So it’s not just 

the physical, it’s my emotional as well, being affected.” (P5) 
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e. Psychological 

effect of pain 

 

When feeling content, your 

pain is not so painful 

“I can do for me that would make me feel better. Because when, 

one of these through lines was when you feel better when, when 

you feel content, even if the pain is high, it doesn’t feel quite so 

painful.” (P7) 

This feels like introspection of their 

emotional experience of pain. People 

are able to recognise that pain is not 

just physical but also psychological 

experience. 
Low mood can make your 

mood worse 

“If you’re like, in a bad mood, or you’re not happy, and you 

have pain, you sometimes feel the pain is actually worse than 

what it actually is.” (P2) 

f. Tools and 

techniques to 

manage 

 

Exercises particularly helpful “The exercise helped me to know that by strengthening my 

muscles and things, it wouldn’t be too stiff and therefore, you 

know, it would help me in the long run” (P4) 

 

“[PMP] was good at giving us some exercise through, I don’t 

know if it’s through make your joint more stronger.” (P6) 

 

Tools and techniques appears to have 

been valued by the participants here. I 

wonder why some tools were more 

helpful for some than others… It 

sounds like the techniques were helpful 

after learning about pain and the 

psychological effect of pain.   Soothing practices can be 

anything 

“soothing practices can be anything, can be just putting some 

practical action, listen to music, distracting the mind, calling a 

friend, watching television, lie down and relax” (P5) 

Breathing exercises most 

helpful 

“it was the techniques, the breathing exercises that we did. They 

were, they have, they were most important” (P1) 

g. Facilitators’ 

knowledge about 

SCD in PMPs 

Extra dimension in SCPMP 

about pain described by the 

SCPMP facilitators 

“we’ve got this extra dimension that we don’t really have in 

other pain, in some other pain management groups.” (P10) 

 

“in a general programme crisis wouldn’t need to be in there, but 

we’re holding both much more. So that’s section’s a bit 

different as well.” (P9) 

 

 

It sounds like those who did not attend 

the SCPMP placed a significance on 

the role of the facilitators. I wonder 

what was the social process that is 

happening? The explicit description of 

wanting the PMP facilitators to know 

about SCD is important.  

Facilitators could guide me “What I was going through was relatable to what their 

knowledge was and they could guide me still.” (P11) 

 

Facilitators did not know 

SCD very well 

“I don’t feel that they [facilitators] had a brilliant understanding 

of sickle cell.” (P12) 

Could feel left out if 

facilitators did not know 

about SCD 

“if it was somebody that was just dealing with that and wasn’t 

too sure about the sickle then I would feel a bit left out.” (P11) 
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Category 3: New ways of talking to friends and family 

Description: The participants frequently cited the positive impact of including their friends and family in one of the sessions. They noted that this session gave them 

the space to find new ways of talking to friends and family about their pain and SCD. It changed how they communicated and received support from the people close 

to them. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

h. Wanting others to 

understand the 

pain experience 

Put yourself in others’ shoes “I mean the family day, that was memorable for me. Because 

you know, you put yourself in a situation, you put yourself in 

other people’s shoes and you’ve got everyone, you know, sitting 

around you also” (P8) 

I feel like this is connected to the 

previous codes about not talking about 

or hiding pain to others. I think they 

are saying that they want to be 

understood by their friends and family. 

The discussions with friends and 

family appears to have allowed an 

understanding to develop in relation to 

their pain experience.  

Other families did not 

understand the difficulties 

“they were shocked to see that there was so much tension in 

other families who didn’t seem to understand how difficult the 

disease was” (P7) 

Helping families to 

understand 

“with that sit-in session that we had, with the families and loved 

ones, it became obvious to them that, it’s not because we 

intentionally want to shut them out” (P1) 

Family only seeing the 

outside 

“I don’t even feel good. Like, I look crap, I feel crap, my 

body’s… do you understand what I’m saying? But on the 

outside, but to other people, friends and family, this is the 

norm.” (P8) 

i. Communicating 

with others  

How to communicate to 

others 

“the pain management made me to communicate with people 

around me. Which helped them, because it’s frustrating for them 

to knowing I’m, you know, I’m in pain and there’s nothing they 

can do.” (P6) 

Having friends and family attend the 

SCPMP seems to have improved 

communication between them. I 

wonder what specific processes that 

has helped them to change in their 

communication and at what speed? 

