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Abstract 

This participatory action research study evaluated whether, bringing people who have 

chronic pain together in collaborative learning communities can have an impact upon the 

way they manage their chronic pain. This is my original contribution to knowledge, as 

participatory action research has been used with other patient groups, but not with people 

who have chronic pain. 

People who have chronic pain are often marginalised and restricted from playing a fuller 

role in society. In this thesis, I consider these processes to be indicators that people with 

chronic pain may be experiencing a form of social oppression. This justifies the use of 

participatory action research methods with this group, as these methods are intended to 

promote wellness and produce liberation from social oppression. 

A Dionysian inquiry was established in order to promote consciousness-raising among 

participants in learning communities. Three learning communities were initiated and two 

were sustained. Nine participants fully immersed in the learning communities. They 

reported feelings of liberation, identified ways in which their involvement in the learning 

community had caused them to change their attitudes and acted to improve their situation. 

This demonstrates that the generation of learning communities using PAR, with a Dionysian 

approach among people who have chronic pain is feasible. This has not been previously 

published in the literature. 

Three action cycles have been identified and are discussed in this thesis. These 

demonstrate the consciousness-raising and individual action that characterised 

transformation as a result of collaboration. In participatory action research, the production 

of an action cycle is viewed as the generation of new emergent knowledge, when viewed 

through the lens of critical theory. Although this knowledge is limited to the learning 

community and in this study is participant specific. 

Subsequent findings that emerge from this inquiry, identify that lived experience of chronic 

may be a product of civilised oppression, from which participants might become liberated 

using consciousness-raising techniques. These findings are significant, as the articulation of 

chronic pain as an oppressive force and the possible structures by which this is enacted, 

has seldom occurred in the literature. Without a discussion around oppression and pain 

and considering ways to raise awareness, people who experience chronic pain are unlikely 

to overcome these obstructions and attain empowerment. 
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1 Introduction 

This participatory action research (PAR) study explored whether bringing people who have 

chronic pain together in interacting learning communities can have an impact upon the way 

they manage their chronic pain. The idea behind this study has its origins in my previous 

practice as a clinical nurse specialist in pain. This involved running group relaxation classes 

at a chronic pain clinic. The purpose for this was to promote ‘body-mindfulness’ (Morone et 

al. 2008)1. However, in practice these classes became subverted as patients spent much of 

the time interacting with each other, sharing stories of their pain, their life experiences and 

how they and those around them respond to their pain in ways which worsen or improve 

their situation. They seemed to obtain more benefits from this mutual discourse than from 

the relaxation classes. Instead of body-mindfulness they seemed to be acquiring self-

awareness and this seemed to help them deal with their pain. These mutually supportive 

meetings explored the difficulties of a life spent in chronic pain but also seemed to give 

members help. In an evaluation2 the interaction with others in pain were universally 

valued, whilst the relaxation exercises were deemed to be of partial benefit. 

Over time, in the light of further knowledge and experience acquired during my 

development as a clinical nurse specialist and then as an educator and through reflection, I 

began to consider that what I witnessed was the coming together of like minded individuals 

in a learning community, similar to the processes described in liberation education by Paulo 

Freire (1996) in his seminal work ‘Pedagogy of the Oppressed’. For Freire (1996), teaching 

illiterate Brazilians how to read and write; using a method grounded in their own 

experiences of their world, rather than one imposed from outside, gave them a tool to 

more actively engage in structures in society. This newly acquired literacy empowered 

them through eliminating differences between the educator and the learner as they took 

control of the direction and purpose of their learning (Sanders 1968, Horton and Freire 

1990). 

I considered how it would be possible to replicate the conditions, seen in those relaxation 

classes; where people with similar problems came together and decided the agenda and 

direction of discourse, with minimal interference from outsiders. As I encountered theories 

of community development and participatory practices, for example as espoused by 

                                                      
1
 Although this study post dates the usage of these classes by over ten-years the description of the 

2
 Through a clinical audit for the General Practitioner Fund-Holders who were paying for the clinic. 
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Ledwith (2001) among others; I settled upon PAR as a suitable framework for working with 

people in chronic pain in a way that modelled the practice seen in the relaxation classes. 

This led me to design and conduct this study using PAR as both the underpinning 

methodology and the method for running meetings between participants. In designing this 

study I was influenced by the work of Reason (2006) who emphasises, practical knowing, 

democracy and participation as key factors in generating new and emergent knowledge 

based on transformative-emancipatory principles. 

1.1 Literature Search Strategy 

A literature research strategy was employed to identify sources relevant to this study. 

There were two strands to the literature review. This search strategy began on 

commencement of the study and continued throughout until time of final write-up in 2013. 

The following databases were accessed: PubMed which was accessed online; Cumulative 

Index of Nursing and Allied Health Literature (CINAHL), Cochrane Library and PsycINFO 

accessed via the University of Glamorgan and the Social Sciences Citation Index accessed 

via Web of Science. Additionally Science Direct a database with direct access to many 

relevant journals and Pain Plus a search engine run by McMaster Plus which also accesses 

grey literature such as leading pain websites and government documents from Europe 

(including the United Kingdom), Canada, USA and Australasia.  Lastly as a member of the 

British Pain Society, I had access to their library and policy documents which enabled me to 

perform an online search and a physical search of their catalogue at their headquarters in 

London. The primary database utilised for information about chronic pain and health care 

in general was PubMed, the primary source for information about the methodology 

adopted in this study was the Social Sciences Citation Index. However, the search terms 

were run in all databases. In addition Google Scholar was also utilised as a search tool from 

2010 to 2013. Both PubMed and Google Scholar were employed as they can be used to 

identify citation sources that may not be found by other means. 

Examples of key words and phrases employed to identify relevant literature, particularly 

primary research sources are listed in Figure 1:1, where possible MESH terms were used: 
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Figure 1:1: Key Words 

For example, the following terms were used to search for sources on chronic pain, its 

epidemiology and prevalence and the impact of chronic pain on patients for the literature 

review for Chapter 2; ‘chronic pain’ and ‘impact’ or ‘prevalence’ or ‘epidemiology’. The 

table below gives examples of hits on PubMed in February 2013. A Boolean search strategy 

was adopted as the term ‘chronic pain’ produced over 65 000 hits in PubMed and over 2 

million in Google Scholar, the results of this strategy can be seen in Table 1:1. 

Search Query Items found 

#1 Search chronic pain 65027 

#2 Search impact 438771 

#3 Search prevalence 1695629 

#4 Search epidemiology 1539103 

#5 Search ((#2) OR #3) OR #4 2042499 

#6 Search (#1) AND #5 11341 
Table 1:1 Example of Search Strategy adopted for Chapter Two 

  

http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=1
http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=2
http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=3
http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=4
http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=5
http://www.ncbi.nlm.nih.gov/pubmed/?cmd=HistorySearch&querykey=6
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The 11 341 hits were then limited using the search limits ‘Abstract available’; ‘Humans’; 

‘English’; ‘Adult: 19+ years’ this produced 6448 hits. To further limit the search in order to 

produce a reasonable number of sources for an initial review a date limit of 15 years was 

added. This produced around 350 articles. These abstracts were reviewed which led to 

exclusions for example due to type of condition, e.g. very rare disorders were excluded or if 

chronic pain was not the main focus, around 50 papers were primarily on post-operative 

pain and twenty were on palliative care. This left around thirty papers, twenty-five of which 

were available as full free text; the five which were not were ordered via the University 

library lending service, two of these were untraceable. These twenty-seven were carefully 

considered, fourteen were rejected because they; were secondary reviews of available 

primary studies, relied heavily upon citations from other papers or were not published in 

peer reviewed journals. A check of citations revealed four additional papers that were then 

added to the available source material. 

1.2 Purpose of the study and Main Findings 

This study was intended to answer the question ‘Do learning communities help people with 

chronic pain?’ Its purpose was to foster cooperation among individuals with chronic pain in 

a learning community with the aim of producing transformation in their lives. Firstly I 

consider whether the use of learning communities with people who experience chronic 

pain is a feasible approach to generate a PAR inquiry that has the potential to produce 

transformation in the lives of the participants. In this thesis I present evidence that 

demonstrates that for some participants using PAR in a learning community is an 

appropriate ways to engage with people in pain. In Chapter Six I have also identified three 

action cycles that demonstrate the consciousness-raising and individual action that 

characterises transformation, I have titled these as: 

1. Communication with health professionals and others 

2. Accepting the need to make adjustments 

3. Accepting pain and disability 

Subsequent findings that emerge from this PAR inquiry explain that chronic pain is an 

oppressive force and that people who have chronic pain are subject to oppression because: 

1. The condition of chronic pain itself, materially restricts the lives of people in pain 

2. Responses of others to chronic pain; particularly those in a position of power over 

patients, shaped by wider attitudes in society to pain, illness and disability 
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exacerbates the situation for people in chronic pain and 

3. The response of people with chronic pain to both their condition and to others 

exacerbates and reinforces their oppressed status; this has been identified in other 

situations but not in people with chronic pain. 

These findings are significant, as the articulation of chronic pain as an oppressive force and 

the possible structures by which this is enacted has seldom occurred in the literature. 

Without a discussion around oppression and pain which raises awareness of the various 

barriers people encounter, people who experience chronic pain are unlikely to overcome 

these obstructions and attain empowerment. 

In this introductory chapter, I have provided a brief overview of my interest in performing 

this PAR inquiry and the main findings from this study. Below, I offer an overview of chronic 

pain as a problem for individuals and society and briefly highlight ways in which oppression 

is enacted. In doing so I describe the assumptions I have made in designing this study. I 

then justify my choice of PAR as the chosen methodology. Throughout this thesis I refer to 

pain management, this term is taken to mean ways of dealing with pain in a productive and 

positive manner and not ‘pain relief’ or ‘freedom from pain’. For people with chronic pain 

these two goals may be unattainable, although the continuing search to be free of pain 

may contribute to their oppressive experiences of pain. 

1.3 Assumptions 

This study arises from a transformative-emancipatory perspective on chronic pain. In 

adopting this approach I make the deliberate assumption that the characteristics of chronic 

pain; such as loss of identity and control over self (Aldrich and Eccleston 2000) and a sense 

of suffering (Chapman and Gavrin 1999), mean that chronic pain can be viewed as a form of 

oppression. I make this assertion in the light of the work of Freire (1996), who recognised 

that oppression is as much an internal process or voice as an external threat. Additionally I 

assert that people who have chronic pain represent a marginalised group, both within 

society and within health care in general (Brown and McCormack 2011, Peppin 2009). The 

use of PAR, which is a transformative-emancipatory method (Mertens 2008), is justified in 

this study as it takes the ethical viewpoint that research should benefit its participants and 

that the purpose of research is to improve the human condition for those who are 

oppressed. It is also valuable as a tool to elicit the voice of marginalised groups as it has the 

goal of facilitation of empowerment and liberation for its participants (Lind 2007). The 
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hypothesis is that through collaborating in a learning community participants will 

collectively develop strategies to improve their situation (Tang and Joiner 2006). Therefore 

an assumption has been made that this approach generates knowledge and actions that 

have personal utility for the participants that may lead to their empowerment. 

1.4 Justification for using PAR as a research methodology in 

this study 

From an epistemological perspective there are several approaches that can be adopted in a 

social inquiry about chronic pain each of which have the potential to generate different 

forms of knowledge (Merriam 2009). As this study aims to emancipate and transform the 

lives of those who are oppressed by chronic pain, it falls under the epistemology of Critical 

Theory; whose purpose is to empower, emancipate or change social situations. There are 

several critical theory approaches that can be used to explore these issues, such as Neo-

Marxist, Feminist or PAR research. Neo-Marxist studies examine the ‘social relations’ 

between people and the power structures in which these social relations operate (Wright 

2005). 

A problem with adopting a Marxist approach for this study is the difficulty of establishing 

that having the condition of chronic pain places a person in a separate social state or class 

to those who do not have the condition. Feminist research aims to raise gender 

consciousness, generally, but not exclusively, among women (Merriam 2009). However, for 

this study the focus is on the condition itself rather than the effect of gender as a source of 

oppression among people with chronic pain. Both approaches seek change and 

emancipation, but PAR also seeks to directly encourage participants to find practical 

solutions to their problems. In this study PAR is particularly suited to answering questions 

about empowerment and transformation in people’s lives as unlike other social inquiry 

methodologies it involves ordinary people, who are non-experts in the research process, 

not as subjects but as equal partners in choosing the direction of the inquiry and as 

collaborators in the generation of knowledge (Park 2006). 

PAR has its methodological roots in critical theory (Baum et al. 2006). Critical theorists 

focus upon social relationships and examine the nature of power in social activity and in 

society and culture more generally (Bohman 2010). In the field of adult learning critical 

theory explores different forms of knowledge and argues that the pursuit of knowledge 

that leads to human emancipation is central to critical theory. Achievement of 
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emancipatory knowledge involves ‘examination of sources of domination and oppression by 

various groups’ (Lipp 2007) with the aim of improving self awareness and reducing 

ignorance.  It is a contention of this study that In a world dominated by a the hegemony of 

‘being healthy’ having chronic pain is a source of oppression which places limits on  social 

activity and relationships; developing awareness of this domination could lead to personal 

empowerment or social transformation (Kemmis 2006). In this study, the sharing of 

experiences between each other through a form of social inquiry, the ‘learning community’, 

leads participants to construct new knowledge, which becomes an empowering process (Le 

Grange 2009). 

1.5 Organisation of the Thesis 

In Chapter Two, I offer a review of the literature on chronic pain. This establishes the 

definition I have adopted for chronic pain in selecting participants. It also identifies the 

likely prevalence of chronic pain, whilst recognising that prevalence is difficult to establish 

precisely. I then consider chronic pain as a biopsychosocial problem, this is a framework 

that is often advocated as a means of understanding pain but is infrequently adopted in 

practice, where there is a preference for offering biomedical interventions, regardless of 

their efficacy. I then explore the literature on how pain impacts upon quality of life and 

ability to fully function in society which demonstrates the burden that chronic pain places 

upon the individual and those around them as well as the wider burden of chronic pain 

upon society. 

In Chapter Three I examine the concept of empowerment as it is considered to be a key 

value in PAR but has been described as difficult to define. I therefore attempt to define the 

concept for the purposes of this thesis. This involves a consideration of empowerment as 

an active process which must consider both power and powerlessness, conditions that are 

often overlooked. I then offer a critique of the use of this term in healthcare, where 

empowering strategies such as health promotion and self-management are advocated as a 

means to improve the conditions for people with health problems. Such approaches are 

often considered to be health treatments and I criticise this stance in preference for an 

action research perspective on empowerment which focuses upon the agency of the 

oppressed rather than imposing change from outside. In particular I consider the role that 

narrative has in shaping a discourse between a person who experiences illness and those 

around them in a way that can aid an appraisal of relationships, foster collaboration and 

lead to consciousness-raising which are key factors in empowerment. 
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Chapter Four describes the method I have adopted in order to negotiate access to 

participants and initiate PAR. This includes an account of the study protocol including; 

ethical considerations, the method adopted to recruit participants and generate learning 

communities and detail on how these learning communities where supported. This account 

acknowledges the tensions between designing a PAR study, meeting the requirements for 

performing health care research and for completing a higher degree. The latter part of this 

chapter considers the approach to data collection and knowledge generation within a PAR 

study. 

Following the methods chapter this thesis is organised in a manner that combines the 

analysis of findings and discussions in each subsequent part, (Burnard et al. 2008). This is 

necessary as the data gathered represents the knowledge generated by the participants 

through practical knowing. There are three strands to this part of the thesis: 

1. The formation of learning communities and the nature of engagement within each 

community. 

2. The impact of living a life restricted by chronic pain by the participants and the 

emergence of action cycles and consciousness-raising 

3. A reflexive overview of my engagement with the research project and the learning 

communities 

Chapter Five focuses upon how learning communities formed and how participants 

engaged with each other. This is justified, as it is necessary for determining the 

authenticity, or validity, of PAR and to demonstrate the conditions under which learning 

communities formed. This chapter establishes whether collaboration developed between 

participants and how this two led to knowledge generation. It presents the findings that 

PAR is a suitable way of to engage with people in pain. Details on the formation of three 

learning communities are provided and a discussion on why two were sustainable is 

provided. Part of this considers the effect of drop-out and non attendance on the learning 

communities. In the two extant learning communities, instead of having the anticipated 

deleterious effect it unexpectedly contributed to the discourse as immersed participants 

speculated on reasons for non-participation. This is a unique finding. The discussion also 

examines the nature of the discourse between participants in particular how participants 

engaged with the particular action research methods adopted in this study and how this led 

to deeper understanding and consciousness-raising. 

In Chapter Six the findings related to the participants’ collaborative accounts of their lives 
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lived in chronic pain are presented and discussed. The criteria for determining whether 

consciousness-raising occurred is presented and used throughout this chapter. This chapter 

focuses upon the participants’ perspectives. From the data obtained from this discourse I 

have identified three action cycles. One of these ‘communication with health professionals 

and others’ occurred in both learning communities whilst the others occurred in one 

learning community only. The action cycle ‘accepting the need to make adjustments’ 

occurred in LC1 and the other ‘accepting pain and disability’ occurred in LC3. The evidence 

for these is presented and discussed in detail from a transformative-emancipatory 

perspective that evaluates the development of critical consciousness or ‘conscientisation’ 

among participants for each action cycle that is sought in PAR. The prepositions developed 

by my coparticipants that make up these action cycles are also compared to the existing 

literature as part of a process of checking their authenticity. 

Chapter Seven provides a reflexive report on the process of performing PAR with these 

communities. This has not been a smooth process and in order to address concerns that 

measures taken to ensure this study could take place did not compromise the ideals of PAR 

the criteria for establishing authenticity or validity of PAR are presented. An account of my 

position as an outsider initiating research with insider participants is also offered. This 

examines my position, my experiences of engaging with my coparticipants and my changing 

perspectives on the research study. Although I participated in the learning communities 

and shaped their development through this participation for the purpose of providing 

clarity and structure to the thesis I have chosen to separate my account of my presence 

from those of my coparticipants. I have adopted the multiple reflexivity framework for PAR 

advocated by Bergold and Thomas (2012), to give structure to this discussion. This is 

important because, just as some of my coparticipants experienced consciousness–raising I 

too had an awakening and have readjusted my ideas about this research process and 

chronic pain. 

Finally in Chapter Eight a discussion about the emancipatory-transformative process in 

terms of living with chronic pain which ties the discourses that arose in the two fully 

formed learning communities together and offers an explanation of what happens to 

people who live with chronic pain in terms of empowerment and oppression and the 

implications of this awareness. This explores the idea of pain as a form of oppression in 

itself and is a unique finding of this study as unlike conventional qualitative methods, 

where a literature review sets the boundaries of the thesis ‘a priori’ this idea of the lived 

experience of pain as a cause of oppression arose from the practical knowledge and 
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experiences of the participants related in their learning communities. This is normal in PAR 

inquiries where the agenda and direction is set by the participants (Kemmis and McTaggart 

2000, Herr and Anderson 2005a). This chapter also examines the limitations of this study, 

suggests improvements and makes recommendations for further areas of research related 

to PAR and also to chronic pain. 
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2 Chronic Pain 

2.1 The Problem of Chronic Pain 

Chronic pain is a widespread health care problem. Having chronic pain affects a sufferer in 

many ways. It limits potential wellbeing and reduces quality of life, lowers self-esteem and 

causes shame (Buenaver et al. 2007). Sufferers strive to work out ways to deal with their 

pain although these may not be healthy or very successful (Turner et al. 2000). In this 

chapter the definition of ‘chronic pain’ I have used in this study is outlined. Then chronic 

pain prevalence is discussed, in order to identify the size of the problem, for both the 

individual and society. Utilising the biopsychosocial model I consider a widely accepted but 

poorly applied framework that helps explain the complexity of having and dealing with 

chronic pain. The literature on the impact of chronic pain is explored identifies some of the 

problems faced by individuals struggling with this health problem. 

2.2 Definition of chronic pain 

I consider chronic pain to be a product of interacting physical, social and psychological 

domains. In taking this stance I am affirming the dominant scientific definition of ‘chronic 

pain’. In this section this term is defined and the consequences of poorly translating this 

definition into practice are identified. The International Association for the Study of Pain3 

(IASP) define pain as: 

‘An unpleasant sensory and emotional experience associated with actual or 
potential tissue damage, or described in terms of such damage’ 

(Merskey and Bogduk 1994) 

In an addendum to this definition IASP (2011) specifically asserted that ‘pain is always 

subjective’, meaning the self report of the person in pain has to be relied upon as the only 

means of determining that pain exists. For the IASP this means: 

‘If they (the patients) regard their experience as pain and if they report it in the 
same ways as pain caused by tissue damage, it should be accepted as pain’ 

(International Association for the Study of Pain 2011) 

  

                                                      
3
 The foremost scientific community of pain scholars and practitioners 
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The typical experience of pain is acute pain, usually as result of recent tissue injury that is 

easily detectable (Loeser 2002). This is not true for chronic pain and its characteristics are 

so different that that there are calls for chronic pain to be viewed as ‘a disease in its own 

right’ (Loeser and Treede 2008, p473) see Figure 2:1: 

     The cause of the pain may not be apparent 

     Healing has occurred and the pain is still present 

    Or there is a question of whether there ever was an injury  

     It has lasted for longer than an acute pain would 

     The pain persists and/or worsens over time 

Figure 2:1 The Characteristics of Chronic Pain (from Parsons and Preece 2010, p6) 

This distinctiveness means defining chronic pain is difficult and a standard definition does 

not exist. Researchers have often used different criteria to determine chronic pain (see 

Table 2:1). 

 
Pain > 3 months (IASP general criteria) 
Pain > 6 months (IASP research criteria) 
Pain most days for 3 months 
Pain or discomfort continuously > 3 months 
Recurrent or continuous pain > 3 months 
Continuous Widespread pain > 3 months 
Current widespread or regional pain for at  
least 3 months (American College of Rheumatology criteria) 
Continuous or intermittent pain for at least 6 months  
Persistent pain 
Daily pain > 6 months 
Current and persistent pain  
Current and persistent pain most of the time for 6 months 
 or more  during the prior year (WHO criteria) 
>90-180 pain days in the past 6 months (ICAHE criteria) 
 

Table 2:1 Comparative description of the characteristics of chronic pain in various studies 
(derived from Breivik et al. 2006, Harstall and Ospina 2003, The International Centre for Allied 

Health Evidence Date Unknown) 
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This raises concerns about the meaning of chronic pain as definitions cover three 

perspectives (Von Korff and Miglioretti 2005) see Figure 2:2: 

1. History – past persistence: duration of an episode of pain; 
number of days with pain over predetermined length of time 
(days/week or month) 

2. Impact – effect on function activity and psychosocial variables 

3. Prognosis – predictions of future pain severity which are often 
problematic to determine prospectively 

Figure 2:2 Different perspectives on chronic pain 

The IASP recommend that researchers use their definition of chronic pain (Loeser and 

Treede 2008, Merskey and Bogduk 1994) which is ‘pain which has persisted beyond normal 

tissue healing time’. To ensure a distinction between acute and chronic pain Merskey and 

Bogdoff (1994) add the proviso ‘for research purposes six months will often be preferred’. 

This definition was used in this study. 

2.3 Prevalence of chronic pain 

The prevalence of chronic pain is hard to estimate, as it has not been viewed as a ‘disease 

in its own right’. Consequently there are few rigorous, well-funded prevalence studies 

(Gureje et al. 1998). The variation in definition discussed above, poor standardisation of 

population or survey method and limiting to specific conditions mean that those studies 

that have been have performed also have design flaws that contribute to this difficulty 

(Harstall and Ospina 2003, Breivik et al. 2006).  

Reid et al. (2011) performed a narrative review of the literature on prevalence, pain 

treatments and impacts in Europe. Forty-five studies were identified but only twelve 

considered chronic non-cancer pain specifically, none met all their selection criteria and 

only one, limited to diabetes and arthritis in six European countries was of acceptable 

quality. Their main limitations were restrictions to a specific chronic pain, not reporting 

participant eligibility and choice of statistical methodology. Despite these deficiencies it 

was clear to the authors that chronic pain represents a significant burden, both for the 

individual and their society. However, there remained a wide variation in estimated 

prevalence of between 7 and 22% (Johannes et al. 2010, Breivik et al. 2006, Miller and 

Cano 2009). 