Did the change happen gradually or 

straight after? How about with friends 

and family who did not attend the 

friends and family session? 

Using creative ways to 

communicate 

“they’re flashcards basically to create for friends and family 

when you don’t really want to speak, and it’s just got a little 

message saying that I’m feeling tired today” (P8) 

Feeling able to talk to others “your story is not unique. So you can talk to people about it.” 

(P2) 

Learning that it is good to 

share 

“I may change the way I’m doing thing. Instead of withdrawing 

myself and not talking, maybe would be good to share and to 

talk a little bit more, so the communication part was really 

good.” 
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j. Asking for and 

accepting help 

from others 

People can help you with pain “to bear in mind that there’s people around you that can help as 

much as they can” (P6) 
This may be one of the example of 

how the communication with friends 

and family shifted following the 

SCPMP. Being able to ask for and 

accept help feels like an important 

change in how they communicate.  

How to ask for support “it just made me think, “okay, how am I able to communicate 

and, you know, get my family to be of support like this towards 

me?”, also as well I found it inspiring” (P8) 

Realising I don’t ask for help  “I said, the family day was a big thing and the fact that, yeah, but 

you don’t ask for help… it was just like, yeah, having that 

realisation. Yeah. So I think it did help” (P2) 

Learning to ask for help “Which means that if I need help, I need to be able to ask for 

help… And you just have to adjust and you have to ask for 

help.” (P2) 

 

Category 4: Sharing and relating 

Description: Being in a group with other people with SCD was a new experience for most of the participants. They noted that even when they know other people 

with SCD, they rarely discuss the pain experiences in the way they did in the SCPMP. Sharing allowed the same or different experiences with same themes to be 

heard and the relating of experiences that only those with SCD can understand. Some mentioned that they do not feel understood in their SCD, even by the health 

professionals. Feeling understood by each other in the group appeared to be of importance and unlike other experiences of being in a group. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

k. Sharing same 

experiences 
Hearing somebody’s life is 

like mine 

“it’s like an open window, I’m seeing somebody’s life that is 

like mine.” (P5) 
The expression “like an open window, 

I’m seeing”, it captures so clearly what 

their experience had been like to hear 

somebody describe their life, which 

feels similar to own. This feels like a 

unique process.  

Different people going 

through the same theme 

“it was different people, different demographics, different 

experiences, but we all had the same theme, which was dealing 

with pain.” (P2) 

Feeling comfortable with 

sharing 

“I just felt our experiences were, when I say the same, it’s, you 

feel comfortable speaking about your experiences because 

someone else also understands what you’re going through” (P8) 

l. Relating to 

experiences that 

only people with 

SCD can 

understand  

Could relate to everything “you could relate to everything they had to say about their 

experience, you know, because you go through the same thing.” 

(P7) 

I think this is connected to sharing. ‘We 

get each other’ seems to describe the 

process well. It feels quite powerful to 

experience where people “totally get 

it”. I wonder how this translate to their 

overall impression about their group.  

What he says, that’s what I do “I do understand what he was saying, and then you say, wow 

that’s, that’s what I do.” (P5) 

We get each other “There’s some things that individuals would say, and then we’d 

look at each other and we would totally get it.” (P3) 
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People talk and you know 

what that is 

“people know what I’m going through. People know. 

That’s why it’s good to, because when they talk, you know what 

they talking about.” (P6) 

m. Not needed to 

explain yourself  
They can know your pain 

from your position 

“Even in a position that you sit, they could tell, okay, that position 

means you are in pain” (P5) 

Similarly connected to “we get each 

other”. Not needing to explain yourself 

feels like in an addition to relating each 

other. I wonder possible implicit 

reference that their perception that 

there is a need to explain yourself to 

people without SCD?  