Breivik et al.’s (2006) prevalence study was criticised by Reid et al. (2011) as unclear on 
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participant representativeness, eligibility criteria and statistical methods. However, this 

information is publically available on the European Federation of IASP Chapters (EFIC) 

website and had been referred to in their paper. For this reason and because Breivik et al.’s 

(2006) study provided the most comprehensive European perspective on chronic pain I 

have focused on this paper. It demonstrated a 19 % prevalence (sample of 46,394) of pain 

of six months or longer duration (Breivik et al. 2006). This is higher than the estimation of 

11% in Hardt et al.’s (2008) United States of America (USA) based prevalence study on a 

representative sample and Ospini and Harstall’s (2002) Canadian Health Technology 

Assessment, that applied information extrapolated from a review of chronic pain 

prevalence literature to existing Canadian Government health data (prevalence 11.8 %). All 

three studies present a lower rate than 20-30 % found by a WHO survey in 1998 (Gureje et 

al. 1998). 

2.3.1 Duration of chronic pain 

The Breivik et al. (2006) survey offered comprehensive data on the nature of the chronic 

pain experience. They were particularly clear about the definition used when indicating 

their 19% prevalence:  

‘moderate or severe pain of at least six months duration, had experienced pain in 
the last month, experienced pain at least two times per week. They rated their pain 
intensity when they last experienced pain at least 5 on a 10-point NRS (numerical 
rating scale) between 1= no pain and 10 = the worst pain imaginable’. 

(Breivik et al. 2006, p289) 

Their findings also demonstrated how long respondents suffered as 21% of the 

respondents reporting pain duration as 20 years or over. Figure 2:3 demonstrates the range 

of duration for all respondents (Breivik et al. 2006) 
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Figure 2:3: Duration of chronic pain of intensity 5 or more on a 1-10 NRS scale 
(from Breivik et al., 2006) 

2.3.2 Prevalence amongst different demographic groups 

In Breivik et al.’s study (2006) women were more likely to suffer with chronic pain as were 

people aged between 41 and 60. These results are similar to those found elsewhere. In 

several studies, women, low-income households, the economically unproductive4 and 

those with lower educational attainment demonstrate greater pain prevalence than the 

general population, (Miller and Cano 2009, Breivik et al. 2006). These are associations and 

not causations, and as Breivik later acknowledges in an editorial they are not fully explained 

by the current evidence base (Breivik 2012) although attempts are being made in terms of 

gender and chronic pain prevalence. For example, Thomtén et al. (2012) identified that 

socio-economic status, such as being in low paid manual work and experiencing financial 

strain, were risk factors for developing pain in women. They surmised that these factors 

generally increased physical and psychological distress, which had the effect of 

predisposing individuals to pain or perpetuating existing pain. Low educational attainment 

was also associated with pain duration and pain-related disability and the authors 

construed this to be related to problem with functional coping (Thomtén et al. 2012). 

Although focusing upon women in pain this supports the findings of others, such as Phillips 

et al. (2008) that contend there is a strong link between pain and socio-economic status 

                                                      
4
 This refers to the unemployed, retired and long term incapacitated (Breivik et al., 2006)  
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with prevalence higher in those areas with higher socio-economic deprivation (Phillips et al. 

2008). Prevalence also increases with age; older people are far more likely to experience 

chronic pain in their daily lives (Molton et al. 2008, Hart-Johnson and Green 2010) with 

common diseases of the older adult, such as osteoarthritis being the main underpinning 

cause (Breivik et al. 2006). 

2.3.3 Impact of prevalence in the UK 

Even a conservative estimate of the impact of pain on quality of life based on a prevalence 

of pain in the UK of 10%, suggested that there are over two billion (2 150 million) pain 

days5 (Phillips et al. 2008). If this estimate of 10% is accepted and translated to individual 

primary care practices patients experiencing chronic pain locally this can equate to 

between 6 and 9 million pain days a year/practice6 (Archard and Collett 2004). However, 

actual incidence will vary with location, size of practice and practice demographic. 

2.3.4 Severity of chronic pain 

In their definition of chronic pain Breivik et al. (2006) sought to identify those who have the 

worst experience of chronic pain in terms of personal impact rather than just relying upon 

intensity of their pain. This constraint has applied in few studies, most relying upon pain 

presence only. Smith et al. (2001), in a UK-based (Scotland) prevalence and distribution 

study, sought to identify the degree of severity and function among the population using 

the characteristics ‘any chronic pain’ ‘significant7’ and ‘severe8’ chronic pain. A random 

sample of 5036 primary care patients were sent postal questionnaires (response rate 

82.3%) this identified rates of: any chronic pain as 50.4%, significant chronic pain as 14.1 % 

and severe chronic pain as 6.3%; indicating that although overall chronic pain prevalence is 

high in this sample, there is a large subgroup of these who require regular help and a 

smaller but much needier group who have difficulty functioning because of their pain. The 

30% who reported chronic pain but did not have severe or significant pain was taken to 

represent: ‘much that would be considered minor, or not intrusive enough to seek medical 

                                                      
5
 ‘Pain days’ are a measure of pain in the prior six month (Von Korff and Dunn 2008), an individual 

patient score of 90-180 pain days is used as an alternative measure of persistent chronic pain (The 
International Centre for Allied Health Evidence.Date Unknown) as opposed to pain of six months 
duration. 
6
 Based upon an average primary care organisation population size of 163,500 with between 16,356 

and 24,534 adults experiencing chronic pain in that practice  
7
 In Smith et al. (2001 p293) significant chronic pain referred to pain lasting more than 3-months, for 

which analgesia was taken and ‘treatment sought recently and frequently’ 
8
 Severe chronic pain was pain lasting more than 3-months which resulted in high disability and 

severe limitation using the Chronic Pain Grade Questionnaire 
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attention’ (Smith et al. 2001, p295). 

In a smaller study comparing chronic pain in older women (60-years and older) between 

pain clinic (n=49) and non-clinic respondents with (n=28) and without (n=27) chronic pain 

Hart-Johnson & Green (2010) identified that women attending the pain clinic had the 

poorest physical and mental health whilst the non-clinical non chronic pain sample had the 

best health. This was an expected result and confirmed the deleterious effects that chronic 

pain has on older women’s health, wellbeing and quality of life (Hart-Johnson and Green 

2010). 

2.3.5 Location of pain 

The most frequent single site for chronic pain is the lower back (23% prevalence) (Parsons 

et al. 2005) and 18% (Breivik et al. 2006) respectively. Table 2:2 shows the most common 

chronic pain by site in descending order of prevalence. 

Site Prevalence (%) 

Back (unspecified) 24b 

Lower back 23a or 18b 

Knee 19a or 18b 

Head 15b 

Leg 14b 

Shoulder 16a or 9b 

Joints (unspecified) 10b 

Hip 14a or 8b 

Neck 8b 

Hand 6b 

Upper back 6a or 5b 
Table 2:2 Common chronic pains by site in descending 

order of prevalence (Parsons
a
 et al. 2005; Breivik

b
 et al., 2006) 

Breivik et al. (2006) also identified osteoarthritis as the most common causes of pain (34%) 

with limbs, joints and the lower back being the most commonly affected. 
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2.3.6 Summary of prevalence, severity and impact – the scope of the 

problem 

In summary, chronic pain has been identified as a problem that affects a significant 

proportion of the general population. It has been stated that chronic pain is ‘so common 

that it might be considered part of the human condition’ (Toblin et al. 2011). Although 

study design issues, such as definitions of chronic pain used, recruitment issues and 

statistical treatment of data mean that it is hard to estimate actual prevalence. Studies also 

tend to focus on underpinning diseases rather than on chronic pain per se which further 

distorts true prevalence9.  

The most commonly reported pains are due to osteoarthritis and other musculoskeletal 

disorders. Furthermore, it is estimated that the incidence of chronic pain will rise as the 

population ages (Hart-Johnson and Green 2010, EFIC and EFNA 2010, International 

Association for the Study of Pain and EFIC 2004-2005a), and as a result of increased 

prevalence of diseases such as diabetes (Jensen et al., 2006) and stroke, which can cause 

chronic pain. Only 1-2 % of chronic pain is caused by cancer and it is thought that policy 

makers have overlooked the important health problem of chronic pain caused by non-

malignant disease (International Association for the Study of Pain and EFIC 2004-2005b). 

Factors associated with chronic pain, although not causative are, being female, being older, 

leaving formal education at or before the age of 16 and being economically unproductive. 

Ability to cope with pain seems to be related to educational attainment and those who are 

less able to cope have problems with ability to physically and mentally function. 

  

                                                      
9
 Studies which focus on a specific disease or groups of diseases such as muscular skeletal pain may 

distort the general picture as rarer conditions may be neglected in the data. 
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2.4 The Biopsychosocial Model and Pain 

The Biopsychosocial Model was first proposed by George Engel in 1977 as an alternative 

framework for looking at those health problems that the existing and well established 

biomedical model was unable to solve or completely explain (Fava and Sonino 2008). This 

model is based upon a systems approach to health. This is often represented as a 

hierarchical continuum organised into different levels that overlay each other (see  

Figure 2:4 2:4). 

 

Figure 2:4 Hierarchy of systems in the biopsychosocial model 

In this model, instead of the individual being a body that disease works upon, the ‘person’ 

is centrally placed among the layers and it is recognised that an individual’s health may be 

affected as much by social and other factors external to the body as to processes occurring 

within it (Fava and Sonino 2008). In summary, the biopsychosocial model thinks of the 

individual as consisting of both biological and psychological systems that interact with each 

other to make the person. This person also exists within a social system and is acted upon 

by this social system whilst also exerting an influence upon the social system. 
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2.4.1 Chronic pain as a biopsychosocial problem 

Chronic pain is often considered to be a biopsychosocial problem (Phillips et al. 2008, 

Ramond et al. 2011). This approach recognises that psychosocial issues influence pain, 

although the actual effect of any single issue is difficult to define (Ramond et al. 2011). 

Phillips et al. (2008) make the case that; whilst a biopsychosocial model is advocated, in 

practice policies often support ‘narrow biomedical treatments’ (Phillips et al. 2008, p166) 

and a search for a diagnosis is emphasised which often contributes to the broader 

psychological and social problems of chronic pain. This dependence upon a diagnosis, as a 

means to understand and interpret pain, is a sign that ‘the pathological lesion still holds 

great sway’ (Jutel and Nettleton 2011, p796). In his ‘philosophical, historical and clinical 

analysis’ of pain behaviour, Sullivan (2004, p434) argues that it is common clinical and 

medico-legal practice to validate pain complaint through ‘correlation with tissue damage’, 

even though the science of pain has consistently demonstrated that the relationship 

between quantity of injury and quality of pain experience is a non-correlational 

relationship, which demonstrates high variability10. This is because biomedical approaches 

make the assumption that, once the underlying disease is cured, then the ‘secondary’ 

features such as sleep disturbance, disability and pain will be resolved (Turk and Monarch 

2002). However, in chronic pain, where: 

1. Symptoms seem more extreme than the observed pathology; 

2. There is an interaction between symptoms and various psycho-social factors and 

3. The relative importance of these shifts as chronicity increases. 

The biomedical model offers an inadequate explanation for the pain people experience 

(Turk and Monarch 2002). Clinical practice based upon this logical fallacy is bound to lead 

to a situation where pain cannot be explained by tissue damage even after extensive 

investigation. 

2.4.2 Problems with diagnosis 

A belief in the biomedical model to explain pain in terms of tissue damage or degenerative 

pathology is also shared by patients11 (Brown et al. 2010). In a phenomenological 

evaluation of thirty-two women’s written pain narratives, McGowan et al. (2007) described 

how searching for a physical explanation for pain was a powerful reason for both patients 

                                                      
10

 Sullivan (2004) makes the point that pathophysiological mechanisms such as central sensitization 
and modulation can alter the pain experience independent of the extent or nature of tissue damage. 
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and doctors to pursue diagnostic tests. When they confirm a diagnosis patients ‘align 

themselves with their doctor’, but when these fail to confirm any diagnosis, alienation, 

disappointment and loss of faith occur. 

A biomedical approach to diagnosis based upon tissue damage alone is bound to confound 

both clinician observation and patient expectation (Jutel and Nettleton 2011) and lead to a 

situation where pain cannot be explained by tissue damage, even after extensive 

investigation. When this happens, the patient is considered to have a medically 

unexplained pain. Applying the label ‘medically unexplained’ frustrates the clinician and 

elicits dissatisfaction among pain sufferers (Sullivan 2004). When health professionals insist 

that pain experience must match tissue damage, the person in pain then becomes 

identified as the unexplained pain, not a person with a problem that is difficult to manage 

This is viewed by Sullivan (2004, p434) as, an attempt to ‘erase the patient’ who persists in 

reporting pain when it is seen to have no explanation. 

This process of reducing a complex, and in the participant’s experiences, often abstract 

problem into discrete, material issues that can be treated in a piece-meal fashion is 

recognised as a common problem experienced by chronic pain sufferers. Emad (2006, 

p202) describes this as, a tendency for physicians to ‘offer frustrating reifications of pain 

experience’. In Emad’s (2006) study of the narratives created by women with endometriosis 

on an on-line discussion forum; the chronic pain her participants experienced as a result of 

their condition did not respond to the biomedical treatments prescribed for them. These 

were based upon widely held assumptions that their chronic pain was a symptom of their 

underlying condition of endometriosis and were either directly aimed at the pain as a 

symptom, in the form of analgesia or at treating the disease rather than considering the 

women as a whole. As a consequence Emad’s (2006) participants felt that the favoured 

treatment protocols of their physicians had failed them leading to dissatisfaction, 

frustration and questioning. As they did this they commonly experienced a corresponding 

reaction from their physicians and their ‘stories of pain and other symptoms’ were not 

given due regard, or were openly denied because they hadn’t responded appropriately to 

the treatment. 

Physicians often consider patients with complex chronic pains that they feel they cannot 

help through biomedical treatments as ‘heart sink patients’ (McGowan et al. 2007, Alamo 

et al. 2002). General practitioners report difficulty in managing between a tenth and a fifth 

of their patients who have chronic pain because their awareness of how to manage chronic 
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pain is limited, and education and understanding among health professionals is poor 

(Sullivan 2004). In a survey of 637 patients seen by 27 physicians in four primary care clinics 

using the ‘10-item Difficult Doctor Patient Relationship Questionnaire’ doctors considered 

that the quality of the doctor-patient relationship was influenced by; different expectations 

about cause and treatment, the presence of medically unexplained symptoms and 

difficulties in communication (Hahn 2001). Frustrations at dealing with patients who do not 

seem to respond to treatments and keep returning for more help has been identified as the 

largest cause of poor attitudes presented by health professionals that lead to significant 

deterioration in relationships with patients (Alamo et al. 2002). 

These findings are supported by The European wide Primary Care Resources, Objectives 

and Treatment study (PROACT) that surveyed 104 UK primary care providers12. PROACT 

identified that, although they recognised that chronic pain was a complex condition and 

not just a symptom UK general practitioners had severe deficits in knowledge of chronic 

pain assessment and management, finding both acute and palliative care easier to deal 

with and that they relied upon unspecified NICE guidelines and referral to secondary care 

services and pain clinics rather than using their own knowledge and resources (Johnson 

2012). The result is a discrepancy between the perspectives of health professionals and 

patients which results in dissatisfaction as ‘many patients either fail to receive treatment or 

receive sub-optimal care’ (Phillips et al. 2008, p170).  

In their phenomenological study of thirteen people with chronic non-malignant pain 

Thomas (2000) identified that their interviewees approached consultations with health 

professionals with both ‘trust and mistrust’. In their search for relief they repeatedly 

underwent the same investigations and treatments even though they had not worked 

before and described encounters with impersonal, uncaring and even cruel doctors when 

these interventions did not work again. This left them unwilling to discuss their pain and 

isolated. This is a process of alienation (Younger 1995). According to Younger (1995) when 

alienation occurs the sufferer finds it difficult to share their problems with others who 

could help them but for some reason do not. As a consequence they stop seeking help. 

This process is seen in Holloway et al.’s (2007) study. Using an Interpretative 

Phenomenological Approach on the narrative stories of eighteen people with a diagnosis of 

chronic benign back pain attending a pain clinic Holloway et al. (2007) identified their 

encounters and distorted relationships with health professionals and others produced 

                                                      
12

 The total survey questioned 1 309 primary care providers across 13 EU countries. 
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feelings of stigma. These arose as diagnostic tests failed to find physical explanations, and 

without this evidence supporting pain behaviours doctors reverted to psychological 

explanations that challenged the legitimacy of the pain and the moral character of the 

patient.  

2.4.3 The Biopsychosocial Model as a whole systems approach to pain 

The biopsychosocial model fits a ‘whole systems’ approach to pain (Phillips et al. 2008), it 

can be used to recognise that an individual’s pain is a problem that is partially created by 

society, in that the interactions of carers as well as wider society contribute to an 

individual’s experience of their pain. For example Phillips et al. (2008) identify the policy 

and practice deficits impacting on chronic pain, and make a series of recommendation so 

that activities are designed to manage the complexities of pain as a biopsychosocial 

problem. In doing so, they identify that there is: 

1.  An emphasis on the biomedical treatments of pain, mainly through medication and 

surgical intervention alongside physical therapy 

2. A movement supporting psychological interventions, including for example 

cognitive behavioural therapy and promotion of self-management as a means of 

‘empowering’ those with chronic pain 

3. An absence of a coherent approach to social aspects of chronic pain. Particularly in 

terms of: sensitivity to the socio-economic context; recognition of the burden of 

chronic pain on the individual, their family and wider society; and the reduction in 

inequalities in health that are often seen in chronic pain. 

2.5 Chronic pain and Quality of Life 

Chronic pain significantly affects quality of life (Phillips et al. 2008). When comparing 

different chronic conditions, painful conditions consistently demonstrate the lowest health 

quality of life (Sprangers et al. 2000). Table 2:3 summarises some of the impacts of chronic 

pain in three domains of health quality of life. 
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Health Quality of Life 
Domain 

Impact 

Physical well-being Loss of function 

Inactivity13 

Fatigue 

Reduced work-related productivity and efficiency14   

Mental well-being15 Depression16 

Sleep deprivation 

Cognitive dysfunction 

Anger 

Reduced self esteem and self efficacy 

Social well-being Relationship conflict &change 

Social Isolation17 

Loss of social roles, employment, family etc. 

Socio-economic losses 

Living in social housing18  
Table 2:3: Health Quality of Life impacts among chronic pain populations 

(from Phillips et al. 2008, Miller and Cano 2009) 

Although in some conditions determining pain as the only or main cause of loss of function 

and inactivity is difficult (Smith et al. 2001), it remains the case that having chronic pain is 

directly associated with poor quality of life and suffering. 

  

                                                      
13

 In Toblin et al.’s (2011) populate-based survey of 4090 adults in Kansas they identified that 
physical inactivity was directly associated with obesity, higher pain severity and higher opioid 
consumption. 
14

 Although chronic pain is a major reason for people leaving the job market early, many people with 
chronic pain continue to be employed, although sickness absence and loss of function probably 
contributes to impairment of work efficiency (Archard and Collett, 2004; Frießem et al., 2009)  
15

 The risk of a psychiatric morbidity across a range of areas increases with a younger age of onset of 
chronic pain and higher pain intensity (Ho et al., 2011) 
16

Miller and Cano (2009) demonstrate that the prevalence of co-morbidity between clinical 
depression and chronic pain s high (21.9%), it is more common among people aged between 40-59, 
women, and those who worked less than full-time. It is also higher in those who are less well 
educated. This was a large telephone survey of prevalence in the state of Michigan, (sample size = 1 
179).  
17

 Perceived satisfaction with social support and relationships has been significantly associated with 
a lower depressed mood and pain intensity, it does not however produce better physical function 
(Lopez-Martinez, Esteve-Zarazaga and Ramirez-Maestre, 2008)  
18

 Elliott et al. (1999) established that living in rented council accommodation, as opposed to owning 
or living in a mortgaged property was more likely to be associated with chronic pain. 



38 

 

2.6 Chronic pain and functioning 

Chronic pain has a significant prevalence but this does not mean that everybody’s 

experience is similar. In Breivik et al. (2006) pain was adequately managed by 60% of 

respondents, either with help or in a third not seeking any help as they felt able to manage 

their pain on their own or had decided to live with their pain. This left 40% complaining of 

inadequate pain management who felt that they could not function because of their pain. 

Of these a fifth had been without an effective treatment for five years or more.  

The ways people make sense of and understand their pain may determine whether they 

seek help or are able to self manage. In a qualitative longitudinal study, performed as a part 

of larger study into the experiences of living with osteoarthritis Grime, Richardson and Ong 

(2010) interviewed 27 older people who had joint pain but considered themselves healthy. 

In this study, it was not the severity of pain or the limitation in functionality that 

determined whether they sought help or felt unwell but perception of what was normal for 

their age. Mental alertness; how they felt, rather than their appearance; comparison to 

others and being independent were important determinants of wellbeing among the 

participants in this study. This enabled participants to ‘normalise’ their joint pain. ‘Wear 

and tear’ pain attributable to ageing was unlikely to lead to ‘help-seeking’ whereas 

unexplained pain did. If these non-attributable pains were then explained as arthritis, or 

part of growing old, by those they sought help from then participants found this hard to 

accept or inappropriate as it did not correspond to their concept of their pain. In this study 

normalised pain did not restrict activity or functioning with some participants subscribing 

to ‘use it or lose’ beliefs and persisting with activity despite pain. 

2.7 Chronic pain as a struggle 

In a hermeneutic phenomenological study reported by Råheim & Håland (2006) women 

with fibromyalgia equated their struggle with pain as a fight for their very existence. Their 

paper described how women were powerless in the face of an illness that turned their own 

bodies against them and faced an existential crisis. The participants responded to this 

either by considering their body as a prison or enemy they could not fight or escape from 

or as a problematic friend that needed coaxing and care and attention. The two beliefs 

shaped the way participants dealt with their pain, either they gave up and surrendered or 

they engaged in routine and rituals and pushed their limits in order to persuade their 

bodies to act. 
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These findings are similar to those reported in a qualitative study by Richardson et al. 

(2008) that took an interpretative psychosocial approach to the lives of eight participants 

who had chronic widespread pain. Using multiple in-depth interviews (three per participant 

over eight months) and involving some family members at participants homes, data were 

obtained that was used to provide an account of everyday life experience. Although for 

each participant their everyday experience was volatile and unpredictable, participants 

identified what they did on a ‘typical’ day. This revolved around: 

 Controlling activity through a balance between the use of pre-set routines and their 

level of pain on any given day. Thus participants would perform the same routines 

daily but would take longer on bad days. 

 Doing more on a good day ‘storing-up’ activity against a bad day (Richardson et al. 

2008, p4). This form of control acknowledges that good days cannot be taken for 

granted and have to be used with care. 

 Working around others so that self-care activities that participants believe might 

require help if their condition worsens can be accomplished safely. 

Control was however, relative, participants could determine how they performed an 

activity but could not control how long they took, as this was dependent upon their pain 

(Richardson et al. 2008) Various strategies were adopted in performance including, 

intermittent resting, reducing activity to manageable tasks, obtaining help from others. 

However, these had costs: rest periods were extensive; activities that family members 

could perform in a short time took much longer and raised awareness of the extent of 

disability; participants were conscious of what they had not yet done and help required a 

negotiation and raised issues of reciprocity that participants would like to avoid if possible 

(Richardson et al. 2008) 

In another six month longitudinal qualitative study using data gathered from monthly 

dairies and interviews provided by twenty-two participants with osteoarthritis knee pain 

Ong et al. (2011) identified the ‘hard work’ that goes into self-management on an everyday 

basis. This study evaluated the ways participants voiced their understanding of their pain 

and described how they dealt with it. Participants’ stories about their pain revealed three 

ways this hard work enacted itself; through symptom management and crisis prevention or 

‘illness work’, through performing necessary daily tasks ‘everyday work’ and through sense 

making or striving to understand what was happening to them ‘biographical work’. Each of 

these activities was hard. Ong et al. (2011) reported that participants devised strategies to 
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get around their problems through learning from experience, anticipating, thinking and 

planning ahead and engaging in an analysis of costs and benefits. Participants in Ong et al.’s 

(2011) study underwent hard physical and emotional work every day in order to live often 

making sacrifices and ‘putting up with the impact’ in order to continue doing valued 

activities. Ong et al. (2011) identified that self-management occurred incrementally, as 

people adjusted to their knee pain over time. These efforts were emergent, responsive and 

adaptive they were individualised and depended upon context. This was the ‘hard work’, 

physically and emotionally that went into self-management on an everyday basis but as 

their knee pain was often considered a normal part of ageing this hard work was 

unrecognised by participants as self-management. 