Not needing to explain 

yourself to group members 

“you don’t need to say much for them to know where you’re 

coming from because they, they would have been in that issue 

one time, or they know exactly what you’re feeling” (P1) 

Don’t need to explain 

yourself 

“So you didn’t have to explain yourself, they knew exactly what 

the pain is.” (P7)  

“unless you’ve experienced the pain that a sickle cell patient has 

experienced, they can’t just talk about it. You don’t know how it 

feels.” (P3) 

“I actually understand how they feel, because I, I’ve experienced 

that pain” (P3) 

Can spot the signs just 

physically 

“Some of us may have not been feeling well that day but we 

could spot the signs just physically.” (P8) 

n. Need to explain 

about SCD to 

others in PMPs 

People wanted to know about 

SCD in PMPs 

“to speak about my experience of sickle, people were really 

keen to ask more questions about it because they didn’t 

understand it, ’it’s a blood disorder, it does this, it does that’, 

and what have you, but here I am.” (P11) 

 

This contrasts with ‘not needing to 

explain yourself to group members’ in 

the SCPMP. A need to explain to others 

about SCD is linked to other people not 

understanding it or knowing about it. 

This sense of being judged by others in 

the group, I wonder the consequence of 

that was they “held back” contributing 

to the group.  

 

Feeling judged in non-

specific group 

“there was a bit of judgement around it, about pain, the tablets 

or medication that we were on. Because they’re very very 

major, you know, medications. And quite, a few people were 

sort of, gasp, stunned, and ‘how come you’re…’. People made 

comments and things. They were negative comments” (P12) 

Could not be open about SCD “we weren’t able to be as open as you would like to be 

regarding your illness” (P12) 

Being held back to talk about 

SCD 

“I just stopped talking about it… So it was like, any time you 

thought ‘oh, I need to mention this about sickle’, it was, you had 

to hold, well, I held back. I didn’t sort of talk about it too much 

afterwards.” (P12) 
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Category 5: Learning together 

Description: This category explores the process within the sharing and relating category. Participants reported learning together, with this sense of togetherness 

referred to by some as a “family” with a shared goal. After hearing about others’ struggles, participants spoke about learning about themselves by being able to 

compare/contrast and reflect on others’ experiences. Not feeling like the only one was described and they noted feeling that the pain experiences had been validated. 

Participants explained that they did not need to worry about being judged or disbelieved in the group, so they could be open and authentic and feel accepted by other 

group members. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

o. A sense of 

togetherness with 

a shared goal 

Having a common goal “we were, because we have this common, would I say goal” 

(P1) 

“So it’s nice having that there, that camaraderie, it’s like, ‘yes, 

we’re doing this!’” (P2) 

A strong group identity appears to be 

indicated here. Describing a sense of 

unity and support, as people referred 

the SCPMP as like a “family”.  
Feeling like a community “they were also a community there. There was a community, a 

common reason why we are there, to, to reduce, to help reduce 

the impact of our pain” (P4) 

Feeling like a family “you know, just is like, we’re like a family. Even though we’re 

all individual, we came there, we met there” (P3) 

“It felt like a family because, you know, their experiences, it’s 

almost similar.” (P4) 

p. Feeling not alone 

and validating the 

pain 

Not the only one going 

through this pain 

“you’re not the only one going through this horrible pains, and 

the fact that you, you hear other people share their experience.” 

(P6) 

“who thinks that, you know, you’re the only person going 

through this situation, but no, you’re not” (P8) 

Feeling like not the only one describes 

a therapeutic process that is happening 

in the group. I wonder if their 

experience feels more acceptable? 

Feeling like you are not the only one 

appears to affect how you view 

yourself and the expectations you may 

have about yourself.  