2.8 Self-management and chronic pain 

The concept of self-management is not clearly defined. As well as conflating the term with 

coping it is also used alongside ‘self-care’ and shared responsibility for care (Ong et al. 

2011) and this confusion creates uncertainty in planning and organising care (Embrey 

2006). Following a concept analysis of the term Embrey (2006) arrived at the following 

definition: 

‘Self-management is regarded as an intervention in healthcare which increases a 
patient’s power and responsibility for making decisions, and helps ensure that 
necessary health-care actions are taken.’ 

(Embrey 2006, p507) 

This definition is of value to professionals, organisations and policy makers but does not 

recognise the actual person. There is a danger that the concept of self-management:  

‘assumes and encourages a particular concept of what a ‘self-managing’ patient is’ (Lawn 

et al. 2011, e5). Ability to function and perceptions of what is normal are linked to whether 

people in pain seek help so it seems reasonable to focus upon helping people self-manage 

their pain as an intervention but incongruencies occur if there are differences between lay 

and professional understandings of the term self-management especially if the efforts that 

people already make are not acknowledged or ignored. For example Kralik et al. (2004) 

criticised approaches to self-management that focused upon the patient as a passive 

subject, whose role is to absorb information, delivered in the form of a prescription of 

activity they must somehow enact in their lives, without recognising the difficulties they 

have already faced in a transition from health to illness.  
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2.8.1 Self Management, Coping and Empowerment 

Self-management and coping are often conflated, but it would be better to consider the 

two terms as separate concepts. Kralik et al. (2004), whilst considering consider coping to 

be a ‘complex construct’, distinguish coping from self-management by defining coping as ‘a 

state of tolerating, minimising, accepting or ignoring things that cannot be mastered’ 

(Kralik et al. 2004, p260). 

Kralik et al. (2004) consider self-management to be a more active and enabling process 

than coping; one that seeks to minimise pain, promote collaboration in decision-making, 

improve perceptions of control, reduce reliance upon medical care and produces a better 

quality of life (Kralik et al. 2004). Self-management is seen as an important strategy in 

rehabilitation for many illnesses and is often discussed in terms of, or equated to 

empowerment (Tattersall 2002), particularly in approaches which aim to restore or 

preserve function (Knutsen and Foss 2011). Such restorative approaches to rehabilitation 

equate a need for empowerment with the assumption that this is the same as: ‘active self-

management of their health and control over their living environment’ (Gill and Brown 

2009, p214). This link between empowerment and self-management will be explored more 

fully in Chapter Three. 

2.9 Summary 

This chapter began with both an examination of prevalence of chronic pain, and also the 

difficulty in defining what chronic pain is. In providing this it confirms the quandary that 

many people find; they have pain but struggle to have it recognised. This is important as 

failure to identify pain or not act upon it appropriately is the main reason for dissatisfaction 

with care, creates uncertainty and leaves the person with chronic pain vulnerable. In this 

discussion I demonstrate the personal cost of chronic pain and the hard work, or struggle 

that someone in pain has in order to live. 

There is evidence of a discrepancy between lay and professional views of self-management 

in chronic pain that has implications for how these approaches are adopted. Such 

approaches are often supported from the perspective that they empower patients to lead 

useful lives without continual recourse to external help. However, it is my contention that 

this is a specific and limited view of empowerment that makes the claim that health 

professionals are in a position to materially change the social condition of people in chronic 

pain through approaches that encourage responsibility and devolve decision-making to the 
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person in pain. It may be that some treatment methods foster independence and create an 

environment that facilitates personal choice, decision-making and self-action, but this is 

not empowerment.  

There are three aspects of chronic pain that are problematic in terms of empowerment and 

this chapter outlines the evidence for each. The first is associated with, the need to acquire 

a diagnosis and obtain help, which requires negotiation with powerful others. This can 

prove difficult for both individual and professional and can cause distress. The second is 

related to, the unpredictable nature of chronic pain. Without a foreseeable end to the 

experience individuals can lose hope and succumb to this persistent stressor. The third is 

the attitude and beliefs generally held about chronic pain and the sort of person who 

suffers from chronic pain, by those around them. Patrick Wall (1999, p175) succinctly 

summed up this situation with the phrase ‘society is not kind to people in pain’. The 

meaning of empowerment, as particularly applied to the struggle to live, in the lives of 

people with chronic pain is explored in detail in Chapter Three. 
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3 Empowerment in Chronic Pain 

3.1 Introduction 

In Chapter Two I demonstrated the wide prevalence of chronic pain and the burden that 

chronic pain places upon the individual. I established that chronic pain is a complex 

biopsychosocial problem, which is often poorly managed because of an emphasis on 

biomedical action and that this adds to the problems faced by people with chronic pain. In 

this chapter, I examine the concept of empowerment as applied to chronic pain. This will 

include a concept overview and a critique of empowerment theory in health. I take the 

critically logical perspective that the term ‘empowerment’ implies liberation from some 

form of oppression through a process of emancipation. As Wittmann-Price (2004) states in 

a concept analysis of emancipation in a women’s health context: 

‘...oppression or lack of freedom, is the direct antonym and necessary antecedent of 
emancipation …. If no oppression existed there can be no need for emancipation’ 

(Wittmann-Price 2004, pp 439-440) 

Although the methodology of PAR as an action science is concerned with the 

transformation and emancipation of participants, on commencing this study, I had not 

been fully cognisant of the lived experience of pain itself as a source of oppression. This 

study was commenced on the understanding that; a person in pain is an expert in their pain 

and can share this expertise with others, in a reciprocal and mutually beneficial 

arrangement. It was only as discourse began that the idea of a life in pain as a source of 

oppression emerged. Within this discourse, participants described how their agency was 

limited. At first they did not consider themselves to be empowered, but as collaborative 

discourse developed some participants decided to take action and through this praxis felt 

liberated and empowered. Although this emerged from the data, structurally it seems 

important to discuss ideas about empowerment and their meaning as particularly applied 

to the struggle to live faced by people with chronic pain, prior to presenting these data and 

their analysis. 
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3.2 Empowerment 

Empowerment is considered to be one of the four key values of PAR, along with support 

and relationships, learning and social change (Radermacher 2006). The concept of 

empowerment is fundamental to several social science disciplines that focus upon 

improving human lives (Cattaneo and Chapman 2010) yet it is a difficult term to define 

(Ledwith 2005) and is often described in terms of the antithesis of an undesirable 

condition, such as powerlessness or victimisation or specifically in health care research as 

helplessness or dependence (Hermansson and Mårtensson 2011). 

3.2.1 Powerlessness 

To understand empowerment, one first needs to understand the experience of 

powerlessness. Dalrymple and Burke (2006) identify the characteristics of powerlessness as 

arising from economic insecurity, lack of opportunity to improve one’s condition, physical 

disadvantage and emotional stress. In referring to the work of Solomon (1976) they list the 

sources of powerlessness as: 

‘…the images that powerless people have of themselves’ 

‘…the experiences that powerless people encounter when they engage with external 
systems’ 

‘…systems that consistently block and deny powerless groups the opportunity to 
take effective action’ 

(Dalrymple and Burke 2006, p37) 

In combination, these three elements ‘generate experiences of powerlessness’ (Dalrymple 

and Burke 2006, p37) such as, social exclusion and subjection to patronising attitudes 

which, in turn, elicit feelings of worthlessness, inadequacy and helplessness in individuals. 

These experiences are a product of the way power operates and is interpreted, factors that 

are constantly changing and that differ across different cultures and in different times 

(Fook 2002). 

To be powerless is not necessarily the same as disempowerment; disempowerment occurs 

when an individual loses the ability to mobilise resources, employ strategies that improve 

conditions, loses skills or possesses redundant skills or becomes unwilling to act (Avelino 

and Rotmans 2009). This can be seen in people, who were previously healthy but develop 

illness, particularly in the long term as they lose both their physical capacity to act and 

motivation to challenge as physical problems accompany loss of wellbeing and self-esteem. 
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3.2.2 Definitions of empowerment 

In a review of the literature Cattaneo and Chapman (2010) identified several exemplars of 

definitions of empowerment. Table 3:1 lists the main strengths and weaknesses associated 

with each definition. 

Empowerment is… Strengths Weaknesses 

Mastery Personal control 

Conflict-based model 

Marginalises social integration 

Changes perception not condition 

Participation Respectful, caring, 
reflective, communal 

Looses the individual 

For social good Community well-
being, social justice, 
marginalised 
communities 

Participants may not be interested in 
or may be threatened by the 
empowerment of others 

Goal achievement Focus on efforts and 
life outcomes 

Meaningful to the 
individual 

Changes perception not condition 
unless it involves an increase in actual 
power 

Psychological Intrapersonal, 
interactional and 
behavioural 

Critical awareness 

Measurable 

Changes perception not condition 
unless it involves an increase in actual 
power 

Involves conflict and threat to self and 
others 

Iterative Continual process 

Builds understanding 
and motivation, 
encourages action 

Requires time for reflection and action 
to have an effect 

Table 3:1: Exemplars of Empowerment (from Cattaneo and Chapman 2010) 

Thus empowerment is a process that is active, dynamic and interactive, involving changes 

in relationships between a person, or groups of people and others around them (Ledwith 

2005) involving communities and their environment (Sadan 2004, Prilleltensky 2008). It is 

on-going, involving continual negotiation with one’s self and with others. Necessary to this 

process is the ‘attainment of resources, strategies, skills and willingness’ (Avelino and 

Rotmans 2009, p557). These can be acquired in several ways, for example; enhancing 

communication skills, developing self-worth, acceptance of self, assertiveness and 

consciousness-raising. Participatory action research processes are advocated as one way 

that these can be achieved (Radermacher et al. 2010) and is a reason for adopting this 
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methodology in this study. Although they can create the conditions for empowerment; 

through emancipation, improving their own material condition or raising consciousness of 

their situation; this new knowledge does not necessary lead to empowerment unless the 

participant acts (Freire 1996). 

Therefore empowerment theory involves the study of ways in which people achieve, or fail 

to obtain, higher levels of control over their lives. It provides a perspective that identifies 

threats to this control and looks to ways in which individuals and groups can strengthen 

and build their cultural resources. To achieve this it addresses the imbalances in society 

which have led to oppression of certain individuals or groups (Wormer 2004). 

‘…structural injustices have prevented many individuals and groups from receiving 
the treatment and resources to which they are entitled’ 

(Wormer 2004, p10) 

A state of critical consciousness, ‘conscientisation’ or ‘conscientização’ in Freirean terms is 

viewed by many theorists as essential to achieving empowerment (Ledwith 2005). 

Conscientização is the concept of, or development of, critical consciousness advocated by 

Freire as crucial to the individual dealing with their state of oppression (Freire 1996). 

Alinsky in his treatise ‘Rules for Radicals’ (1989) considered that confidence, self esteem 

and personal power provided individuals with a sense of autonomy. When such individuals 

then chose to act they were empowered. From this perspective, empowerment occurs as 

the individual takes power rather than has power given to them. 

3.3 Empowerment Theory and Health 

In health care research empowering strategies are considered a means of improving the 

conditions of those with health problems (Aujoulat et al. 2007). Indeed, empowerment is 

viewed as ‘central in the discourse on health’ (Anderson 1996, p698) and in its own right 

has been perceived as being a health gain (Jones and Meleis 1993). Such ideas have 

occurred as a response to the critiques of power of health care professionals and health 

organisations by Illich (1995) and others; or concerns with the impact of social and 

economic inequalities on the health experienced by particular groups, such as the 

chronically ill (Anderson 1996). 
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In the literature on empowerment in health a professional perspective of empowerment 

has arisen that sees empowerment as: 

4. The health professional acting as an advocate and promoting the interests of the 

patient or their client, either with or without that individual’s knowledge or consent 

(Falk Rafael 1995), or 

5. the provision of information, education or resources to patients or clients in order 

to provide choice between alternative approaches to health by health 

professionals19  (Wittmann-Price 2004) or as a form of consumer advocacy (Falk 

Rafael 1995). 

Recently, two concept analyses of empowerment in a nursing related context have been 

performed; one of these is in the field of mental health nursing (Ryles 1999) and the other 

in midwifery20 (Hermansson and Mårtensson 2011). Both describe the tendency of the 

empowerment discourse among professionals and in the literature to focus upon 

relationships, advocacy, getting patients involved in decision making and making informed 

choices, thus confirming the two perspectives outlined above. However, these perspectives 

view empowerment as the willing giving away of power; in the first through standing up for 

the rights of another and in the second through provision of professional knowledge to the 

layperson. Indeed, the words ‘patient’21 or ‘client’ in both these context implies a 

relationship of unequal power. The former is perhaps more passive than the latter in 

connotation. However, the term ‘client’ still implies an unequal relationship, either as a 

consumer of care dependent upon the availability of care that has been determined by 

others, or as a subordinate to a patron. Neither sees empowerment as an active process of 

consciousness-raising by the patient engaged in a struggle through action or discourse. 

Although both concept analyses discussed self-awareness as a core aspect of 

empowerment, neither saw this as something that the patient had agency over; it was seen 

as the role of the nurse to somehow create self-awareness. They see empowerment as a 

humanistic act by someone in a position of power. Indeed, Wittmann-Price (2004, p442) 

                                                      
19

 On the basis that knowledge is a form of power. 
20

 Although midwifery is not nursing – it is a related occupation and I am using the term nurse as an 
abbreviation for the more clumsily expressed phrase ‘nurse or midwife’. No offence to midwives is 
intended. 
21

 Etymologically meaning ‘one who suffers’  
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suggests that the idea of empowerment as a gift of power22 is necessary for emancipation 

to occur that it is ‘a component of the emancipation process but it alone may not ensure 

freedom of choice’.  

This definition of empowerment is at odds with a critical theory perspective as embodied 

by Freire (1996) which sees empowerment as arising from critical questioning of their social 

condition by affected individuals or communities. In other words, the patient or client has 

to be the agent not the health professional. From such a perspective the dominant 

discourse on empowerment in health by health professionals, that it is a gift of power 

rather than ‘the discovery and development of one’s inherent capacity to be responsible for 

one’s own life’ (Wentzer and Bygholm 2013, p2), can be viewed as an abuse of the term 

‘empowerment’ (Ledwith 2005). 

Wittmann-Price’s (2004) interpretation of empowerment, as ‘professional knowledge 

imparted to patients within the nurse-patient relationship’, requires a consideration of the 

idea of knowledge as a form of power and the nature of relationships between patients 

and health professionals. Power and the nature of power has been a constant theme in a 

sociological discourse which has led to the development of different ideas and competing 

insights about what power is, who holds power in society and how power is wielded or 

enacted23 . I acknowledge that an understanding of power is vital to the empowerment 

process (Wormer 2004) but it is not my intention to explore these different perceptions in 

this thesis. The act of choosing a participatory approach in this study, tacitly acknowledges 

that I hold the view that the ‘unpowerful’ have agency and if made aware of this can 

choose to exercise their power. The intention in the current study is to view chronic pain 

and its consequences through the perspective of Freirean critical pedagogy. 

Empowerment should be seen as levelling out of the balance of power between patients 

and health care professionals (Anderson 1996), yet this is not a simple process. Anderson 

(1996) reflects upon why ideas about empowerment are gaining strength in the field of 

health care. She considered that health has come under the spotlight of post modern and 

critical theories that examine the social relationships that exist in health care. This has 

given rise to a ‘discourse on health, illness and healing’ (Anderson 1996, p697). For 

example; critique of the dominance of biomedical approaches to health has led to strong 

                                                      
22

 Although Ryles (1999) also recognised that a neglected aspect of the discourse on empowerment 
was power, his position however was that an emphasis on the individual patient alienates that 
individual from humanity, and that nurses, who are also powerless should unite with ‘users’ to act 
collectively against the dominant medical, political and economic elite. 
23

 As suggested by the work of Weber (1994), Bourdieu (1979) and Foucault (1980) 



49 

 

criticisms that the action of health practitioners is not to produce health but to support 

structures that encourage the opposite of health, namely illness, because it is in illness, and 

not health, that health professionals make their careers and derive their power (Illich 

1995). Indeed, on the specific topic of pain and medicine, Illich (1995) devoted a whole 

chapter24 of his book ‘Limits to Medicine’ to a historical polemic on how medicine had 

usurped the treatment of pain, replacing a cultural emphasis of self-care and the 

development of personal understanding and growth, with a drive towards removing 

suffering and eliminating feeling which in turn created dependency upon the medical 

profession (Bunker 2003). 

Illich (1995) used changing attitudes and beliefs about pain as an example of ‘cultural 

iatrogenesis’, he described the process by which medical knowledge replaced wider 

cultural concerns in the west, usurping language and shaping a discourse around pain that 

he termed ‘anaesthesia consumer(ism)’. This perspective recognised a demand for pain 

relief among patients that cannot always be met that was driven by expectations arising 

from the great success of biomedicine in preserving and prolonging life through procuring a 

diagnosis, providing a treatment and often a cure for many diseases. The goal of an 

‘optimal disease free state’ of health has driven medicine, and nursing, throughout the 

modern age (Jones and Meleis 1993, p2). Thus the World Health Organisation (1948) linked 

health to positive wellbeing in physical, mental and social spheres. The intention was to 

create structures that aim to improve wellbeing but an unanticipated and unwelcome 

corollary to this drive is the labelling of many more people as unhealthy (Illich 1995) and 

making them vulnerable to the social controls that accompany this status. 

In recent years there has been a reappraisal of what medicine can achieve for those with 

chronic illness or who are left with pain or disability as a result of its success. Illich (1995) 

contended that medicine usurped past dominant discourses on what health is and replaced 

it with one where it played a central role. However, the definition of what health is has 

changed over time in response to the untoward consequences of medicines successes and 

the discourse is shifting back towards self-care, growth and personal development. Jones 

and Melias (1993) outline the development in health definitions over the last century and 

its movement away from viewing health as a state of being to health as a process of 

becoming, which offers opportunities to empower individuals. Figure 3:1, derived from 

their paper ‘Health is Empowerment’ demonstrates this transformation in health 
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 See Chapter 3 ‘The Killing of Pain’ (Illich, 1995) 
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definitions. 

Figure 3:1 The development of health definitions over time 
(derived from Jones and Meleis 1993) 

3.4 Empowerment as a treatment option 

When reading the literature on empowerment it is always worth considering the 

perspective of the person doing the writing. Power is implicitly involved in all spheres of 

human activity, all relationships and interactions between individuals are influenced by the 

power held by the actors involved (Dalrymple and Burke 2006). Even when declarations of 

neutrality or disinterest in power are made it is a declaration of power. Where professional 

carers or empowerment researchers claim to be objective and not affected by their own 

interests, it is in their vested interests to be viewed as impartial, because they are 

operating under the banner of science, truthfulness and justice25 (Prilleltensky 2008). This is 

because they are representative of the educated, technocratic elite (Bottomore 1984) and, 

although their purpose in their actions is to promote wellness, or liberation, failure to 

recognise that they are able to act because they hold power represents a failure in 

                                                      
25

 I include myself in this critique and have used reflexivity to identify my perspective and to attempt 
to be an honest broker in the discourse within this thesis. I should add the caveat that my 
consciousness of this process is unlikely to be complete and therefore I would be erroneous in any 
claim of neutrality in my reflection. 
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reflexivity. The literature often treats empowerment as a treatment option and a critical 

and careful reading of these texts exposes the underlying outlook of the writers, reviewers, 

editors and readers of this material. 

For example, Weiner (2003, p199) claimed that medicine has unwittingly ‘separated 

individuals from their personal responsibility for their pain’, yet this perspective of 

empowerment often neglects the role that medicine has had in dominating the discourse 

on pain. Often the language used by health professionals is laden with unintended 

messages that place the blame for their situation upon patients26. Weiner (2003, p199) 

unwittingly reinforces Illich’s (1995) case for anaesthetic consumerism by describing the 

ways patients passively ‘hand their pain to the experts’ in order to absolve themselves of 

their responsibility for managing their pain. As she stated this, she recognised the problem 

of just seeking palliation without addressing other aspects of chronic pain. However, her 

language throughout her paper reinforced the perspective that empowerment is a 

treatment option and not a consequence of critical consciousness on the part of the person 

in pain. 

Under the medical hegemony the route to challenge the power relationship often leads to 

concerns about non-compliance. That is not adhering to, or indeed, not responding to, the 

prescriptions or treatments of the medical experts in the desired way. Non-compliance 

leaves someone vulnerable to labelling or subject to other form of stigmatising by those in 

power. Therefore, in seeking help a person is exposing themselves to the threat of negative 

consequences and sanctions that they are powerless to prevent. Alternatively, from an 

empowerment perspective this could be considered a form of resistance or underground 

power (Wormer 2004) see under Section 3.5.2 ‘The role of conflict in empowerment’ below. 

  

                                                      
26

 Blaming the victim is not a new concept in the field of chronic pain (Eccleston, De C. Williams and 
Rogers, 1997; McParland et al., 2011) 
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3.4.1 Empowerment and Health Promotion 

One mechanism for achieving the goal of increased personal responsibility is health 

promotion. Anderson (1996) highlights the rising prominence of the ‘health promotion and 

wellness movements’ in the shaping of health care reforms in the West. It is seen as an 

enabling mechanism by which people can gain control over their health. Its three pillars are 

viewed as ‘self-care’, ‘mutual aid’ and ‘healthy environments’ (Anderson 1996, p698). 

This paradigm shift has had an effect upon health professionals. Their role has changed, 

particularly in primary care. Nurses, for example are now viewed as facilitators of health 

empowerment (Anderson 1996). Nurses are ‘a resource person and a resource mobilizer’ 

(Jones and Meleis 1993, p8). This shift in emphasis illustrates how health professionals 

have accepted their role as agents of empowerment, through mechanisms such as public 

health and health promotion. Their role becomes one where patients are invited to 

participate in decision-making. Empowering people by involving them in decision-making 

has been linked to increasing sense of self, reduced distress, improved coping ability, 

adjustment of perception and positive changes in physical state (Erci 2012). 

3.4.2 Empowerment and self-management 

The concept of self-management is a cornerstone of rehabilitation and is often viewed as 

key to empowerment. Kralik et al. (2004) criticised approaches to rehabilitation that focus 

upon the patient as a passive recipient of health education, whose role is to absorb 

information, which is delivered in the form of a prescription of activity that they must 

somehow enact in their lives. In their qualitative study, designed to understand the 

meaning of self-management for people living with chronic arthritis, autobiographies about 

their life and experiences of nine participants were evaluated with a view to building a 

picture of transition to self management; defined by Kralik et al. (2004, p260) as: ‘…the 

ways people incorporate the consequences of illness into their lives’ (Kralik et al. 2004). 

Participants were recruited from a structured, self-management education programme and 

it was assumed that participants and researchers held similar views on the concept of self-

management. 

Kralik et al.’s (2004, p262) interpretation of the findings revealed that the purpose of self-

management for the participants was to ‘create order out of the disorder imposed by 

illness’ through a process of self-discovery, where they considered ‘who they were, what 

they value, what they want and where they go next’ (Kralik and van Loon 2007, p29). This 
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was not the anticipated result as the health professionals expected self-management to 

arising from their expert taught educational programme in a structured and ordered 

manner whilst contrastingly participants described transition as disorder and dependent 

upon their particular personal and social predicament. Four aspects of transition were 

identified: 

1. Recognising and monitoring the boundaries set by pain 

These boundaries affected everyday activities and reminded participants that their 

bodies were unreliable and could not be taken for granted (Kralik et al. 2004). This 

was the source of disorder and also the motivator to self-manage. They had to be 

vigilant and learn to change the way they performed activities. Because their illness 

was not constant, this was a dynamic process requiring continuous assessment, 

reflection and study of themselves in order to adjust. 

2. Mobilising resources  

In order to live the best life possible participants had to identify and use to best 

ability the psychological, physical and material resources available. This involved 

focusing on what they could do for themselves rather than upon those activities 

that they required help for and planning ways to minimise reliance upon others. 

3. Managing the shift in self-identity 

Their illness experiences and associated life disruption generated strong feelings of 

loss and large shifts in self-identity. Participants sought to redress this through a 

‘quest for ordinariness’ in order to regain control (Kralik et al. 2004). This involved 

changing their self-perception, so that illness became part of everyday life. A 

continuous retelling of their personal narrative, through an ‘ongoing process of 

negotiation and verbal accounting’ (Kralik et al. 2004 p 263) occurred, that was 

more pronounced and disturbing when physical symptoms were prominent. 

4. Balancing, pacing, planning and prioritising. 

This involved deliberatively and consciously planning and balancing activity against 

expected pain and was closely linked to acceptance and self-management. This was 

difficult, as participants had to strive for a balance between activity and rest, and 

had to learn to put themselves first. Inability to be active, resting and being selfish 

generated feelings of guilt but was ameliorated by confidence in being able to self-

manage being more productive and being in control. 

Kralik et al. (2004) dispute the idea that transformation is a state that can be reached. 

Instead, they contend that living with chronic illness is ‘a constant process’ and they 
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preferred to use the term transition to describe this ongoing process. Transition is not the 

transformation that rehabilitation or health promotion seeks when: 

‘the burden of chronic illness is replaced by the perception that it has enhanced the 
quality and meaning of life, by enabling people to experience life in a way that was 
previously inaccessible’ 

(Kralik et al. 2004, p260) 

It requires: continuous vigilance of physical abilities; care in planning activities of daily 

living; and a flexible and adaptive approach to acquisition of new ways of managing this 

process, if an accommodation is to be made with the illness in a person’s life (Kralik et al. 

2004). 

3.4.3 Criticisms of empowerment as a treatment 

Empowering patients has long been a professed goal of the nursing profession (Northway 

1997, Jones and Meleis 1993, Ryles 1999, Aujoulat et al. 2007) but whilst empowering 

interventions are utilised, such as education (Virtanen et al. 2007) or involving patients in 

decision-making (Wittmann-Price 2004), the profession often falls short in addressing the 

underpinning oppression that makes empowerment a requisite of nursing care (Northway 

1997). 

In order for empowerment to be achieved through treatment, patients must become self 

aware, otherwise these treatments become a form of rhetoric as they are not empowering 

in and off themselves and will act as a means of concealing rather than changing power 

relationships. For Salmon and Hall (2003) this can manifest itself as a discourse that allows 

clinicians to withdraw from those areas of medicine that are hard to manage and that 

present challenges in the form of: 

‘…inability to relieve the suffering, or meet the expectations of many patients and 
the knowledge that clinician’s own actions cause suffering’ 

(Salmon and Hall 2003, p1971) 

This discourse identifies the patient as an agent because it removes ambiguity about 

responsibility and serves to locate responsibility for problematic areas, such as unexplained 

symptoms, chronic disease and pain, with the patient. This discourse is power laden as it 

serves a function of abnegation of responsibility for those that use it (Salmon and Hall 

2003). In a critique of the Expert Patient policy of the UK government Wilson (2001) used 

critical theory to examine the power dynamics that shaped this policy. He identified that 

this policy focuses upon the rights and responsibilities of people with chronic illness and 
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tacitly recognises the knowledge and expertise of patients. However, it promotes the 

attainment of skills with the aim of improving an individual’s self-efficacy and steers clear 

of challenging wider socio-political issues. These include the power of professionals, access 

to resources, reduction of inequality and better living conditions and consequently whilst 

patients may become better able to care for themselves this does not necessary translate 

into consciousness-raising (Wilson 2001). 

This is a modern dilemma in health care, particularly in chronic illness management, as in 

order to participate fully in decision-making patients have to buy into the notion that they 

need to be empowered. However, paradoxically, their material circumstances, which are 

profoundly affected by the debilitating effects of chronic illness, severely limit their 

opportunities to act even if they accept this idea. Anderson (1996) also asserted that many 

patients do not have the knowledge, language or ability to understand these different 

attitudes or perceptions of their health. Others have argued that patients do not consider it 

is their role to manage their health problem, that by turning to health professionals for 

help they are entering into a contract which requires the health professional to act on their 

behalf (Salmon and Hall 2004). 

There is also a danger that those patients who understand and fully engage in the 

empowerment agenda also share the same cultural capital as health professionals, well 

educated, similar in social status, and representative of those who are already in a position 

of authority (Anderson 1996). Whilst those who do not engage in the empowering activities 

identified by health professionals, public health policies and health care reforms are those 

who are already disenfranchised and subject to inequalities in other spheres of their life.  

There is evidence that patients consider attitudes and behaviours of nurses, and other 

health professionals, to be part of the problem they face (Northway 1997, Tveiten and 

Knutsen 2010). Paterson (2001) eponymously describes this as part of the ‘myth of 

empowerment. In her grounded theory examination of self-care decision making among 

twenty-two diabetic ‘expert self-care managers’ she identified that even where patients 

were actively encouraged by health practitioners to be participants in making decisions the 

same practitioners subtly and covertly undermined patient self-decisions through; 

discounting experiential knowledge, being sceptical of approaches they did not approve of, 

testing and dismissing the patients technical knowledge, expecting compliance, non-

provision of resources27 to make informed decisions, using medical jargon that patients 

                                                      
27

 Mainly information, time and monetary 
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clearly did not understand and offering interventions that were not feasible in the patients 

everyday life. 

3.5 Action research and empowerment 

The core concept for action science is empowerment as it is concerned with ‘advancing 

wellness, eliminating oppression and cultivating liberation’ (Speer 2008, p199) which ties it 

firmly into the empowerment paradigm of promoting social justice and reducing social 

inequality (Wormer 2004). In order to advance these aims ‘power is pivotal’ (Prilleltensky 

2008, p116) and consequently, empowerment is both psychological and political. In his 

evaluation of this concept Speer (2008) recognised the far reaching influence this construct 

has and its wide applicability in many settings and contexts, including health and social 

care. Because of this influence, and because of its psychopolitical nature, empowerment 

theory requires an understanding of culture, society, power and social change in order to 

operate. 

Prilleltensky (2008), an empowerment theorist, advocated an inquiry into how power is 

distributed into society in order to recognise the ways it may be used to inhibit or enable; 

access to resources, social change or maintain the status quo. Table 3:2 details his 

propositions about power. 

Power refers to the capacity and opportunity to fulfil or obstruct personal, relational, or 
collective needs. 
Power has psychological and political sources, manifestations, and consequences. 
We can distinguish among power to strive for wellness, power to oppress, and power to 
resist oppression and strive for liberation. 
Power can be overt or covert, subtle or blatant, hidden, or exposed. 
The exercise of power can apply to self, others, and collectives. 
Power affords people multiple identities as individuals seeking wellness, engaging in 
oppression, or resisting domination. 
Whereas people may be oppressed in one context, at a particular time and place, they may 
act as oppressors at another time and place. 
Due to structural factors such as social class, gender, ability, and race, people may enjoy 
differential levels of power. 
Degrees of power are also affected by personal and social constructs such as beauty, 
intelligence, and assertiveness; constructs that enjoy variable status within different 
cultures. 
The exercise of power can reflect varying degrees of awareness with respect to the impact 
of one’s actions. 

Table 3:2 Prilleltensky’s postulates of power (Prilleltensky 2008, p119) 

Others have identified the complex and changing nature of power in a modern context too. 
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How it ‘operates at different levels, simultaneously and in contradictory ways’ (Fook 2002, 

p103). How it is experienced differently by different people and although acting to control 

it can conversely produce creativity among the oppressed and oppressors (Fook 2002)  

Prilleltensky (2008) claims that power combines ‘agency’, the ability to act, and ‘structure’, 

the opportunity to act and is triggered by personal motive. However, the outcome of an 

action is not certain but is shaped by interaction between other forms of agency and 

structure, which tend to act to limit or thwart the outcome. Thus power may not act 

through coercion but through the internalised cultural influences, norms and regulations 

individuals are subject to. Acquiescence occurs because choices are limited to socially 

sanctioned options and not resisting these forces shifts responsibility away from the 

external onto the personal (Prilleltensky 2008). Thus in health care a focus upon health 

promotion and wellness policies have placed greater onus upon individual responsibility to 

control and improve their health (Anderson 1996). Anderson (1996) regarded this shift in 

emphasis as a concern for those with chronic illnesses as:  

‘…it privileges those who are already privileged, but fails to come to terms with the 
lives of those who are most disadvantaged.’  

(Anderson 1996, p699) 

From Anderson’s (1996) perspective, this occurs because the dominant ideology of 

individualism makes assumptions about personal responsibility and emphasises self-care. In 

doing so it minimises the impact of chronic illness on the individual’s ability to act to 

improve their situation. Illness and disease use up a person’s resources thus causing 

disadvantage, and impinges on their ability to be self-caring, making them reliant upon 

others, and therefore vulnerable. It also removes them from interaction with general 

society creating marginalization. This perspective on empowerment questions whether a 

focus upon ‘enabling the individual’ removes attention from the structures that perpetuate 

social inequality. Additionally Anderson (1996, p669) argues that the act of using language 

like ‘empowerment’ which originates from liberatory  movements, ‘lulls us into believing we 

are addressing systemic inequity when the reverse is true’ placing the responsibility upon 

the vulnerable who lack the resources to change the system whilst neglecting to challenge 

the structures which propagate inequality. 
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3.5.1 Narrative as a means of expressing power 

The cultural changes in medical power commented upon by Illich (1995) above have meant 

that the relationship between patients and health professionals has suffered; for example, 

the story a patient told to their doctor about their illness history had far more power in the 

past, when diagnostic abilities were limited by technology, than they do now and this led to 

a diminishment of the power of the patient narrative (Bury 2001). In his treatise on the 

illness narrative (Kleinman 1988) identified that practitioners, in conforming to the 

dominant model of medicine have been taught to be suspicious of the subjective mess that 

is a patient’s illness narrative and to even regard it as an additional sign of morbidity when, 

as in chronic pain, there are no objective physical signs of a disease. However, more 

recently, with the recognition that the urgent need to manage and care for the physical, 

mental and social aspects of illness of chronic illness challenges the power of medicine the 

personal biographical narrative has gained in significance and has ‘found a new voice’(Bury 

2001, p268) 

Developing chronic illness is a transforming experience, a disruptive crisis that 

fundamentally alters a person. Social transformation may take the form of ‘biographical 

disruption’ (Williams 2000, Anderson 1996, Bury 2001, Bury 1982) where there is a loss of 

past self: 

‘Illness, and especially chronic illness, is precisely that kind of experience where the 
structures of everyday life and the forms of knowledge which underpin them are 
disrupted. Chronic illness involves a recognition of the worlds of pain and suffering, 
possibly even of death, which are normally only seen as distant possibilities or the 
plight of others.’ 

(Bury 1982, p169) 

This does not mean that empowerment does not occur, as agency remains, although it may 

be constrained and hindered by limited opportunities to act (Prilleltensky 2008). As people 

adjust to the idea of ‘themselves as ‘patients’’ (Anderson 1996, p700), they face difficulties 

in managing their condition in various ways, such as; explaining their new selves, having to 

adjust to economic status change, hiding their experiences from others in order to survive. 

This may take the form of loss of confidence in biological and physical competence which 

produces a direct sociological impact due to effect upon self, identity and social interaction 

(Williams 2000) or it may be ‘biographically reinforcing’ (Carricaburu and Pierret 1995). 

People will reshape their responses through illness in the narratives they tell themselves as 

they learn to live with illness and pain. As Lawton (2009) notes: 
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‘Most of the work on biographical disruption has been concerned with a chronic 
illness’s initial impact, rather than with how people come to terms with their altered 
circumstances over time.’ 

(Lawton 2009) 

Further work in the field since Bury (1982) has identified that there are many ways to 

respond to chronic illness and that people can choose to tell their story in life affirming as 

well as in negative ways, even doing so concurrently and incongruently (Carricaburu and 

Pierret 1995, Williams 2000, Delmar et al. 2006, Rybarczyk et al. 2012). 

It is of course one thing to be able to develop a narrative and quite another to have that 

narrative believed. For those with chronic pain having sufficient power in a relationship to 

be believed is uncommon, as Kleinman (1988) stated: 

‘If there is a single experience shared by virtually all chronic pain patients it is at 
some point those around them –chiefly practitioners, but also at times family 
members come to question the authenticity of the patient’s experience of pain’ 

(Kleinman 1988, p57) 

This failure to elicit belief from others is a felt as an injustice, which evokes conflictual 

feelings, anger and victimisation (Sullivan et al. 2008), social withdrawal and depression 

(Scott and Sullivan 2012). 

3.5.2 The role of conflict in empowerment 

Speer (2008) describes the important ‘role of conflict’, in empowerment. Although he 

acknowledges that ‘cooperation and collaboration are fundamental aspects to 

empowerment phenomena’, (Speer 2008, p204), he considers that many empowerment 

theorists and researchers do not adequately deal with the issues of resistance to changes in 

the status quo that arises when empowerment occurs. Empowerment according to Speer 

must be ‘conflictual’ as it addresses power imbalances and those with power are most 

likely to resist giving up their position to benefit those without power. He paraphrases the 

writings of Alinsky (Alinsky 1989) by stating that ‘power is the ability to act and the ability 

to threaten action or be perceived as powerful’ (Speer 2008, p204). Saul Alinsky was an 

organiser, a social scientist and a political agitator who embraced nonviolent conflict 

(Ledwith 2005). He asserted that only countervailing power can challenge existing power 

structures, and that appeals to reason or justice seldom work on their own (Niebuhr 2005), 

consequently a struggle between emerging power and the status quo is inevitable. 

A classical understanding holds that empowerment through conflict, even in the extreme 
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form of violent physical force, such as rebellion, civil war or revolution is justified if the 

majority of a civil society28 is abused by the application of ‘illegitimate use of power by a 

magisterial authority29‘ (Surprenant 2010, p442) they are subject to. Because the majority 

in the society is oppressed they therefore have the legitimate right to act to alleviate this 

oppression by whatever means they can. Indeed, some sources assert that the oppressed 

have no choice; they are morally obliged to resist oppression even though they may not be 

successful (Boxill 2010, Hay 2011). If someone is oppressed then conflict is inevitable, but in 

classical, and also in Marxist terms this struggle may only be regarded as legitimate if the 

majority of civilised society is oppressed30. A problem arises when the oppressed represent 

a minority in civil society. According to Locke (1690, cited by Surprenant, 2010) if the 

majority support the authority position, then the legitimacy of the conflictual action of the 

minority in a civil society is threatened. If this is the case then the oppressed minority can 

either accept the will of the majority and comply or consider themselves to be in dispute 

with them. In such cases the only recourse to justice for the minority is to go underground 

or to refuse to cooperate, leaving them vulnerable to social controls. 

The problem with organising, developing, acquiring and exerting power to elicit 

transformation is what to do with this new found power when it is successful. Speer (2008) 

considers Niebuhr’s view expressed in ‘Moral Man and Immoral Society’ that power is 

amoral ‘as only power can counteract power’ and empowerment strategies must be 

prepared to deal with the conflict that arises. To reinforce this point Speer (2008) refers to 

Freire (1996) and quotes the following passage from ‘The Pedagogy of the Oppressed’: 

‘The oppressors, who oppress, exploit, and rape by virtue of their power, cannot find 
in this power the strength to liberate either the oppressed or themselves. Only 
power that springs from the weakness of the oppressed will be sufficiently strong to 
free both’ 

(Freire 1996, p28, cited in Speer 2008) 

Freire does not believe that empowerment needs to lead to oppression of others by the 

newly liberated, because for him liberation means a struggle against the dehumanising 

aspects of oppression. These dehumanising factors impact upon the oppressor as well as 

upon the oppressed, in the preceding paragraph to the above passage Freire states: 

                                                      
28

 A civil society is defined by Surprenant (2010) as not intrinsically good but instrumentally good, as 
it allows an individual to secure their natural rights for life, liberty and property. 
29

 Surprenant (2010) is critiquing John Locke’s ‘Second Treatise of Government’, in which he lays out 
the parameters of civil government  
30

 In Marxist theory related to conflict, the labouring classes represented the majority 
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‘In order for this struggle to have meaning, the oppressed must not, in seeking to 
regain their humanity (which is a way to create it), become in turn oppressors of the 
oppressors, but rather restorers of the humanity of both’ 

(Freire 1996, p28, cited in Speer 2008) 

Alinsky (1989), Niebuhr (2005) and Freire (1996) all link conflict with power, and yet 

according to Speer (2008) many empowerment theorist neglect to address the issue of 

conflict or view it as ‘a negative, something unnecessary, unproductive and to be avoided’ 

(Speer 2008, p205). Advocates of empowerment that rejects the idea of coercion as a route 

to empowerment and consider it is contrary to the aims of the researchers or adversely 

affects the participants offer a different approach to power: 

‘Power not in the Weberian sense of the ability to coerce, but in the sense of 
liberation, of seizing control’ 

 (Wormer 2004, p10) 

For Speer (2008) whilst collaboration and cooperation are important, the action scientist 

must be aware of, prepare for and deal with conflict if the knowledge that is derived from 

the intervention is to have ‘psychopolitical validity’ (Prilleltensky 2008) as it is inevitable if 

social action is to produce social change. 

3.5.3 Social Change and Social Power 

Speer (2008) describes a method for evaluating empowering actions based upon theories 

of social change. Three mechanisms are described; ‘tuning-in’, ‘incremental change’ and 

‘restructuring’.  

3.5.3.1 ‘Tuning-in’ 

Tuning-in describes how individuals or groups adapt to existing structures; the focus is 

upon change within the person or group in terms of adjusting to the status quo rather than 

changes in roles and relationships or rectifying inequities. Speer (2008) used Spreitzer’s 

(1995a) study of personal empowerment in the workplace as an example. In this paper 

Spreitzer (1995a) asserted that cognitive, interactional and behavioural actions enable 

employees to gain personal empowerment. Empowered employees felt they were 

competent in an occupation that had purpose. They had a degree of self-determination and 

their actions had impact that they could see. Speer (2008) argued that this is actually 

tuning-in, because only those individuals who were able to operate within the constraints 

of the workplace felt empowered. The workplace did not change to suit their needs instead 

they possessed the necessary skills to tune into the needs of the workplace. However, 
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tuning-in should be distinguished from assimilation of oppression (Matheson and Bobay 

2007). Although empowered employees may assume the norms and values of their 

employers, they perceived that they were active and had choice. They did not passively 

accept their situation or were coerced into agreeing with the values and behaviours of their 

employers (Spreitzer 1995a). Tuning-in relies upon adaption to situational constraints and 

characteristics, therefore conflict does not occur and existing power relationships remain 

unchallenged (Speer 2008). 

Spreitzer (1995a) was mapping out the dimensions of individual empowerment in the 

workplace. Using a tool she developed to measure this four essential components for 

personal empowerment were identified; Meaning, Competence, Self-Determination and 

Impact (Spreitzer 1995b). These have applicability to people living with chronic pain. 

3.5.3.2 ‘Incremental change’ 

Incremental change refers to slow and small improvements that improve power status over 

time such as, educational attainment or increased personal wealth. This rarely produces 

conflict. This improves an individual’s situation does not affect the general situation as the 

relative distribution of materials and assets is unaffected. For Speer (2008) tuning-in and 

incremental change fall short of producing substantial or meaningful benefits 

3.5.3.3 ‘Restructuring’ 

The most important form of empowerment occurs when a population subgroup changes its 

‘proportion of valued resources in relation to whole populations’ (Speer 2008, p206). 

Restructuring requires organisation, takes longer and involves conflict. Speer (2008) 

described a community project he was involved in which significantly increased the 

proportion of a city budget allocated to neighbourhood infrastructure. A community group 

successfully organised a popular campaign that increased political participation within the 

community and held their elected representatives to account. This was conflictual as the 

Mayor and city manager vigorously opposed these changes, consequently the community 

eventually gained material benefits at the cost of the city manager’s resignation. 
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3.6 Criticisms of empowerment theory 

For Speer (2008) a distinction has to be made between different forms of social change, in 

terms of power, in order to measure the impacts of empowerment strategies. 

Empowerment is recognised as both a process and an outcome but Speer (2008) criticises 

the focus of research in the field of empowerment on process rather than outcome. Whilst 

recognising that process is important, as it is the way that the oppressed develop voice, he 

is concerned that, an emphasis on how the individual acquires voice has resulted in bias 

towards individual explanations of oppression and empowerment to the neglect of 

evaluations of outcomes. Consequently there is an ‘ambiguity about the relationship 

between empowerment and power’ (Speer 2008, p209). Accordingly there is a danger that 

power is only discussed in terms of the individual’s psychology, neglecting the wider 

context, the political, economic and historical, which depoliticizes the oppressed. Although 

accepting that psychological empowerment can occur when the oppressed do not have the 

power to materially obtain their objective, the problem for Speer (2008) is that 

empowerment theory has been overused to predict individual feelings of empowerment, 

usually tuning-in, without anchoring those perceptions to power or social change. 

This is not a new concern; Anderson (1996) recognised this. She asserted that the 

application of critical social theories to health care have rightly identified social injustice 

and health care inequalities. However, at the same time it has transferred responsibility for 

health and health maintenance from governments, and from health professionals, to the 

individual as health care reforms respond to the these inequalities: 

‘… while there is an intellectual awareness of the social and economic structures 
that perpetuate inequality and that have a profound effect on health and wellbeing, 
the gaze is fixed upon the individual, and the process by which that individual can 
be enabled to assume greater responsibility for his or her health’ 

(Anderson 1996, p699) 

Anderson was concerned that an overemphasis on the individual resulted in a glossing over 

of the conditions that led to inequality in the first place. When in fact social class, economic 

constraints or ‘the extent to which sickness can constitute an assault to both the physical 

and psychological self’ may actually sustain the inequalities such measures are seeking to 

overturn (Anderson 1996). As Anderson (1996, p699) identified, the ‘demands of illness’ 

may be the coercive force which produces inequality in the first place and may severely 

limit the ability of the individual to assert their rights, to demand justice, to ‘solve their own 
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problems’ and ‘meet their own needs’. 

At the very least, Anderson (1996) recognised that documents drawn up by policy 

strategists and which spell out social causes for health inequality such as: poverty, labour 

market segregation; educational attainment; discrimination and accessibility to health 

services, promote incongruent health promotion strategies. Such strategies advocate self-

care as the mechanism for delivering public health goals, rather than social change of the 

structural conditions that cause the inequality in the first place. Matheson and Bobay 

(2007) offer an explanation for this: 

‘Studies on power and empowerment tend to be written from the perspective of 
those in power and focus on the ability to obtain, maintain and use power’   

(Matheson and Bobay 2007, p299) 

The focus of these studies is on how power can be obtained and used rather than how the 

underlying structures can be challenged to reduce inequality. However, they have 

identified the salient conditions under which empowerment can occur. These are: 

1. Access to information 

2. Support 

3. Access to sufficient resources  

4. Opportunity for growth and advancement 

Although they recognise that, these conditions may be present and empowerment may not 

occur, because the vulnerable group are not aware that they have the ability to become 

empowered (Matheson and Bobay 2007). This point echoes the work of Freire (1996); he 

contends that only those who are oppressed can release themselves and their oppressors 

from the bondage of oppression. Empowerment therefore must involve consciousness-

raising, but the structures need to be in place to encourage this and also to support 

subsequent actions. 

Speer (2008) suggests that structured social change occurs through exercising conflictual 

actions and that the collaborative actions, favoured by funders and researchers, tend to 

avoid conflict in the interests of cooperation. Consequently they do not produce long 

lasting structural change but ‘tuning-in change’, which, whilst producing individual 

perceptions of empowerment for the individual do not have wider social impact. 

Anderson (1996) was also concerned that empowerment advocates in health care differ in 

their concept of what empowerment actually means. She shared the concerns highlighted 

later by Speer (2008) that, the focus of much empowerment action was on changing 
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perceptions, ‘tuning-in’, rather than on altering the conditions and structures that give rise 

to inequality in the first place. The danger of not addressing these structural issues is that 

the liberation ideology behind empowerment leads to health reforms that continue to 

meet the needs of the privileged whilst further disenfranchising the marginalised. For 

Anderson (1996), empowerment requires a willingness to deal with the structures of 

systemic discrimination in order for it to have meaning to the dispossessed. 