I’m not the only one “And it was nice to know that, even though I’m not the only 

one, I’m not the only one who’s being too hard on myself 

either.” (P2) 

Feeling validated  “To validate, to go to the doctor and say, ‘I’m feeling this’, and 

you know it’s not strange. You’re not being funny, you’ve heard 

somebody and you’re confident like, ‘yes I’m not the only one, 

it’s not happening just to me, only to me, it happens to people.’” 

(P6) 

q. Learning through 

others’ experience 
Learning that others cope 

differently 

“I have this problem, this person has the same problem but in a 

different way, and they’ve been able to come out through the 

other side” (P2) 

Subsequent to hearing that people 

share the same problems, then it sounds 
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Learning how others treat 

SCD 

“it kind of became an interest then, that you know, everybody’s 

sickle cell was so unique and, and, and how they’re treating it.” 

(P4) 

like they are able to learn from each 

other? Could social comparison be 

happening here? But it is not 

specifically about other people doing 

better or worse than you.  

Learnt through others “Because I learnt through them things that I experience myself 

but I didn’t know what it was.” (P6) 

Comparing their experiences 

of pain 

“you share, you compare notes and learn things from them that 

you didn’t even know.” (P1) 

r. Authentic self 

being accepted 

I can talk about what I’m 

feelings 

“having everybody sharing their own experience is the place 

you feel that, yes, that’s the place I can talk about what I’m 

feeling and people know what I’m talking about” (P6) 

“Mask is able to come off “ again, 

really well captures the participants’ 

experience of being their authentic self. 

A consequence of hiding pain, putting 

the “mask” on.   

Mask is able to come off “you’re able to let your guard down. Do you know, the mask is 

able to come off, you’re allowed to take your jacket off, you’re 

allowed to loosen up” (P5) 

Comfortable with being 

myself 

“I feel comfortable because I’m able to be myself” (P8) 

 

Category 6: Exploring your pain 

Description: Having an understanding of their pain experience and exploring what they can do appeared to be important within the learning about pain category. 

Participants described feeling more confident about exploring their pain experience and recognising that the pain is for life. Whilst they cannot get rid of the pain, 

they described feeling able to manage the degree of pain.   

Sub-categories Example open codes Example participant quotes Theoretical memos 

s. Understanding 

what you can do 
Feeling equipped with 

practical aspects 

“it did equip me with knowledge. Practical, very practical 

aspects of this group” (P5) 
This follows on from learning about 

tools and techniques because there is 

something about applying what they 

learned to their day-to-day lives.  

Find ways to cope in our own 

lives 

“find ways to cope with our pain in our own family situations” 

(P7) 

What I can do in pain “But the pain management clinic told me that I can pace my 

movement or what I’m doing, but I have to keep on moving. Not 

stay, not stop moving.” (P6) 

t. Pain is here to 

stay 
Pain is still here “It’s not going to go away. The pain is still there.” (P5) Maybe here, what is significant is that 

the participants are explicating stating 

that their pain is not going away.  

 

Pain is not going away “It’s going to be there. It’s not going away, that pain, it’s just 

there.” (P6) 

“The crisis, you feel better about the acute pain, but the chronic 

pain is still there. And you still have to live with that.” (P6) 
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SCD for rest of my life “I do have sickle cell, I’m going to have this for the rest of my 

life” (P8) 

 

Category 7: Increased positive experiences of self 

Description: Participants described being able to have increased positive experiences of self. Managing expectations about themselves facilitated the process of 

strengthening the sense of self and boosting confidence in their achievements and abilities. 

Sub-categories Example open codes Example participant quotes Theoretical memos 

u. Strengthening the 

sense of self 
Feeling stronger “It makes you, it’s just like, making you feel stronger.” (P6) 

 

There is a sense seeing oneself more 

positively. Wanting to rise above SCD 

and pain and feeling more able to do 

that.  