Anderson (1996) and Prilleltensky (2008) consider empowerment to take two forms, 

essentially psychological, or internal, and political, or external (Sadan 2004). Psychological 

empowerment relies upon the development of internal strengths. Zimmerman (1995) 

offers a model of psychological empowerment (Figure 3:2). This model brings together 

several theories related to control, interaction and participative behaviours. It involves 

three components; an intrapersonal component, an interactional component and a 

behavioural component. The intrapersonal component is concerned with self-thoughts; 

such as perceived control, self-efficacy, competence and motivation. These perceptions 

determine the likelihood for action and the type of actions that will be taken. The 

Interactional component considers the degree of understanding of the social context and 

the environment a person has. Without developing this element effective choices cannot 

be made and realistic goals cannot be set. The last element, the behavioural component, is 

concerned with actions which produce discernable outcomes, for example seeking help, 

engaging with others, joining social organisations, building support networks (Zimmerman 

1995). 
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Figure 3:2: Nomological network for psychological empowerment 
(from Zimmerman 1995, Fig. 1, p588) 

Critics of psychological empowerment argue that it might build new abilities but does not 

necessarily lead to change, as these cannot necessarily be put into practice. Political 

empowerment involves the changing of structures, organisational change that enables a 

person to use these abilities. Sadan (2004) makes a case for integration of both types of 

empowerment as giving someone political power, e.g. enacting equality legislation and 

changing structures to administer this legislation doesn’t necessarily lead to empowerment 

of individuals because they lack the abilities to exercise their rights and obtain access to 

privileges (see Table 3:3). 

Type of 
empowerment 

Process Example Requires Outcome 

Psychological  Internal  Consciousness 
Perceptions 
Confidence 
Self efficacy 
Locus of control 

internal 
strength 

Acquisition of 
new abilities 

Political External  Involvement in 
decision-making 
Legal authority 
Organisational change 
Connections between 
private and public life 

favourable 
environmental 
conditions 

Implementation 
of new abilities 

Table 3:3: Typology of Empowerment (from Sadan 2004) 
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Other critics of empowerment theory suggest that it has not addressed areas where the 

oppressed person is also an oppressor as seen in the theory of Civilized Oppression (Harvey 

2000) or about the power to promote wellness in self and others (Prilleltensky 2008). 

3.6.1 Transformation and Power 

Avelino and Rotmans (2009, p543) describe a new form of social theory termed ‘transition 

studies’. These aim to bring together knowledge from several different disciplines to 

consider ‘the non-linear process of social change in which a societal system is structurally 

transformed. Transition studies are not just concerned with social and psychological 

influence, that is, the personal, cultural, institutional and political aspects of change, but 

also in wider agents of change; the economical, ecological and technological. This involves 

recognising that social changes, such as empowerment, occur within complex adaptive 

systems that limit the way individual agents can operate. 

People and groups who are oppressed may have ‘little sense of their self efficacy in 

overcoming adversity’ (Wormer 2004, p125). Wormer contrasts disempowerment, which 

she defines in value terms as related to disrespect and questioning of competence and 

capability, with empowerment, which is a feeling that people are being supporting in their 

actions. The result of empowerment is ‘a boost in one’s sense of personal power’ (Wormer 

2004, p125). 

Transformation occurs through a process of exposure to others, reflection on self and 

consciousness-raising (Chiu 2003). The effect of this process is to raise awareness of 

oppression. In terms of the hidden nature civilized oppression this is a difficult task, where 

the oppressed and the agent of oppression may not recognise their roles (Harvey 2010). 

One method consciousness-raising can occur is through education. This can be both formal 

and informal (see Figure 3:3); Harvey (2010) views this measure as being the first stage of 

resistance. 
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Figure 3:3: The first stage of resistance (Harvey 2010) 

For Harvey (2010) the informal route offers an opportunity to better appreciate less 

obvious forms of oppression. The impact of the victim, articulating, reflecting, thinking and 

sharing leads to a deeper understanding, both for the oppressed and the privileged. 

However, this source is ‘untapped’; Harvey considers it to be neglected as a route to 

understanding because it requires effort and investment, particularly on the part of the 

privileged. This oversight is another way that the oppressed are constrained. 

3.6.1.1 Transformation through group action 

Effecting transformation and raising consciousness through self-reflection is a difficult and 

challenging process, whereas working with others can be a powerful tool. Indeed, Sadan 

(2004) claims that the group is: 

‘…the perfect environment for consciousness raising, for mutual help, for developing 
social skills, for exercising problem-solving and for experiencing inter=personal 
influence’  

(Sadan 2004, p81) 

Groups suit empowerment activities because an individual is supported by a ‘collective-
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organizational structure’ (Sadan 2004, p82), consisting of a peer group working together to 

solve problems. This is a reciprocal arrangement, as the individual collaborates with others, 

not only are they empowering themselves they are engaging in ‘mutual empowerment’ 

producing transformation in other members as well. Group participants who experience 

mutual empowerment have been found to derive more pleasure and satisfaction from 

participation in the group than those who or who receive or provide help only (Zimmerman 

and Rappaport 1988). 

3.6.2 Engagement in the problem –solving process through participation 

The key to transformation is engagement in the problem-solving process (Solomon 1976, 

Dalrymple and Burke 2006, Wormer 2004). The problem that has to be solved is reducing: 

‘…the powerlessness that has been created by negative valuations based on 
membership of a stigmatized group’  

(Solomon 1976, p19) 

And Wormer (2004) identifies consciousness-raising as a means by which people are made 

aware of the way they are oppressed. Sadan (2004) calls this acquiring ‘critical 

consciousness’ and extends the concept to include acquisition of greater understanding of 

cultural, social and political conditions that influence their life and an increase in the ability 

to do something about these conditions. This can be achieved by examination of their 

‘personal experiences of oppression’ (Dalrymple and Burke 2006). 

Dalrymple & Burke (2006) developed a model that maps the journey that from personal 

awareness to political action that they believe encapsulates the process of empowerment 

(Figure 3:4). This is a dynamic model, and each level is meant to continually interact with 

each other, because, changes at one level alter the state of the other levels. 



70 

 

 

Figure 3:4: The Process of Empowerment (Dalrymple and Burke 2006, Fig 5.1) 

3.6.2.1 Level of feeling 

This model pulls together several ideas about the transformative process of empowerment 

and also sets conditions for helpers that need to be in place for empowerment to occur. 

Dalrymple and Burke (2006) clearly see empowerment as a collaborative process between 

the oppressed and their helpers and are considering it through the lens of social care and 

the law. This perspective does not detract from the idea that the individual’s feelings of 

being either powerless or empowered is at the heart of the process of transformation. The 

level of feeling in this model encapsulates the experiences of the powerless, it is where 

personal narrative or biography can be used to explain and identify issues. 

Dalrymple and Burke (2006) assert that enabling individuals to talk about their experiences 

of oppression has been a powerful method of consciousness-raising among black women 

and that this has led to greater control of their lives. This process involves being actively 

listened to, perhaps for the first time, and having one’s voiced ideas tested and scrutinised 

in a supportive manner that allows the individual to critically reflect and appraise their life. 

The effect of developing a revelatory critical dialogue (Freire, 1996) that encourages the 

articulation and sharing of issues initially leads to a valuing of self, which is recognised as 
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being enabling of itself, and eventually to a rejection of the systems that directly oppress or 

support oppression. 

3.6.2.2 Level of ideas 

As this occurs individuals develop ideas (Dalrymple and Burke 2006). Self-identify, self-

knowledge, self-actualisation and self-definition are examples of ideas that generate self-

respect and reduce self-blame. In gaining this knowledge a consciousness develops about 

what has led the individual to experience these feelings in terms of existing power 

structures and relations. This new knowledge and skills are the tools of empowerment. Not 

the structures of care such as organisation and delivery but the ability of individuals to 

assert control over their health (Jones and Meleis 1993). 

3.6.2.3 Level of actions 

Increasing awareness of oppression and changes in consciousness generate demands to 

improve one’s situation. This demand can take place through the use of new language that 

articulates a desire to have more power and control over one’s life. It also can lead to 

political and social action by individuals or groups, although this is often limited at an 

individual level. Indeed, Dalrymple & Burke (2006) identify that this stage requires 

collaboration between helpers and the powerless in order to effect changes in oppressive 

systems which adversely affect users. In particular helpers should aim to effect 

organisational change to facilitate fairer access and practice. They are working in the field 

of social work and the law, but similar calls have been made about other spheres of health. 

Jones & Meleis (1993) point out that in order to achieve health, a professed goal of nursing, 

nurses must, and should, influence social policies, in order to move from a disease 

management orientation towards an empowering health system of care. In such a system 

carers must act as ‘facilitator and resource person’ (Jones and Meleis 1993, p8): 

‘Empowerment, in both individuals and groups, links people with resources. 
However, where there is a dearth of resources, nurses cannot facilitate access 
unless they also participate in creating the needed resources.’  

(Jones and Meleis 1993, p8) 
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3.7 Summary 

Reason (1994) acknowledged the many barriers that block empowerment and he listed 

these challenges as: 

‘the limitations of our skill, …the rigidities of our own and others’ behaviour 
patterns, …the other pressing demands on our limited time, the hostility or 
indifference of our organizational contexts’ 

(Reason 1994, p3) 

He acknowledged that participation is difficult to practice ‘genuinely’ yet noted that a 

participatory approach intuitively feels right when dealing with issues of empowerment 

and that although ‘difficult it is certainly not too difficult to do’ (Reason 1994, p3). For him 

the challenge of participatory practice is to get it right.  

This chapter offers an overview of empowerment theory and considers how it is applied to 

the domain of health. In so doing I have identified some flaws in current approaches to 

health empowerment. These are related to power structures and they focus upon 

producing an acceptance of a situation rather than encouraging patients/users/clients to 

engage in critical thinking. This is not empowerment; empowerment is a politically laden 

concept that refers to social consciousness, awareness and choosing whether or not to act.  

Following this critique I considered some of the barriers to empowerment and identified 

how participative approaches can facilitate a discourse based around narrative and the 

nature of relationships. Following a discussion on the nature of empowerment as 

transformation or transition I identified likely outcomes that may occur through adopting 

an emancipatory approach before considering a problem-solving participatory approach to 

empowerment. 

In this chapter, I have identified the key processes that lead to empowerment. I consider 

these to be, an appraisal of the power in a relationship, collaboration with others and 

consciousness-raising. Often in health empowerment, health professionals have acted to 

provide skills and have sought to improve the conditions for people but have neglected to 

address these three salient points. These issues have influenced the design of my study, in 

which I intend to: 
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1. Address issues of power through the discourse that arises among participants in this 

study and through using reflexivity to acknowledging my position and influence in 

the groups. 

2. Use PAR processes as means of fostering collaboration with others. 

3. Identify consciousness-raising among participants in the findings and offer an 

honest interpretation of this in my discussion. 
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4 Method 

4.1 Introduction 

I have chosen to engage with people who have pain in a participatory action research 

project and to write up the process of the engagement in this thesis as part of the 

requirement for a higher degree. As Herr and Anderson (2005a, p267) have noted this 

creates tension between the need to be true to the principles of PAR and the requirement 

to produce a sufficiently robust academic body of work that satisfies the quality control 

measures of the awarding higher education institute. In this study, where participants have 

a health need and are recruited through healthcare providers, further constraints are 

applied as adherence to robust ethical and risk review processes which are necessary in 

order to ensure participants are properly protected. 

In the first part of this chapter I describe the methods I adopted in order to negotiate 

access to participants and initiate PAR groups. The process of gaining approval from the 

NHS and the University of Glamorgan’s Faculty of Health Sports and Science Ethics 

Committee and approval from a local Health Board’s Risk Review committee is presented 

and ethical issues of significance to the project are discussed. I describe the study 

participants and the process of how they were invited to participate. A description of the 

learning community and an overview of data collection methods are also provided. In the 

second the way this data has been analysed and the relationship between data analysis and 

the generation of knowledge is evaluated and an account of the ways I have adopted to 

discuss this in the findings chapter is explained. 

4.2 Ethical approval 

Ethical approval for the current study protocol was obtained from the South East Wales 

Research Ethics Committee, in May 2010 (REC reference 10/WSE04/24). This study was 

also approved by the Research Risk Review Group at Cwm Taf Health Board (Reference No. 

CT/043/09/10), the Faculty of Health Sports and Science Research Ethics Subgroup and the 

Research Progression Board at the University of Glamorgan (Reference No. FESG 08/20). 
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4.2.1 Confidentiality 

I undertook to maintain confidentiality within the requirements of the South Wales REC 

and following guidance issued by the University Research Office on data protection and 

confidentiality. Personal data in the form of names and addresses for correspondence as 

well as emails, returned expression of interest forms, copies of correspondence and 

consent forms were kept in a locked cupboard in the University when not in use. Data 

obtained from notes diaries and action plans completed by the participants including direct 

quotations and memos and field notes completed by the researcher were anonymised 

during data analysis. Non-anonymised data was also securely stored. Any digital 

information is stored on a secure University computer, which only I have access to, advice 

was taken from the University of Glamorgan information systems department and a 

suitable encryption programme was used to protect personal data. None of the research 

team had access to the participants’ medical notes. 

4.2.2 Intra-group confidentiality 

In PAR, participants become part of the research team within their particular group. In 

order to maintain confidentiality, a condition of participation in the study was that 

participants agreed not to disclose confidential information to people who were not group 

members or members of the research team. This confidentiality was confirmed by each 

learning community and included in ground rules in the initial meetings. As a member of 

the learning community I also abided by these rules with the proviso that I was able to use 

material and information about participants for the purposes of data analysis and thesis 

write-up according to the following principles: 

1. I regarded any data produced by participants as their property and I negotiated 

agreement to share this information with myself, and other participants, and to use 

in this thesis write-up during an on-going consent process. 

2. Those materials I generated, such as, research memos, I considered to belong to 

me and these were shared with participants, both as part of the learning process 

and as part of the process of member checking and ensuring democratic and 

process validity. Where participants noted errors in my work, these were amended 

and if they objected to material being used this was omitted from data analysis. 

3. Participants were informed about what information would be utilised. 

4. Participants were asked to respect the confidentiality of group members when 

producing and disposing of this material. 
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5. Participants chose their own pseudonyms, which I used throughout the thesis 

write-up. 

With regard to participants selecting their pseudonyms, this is not tokenism. Grinyer (2002) 

in her discussion on the ethical problems associated with naming or renaming participants 

in order to ensure anonymity identified her discomfort with using her position as a 

researcher to selecting pseudonyms for her research participants. In her work, she utilised 

participants’ real names, with their consent, and found that when she did this participants 

related how they felt that they owned the research and were proud to be associated with 

their statements in her published work. In this current study, I was not permitted to use 

participants’ real names because of instructions from ethics committees. However, like 

Grinyer (2002) I also felt uncomfortable with just assigning names to participants. For me 

this is not just a question of ownership, it is also a matter of power. Guenther (2009) 

describes how the act of naming is an overt demonstration of power involving the assertion 

of authority and an act of control: ‘Parents naming children, conquerors naming new lands, 

and organisations naming themselves’ (Guenther 2009, p412). This is particularly pertinent 

to a participatory action research study so I decided to hand the power of naming over to 

the participants. In this way the participants could choose a name that was meaningful to 

them even if they could not use their own. Participants often gave powerful reasons for 

selecting their chosen name31 and I have followed their instructions. 

4.3 Research Burden 

The purpose of performing PAR is to achieve transformation and emancipation (Mertens 

2008), in this case from the oppression that can be caused by chronic pain. It is asserted in 

the literature that this research methodology is designed to create social change and 

improve justice by empowering individuals to participate in improving their own situations 

(Tang and Joiner 2006). In PAR, participants are not passive subjects but become actively 

involved in the research process and this brings with it a potential research burden and the 

following issues were identified as sources of possible burden to the participants. 

  

                                                      
31

 They used the names of deceased loved ones, favourite pets, literary heroes, or the name they 
wished their parents had given them. 
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4.3.1 Challenges and discomfort 

I was aware that engaging in learning can produce both physical and psychological 

challenges and discomfort for participants. However, it was my intention to encourage a 

supportive learning community. I have a long experience of working with people in both 

acute and chronic pain, and was aware that some issues could arise that might be difficult 

for participants to contend with. Whilst learning occasionally involves dealing with 

uncomfortable issues it was not my intention to subject participants to distress and 

supportive action was taken where this was identified. Participants were informed of the 

danger of overburden and were advised to speak to myself at first if they felt that this was 

an issue. I also asked participants to evaluate any burden they felt. 

4.3.2 Commitment, time and attendance 

Participants were invited to take part in a series of meetings focused upon their pain 

problems. The design of this study involved attending meetings that last for two hours, 

every week for ten weeks. This equates to 20 hours of activity if participants attended all 

ten meetings with additional time if they acted as a reviewer and commentator. This is a 

significant commitment and was clearly explained to the participants at the time of 

consent. This was partially ameliorated by co-ordinating these meetings at a convenient 

time and day for the participants. It was anticipated that each participant would need to 

attend every meeting and fully engage in activities in order to get the most out of their 

participation. As in PAR the degree of commitment put into the learning community has a 

relationship to the amount of benefit the participant gets out of the meeting (Reason 

2002). This represents a large personal commitment and this need was emphasised in the 

participant information leaflet, at the information-giving meeting, at the time of consent 

and throughout the meetings. 

Reasons for failing to commit have been identified by Reason (2002) as: 

 Insufficient preparation 

 Action goals are not felt to be relevant to the participant 

 Over dominance by a few participants at the expense of the majority 

 Failing to interact with the community 

 Lack of inclusion in the action research process  

Reason (2002) argues that these can be managed through providing good information and 

facilitation of the community. In order to prepare myself for this I underwent training in 
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facilitation of action research run by Jenny Mackewn (2008) at the Centre for Action 

Research in Professional Practice University of Bath. 

Evaluation of attendance as a measure of commitment to the learning communities can be 

considered a measure of the feasibility of the learning community. However, full 

attendance was not achieved in any of the three learning communities. In retrospect this 

was a very heavy commitment for a participant, particularly one who has a significant 

adverse health problem. Thus although the aim was for every participant to attend at every 

session, the reality was that only one participant across three learning communities 

actually achieved this. However, data gathered from the attending participants suggests 

that there are degrees of participation and immersion, and that all seem to have some 

legitimacy for the learning community overall, although any benefit to those who dropped 

out were not possible to ascertain. Reasons for non-attendance were gathered and are 

outlined in detail in Chapter Five: The formation of learning communities and the nature of 

engagement within each community 

4.3.3 Responsibility 

Participant responsibility is a fundamental principle of PAR as it arises from the 

transformative-emancipatory paradigm that research should fully involve participants and 

have direct benefits for them (Mertens 2008). It is therefore vital for PAR to work and each 

group collaboratively developed agreed ground rules of behaviour and responsibility within 

the framework of the study. 

4.4 Support 

Participants were informed that they would continue to remain under the care of their 

general practitioner throughout the study. Provision was also made to allow intervention at 

any point in the study if concerns developed over a participant’s safety and they were 

offered the opportunity to contact independent support from a counsellor. This process 

was clearly outlined in the consent form and discussed at the information-giving meeting. 

However, this support was not required during the learning communities. 

4.4.1 On-going support 

Provision was also made to help patients obtain on-going support if required at the end of 

the study or after my involvement with the group had ended then I undertook to help the 

participants make alternative arrangements. (See Appendix 3: Participant Information 
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Sheet v3 11/05/2010). This opportunity for support was not taken up after the learning 

communities. 

Often in PAR, participants make friendships and develop new supporting relationships and 

it can be hard to say goodbye to each other. The last meeting was therefore a debriefing 

and concluding session where participants were helped to leave the study. 

4.5 Withdrawing from the research 

For researchers, informed consent implicitly means that participants have the right to 

withdraw from a study at any time. However, it is a requirement of the NHS ethics 

committee that this right is spelt out in detail in the study information pack (Appendix 3: 

Participant Information Sheet v3 11/05/2010). The South Wales REC made it a further 

requirement that agreeing participants had to acknowledge this right when signing the 

consent form (Appendix 5: Consent Form v3). Additionally potential participants were 

informed that they had the right to withdraw from the study, or choose not to participate 

at all at the information-giving meeting. In this way participants were informed that they 

could discontinue at any time and for whatever reason they wished. 

4.5.1 Withdrawal 

Withdrawal is one way that participants can demonstrate their feelings about participation 

in a study. In PAR the role of the participant is one where they should feel able to 

continually evaluate, change and negotiate their involvement as part of the democratic 

process of involvement in action research (Meyer 2000). Earlier Meyer (1993) had 

cautioned that participants may feel obliged to continue working on a project as a group 

develops despite any misgivings they may have. This was an area that I had identified as an 

issue for concern prior to commencing the study and I was conscious of the need to 

consider participants holding an obligation to the group and a desire to help me with my 

research as relationships developed as potential causes of undue coercion. In practice 

however, these did not seem to occur, dropout rates were high in all three groups. 

Although withdrawing participants were not obliged to disclose their reasons for 

withdrawal some did, this information was documented and used to inform the discussion 

on learning community formation in Chapter 6.  

As part of the consent process, participants were asked for permission to allow any 

contribution in connection with the study up to their time of withdrawal or if they have to 
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leave the study for other reasons to continue to be used confidentially for the purposes of 

the study (See point three on the consent form Appendix 5: Consent Form v3). No 

participants decided to withhold this information. 

4.6 Participants 

4.6.1 Recruitment Issues 

In the original proposal it was intended to recruit participants from a local pain clinic. 

However, following my interview for a research degree, an interview panel member 

offered access to the University’s chiropractic clinic clients. This was conditional on using 

students to recruit participants; therefore I provided training to the students, sat in on 

consultations with clients who would have been appropriate candidates and discussed 

recruitment processes with the students and their lecturers. Unfortunately, no recruits 

were obtained. On reflection it seemed to me there were several barriers to recruiting: 

1. The chiropractic students seemed reluctant to recruit clients to a study because: 

 They were not actively involved in the study 

 They did not understand or agree with the participative nature of the study 

 They needed to involve their clients in their own project work and case evaluations 

in order to pass assessments. In my observations there was a lot of competition for 

clients among the students in order to meet the demands of the assessment 

process. The reality was my study was another source of competition. 

2. The chiropractor students made decisions to not approach their clients about the 

study without actual discussion with the clients themselves. Reasons for this are 

detailed below in Figure 4:1. 

‘...they were not the right sort to take part in it’ 

‘...they’re only really seeking a cure, not to learn to 
cope’ 

‘...it’s not suitable for them’ 

‘I don’t really feel comfortable discussing this with 
my clients’ 

‘I can’t see how it will help them’ 

Figure 4:1 Reasons given for not recruiting participants 
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3. It may also be that clients of a chiropractic clinic were not motivated to attend this 

type of study because of some character of their personality or the timing of their 

condition. They may well be motivated towards curative interventions rather than 

seeking a deeper understanding of their condition (Brown et al. 2010). A few 

studies have suggested that motivations for attending chiropractic clinics differ 

from attending physician led clinics (Hartvigsen et al. 2002) and the chiropractic 

patient characteristics may differ from the normal population (Gaumer and 

Gemmen 2006). 

4. Chiropractic treatments are perceived as offering a biomechanical explanation of 

chronic low back pain by patients, (Brown et al. 2010) such perceptions may 

influence patient choice, as evidence suggests that some patients prefer 

explanations of their chronic pain that focus upon pathophysiology, biomechanical 

disruption and self management (Brown 2004, Holloway et al. 2007) and disregard 

explanations that have a psychological or social basis for their pain (May et al. 

2000). There is evidence that chiropractors, whilst acknowledging psychosocial 

aspect of pain, do not have the inclination to pursue this aspect of pain and rarely 

incorporate it into clinical discussions with patients (Haanstra and Miller 2011) 

which may further reinforce these beliefs among chiropractic patients making them 

resistant to recruitment in a study that focused so strongly upon social aspects of 

pain. 

The protocol was amended to allow recruitment from the general public, following 

advertisements in local paper on the University webpage and meeting with local support 

groups, three participants were recruited, using this strategy.32 

Two further avenues of recruitment were explored, a GP practice and a NHS Pain Clinic at a 

Local Health Board. Both were enthusiastic about the study but in order to produce a viable 

design further change was required to the proposal. The Faculty Ethics Committee and the 

Local Health Board approved a revised application. This also required an application to the 

South East Wales Research Ethics Committee (REC). 

  

                                                      
32

 Only one, Sasha eventually participated in LC1 
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4.6.2 Participant selection 

The criteria for inclusion and exclusion of potential participants were drawn up in 

agreement with the clinical collaborators, the ethics committees of the University of 

Glamorgan and South East Wales REC and Cwm Taf Health Board’s Risk Review Group. 

These criteria are can be seen in Appendix 6: Inclusion and Exclusion Criteria. Potential 

participants who met these criteria for were identified by clinicians at a pain clinic located 

in South Wales or from a general practice in, a town in the South Wales valleys, and 

recruited by them via letter of invitation (See Appendix 1: Example of Invitation Letter) to 

an information-giving meeting (see Figure 4:2). 

 

Figure 4:2: Flowchart depicting recruitment and participant activity
33  

                                                      
33

 An outline schedule produced for the South Wales REC can be seen in Appendix 4: Outline 
Schedule for LREC 
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4.6.3 The Information-giving meeting 

The information-giving meeting was a negotiation with potential participants. It involved 

reading through the information sheet, answering questions about the nature of the 

meeting and informing them what they could expect from attending. It recognised their 

expertise in living with their pain and emphasised the participative nature of the meeting 

including their responsibility to the group if they agreed to take part. It also explained that 

this was not a pain reducing intervention. This ensured that people were able to make a 

more informed choice about participation than if they had received study information in 

the post. 

From a PAR perspective this process of negotiation was the beginning of a dialogue with 

future participants, that is, those attendees who agreed to become participants. Honesty 

and openness was essential. I had to tell the attendants that I had no firm idea as to what 

would happen; that I too was a novice in this form of working together and that we would 

be collaborating on issues that mattered to them and not ones that I had chosen 

beforehand. I could not assure them that that they would benefit from taking part. In doing 

so I hoped that those who did decide to proceed would be true participants as they would 

be meeting two of Ife’s (2002) essential conditions; they feel it is important to them and 

they feel that their action will make a difference. I also hoped that they would recognise 

that they had considerable expertise they could bring to the group and as Eldh et al. (2006) 

claimed, that this had value in its own right and needed to be acknowledged for 

participation to be meaningful. This all fitted into the process of creating partnership 

between potential participants and myself. According to Dick (Dick 1993) accurate 

information, in this case about what to expect, can improve the quality of the partnership 

and improves the likelihood of increasing commitment to any changes that emerge from 

the research. 

This approach is also in line with evidence that better understanding is achieved when 

participants receive information directly from a researcher and have an opportunity to seek 

clarification through asking questions, rather than through just reading an information 

sheet (Falagas et al. 2009). It is also a method that is used extensively in mental health 

research (Richards 2009) and was adopted as a means of resolving recruiting issues that 

arose from the earlier research design. Participants were then consented and following a 

two-week cooling-off period the first meeting commenced. 
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4.6.4 Participants in the first learning community 

In order to recruit participants to the first learning community twenty-five letters were sent 

out from the NHS pain clinic to potential participants identified by the clinical nurse 

specialist who manages the pain service using the selection criteria. Within one month 

seventeen people had expressed an interest in attending an information-giving meeting. I 

made arrangements to hold the information-giving meeting and fourteen people attended. 

Two were unable to attend because of holidays, three others who expressed an interest did 

not attend and one of the participants recruited by advert attended34. Additionally another 

attendee brought a friend who had chronic pain to the meeting35.  

During this meeting it was clear that three attendees were not interested in taking further 

part, there was some scepticism expressed by another two but nine were very interested 

and three in particular seemed very keen. One of these actively engaged in persuading the 

sceptical attendees to attend. A date and time was arranged, seven participants signed a 

consent form at the meeting and another three returned theirs by post. 

4.6.5 Participants in the second learning community 

A similar process was followed to generate recruits for the second learning community. 

Nineteen potential participants were invited to attend an information-giving meeting, 

eleven expressed an interest in attending a meeting and seven attended the meeting. Of 

these five agreed to take part. On the day of the first meeting, only three participants 

attended. The next two meetings only two attended, who were a couple, this made a group 

dynamic impossible to generate and it was mutually agreed to stop the learning 

community. 

4.6.6 Participants in the third learning community 

The third learning community recruited participants from a general practice surgery. 

Recruitment for this learning community differed in that the patient’s records were used to 

identify potential recruits from the general practice population of approximately 12 350 

patients, rather than screening by a clinician in the pain clinic. This approach was adopted 

because patients attending a pain clinic will, by their very reason for being there have 

chronic pain, whereas patients at a general practice are not so easy identified, despite 

chronic pain being a common problem (See Chapter 2 Section 2.3). This was a difficult 

                                                      
34

 Sasha 
35

 Candi brought Sophie (See Appendix 6: Participants in the first learning community (LC1) 
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process because although there is a DSM –IV diagnostic label of Pain Disorder36 which can 

be sub-categorised as chronic (Fröhlich et al. 2006) this was not used at the practice and 

chronic pain was not otherwise assigned a disease label in the general practice records. 

Through using evidence from repeat prescriptions, medical history, referrals to specialist 

services and application of the study participant selection criteria as keyword search terms 

in the general practice patient database the practice manager and one of the general 

practitioners identified 74 potential applicants. Letters were sent to all these candidates 

and twenty-five expressed an interest in taking part in the study, subsequently seventeen 

attended an information-giving meeting at the general practice (see Table 4:1). 

Size of practice Approximately 
12,350 

patients 

% of practice 
patients 

Number prescribed analgesia at least once 
in past 6/12 

Approx. 8 150 66.99% 

Regular prescription of simple analgesics 
past 12/1237  

4512 36.54% 

Omitting those on just paracetamol 1878 15.26% 

After application of very strict criteria for 
chronic pain38 and study 

inclusion/exclusion criteria39  

78 0.63% 

Excluding those over 80 years old40 74 0.63% 

Returned letters of interest  25 0.20% 

Returned refusals 5 0.04% 

More information required 3 0.02% 

Attend information-giving meeting 17 0.13% 
Table 4:1 Criteria for selecting participants for the third learning community 

  

                                                      
36

 The codes are 307.80 Pain Disorder associated with psychological factors & 307.89 Pain disorder 
associated with psychological factors and a general medical condition & a differential diagnosis Pain 
disorder associated with a general medical condition 
37

 This included paracetamol based prescriptions, such as: paracetamol, co-codamol 8/500 & 30/500. 
As an aside this was the most commonly prescribed group of drugs at the practice. 
38

 Including prescriptions for a strong opioid, such as morphine or tramadol or an adjunctive 
analgesic such as gabapentin or pregabalin; referral to a Pain clinic, orthopaedics or rheumatology; 
referral to physiotherapist or the enhanced practitioner physiotherapist 
39

 See Appendix 6: Inclusion and Exclusion Criteria 
40

 Although no upper age limit was set in the accepted research proposal criteria a limit of 80 years 
old was imposed by the general practice 
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4.6.7 Learning Communities 

Eraut (2002) defines a ‘learning community’ as one that provides an equal opportunity for 

shared learning through mutually supporting interactions. The learning community was 

used as the means to encourage participants to work together in order to explore their 

pain with the aim of improving understanding and their ability to manage their pain. To 

achieve this, participants were invited to take part in a series of peer active group sessions 

focused upon their pain problems which provided opportunities for social comparison (de 

Bruin et al. 2007). An outline structure of these discussions was developed prior to 

implementation of the study at the request of the South Wales REC (see Figure 4:2 and 

Appendix 4: Outline Schedule for LREC). However, this structure was intended for 

illustrative purposes only because the nature of PAR means that such a rigid structure 

rarely happens in practice (Heron 1996, Reason 2006).  

PAR involves repeating episodes of reflection and action by a group of peers until problems 

of importance to them are solved (Lovering 2006). This may mean that the action research 

reaches a natural conclusion and all problems are solved, but this was unlikely with a group 

of participants who have chronic pain. Therefore for the purposes of the research and also 

for the participant’s benefit there had to be an end. Reason (2002) suggests that six action 

cycles should be required in order to produce sufficient variety of experience and reflection 

to reach a meaningful understanding. Additionally in participatory research it is the aim of 

the researcher to become a part of the community (Gibson and Brown 2009). This: 

‘enables the researcher to see what it feels like to do such and such, to understand 
the experiences of the participants, and to get close to the meanings that 
participants give to their activities’  

(Gibson and Brown 2009, p102) 

Gaining an ‘insider perspective’ requires time and repeated interaction, for this reason a 

series of group meetings, rather than one off focus groups or face to face interviews is the 

best way to obtain meaningful participatory data. 

To accommodate these requirements, each learning community met ten times. These 

meetings took place once a week with each meeting lasting for two hours. The intention 

was that this would achieve a learning community but would not over strain the 

participants. 

As well as collaborating on problem solving, participants were encouraged to take notes 

and share these, make action plans and implement these plans and record progress on 
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these plans these notes and action plans formed part of the data for the study. 

4.7 Research Setting 

The learning communities took place in two venues in the local community: A classroom at 

the School of Care Sciences on the Glyntaf Campus at the University of Glamorgan41 and a 

meeting room at the medical practice42. 

A part of the negotiation with participants at the information-giving meeting involved 

deciding what time and when to meet. It was anticipated that these would be in the 

afternoon or early evening, in practice this was early evening, between 7 pm and 9 pm at 

the University of Glamorgan and between 6 pm and 8 pm at the General Practice. 

4.8 Data Collection 

The learning community was the means by which participants began to discuss their 

everyday life. These experiences were bounded in this study by the theme of chronic pain, 

although other topics arose and were discussed. Just as in Cahill’s (2007, p184) study ‘our 

‘data’ were the research team’s everyday life experiences of their community’. This data 

was documented in the form of several sources as listed below:  

 Written material generated by participants in the form of a learning diary, action 

plans, results of group activities and responses to my memos (see below).  

 Participant peer and self-observations on the degree and quality of participation by 

group members. 

 My observations of participation and informal feedback documented by me at the 

time they occurred in research notes and memos. 

 A research diary of each learning community meeting that chronicled events and 

documented the processes within each learning community. In this diary I also kept 

track of the various decisions made and included observations on participant 

behaviour and a review of each meeting. This provides source material for an 

account of what has worked and hasn’t worked including, barriers encountered 

and problems solved in terms of the facilitation of the learning community 

 I also wrote on-going weekly analytical memos after each meeting that initially 

summed up ideas and regularly reviewed and developed ideas as material are 

                                                      
41

 LC1 &LC2 
42

 LC3 
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reviewed (Hammersley and Atkinson 2007). These were fed back to participants 

during the learning community in the form of minutes and excerpts of dialogue 

that I had caught as part of the process of ensuring democratic and process validity 

and as part of a member check. 

These are recognised as standard ways of recording participant activity in action research 

(McNiff and Whitehead 2006) and also in ethnographic research (Hammersley and 

Atkinson 2007). 

4.9 Learning Community Facilitation 

Much is made in the literature on techniques for facilitating participation in PAR, 

Greenwood and Levin (2007) insist that the good action researcher ‘must develop good 

action research skills and have an understanding of group processes’ (Greenwood and Levin 

2007, p214). In addition to experience as a tutor, training in research methods and writing, 

the researcher had undergone training in facilitating action research groups (please see 

Appendix 8: Training and Education in Support of the Study). However, in PAR, the 

researcher is also a collaborator in the inquiry process and must guard against unduly 

influencing participants (Silverman 2001).  

4.10 Data Analysis 

4.10.1 Interpretation of data 

Participatory Action research has links with feminist and Marxist theory as well as Critical 

Social Science as such it takes a humanistic view of nature and relies upon the ‘meanings 

and interpretations of participants’ to build an understanding of theory (Meyer 1993, 

p1067). The interpretation of data derived from a PAR study should be concerned with the 

value the study has for the participants, this involves the development of knowledge 

through an iterative process of action cycling that leads to consciousness raising, 

considering the position of the researcher and also whether the study meets the quality 

criteria described in the section on validity below. 

4.10.2 The ‘intend–act–review cycle’ 

In PAR the purpose of data analysis is to expose the iterative processes of action cycling. 

Dick (1993, p16) describes this as an ‘intend–act–review cycle’, a process that commences 

as soon as data collection starts. It is anticipated that this data analysis will inform a 
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narrative that explains the process of the participants’ transformation. In this study, as 

memos were written and material gathered was largely text-based, the qualitative 

software package NVivo 9 was used to assist in data analysis. Flip charts and hand written 

materials were scanned and treated as digital images although I transcribed the text for 

coding purposes (Bazeley 2007). This data was uploaded onto NVivo during the learning 

communities. In writing up my notes as minutes of each meeting, and in coding the data 

from different sources I became immersed in the data and began to pull ideas together. 

This early stages of analysis generates a ‘fuzzy idea’ (Dick 1993), the aim is then to 

challenge initial concepts through repeated revisiting as new data is gathered, continually 

refining the emerging interpretation until an appropriate conclusion is reached which: 

 Considers the nature of the social systems involved and 

 The needs and desires of the participants if participation is to be successful 

This can mean that questions and methods are also revised (Dick 1993) as ‘the outcomes of 

the research are in the lives of yourself and others’ (McNiff et al. 2003, p70) Meaning that if 

the participants consider their lives to be ‘better’, and the medium for improvement is 

action cycling then the research may be evaluated as worthwhile. A fundamental aspect of 

PAR is that the notion of improvement or otherwise; of ‘better’ or any other value 

identified by the participants is in the hands of the participants. 

4.10.3 The data analysis process 

The analysis must provide evidence of the development of dialectic between the different 

participants, demonstrating the process of negotiation over time, through repeated cycles 

that demonstrate a coming together of ideas and also a consideration of alternative 

interpretations (Cahill 2007) (See Figure 4:3).  
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Figure 4:3 Data Analysis: Action Cycling 

In order to demonstrate democratic and process validity and that the account is verifiable it 

is best evidenced from a variety of sources (Dick 1993) and as many participants as possible 

over as many action cycles as possible (Herr and Anderson 2005a). 

Ideally participants should take part in this coding process if true democratic validity is 

held, this was difficult in this study as I did not have the resources to arrange for 

participants to be trained in using the software and I did not have the time or skills to train 

the participants up myself. This was a challenge to democratic validity because in 

participatory research coding has political consequences (Cahill 2007), it can be an 

opportunity to share the power of developing and owning the knowledge generated by the 

participants, conversely as the ‘researcher’ I ran the danger of usurping the power of the 

collective. In order to share my ideas that I had developed about the data using NVivo with 

participants I produced a rough coding table by week five that I shared with them. This was 

a focal point for discussion on that week and during later meetings participants referred 

back to this code. Some participants questioned the codes I had used (See Chapter Six, 

Section 6.4 and Chapter Seven, Section 7.4.4) and this discussion generated refinements 

and reordered some codes. After the last session was added to NVivo I produced a 

summary code that was distributed with the final record to all participants. Participants 
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were invited to respond and amend this coding. 

The purpose of data analysis in PAR is to present evidence of action cycles in a manner that 

evaluates whether or not emancipation has occurred. This involves making a ‘temporal 

analysis’ not a conventional content analysis, considering the presented material in terms 

of when and where it occurred, and who was present (McNiff et al. 2003). In this study this 

is achieved by using information either gathered by participants from different learning 

communities or by more than one informant from one particular learning community and 

not just the researcher’s notes. Information gained from these differing sources is 

compared with each other in the hope of producing a deeper account of events. 

4.10.4 Knowledge Generation 

The ‘intend–act–review’ action cycle involves the generation of new forms of knowledge by 

participants (see Figure 4:4) (Reason 2002). 

 

Figure 4:4: Knowledge Generation in PAR 

Firstly, participants reflect upon their knowledge of the community they live in and the 

practice of living in this community. In this study it involves reflecting upon the experience 

of living with chronic pain alongside their families and friends and the health professionals 

who they come into contact with. This phase involves sharing ideas and agreeing common 

issues, this is propositional knowing (Reason and Bradbury 2006). 

Next participants devise and attempt to implement actions in their lives and in doing so 

they gain experiences or practical knowing, for example they may acquire new physical or 

interpersonal skills. As participants act they begin to reflect upon the experience of trying 

to change their practice and they begin a process of evaluation of their experiences. These 



92 

 

experiences and their consequences often generate profound new feelings and levels of 

awareness. This is known as experiential knowing (Reason and Bradbury 2006). 

This stage should involve some means of recording the experience; for example within the 

first learning community this was achieved through self observation as reciprocal 

observation was impractical, some participants recorded these observations in their 

diaries, but this was spontaneously done and not a planned occurrence. These experiences 

were usually reported back to the learning community at the next meeting. 

In the review phase, participants appraise the previous intention and action stages. In 

doing this they reflect upon their choices and experiences and attempt to make sense of 

these. This involves presentational knowing where they relate these events to the other 

participants. Like the first phase this involves reflection, and subsequently participants 

refine the initial proposition or choose new ideas to act upon. This process repeats itself 

and generates deeper understanding and knowledge about the world at each cycle. In 

reality the process is complex (Reason 1988). Within the study it is important to identify 

that action cycling is occurring. In the first and third learning communities there is evidence 

of this process although the actions were more individual in nature than collective. 

4.11 Summary 

In this chapter I have described the study design and the method used to facilitate the 

conditions for PAR among groups of people who have chronic pain in learning 

communities. This design reflects the tension between the need to be true to a 

participatory practice and the need to meet the requirement for academic work as part of a 

higher degree that requires institutional approval, from a University, an NHS ethics 

committee and a Health Board. Methodologically this is problematic as I cannot claim that 

this study is ‘pure participatory action research’ (Herr and Anderson 2005c). 

To satisfy these requirements I have I addressed the ethical requirements of this study in 

order to obtain ethical approval, these principles are keeping with the requirement to be 

honest with potential participants to a participatory study which places a considerable 

burden on it participants. I have detailed the recruitment processes, and have explained 

the process of achieving access to participants. I have also defined the nature and scope of 

learning communities used in this study  

In the following chapters I present the main findings from this study and discuss their 

implication. These findings can be separated into what Dick (1993) terms methodological 
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findings and system findings. For the former I present an appraisal of the use of PAR with 

people in chronic pain with evidence on the use of learning communities as means to 

engage with people who have chronic pain in Chapter Five. In doing so I provide evidence 

for a discussion around the authenticity of PAR and the validity of the discourse that arose. 

In terms of methodological findings this will provide an account of; how the learning 

communities formed, how methodological problems arose and were dealt with, the nature 

of participation and how the participants felt about taking part in a learning community. 

System findings refer to findings that demonstrate that change or transformation occurred 

as a result of using PAR with learning communities. In Chapter Six I have termed these 

‘Action Cycles’ and I have identified three action cycles that occurred in two of the learning 

communities Learning Communities One (LC1) and Three (LC3). Evidence for the main 

propositions for these three action cycles that arose from discourses is provided. One of 

these ‘communicating with health professionals and others’ occurred in both learning 

whilst the others occurred in one learning community only. The action cycle ‘accepting the 

need to make adjustments’ occurred in LC1 and the other ‘accepting pain and disability’ 

occurred in LC3. This includes a discussion of these finding in terms of the transformative 

process and the development of critical consciousness or ‘conscientisation’ among 

participants for each action cycle that is sought in PAR. These findings are compared to the 

existing literature in order to demonstrate that the propositions developed among 

participants are reasonable and to identify any similarities or differences between their 

knowledge and the propositions developed by others. 

In Chapter Seven a reflexive account of the process of performing PAR with these 

communities is then provided which examines my position and the influences of this study 

on my beliefs about chronic pain. It also provides a discussion on the quality or validity of 

the research process. Finally in chapter eight an overarching account of the emancipatory-

transformative process in terms of living with chronic pain which ties the discourses that 

arose in the two fully formed learning communities together and offers an explanation of 

what happens to people who live with chronic pain in terms of empowerment and 

oppression. 
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5 The formation of learning communities and the 

nature of engagement within each community 

5.1 Introduction 

The purpose of this inquiry was to conduct participatory action research with people who 

have chronic pain and explore the value of using collaborative learning communities as a 

tool for transformation and empowerment. This PAR study is based on the premise that 

transformation can occur through meeting, communicating and cooperating with similar 

others, and in this process develop a discourse that allows participants to raise their 

consciousness of the situation and choose to act on this altered perception (Tang and 

Joiner 2006) (see Chapter 4: Section 4.3 ‘Research Burden’). The overarching findings from 

this study are that: 

1. Participatory Action Research is a valid way to engage with people in pain 

2. In both learning communities an Action Cycle: Communication with health 

professionals and others occurred 

3. In LC1 an Action Cycle: Accepting the need to make adjustments occurred 

4. In LC3 an Action Cycle: Accepting pain and disability occurred 

This chapter presents the findings that PAR is a suitable way of to engage with people in 

pain. Here an account of how the learning communities formed and an explanation as to 

why two were sustainable for the duration of the study is provided. This is justified, as 

Kemmis and McTaggart (2000, p595) hold the view that ‘participatory action research is 

best conceptualised in collaborative terms’ and emphasised the social process involved 

between participation. This built upon earlier principles established by McTaggart in his ’16 

Tenets for Participatory Research’ (McTaggart 1989) among which was the need to 

establish the ‘authentic participation’ upon which PAR was contingent. It is therefore 

necessary to demonstrate the conditions under which collaborative learning communities 

formed. This includes an explanation of; why potential participants decided to take part or 

not to take part in the study and the impact of these decisions on other participants. As it is 

recognised that one of the challenges faced by PAR is ’determining who is the community or 

actual participants of the research’ (Burgess 2006, p429) this is part of the appraisal of 

validity required in PAR. A discussion on the nature of engagement is then considered and 

the idea of peripheral participation explored from the perspective of those who considered 
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themselves fully engaged with the learning communities. 

5.2 Development of the learning communities 

In this section I explore in detail how the two extant learning communities, LC1 and LC3 

developed. The learning community is essential to the process of consciousness-raising in 

this PAR study. Freire (Freire 1996) refers to the process of developing partnership as 

‘acompañamiento’. An account of this process is therefore required, in order to 

demonstrate the degree of collaboration that occurred. When conducting a mutually 

supporting and interacting inquiry with a collaborative group, two distinct approaches can 

be taken (Heron 1996). The first is highly structured, or as Heron states, ‘Apollonian’ in 

nature (Heron 1996) this is ‘more rational, linear, systematic controlling and explicit’ (Heron 

1996, p45). Such an approach is used in conventional action research projects, ones that 

are less participatory in terms of organisation and require a sequence of structured action 

plans to which participants’ responses can be measured. An opposing position to adopt, 

and one that emerged within the learning communities in the current study, was an 

approach that embraced a looser structure, even to such fundamentals as learning 

community attendance and participants keeping a research diary. Such an approach is 

classified by Heron as ‘Dionysian Inquiry’ and is characterised by a ‘more imaginal, 

spiralling, diffuse, impromptu and tacit approach’ (Heron 1996, p46).  

Adopting a ‘Dionysian’ framework is a ‘messy’ approach (Cook 1998), shaped by who was 

present or absent and experiencing and recounting life that have significance in 

participants’ stories. Cook (2009, p279) tells us the untidiness of these ‘messy turns’ needs 

to be articulated in order to offer a ‘true and honest’ account of the research process. A 

Dionysian process is not straightforward or linear, where one sets out from point A and 

eventually arrives at point B. As dialogue developed between participants the discourse 

often moved backward, as much as moving forward, as the participants’ narratives were 

revisited and drawn out over time by the on-going interaction between each other. I 

believe this is necessary to develop relationships between each other and to make 

connections that help to raise consciousness but it makes analysis complex. 
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5.3 Reasons why people decided not to participate 

Involvement in PAR has been described as a willingness to take the risk to get involved with 

other people (Smith et al. 2010) and it is important to document the reasons why people 

participate as a means of accounting for what Minkler (2000) terms the ‘democratic 

process’ However, it is just as important to document reasons for non-engagement to fully 

demonstrate the process validity and democratic validity described in Chapter Four.  

Deciding not take part in any research is, of course a fundamental ethical right. In PAR, 

which pays particular attention to meeting the needs of those volunteers who agree to 

participate, it is especially important to attempt to give voice to those who chose not to 

participate as these decisions determine the ensuing dialectic. As the outcomes from a PAR 

study are only representative of the participants who shape the dialectic through their 

collaboration, the absence of any individual who might contribute to this influences 

process validity. Their absence, affects the scope of problems discussed and the 

relationships between participants. It also affects democratic validity as it limits the 

dialogue to those who are interested reducing the number of perspectives that are taken 

into account (Herr and Anderson 2005b) 

Reasons for not participating were difficult to ascertain in this study, as the ethics 

committee had not granted permission to follow-up those who did not sign a consent form. 

However, some non-participants volunteered reasons for their non-engagement, through 

accompanying letters or emails to the researcher or in comments written on returned 

participant response forms. Often these non-participants had requested additional 

information and this dialogue provided an opportunity to explore their reasons for non-

participation. I sought their permission to include these reasons for non-participation in a 

discussion around recruitment and feasibility of the study, fourteen non-participants 

agreed to this.  