Strengthening ourselves “Coming here [SCPMP] to strengthen ourselves and to face the 

world.” (P4) 

Empowerment moment for 

me 

“I’ve really felt it was an empowerment moment for me.” (P8) 

Not wanting SCD to define 

me 

“I don’t want this thing [SCD] to define me” (P2) 

 

v. Managing 

expectations 
Knowing my limits “Strategies would be then, be modest. In the sense of, I have to 

tell to myself, I can’t do this. I reach my limit.” (P5) 
I think this is closely related to seeing 

oneself more positively. By managing 

their expectation about themselves, 

they are able to develop more positive 

views of themselves. I think it reveals 

how they may have struggled with 

managing unrealistic expectations 

about themselves.  

Not need to do everything “But I would say for me, that made me think, okay, right, yes, it 

is true I don’t have to do everything that is expected of me” (P7) 

I don’t beat up on myself “I’m just a bit more relaxed. If I don’t finish a task, I don’t beat 

up on myself because I’ve not finished the task” (P2) 

Not pushing yourself too 

much 

“not pushing yourself too much. Do what you can when you 

can. Giving a break to yourself to do better maybe tomorrow.” 

(P6) 

w. Boosting your 

confidence 

Be confident to face the 

world  

“So I’m applying that to be confident in myself, to be 

independent in myself, and then maybe hopefully that way I’ll 

be able to face the world better.” (P4)  

What are people trying to say here? Is 

it that the challenge to live with SCD is 

continuing so they need the courage 

and confidence to face the world?  
Gave you the courage “Seeing all the people going through it just gave you the 

courage to go through.” (P6) 

Feeling confident to talk 

about SCD 

“it’s made me a lot more confident in, when speaking about my 

sickle cell experiences.” (P8) 
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Category 8: Accept and make changes 

Description: Being able to accept the pain and pain experience was a significant outcome following the SCPMP and this shift in their positioning seemed to facilitated 

the participants to make changes in their lives. For some, it further shifted how they thought about SCD.   

Sub-categories Example open codes Example participant quotes Theoretical memos 

x. Accepting the 

pain  
Accept the pain “To best, to best accept, it’s a, when I say accept, best, try to 

live with that pain. Yeah.” (P6) 
I wonder what they may have meant 

through using the word, acceptance. 

Acceptance is a process on a 

continuum rather than dichotomous. 

Though I think the important take is 

that in their interpretation, they were 

able to accept the pain.  

Accepting and being patient “So accepting and being, being patient and trying to put things 

in place, doing the right things, will make the pain subside a 

bit.” (P4) 

Accept and identify what you 

go through 

“Accept and to identify what pain you’re going through” (P8) 

 

 

y. Making changes 

to live with pain 
Applying bits and pieces “I’m constantly applying all these bits and pieces. Mindfulness, 

I’m also applying it almost daily.” (P4) 
I think these are referring to the 

changes they have been able to put into 

practice and are able to do now since 

the SCPMP.  

Exercises I can still doing “So it’s that exercise that I’m still doing today.” (P6) 

Transferring skills “You want to just go that extra mile, above and beyond, just so 

that you’re able to transfer those skills also.” (P8) 

Changing how I use 

medication 

“That’s why I said it was beneficial. Because it stops you using 

medication all the time. You say that, this is, okay it’s my 

knees? It made the way you take my medication different.” (P6) 

z. Feeling different 

about SCD 

 

Important on how I look at 

sickle cell everyday 

“I think there should be more groups like this because it’s 

important, it’s important for, not only for my wellbeing but for 

my mental wellbeing and for, you know, just how I look on 

sickle cell every day” (P8) 

Feeling different about SCD was 

mentioned by the majority of the 

participants who attended the SCPMP 

but not all. I wonder why there were 

differences… Possibly to do with the 

difference in how they thought about 

SCD at the start of the group. Important 

to remember that people with SCD will 

have different relationships with SCD.  