Reluctance to discuss their problems with others in a group was an anticipated problem but 

only one non-participant raised this as a specific issue: 

‘Thinking about it now and re-reading your introductory notes, I rather feel the 
same as I did on the evening of your presentation, namely, I think I would feel 
inhibited discussing matters in a group context. I am sorry, I am fairly quiet, ‘self-
contained’ person and it’s just a feeling of reserve that I have’ 

LC2: non-participant letter to researcher 

For three non-participants their on-going physical impairment or disability was a problem. 
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One noted on his participant response form that: 

‘I have severe facial disfigurement… I’d like to take part, I think it would help but I 
can’t leave the house. I gets (sic) paranoid about people looking at me, it makes me 
angry and I’m on my downers. I don’t think I could deal with it.’ 

LC3: note at the bottom of participant response form 

For four others transport was a barrier: 

‘I would like to attend … but to come once a week over 10 weeks would be a 
problem, as at this present time I am uncomfortable driving because of my hip 
problem. Public transport is not an option either as I have difficulty with walking to 
and from destinations…’ 

LC1: note at the bottom of participant response form 

These non-participants relied heavily upon their support networks of family and friends for 

transport and they anticipated that requesting additional transport would jeopardise these 

arrangements. However, the main reason, given responding non-participants, was time 

commitment43: 

‘I am happy with it all except the time commitment! 2 hours per week for 10 weeks 
is tough for me especially because I will have to travel from X to Ponty to participate 
and home again, adding on at least another 2 hours = 4 hours per session. I am 
going to take a few days to think about that and will need to talk to my family. At 
this stage, I am certainly not saying no, but do need to seriously think about the 
practicalities of committing this amount of time alongside all my other 
responsibilities and duties! It sounds so interesting and I know I could offer loads, so 
if I can squeeze it in, I would love to!’ 

LC2: E-mail from interested non-participant 

As 125 invites were sent out for the three learning communities and only fourteen non-

participants volunteered this information these reasons are not representative. The 

literature identifies other possible reasons as unwillingness to participate in any form of 

research, reluctance to participate in a research project that does not include a new 

treatment or not being open to take part in this type of study (Trauth et al. 2000). These 

reasons were speculated upon by the participants; see Section 5.5.1 below. 

  

                                                      
43

 Interestingly in this study only one participant gave time commitment as a reason for dropout 
(Sophie in LC1) although this was in context of conflict with her working hours. See section on 
dropout below 
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5.4 The different learning communities 

The purpose of PAR is to achieve transformation and in a Freirean approach where a 

learning community is used this transformation has the potential to arise through group 

formation and through consciousness-raising. In this section data on the formation of the 

learning communities are presented as evidence that PAR is a valid way to engage with 

people in chronic pain. Within PAR the personalities of the participants determine the 

discourse and their characteristics should emerge from their own actions, interactions, 

attendance patterns, willingness to engage and mode of engagement. Providing this detail 

enables an account of democratic validity, in particularly those aspects defined by Herr and 

Anderson (2005b) as accounting for how collaboration was enacted and multiple 

perspectives and interests considered. It also allows for ‘local validity’ or the context from 

which ideas emerged to be identified.  

Out of the three learning communities that were set-up two (LC1 and LC3) were 

sustainable for the whole period of ten sessions over a ten-week period. Initial success 

depended upon recruitment. For LC2 recruitment was too low to achieve sustainability 

leading to closure at week three. Figure 5:1 below displays the number of participants 

attending each session and for each learning community.  

 

Figure 5:1 Sustainability of learning communities 

5.4.1 Participation in the first learning community (LC1) 

In LC1 ten people consented to participate but only eight actually participated, and only 

one person, out of the original ten recruits, fully attended every session. The pattern of 

attendance for each participant is displayed below in Figure 5:2. In order to demonstrate 

authenticity a brief description of each participant, using where possible their own words 

or failing this words of other participants or those derived from my notes is provided in 

Appendix 6: Participants in the first learning community (LC1). 



99 

 

 

Figure 5:2 Diagram showing pattern of attendance for LC1 

For the two participants who only attended one session, Gaynor gave no reason for not 

returning, whilst James had transport difficulties. Work commitments meant that Sophie, 

who attended two sessions, was unable to attend others but maintained a proxy 

involvement through Candi, another participant and a close friend. Reasons for non-

attendance among the others were; illness problem, family issues and holiday. 

5.4.2 Participation in the second learning community 

Participation was a problem from the start in LC2. Recruitment was low, out of twelve 

information-giving meeting attendees only five agreed to participate, changes in work 

commitments prevented one from participating. Only three participants, Peter, Samson 

and Delilah, attended and at this session a decision was made to continue in the hope that 

the fourth person would attend. At the second session Peter was also absent and Samson, 

Delilah and I, speculated on the others non-attendance: 
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‘…. good weather, barbecue, Bank Holiday … or maybe their pain is causing them 
problems. I wonder about whether I need to be more active in getting this group 
together and test this out with Samson and Delilah. We decide that I will call the 
others after the bank holiday and see if they wish to attend next week. 

Samson wants to keep going with the meetings and I make a commitment to carry 
on’ 

LC 2 my notes/Session 2 

Peter emailed me subsequently, one month later, stating his reasons for non-attendance 

as: 

‘…. I have not been very well, mentally that is. I won't bore you with the details but, 
I just wanted to explain that I did not want to leave my home or even to speak to 
anyone (not even my wife). That is the reason I have not contacted you. 

I have been to see my Psychologist and we have worked through a few issues. 

I know that I chatted away at our first meeting, especially with the people I met but 
I think that was part of my problem. I engaged in things that have been weighing 
heavy on my mind and I found that those issues upset me to a point that I could not 
understand. Which led me to retire to my ‘box’ (imaginary of course ;), which is not 
a good place for me to be. 

I can only conclude from this event, that I am not ready to engage in your research 
project at this time.’ 

LC2 Peter email to me 

At the second meeting it was also revealed that Samson and Delilah were partners: 

‘It seems from their body language that Samson and Delilah are a couple, I check 
this out and they tell me how they met in Australia 9 years ago on a group holiday, 
both were widowed, now they’re together.’  

LC2 my notes/Session 2 

At session three when no one else attended it was mutually decided to terminate the 

learning community. Figure 5:3 presents a flow chart detailing the problems with 

recruitment and dropout that lead to its early demise. 
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Figure 5:3 Problems with recruitment and dropout in LC2 

5.4.3 Participation in the third learning community (LC3) 

Unlike LC1 and LC2 the third learning community was recruited from a general practice and 

sessions were held in a meeting room at that practice. Seventeen people attended the 

information-giving meeting; during which one person expressed her dissatisfaction with the 

proposed project as she thought that it would provide her with a new drug therapy and 

immediately left when informed that this was not the case. After the session twelve 

participants expressed an interest in participating but three could attend at the time 

preferred by the majority of other participants. The remaining nine participants attended at 

least one session although on the first day only five attended (see Figure 5:1). 

Following session one, two participant withdrew; Alice because her non pain co-morbidity 

meant that she found it difficult to climb stairs to the meeting room which did not have 

disability access and Mary because she subsequently injured her leg and could not drive. 

The pattern of attendance by session for participants can be seen below in Figure 5:4. 
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Figure 5:4: LC3: Diagram showing attendance at sessions 

Unlike LC1, where most participants were actively involved in writing and recording their 

thoughts on group activities, there are only two main sources of data for LC3. My notes and 

memos and Louise’s notes as the other participants chose not to participate in writing 

activities. Consequently it is harder to describe the participants in their own words 

(Appendix 7: Participants in the third learning community (LC3)). 

Of these nine participants, four came to view themselves as having fully participated in the 

learning community, despite only attending between six and eight sessions. Vic also 

withdrew, giving the reason that he did not like leaving his house unattended whilst Drewe 

dropped-out without contact 

5.5 Learning communities were formed uniquely 

The following sections explore the effect of dropout and nonattendance on the two extant 

learning communities, as these were the two that generated action cycles. For some 

participants these learning communities developed into fully participative and collaborative 

action research groups where activity cycling and consciousness-raising were seen. Those 

participants who fully engaged were characterised by the depth of their immersion within 
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the community, their attitude towards the idea of the learning community, being in the 

right frame of mind, wanting to give something back or the legitimacy of their pain.  

Data from these two learning communities suggest that there are degrees of participation 

and immersion and that all seem to have some legitimacy. The design of this study involved 

ten workshops and at face value full participation would seem to require attendance at 

every session. However, only Sasha in the first learning community achieved this. In the 

following section I offer evidence from my notes and the participant’s notes to support 

these statements. 

5.5.1 Effect of non-attendance and dropout on the learning communities 

Recruitment was low and dropout high in all learning communities. This was the reason 

why LC2 was non-viable (see 5.4.2 above). In contrast, the two extant learning 

communities, LC1 and LC3 where recruitment was higher, dropout did not lead to failure 

but actually contributed to the group dialectic. In these communities, immersed 

participation speculated upon reasons why others had not participated, dropped-out or 

non-attended and this contributed to the group dialectic and consciousness-raising. This is 

a unique finding as although it was predicted that dropout was likely to occur in the 

development and design of this study the impact of dropout was anticipated to have a 

deleterious effect on the remaining participants. That this did not occur was a surprising 

and important development as it meant the learning community was a robust entity. 

The influences of absentees and partial attendees raised three lines of inquiry among 

immersed participants: 

5. Why did people who were at the information-giving meetings choose not to 

participate? 

6. Why did people choose to withdraw participation once they had attended 

meetings? 

7. Comments upon non-attendees contribution to the group dialectic. 

5.5.1.1 Why did people who were at the information-giving meetings choose not 

to participate? 

Although the participants did not know their reasons for non-participation the fact that 

those who attended the information-giving meeting had made a different decision from 

the participants was a subject for debate. These discussions arose during the final sessions 

of each learning community as participants looked back over what had been achieved: 
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‘We started the meeting by recognising that next week was the last session. This led 
into a discussion about the information-giving meeting and about dropout from the 
first meeting. John pointed out that he was there at the first meeting and we had a 
discussion about attendance and reasons for not attending. 

Louise: ‘One of the reasons I wanted to take part, I didn’t really know if it would 
help me but just doing research is important. I needed people to have done research 
in order for me to do my dissertation. It’s a way of saying thanks to them…. of 
giving something back.’ 

John: ‘This was a reason for me as well. My son was doing his Masters and he had 
great problems with his research proposal. Finishing it on time. And one of the 
reasons was getting people to take part. He ran out of time but it’s because people 
don’t come forward…’ 

Louise: ‘You could see it at the information-giving meeting. People thought they 
would be getting a new pill.’ 

Me: ‘really, did you see that? I tried to be quite specific about that.’ 

John: ‘Oh yes, one of them said it didn’t they?’ 

Me: ‘Yes, she did.’ 

Jane: ‘It makes me wonder what they think can be done; I’ve found a benefit in 
taking part.’ 

LC3: My notes/Session 9 

In this session, John and Louise indicate that although they might not personally benefit 

from taking part in the study, there might be benefits for others. Louise elaborated this on 

in the last meeting. She described how she had personally benefited from others 

volunteering to participate in research: 

Louise: ‘for me it's well I have a degree, I studied and relied on the work of others 
who did or took part, this is one way I can pay that back. I couldn't have learnt what 
I did without someone else doing this. 

John: it's similar for me, my son is studying, you've got to put something back if you 
want people to move on and learn.’ 

LC3: My notes/Session 10 

Jane indicated agreement with this viewpoint but also felt that she had received some 

benefit from taking part. She also had different ideas about what to expect from 

participating in the study: 

  



105 

 

Jane: ‘it’s different to what I expected, the first letter44 it seemed to offer something  

Daniel: ‘I thought that - fast track to a doctor or something’ 

Louise: ‘I didn't but it was clear that some of the others (at the information-giving 
meeting) thought that.’ 

Me: ‘I hope I was very clear what it was and wasn't’ 

John: ‘You were. It was clear to me and I felt ready for something like this.’ 

LC3: My notes/Session 10 

This idea of being ‘ready for something like this’ or ‘being in the right frame of mind’ for this 

type of study was common to LC1 and LC3: 

‘Suzanne referred back to the information-giving meeting and how the opportunity 
to open her mind to new ways of looking at her pain through sharing was attractive 
to her…. all present felt that they were no longer seeking a cure but that (others) 
were not receptive to anything that didn’t help their pain.’ 

LC1: My notes/Session 1 

Suzanne documented this point herself as: 

‘Did (they) feel that it was pointless if it did not provide a solution for pain?’ 

LC1: Suzanne’s notes/Session 1 

This sense of having achieved something and some regret that those who chose not to 

participate or who had dropped-out were missing something was encapsulated in LC1, in a 

side conversation between three participants, Suzanne, Candi and Morse: 

Suzanne: ‘They don't know what they missed.’ 

Morse: ‘Yes we started as total strangers and now we are all friendly.’ 

LC1: My notes/Session 10 

‘We all felt that we’ve benefited from the course and agreed that the people who 
didn’t come on the course really didn’t know what they had been missing’  

LC1: Sasha’s notes/Session 10 

The idea that participants needed to be ‘in the right frame of mind’ applied to both non-

attendees and non-participants, for example: James only attended the second session in 

LC1, and both Annie and I had documented how ‘optimistic’ he was about his forthcoming 

back surgery and his subsequent non-attendance was partly put down to this belief that 

surgery would fix his problem. Although neither Annie nor Sasha, the other attending 

                                                      
44

  Jane is referring to the initial invitation letter; this letter was carefully worded in order to avoid 
such assumptions and had been approved by the REC and Cwm Taf LHB (Appendix 1: Example of 
Invitation Letter) 
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participant, made negative comments about this optimism, it was made clear in later 

discussions among group members that they did not believe he would have a positive 

outcome although they valued and respected his positivity: 

Annie: ‘James had total belief in an operation’ 

Candi: ‘He’ll be disappointed then.’  

General agreement 

Morse: ‘Mind you there’s a lot to be said for positive thoughts’ 

LC1: My notes/Session 9 

 ‘Our one male group participant had been able to be at last week’s meeting and 
people felt that he had contributed a very positive dynamic to the group especially 
in his total conviction that his surgery will work.’ 

LC1: Suzanne’s notes/Session 3 

5.5.1.2 Exploring reasons why people chose to withdraw once they had attended 

meetings.  

In LC1 a thread of discussion had to do with the legitimacy of their pain, this is discussed in 

detail later but it was also mooted as a reason why two of the participants45 hadn’t fully 

participated. Participants found it interesting that: 

‘…Sophie had said to Candi that she did not feel that she was ‘bad enough’ to merit 
being in the sessions and Suzanne wondered that Gaynor who had only attended 
the first session felt the same way?’ 

LC1: Sasha’s Notes/Session 9 

In an earlier session (LC1/S4), in response to this remark from Candi, Annie had noted that 

although Sophie had ‘queried her place in the group’ she believed that she was a ‘positive 

and valuable member of a group and I was very pleased she attended’ (LC1: Annie’s Notes 

/Session 4), Suzanne agreed that Sophie brought ‘a wonderful perspective to meetings’ 

(LC1: Suzanne’s Notes /Session 4). This prompted an on-going discussion around how 

Sophie and Gaynor felt about their pain and as they were mentioned in most sessions 

demonstrates the effect of their continuing presence for participants even whilst absent: 

Suzanne: to Candi –’I find it interesting that Sophie didn’t feel she should be here, 
that she’s told you she’s not as bad as the others. Perhaps that why Gaynor didn’t 
attend after the first session? I wonder if she felt a bit of a fraud because her 
problem was ‘monthly’.’ 

LC1: My notes/Session 9 

                                                      
45

 Sophie and Gaynor 
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In my journal during the first session I had noted that ‘Gaynor had disclosed to the group 

that she had endometriosis.’  When Suzanne and Candi were discussing this issue the tone 

was: 

‘This was said with regret and the sense was that she felt that both Sophie and 
Gaynor had a lot to offer the group.’  

LC1: My notes/Session 9 

Sometimes the reason given for not attending sparked off a more general discussion 

among participants about how that problem affected them: 

‘I announce an apology; Mary was not able to attend because of access issues. We 
talk in general about disability access.’  

LC3: My notes/Session 2 

5.5.1.3 Comments upon non-attendees contribution to the group dialectic: 

At various times during the two learning communities we talked about the role of others 

who seemed to have left the group or were absent from the current session. In my notes, I 

captured one of these moments in the sixth session of LC1: 

‘Their contribution to the group was very much appreciated by the other 
participants … offering fresh viewpoint … of being valuable contributors to the 
group story in Candi and Sophie’s case.’  

LC1: My notes/Session 6 

In James’s case, this contribution was felt to be one that offered a differing perspective for 

example his positive view on surgery; although the other participants were firm sceptics as 

to its benefits they were pleased to have recourse to this viewpoint in their discussions: 

‘We discussed last week’s meeting and how James’s presence and contribution felt 
helpful (and positive) to the group’  

LC1: Annie/Session 3 

‘It seemed that the presence of James gave the other members an opportunity to 
explain and clarify their thoughts from the previous week’ 

LC1: My notes/Session 2 
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And also in providing a male perspective: 

‘It was good to meet James and have a male view point added to the group’  

LC1: Annie’s notes/Session 2 

Annie and I agreed that with James present in Session 2 it had been good to have a 
man’s perspective’ 

LC1: Sasha’s notes/Session 3 

It would be helpful if James still attended as he could perhaps give us a male 
perspective on this.  

LC1: Suzanne’s notes/Session 7 

James’s presence in LC1 Session 2 and his subsequent absence greatly contributed to a 

thread of discussions over several sessions as to whether or not gender had a role to play in 

pain: 

 ‘Annie wonders what James’s take on this would have been.  

Suzanne: (wondering) how much is this being female and how much is it female in 
pain? It would be interesting (to have a male opinion) 

LC1: My notes/Session 7 

Gaynor acted as a ‘catalyst’ for recording activity and writing on flipcharts, which was to be 

a strong feature of this learning community. In LC1:/Session 1 I had made flipchart paper 

and pens available for participants to write on. Gaynor who was a student nurse 

spontaneously began documenting her thoughts about the discussion: 

‘Gaynor who had been very quiet and thoughtful began to write on a separate 
sheet of flip chart paper. This seemed to be her way of getting points across’  

LC1: My notes/Session 1 

Gaynor only attended this one session but her notes on the flipchart stimulated the others 

to documents their thoughts (See 5.6 below). There were displayed at subsequent sessions 

and provided a very valuable focus of attention for participants in subsequent sessions. In 

various other ways absent participants and non-attendees contributed to the group dialect, 

for example communication with health professionals emerged as a subtheme of an action 

cycle in LC1: 

‘Annie: (reflecting upon James’s attendance) ‘James’s (physio) therapist said 
chronic pain only gets worse’ felt that this information (to James) was not helpful.’  

LC1: My notes/Session 3 
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Participants also missed valuable contributions of both these absent members and absent 

continuing participants46 to the way the learning communities operated: 

‘It seemed that the presence of James gave the other members an opportunity to 
explain and clarify their thoughts from the previous week’  

LC1: My notes/Session 2 

‘I miss Sophie’s wacky sense of humour’ 

LC1: Suzanne’s notes/Session7 

‘Great to have Annie back. We missed her humour and input last week’ 

LC1: Sasha’s notes/Session 9 

For example when certain participants weren’t present they made an impact on group 

dynamics, in LC3 the following passage documented in my notes captures this: 

‘(Silence among the group seems to last 2- 3 minutes) 

John: Notice how we don’t talk as much when Daniel is not here 

Jane: Laughs, the talkative one? 

John: He doesn’t talk but …. (pauses and searches) he makes his presence felt 

Louise: He’s very important.  

Me: He’s a good listener 

Louise:  It’s more than that he …. (Shrugs) you know?  

 (Silence reading through notes) (5 minutes)’ 

LC3: My notes/Session 8  

At this point I had noted in my journal ‘I think Louise and John are suggesting Daniel 

provides empathy and support as well as being a sounding board and creating space for 

others to speak’. Daniel did not often say much in discussions, but he was a very willing 

participant, he listened to others, expressed empathy, with the result that others found it 

very easy to talk to and around Daniel. In LC1, Candi played a similar role. 

Whilst Daniel was in Louise’s words ‘probably the least talkative group member yet has had 

a remarkable influence on others’ (LC3: Louse’s notes/Session 8). Among the full 

participants in LC3 the roles people played in forming a learning community was a subject 

of discussion towards the end. I noted that:  

  

                                                      
46

 For example because they were on holiday or working 
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‘Over coffee we talk about the different roles people have played in the group. 
About Vic asking lots of questions. 

Me to other participants: ‘He certainly broke the ice and he got people to open up.’ 

LC3: My notes/Session 3 

In the first session and later when he met a new participant he would make some 

observation and begin asking questions: 

Vic to Louise: ‘I noticed you had difficulty walking up the stairs, you were using the 
hand rails’ 

Louise: ‘It’s a challenge but you know?’ (Shrugs) 

Vic talks to Louise about what she does in physiotherapy Louise: Has stretches to 
do. Talks about stretching exercises, being taught what to do and getting into a 
daily routine. Sees them every fortnight and has to work at it otherwise there’s no 
point going. 

Louise ‘Because of my flexibility some muscles are overworked and others 
underworked’, so has to do stretches to address this, ‘trying to switch different ones 
off and turn others on.’ 

Vic: ‘You could go more frequently?’ 

Louise: ‘What’s the point? – It’s some exercises I can do at home. I’ve got to do it, 
got to keep at it. I know there’s no Magic Wand, I’ve got to put in the work for 
physiotherapy to be effective.’ 

Louise tells Vic about her pain condition, recaps over last week’s information. 

LC3: My notes/Session 4 

It was recognised that these actions by Vic had helped the learning community form. 

Participants seemed to respond to this and opened out in a way that I do not believe they 

would have if I had asked the same questions. This also had the advantage of allowing me 

to silently observe the interaction. His absence was missed because he demonstrated real 

interest in the others. Vic wasn’t interested in me it was only the opinion of the other 

participants that he valued, because they were ‘in the same boat as him’ (LC3: telephone 

conversation with Vic after Session 4). For example, John, who was a computer 

programmer, was very knowledgeable about his pain. He had read widely around the 

subject of pain and was very interested in the science of pain, including how different drugs 

act and their side effects. In the first session, John and Vic had had a side discussion about 

their medication. John then missed three sessions because of his holidays but Vic brought 

his medication list in for John to go through with him every week. Unfortunately Vic 

dropped-out before John returned. Later John was informed about this when Louise and 

Jane where discussing John’s ability with maths: 
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Louise: ‘And me I can’t remember facts and figures’ 

John: ‘I’ve just got that sort of brain that’s wired for that sort of things.’ 

Jane: ‘I’ll have to take you to the doctors (Remember) Vic with his tablets?’ 

John: ‘Oh yes – I couldn’t believe he didn’t know what he was taking’ 

Daniel: ‘He brought his list in with him every week’ 

John to me: ‘He could have just asked you?’ 

Me: ‘It was you he wanted to talk to.’ 

LC3: My notes/Session 8 

In LC1 different roles were taken, there was no single person who took an initial dominant 

role and a gradual and more consensual approach seemed to form. However, different 

people in both LC1 and LC3 assumed different roles in the group at different times.  

5.6 Legitimacy of peripheral participation 

The process of reflecting upon the role of partial and non-attendees has fallen upon those 

who participated more fully in each learning community. Among attendees participation 

took many forms and varied across learning communities. In the first learning community, 

with the exception of Candi, those who more fully participated produced copious amounts 

of written material that documented the sessions, their thoughts and feelings about 

participating and was characterised by sharing these notes with others. This note taking 

was a key feature of LC1. It did not mean that Candi did not fully participate but that her 

participation took a different form to the others. In Figure 5:5 these data sources are 

displayed whilst Table 5:1 provides information on the total number of data sources. 

Source  No of Items  

My notes  10 sets (63 pages)  

Participant notes  27 sets  

Flipcharts  13  

Emails  1  

Total 55  
Table 5:1: Number of data sources generated by LC1 



112 

 

 

Figure 5:5 Data Sources from LC1 
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In the second learning community, the burden of non-attendance adversely affected the 

development of a learning community. In LC2 all three attending participants at Session 1 

expressed great fulfilment from the act of participating in volunteering. In my notes I 

documented ‘It seems to me that helping others is important to all three’:  

Peter: ‘I wants (sic) to volunteer, because I wants to get something out of it.’ 