Best way of living and 

accepting SCD 

“The best way of living with sickle cell. And the pain 

management directs us in, in, into that way. Best way of living 

and accepting it.” (P4) 

Made peace with sickle cell “I think I would say I’m more grounded, yeah. I have finally 

made peace with who I am, what I am, what I have.” (P1) 

Accepting sickle cell “accepting it. Because I didn’t accept it for, I didn’t want to talk 

about sickle cell” (P4) 
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Appendix 11 Diagram of participant 2 codes 

 

This has been removed from the electronic copy 
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Appendix 12 Diagram of participant 6 codes 

 

This has been removed from the electronic copy 
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Appendix 13 Diagram of participant 12 code 

 

This has been removed from the electronic copy 
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Appendix 14 Reflexive positioning statement 

 

This has been removed from the electronic copy 
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Appendix 15 Abridged reflective research diary 

 

This has been removed from the electronic copy 
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Appendix 16 Coded transcript example 

 

This has been removed from the electronic copy 

 

  



SECTION C: APPEDICIES 

 

130 

Appendix 17 Ethics approval letter 

 

This has been removed from the electronic copy 
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Appendix 18 Ethics further approval 

 

This has been removed from the electronic copy 
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Appendix 19 End of study summary for participants 
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Appendix 20 End of study summary for ethics panel 

Dear Chair of Research Ethics Committee,  

 

Study title: The Therapeutic Mechanisms that are Unique in a Sickle Cell Pain Management 

Programme. A Grounded Theory Study. 

 

I am writing to inform you that the above research project has been completed and a thesis has 

been submitted in partial fulfilment of the degree of Doctor of Clinical Psychology at 

Canterbury Christ Church University. The following states a brief summary of the study. 

 

Summary 

Sickle cell disease is the most common genetic disorder in the UK that is life limiting and 

lifelong for the individual. Pain is the main characteristic of sickle cell disease, with chronic 

pain alongside acute crises. Sickle cell pain management programmes have begun to be offered 

to people with sickle cell disease. This study, therefore, aimed to explore the therapeutic 

mechanisms that are perceived in sickle cell pain management programmes. Although this 

study did not examine the effectiveness of sickle cell pain management programmes, this 

research provides tentative support for the acceptability of a pain group for people with sickle 

cell pain. 

 

A total of 12 participants volunteered to take part in the study from two different hospitals. 

Semi-structured interviews were analysed using a grounded theory methodology. A model was 

derived from the interview data to set out the perceived therapeutic process.  

 

The current model describes a linear process where the participants begin from a position of 

not talking about pain and move to experiencing a sickle cell pain group, where discussions 

about pain are shared and related to each other. This seems to shift the participants into a 

position where they are able to learn from each other, as well as learning about pain and 

communication with the inclusion of friends and family. It then identifies a cyclical process 

where participants are able to explore their pain, build on their positive experiences of self and 

accept and make changes. This final process suggests the development of a sickle cell identity 

that supports the clients to put new ways of managing pain into practice in their day-to-day 

lives. In contrast, participants who attended non-specific pain management programmes felt a 

need to explain sickle cell disease to others.  

 

This model adds to the current literature on how people with sickle cell disease can be 

supported in managing their pain. The unique medical experience of sickle cell disease was an 

important variation in the sickle cell pain group as compared to general pain management 

programmes. Learning about pain and the pain mechanism was done in consideration of the 

specific features of sickle cell disease, such as the acute crises, sickle cell pain and chronic pain. 

Those who attended non-specific pain management programmes supported the importance of 

understanding their pain in relation to their specific physical health condition (sickle cell 

disease), as when these discussions were discouraged, feelings of not being understood 
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increased. This is the first study to highlight the unique therapeutic processes that can occur 

within a sickle cell pain group, and it provides a model representing these processes. The model 

contributes to how people with sickle cell disease could be supported in managing their pain 

and there were relevant clinical and research implications considered.  

 
 

I intend to prepare the findings for submission for publication in the British Journal of Health 

Psychology for dissemination. An additional summary report has also been prepared to send to 

the research participants. 

 

Yours sincerely,  

Ji Yeon Park 
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Appendix 21 British Journal of Health Psychology author guidelines 

 

This has been removed from the electronic copy 
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Appendix 22 Section A: Inductive coding process 
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Appendix 23 Section A thematic map 
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