LC2: My notes/Session 1 

At this point Peter and Delilah were discussing how volunteering helped them feel better 

through making comparisons. Delilah pointed out that ‘there’s always someone worse off 

than you’ (LC2: My notes/Session). In the next session Samson was reading my notes from 

the first session and seemed to agree with Peter. He spoke about his experiences of being a 

volunteer driver for the ambulance service: 

Samson: ‘Peter talks about volunteering, ……I was meant to be part time but 
worked all over driving to hospital appointments, not just locally as far afield as 
Birmingham and often down to Swansea. Expenses, but (you) used your own car 
and petrol and you had to claim it back and it was always slow coming back. 

In the end I stopped simply because it was a 12-hour day and it was not really fair. It 
was rewarding but intense, you’d have your regulars and get to know them and 
suddenly they were no longer there and that was hard because people were dying 
and you’d feel the loss. 

But in the end I gave up because I felt used. 

Volunteering – you’ve got to get something out of it.’ 

LC2: My notes/Session 2 

This was hard work, both emotional and time consuming but in the end Samson felt that he 

was taken for granted and not appreciated. He was prepared to put in the commitment but 

did not want to be treated like he was an employee. In the third session Samson suggested 

that the non-attendance of others might have been because: 

‘It’s not spelt out what’s in it for them, or they’d rather stop home and watch the 
TV’ 

LC2: My notes/Session 3 (last Session) 

In the third learning community the form that participation took differed from the first, yet 

a learning community also developed; one that, with the exception of Louise, did not 

involve making notes, although participants read, commented on and corrected my notes. 

In both the first and third learning communities, participants valued the contribution of 

those who chose not to fully participate although attendees often expressed concern when 

there were low numbers: 
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‘It was disappointing that only three people attended tonight’s session.’ 

LC3: Louise’s notes/Session 4 

This contribution not only reached those who partially attended, but also those who chose 

not to participate but who attended the information-giving meetings. Even though 

participants did not know about the reasons why they did not participate, they speculated 

about these reasons and identified themselves with them through comparison and 

recognition that they also had pain: 

‘I feel quite strongly that every group member is different with individual needs, and 
Sian’s experiences and health problems are every bit as valid a reason for her being 
part of the group as the rest of us.’ 

LC3: Louise’s notes/Session 4 

Often a discussion involving a participant evoked a following helping response from others 

and their absence meant that these could not be fully enacted: 

John to Me: ‘No sign of Drewe then?’ 

Me: ‘No I did call him but no answer’ 

John: ‘Only I bought a heat pad in for him’ 

Jane: ‘I never go anywhere without them.’ 

Daniel: ‘They’re marvellous, good for muscle pain’ 

LC3: My notes/Session 9 

According to (Eraut 2002) collaborating with a community produces learning that is shaped 

by the different perspectives of the participants and whilst deeper involvement is likely to 

produce deeper insights and awareness, even superficial involvement has value (Lave and 

Wenger 1991). Lave and Wenger (1991) coined the phrase ‘legitimate peripheral 

participation’ to describe the contribution of those who do not have the skills or the desire 

to fully participate, but by providing a sounding board to others, by observation or 

presence facilitate the development of the learning community.  

This term is also used by Lave and Wenger to describe the process where newcomers to an 

established community of practice or collaborative project participate in low risk tasks, 

such as listening, which serve a community’s goals or otherwise help the community to 

function. As they do this they would normally acquire the skills and confidence to progress 

towards a fuller membership of that community over time. In this study I am using this 

term to refer to the on-going contribution of these absent participants or non-participants 

on the rest of the community. This is an area that is little discussed within patient 
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education and learning, a search in PubMed using the phrase ‘legitimate peripheral 

participation’ identified papers examining health professional learning over the past ten 

years and none on participation in research.  

In communities of practice how participation is legitimised is a ‘defining characteristic of 

ways of belonging’ (Lave and Wenger 1991, p35). According to Lave and Wenger (1991): 

‘Peripherality suggests that there are multiple, more- or less-engaged and –
inclusive ways of being located in the fields of participation defined by a 
community. Peripheral participation is about being located in a social world’ 

(Lave and Wenger 1991, pp35-36) 

In the context of this project, the members of the learning communities valued the input of 

their peripheral participants, both those who attended and those who chose not to sign up 

for the whole study. However, those non participants and non-attendees did not develop 

into full members of the learning communities. In Lave and Wenger’s (1991) terms these 

non-participants and those who dropped-out had ‘social presence’ even though they were 

absent. That is the participants recognised their value to a debate on the social world of 

being in pain and their decision not to fully participate enabled the group dialectic to 

develop among those who more fully participated. 

Another aspect of the characteristic of legitimate peripheral participation concerns power. 

In choosing to move to a position of fuller involvement from one of peripherality, 

participation can be seen by as moving towards a more empowered position and choosing 

not to participate as a sign of being disempowered. This can be seen in the discussion 

about process among participants, for example in LC1 where participants questioned what 

my intentions were at first and asked what I wanted from them: 

‘We asked Gareth, ‘what was expected from us?’’ 

LC1: Annie's notes/Session 2 

And documented their concerns about ‘what's required of participants’ (LC1: Annie 

Flipchart/Session 2) in meetings, on flipcharts and in their notes. Another aspect of this 

concern was as desire to provide me with suitable information: 

‘Hi Gareth, I attatch (sic) my hasty notes on the last meeting. I hope that you are 
getting what you need from this.’ 

LC1: Suzanne email to me/Session 1 

These concerns were directly related to power relationships within the learning 

community. In this outsider initiated study, I had until this point been the leader, designing 
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the study, inviting participants to join and organising the meetings. The participants were 

fully aware of this and here they were seeking reassurance and my approval for the 

discourse to this point. Gibbon (2002) listed this as a concern for her doctoral study, 

recognising that researchers have power and often elicit the time and energies of 

participants for their own benefit, whilst participants incidentally gain enjoyment and skills 

from taking part. She identified that it was necessary to consider the ethics of the unequal 

relationship between researcher and participant and to reconcile research interests with 

participants. When these concerns were mooted in LC1/Session 1 I noted in my diary that 

this gave me the opportunity to explain a little about the philosophy behind action research 

and: 

‘…how the onus was upon the group to decide what we would do and how we 
would go about doing this.’ 

LC1: My notes/Session1 

When these concerns persisted in the second session it became clear that my explanation 

of the mechanics of an action inquiry wasn’t enough, I had to back it up with something 

tangible that they could see for themselves: 

‘Sasha and Annie wanted to know what I wanted from the group, this was asked a 
few times during the session. My response was initially to emphasise the nature of 
participative action research and I referred back to the document by Heron and 
Reason I handed out last week. This wasn’t enough. Later on I offered to bring 
some examples to the group the following week.’ 

LC1: My notes/Session 2 

I supplied them with two PAR papers, one on the experiences of members of the Cree 

nation in Canada of their involvement in a PAR project into a chronic illness, in this case 

Type 2 Diabetes Mellitus (Boston et al. 1997) and the second which utilised PAR methods 

to explore community work in Merthyr Tydfil. I chose this one, both because it described 

how participants with no formal research training can ‘bring a wealth of local knowledge, 

understanding and engagement’ to a problem that affects them (Braithwaite et al. 2007), 

and because it was set locally. I used these two papers again for LC3.47 

Choosing not to participate when one has all the facts can be an empowering position. This 

was to some extent the purpose of the information-giving meeting and also in reminding 

participants of their entitlement to dropout if they did not wish to continue. Although in a 

project such as this where the participants shape the intervention such knowledge is 

                                                      
47

 Participants found these useful for understanding PAR. In particular the paper by Braithwaite et al. 
(2007) was found to be of interest to Louise in LC3 as she worked with some of the researchers 
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restricted by not knowing what will happen in the learning communities. Conversely being 

restricted from participating more fully may be viewed as a disempowering position. It may 

be that chronic pain is a restrictive agent and that one has to have reached a point in their 

experience of pain in order to be ready to take part in this type of activity. This was 

certainly considered by some of the participants in both LC1 and LC3.  

A disparity in viewpoints in LC3 may illustrate this difference between moving towards 

fuller involvement and feeling pushed away from involvement in the group. In LC3, Session 

3 had involved a lot of disclosure by participants about their pain problems, particularly 

from Sian, Jane and Drewe. At the same time that Sian had decided to withdraw, part of 

the grounds for which she had described as: 

‘The negativity and strain from the meetings is too much for me at this time’ 

LC3: Sian email to me 

Louise had documented a wholly differing perception of the session: 

The one thing that struck me about tonight’s session is how supportive each 
member of the group is of each other.  We all have different problems but 
encourage each other even though we hardly know each other and despite of some 
very difficult personal battles. 

LC3: Louise’s notes/Session 3 

This dissonance between viewpoints and the fact that Sian decided not to attend any 

further sessions may have been a result of a ‘legitimation conflict’ (Harris and Shelswell 

2005, p168). Such a conflict exists when there are two opposing tendencies, which arise 

because different viewpoints are held about the direction that participants wish the 

learning community to develop. In this case Louise and others wished to explore the deep 

personal issues discussed whilst Sian did not. The result may have been that Sian felt 

marginalised and chose to remove herself from the group. Sian was not the only participant 

to express reservations. At the same meeting Jane had expressed reservations: 

I think the sessions are so far having the biggest impact on Jane.  She comes across 
as a very brave individual and her emotion during the session gives the impression 
that she bottles up a lot of the physical and mental pain she is enduring.  I was sad 
to hear her say that she doesn’t know if she can face coming next week as she is 
such a valuable member of the group, with a lot of experience and support to offer 
the rest of us. 

LC3: Louise’s notes/Session 3 

Neither Jane nor Sian attended the next session. Sian had emailed me giving her reasons 

(See Appendix 7: Participants in the third learning community (LC3)) and asked that I 
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shared these with the group. The apparent withdrawal of both participants caused Louise 

some concern: 

‘I felt a sense of loss that others had apparently dropped out from the group, 
particularly Jane, as tonight was the first session I had been to without her being 
present.  While I understand that she has found the sessions difficult and that 
individuals cannot and should not be pressured to attend, I sense that she does not 
recognise either the positive contribution she has made to the discussions or the 
support she has provided others.  I was also sad to hear that Sian has decided to 
leave the group.’ 

LC3: Louise’s notes/Session 4 

However, Jane had decided to attend after missing this session. Later, after reading 

Louise’s note above Jane explained herself to Louise: 

‘Just read your note. I wasn’t upset. It made me think that’s all. When I read your 
notes I thought ‘you don’t think of it like that so why do I?’’ 

LC3: My notes/Session 9 

The idea of legitimation conflict may explain the reasons why other participants in the 

other learning communities chose to withdraw. Perhaps they shared Jane and Sian’s 

concerns about opening up to others and the subsequent distress this caused. Alternatively 

it might be that my role as a facilitator of a Dionysian inquiry had failed to hold onto those 

participants, who might have preferred a more structured, directional approach, within the 

learning community. In Chapter Seven, I critically reflect on my role within the group, in 

order to, explore its impact on group dynamics and on the group discourse. Another 

explanation posited by Suzanne for Gaynor and Sophie’s withdrawal from LC1 was their 

possible feelings about the ‘legitimacy of their pain’ compared to the rest of their learning 

community. This is considered in more detail in Chapter Six. 

5.6.1 Fully immersed participants recognised and valued the iterative 

process. 

The questioning of my ‘authority’ and my careful intent not to lead the group, ‘not taking 

up a teacher-student set-up’ (LC1: Annie's notes/Session 2) helped the participants come to 

grips with the unstructured and seemingly chaotic Dionysian approach to collaborative 

working which was the nature of this inquiry. In the early sessions of the first learning 

community my coparticipants and I seemed to be going around in circles with the direction 

or destination of the discourse not clear to any of the participants at the time, although it 

seemed to have meaning. This sense was captured after the third session in LC1 by one of 
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the participants: 

‘The meetings feel superficially like meandering chat (as I am a control freak who is 
well used to chairing meetings with a tight time-scale, fixed agenda and agreed 
out-comes with plans of action) Never-the-less I find that I allways (sic) leave feeling 
that I am stronger and more positive about my situation. I also feel that I am not 
alone in some of my crazier acts or thoughts. I also have the definite feeling that 
this over-all positivity is shared by others.’ 

LC1: Suzanne email to me/after Session 3 

However, as this study progressed, a realisation dawned, both for the participants and for 

me, as the researcher, that this mess although convoluted and troublesome at first was a 

necessity for progress to be made. Those who became fully immersed began to accept, 

recognise and value the iterative nature of the discourse with its seeming mess and lack of 

agenda and although the participants initially struggled, revisiting earlier themes through 

this cyclical process was seen as contributing greatly to their understanding: 

‘Annie and I expressed concern that we were conscious about exactly what Gareth 
wants from us during the 10 weeks and were we talking about the ‘right things’ but 
as Gareth said he is not sure what direction the course is going to follow so we will 
learn together as we go along.’ 

LC1: Sasha's Notes/Session 2 

‘Suzanne had emailed Gareth in the week and expressed her thought that these 
sessions had at first seemed quite chaotic, going round and round discussing things 
but she can now see that they are very informative and Gareth expressed that ‘that 
is what this sort of course is all about’’ 

LC1: Sasha’s notes/Session 5 

Later in LC1, Suzanne eloquently expressed this sentiment in a manner that succinctly 

described the iterative process of PAR that is conducive to consciousness-raising: 

‘It feels as though we return regularly to the same or similar topics but, like a drill 
going slowly but surely into the ground, with each turn we examine things more 
thoroughly and more deeply.’ 

LC1: Suzanne’s notes/Session 5 

And then as time progressed participants became aware of the effectiveness of this 

method in helping build an environment where thoughts and experiences can be shared: 

‘Sharing this common bond with the others has I think brought us together as a 
group and even though we’re all suffering pain there is lots of laughter, humour and 
lighter moments in our sessions, which is very heartening. 

LC1: Sasha's Notes/Session 5 

Later Sasha documented the consensus from group members in the final session of LC1 
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that their particular learning communities had enabled participants to be: 

‘able to speak freely without feeling as though you are a burden’ 

LC1: Sasha's Flipchart/Session 10 

This was supported by Suzanne’s notes were she reflected on the previous ten weeks: 

‘I’m still not at all sure how this has worked. Even though it is not counselling 
perhaps there are some similar elements in a situation where you feel accepted and 
know that what you say will be treated respectfully and confidentially.  Yet there is 
a certain element which I cannot define.’ 

LC1: Suzanne’s notes/Session 10 

In LC3, Vic’s presence meant there was less seeking out of my opinion as to the direction 

we were travelling in, his questions leant the learning community some structure, almost at 

times like an interview schedule. However, at the beginning participants still shared their 

concern over the apparent lack of direction from me. Later when reflecting on the way 

sessions were organised some recognised that lack of an ‘agenda’ helped them to shape 

and lead discussions: 

I was surprised that the sessions are so unstructured however based on tonight’s 
discussion I can see that this provided the opportunity for quite in-depth exploration 
of issues affecting group members. Listening to the problems facing one group 
member (Jane? (I’m) unsure of (her) name) in particular left me feeling very 
sympathetic. 

LC3: Louise’s notes/Session 2 

Later Louise elaborated briefly on how the lack of structure provided opportunities to 

explore and make links even when the dialectic ranged over apparently diverse content: 

It is interesting that so many related and relevant issues have been touched upon 
among even apparently irrelevant topics of conversation. 

LC3: Louise’s notes/Session 8 

In the final session of LC3 the five of us discussed the impact of what John described as 

‘free form’ discussion and how a lack of agenda facilitates discussion: 

John:’ it is completely unstructured.’ 

Me: ‘yes I was worried about that’ 

John: ‘it's much better than structured because of the agenda.’ 

Me: I ask John what he means by that. 

John: ‘it's better because the agenda isn't set, we can go where we want to’ 

Louise: ‘I thought it went off track at the time, when it first happened, it only 
afterwards you realise, how much you cover.’ 
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Daniel: ‘it enables you to relax, and then you can open out’. 

Jane: ‘in work meetings are very structured, business like. So it was a little off-
putting but it's what you want - in work relaxed is not on the agenda. Though 
relaxed wasn't on the agenda here’ (said humorously) 

We talk about having an agenda 

Louise: ‘I'd be afraid to say the wrong thing’. 

Jane: ‘it would inhibit you, to say something off the box, it would. You wouldn't hear 
about as much.’ 

John:’ yes free-form there's more time than an agenda’. 

LC3: My notes/Session 10 

This was something that I was worried about, particularly when conversations wondered 

onto seemingly unrelated topics. In my notes I had classified this as general discussion as I 

hurried to jot down and catch up with the discussion. In LC3, within a session we could 

cover everything, from favourite books and TV shows, to driving, foreign cultures, camping 

and space exploration in a seemingly chaotic manner. In LC1 general conversations 

revolved around family and growing-up, food, the news and how times have changed. 

Louise (LC3) summed up these thoughts in her last set of notes and I have to admit to 

having the same doubts at times: 

‘Tonight’s session was a positive conclusion to the research.  We discussed the way 
in which the unstructured approach has been effective as it allowed people to 
individually explore and express our experiences of chronic pain, although Jane in 
particular had found this difficult at first.  I have also found the chaotic nature of 
the discussions difficult at times as I could not see the relevance of the topics to the 
research.   However, looking back I can now see that this approach helped people 
open up and that it also led us to discuss issues related to pain which we may not 
have explored if the discussions were guided.’ 

LC3: Louise’s notes/Session 10 

The collaborative and iterative nature of the discourse in the learning community enabled 

participants to reflect upon their own and other’s experiences.  

This process challenged the way participants felt about their lives and the way they dealt 

with their pain. It encouraged them to share their stories with each other and realise that 

there were others who had similar narratives. As they opened out to each other they began 

to experience consciousness-raising and expressed feelings of liberation: 
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‘…it’s only taken talking around the table picking up things you all say and making 
me stop and think, but as Annie said I have changed. I feel really liberated, 
everything out in the open that I feel I really must thank you all, for opening the 
way I saw things before and having the courage to change for the better.’ 

LC1: Morse’s notes/Session 8 

Looking back in Session 10 Morse detailed one way that the learning community had 

enabled her to come to terms with her situation: 

‘I felt Guilty for the last five years – I still would but for this!’ 

LC1: Morse cited in my notes/Session 10 

The ways in which the two extant learning communities, LC1 and LC3, led to the 

development of consciousness-raising among participants is explored in depth in the next 

chapter through an account of three identified action cycles. This account identifies the 

ways participants explored their lives, developed explanatory propositions that enabled 

them to make sense of their experiences through group dialectic and then began to 

implement acts to improve their situation that they described as liberating. 

5.7 Summary on engagement with the learning community and 

the nature of participation 

This section has focused upon the formation and of the learning communities. Of the three 

learning communities established in this study, one was unsustainable due to low 

recruitment and high dropout. In the end it became an interview with a couple, which 

whist interesting did not meet the criteria for this study. Both LC1 and LC3 managed to 

develop learning communities that sustained themselves over the ten-week period for 

some of their participants. 

These learning communities were also characterised by a high dropout rate but because 

initial numbers were sufficiently high this did not prevent a learning community from 

forming. In both learning communities attendance was also intermittent and variable. 

When designing the study a high dropout had been anticipated but I had hoped attendance 

would be higher. However, it is clear that both dropout and variable attendance did not 

adversely affect the group dialectic among those who became fully immersed. Contrary to 

my expectations and concerns about the impact of dropout on democratic and process 

validity it seemed to have had a positive effect. It contributed to a dialogue on why non-

participants chose not to participate, on why non-attendees were absent and on why 
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dropouts could no longer contribute. At the same time dropout and non-participation 

brought the committed participants closer together as they developed prepositions about 

withdrawal and non-participation and compared themselves to those who chose to 

withdraw or did not participate. In this sense non-participants had a legitimate role in 

contributing to the group dialectic and in strengthening the learning communities. This 

legitimate non-participation is a unique finding, as it has not previously been identified in 

the literature on health care related group work. 

As the fully immersed participants in LC1 and LC3 collaborated an iterative discourse 

emerged that was initially challenging for participants but led to the development of a 

deeper understanding of their condition. This led to the participants developing ideas 

around three action cycles. In the next chapter the main propositions for these three action 

cycles that arose from discourses are analysed and these findings are discussed in terms of 

the transformative process and consciousness-raising sought in PAR. 
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6 The participant’s account of a life lived in chronic 

pain and the emergence of three action cycles 

The next chapter recounts the impact of living a life restricted by chronic pain as given by 

the participants. As this is collaboratively reviewed and action cycles emerge, the analysis 

then looks at how this process facilitates a critical consciousness that leads to participants 

determining how to exert some control over their lives. The development of critical 

consciousness or ‘conscientização’ as advocated by Freire (1996) is particularly important in 

PAR (Cahill 2007). PAR involves the development of knowledge through a cycle of action-

reflection-action (Marrow 1998) which enables participants to become critically conscious 

human beings (Heron 1996). This involves a commitment to knowledge whose purpose is 

to change as well as study behaviour, and is achieved through; participant development, 

continuous interaction on issues and actions, and a cyclical process of evaluation (Marrow 

1998). In order to identify the process of developing a critical consciousness, I have chosen 

to use the Ledwith and Springett’s (2010) framework adapted from one originally 

developed by Hope and Timmel (1984 cited in, Ledwith and Springett 2010) and described 

below in Figure 6:1. This framework was adopted when coding the data from the learning 

communities. 

 

Figure 6:1 Stages that lead to critical consciousness 
(from Ledwith and Springett 2010, p213)  



125 

 

6.1 The Action Cycles: Evidence for developing critical 

consciousness 

The ‘messy’ discourse described in Chapter Five that I captured is part of the process of 

‘conscientisation’ that developed as the different members of the learning communities 

came together and involved their expressed thoughts as documented in their notes and 

observable acts, which I could capture in my notes but also involved an ‘inner process’ 

(Ledwith 2005, p87) which can be seen in the decisions and actions taken by some 

participants. This process of consciousness-raising involves the development of shared 

knowledge and moved through the stages of knowledge development described by Reason 

(2002) (see Figure 4:4 in Chapter Four). The prepositions they developed arose from within 

the learning communities as participants collaborated and shared their experiences. My 

interpretations of these prepositions are presented in this chapter, although the themes 

were checked with participants during the learning communities. It is important to note 

that the participants were naïve to the existing literature on chronic pain. However, many 

of their ideas are also found in the existing literature. As I present the evidence for the 

participants achieving critical consciousness in this chapter I also compare their ideas to the 

existing literature as a means of validating their prepositions. 

Whilst repeating the caveat that this is not a linear but a messy and iterative process, the 

adapted framework developed by Ledwith and Springett (2010) and described above in 

Figure 6:1, enabled the different stages48 for critical consciousness to be mapped for three 

Action Cycles. These action cycles are discussed in this chapter below, in order to facilitate 

this discussion the chapter is subdivided into three parts, each part addressing one action 

cycle as follows: 

 Part A: The Action Cycle: Communicating with health professionals and others (LC1 

and LC3) 

 Part B: The Action Cycle: Accepting the need to make adjustments (LC1) 

 Part C: The Action Cycle: Accepting pain and disability (LC3) 

These action cycles arose from an awareness that developed among participants when 

discussing their lives in pain with other group members and this enabled them to obtain a 

different perspective. This new knowledge was at times emancipating and enabled 

                                                      
48

 In order to aid the reader a figure highlighting which stage of this model the analysis of 
consciousness-raising is at will be used throughout this chapter. 
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participants either to act for themselves and experience feelings of empowerment or to 

see others acting and experience these feelings vicariously. Among the committed 

participants, this reflection upon how they dealt with past events was filtered through their 

new awareness of others perception of their own actions. Their newly acquired knowledge, 

that other participants did not act in the same way as them, alongside support from those 

other participants gave them the strength to change. This was a positive experience, but it 

does raise the question as to whether this could happen in reverse. Could something 

someone had seen as positive be seen in a negative light? This did not happen among those 

who fully participated, but it may have been a factor in the withdrawal of some participants 

and could therefore be a weakness in this method. For example, in LC3 Sian described how 

interacting with the group threatened her adaption to her current situation and Peter in 

LC2 also detailed the ways that he felt unprepared to deal with examining his responses to 

pain. Both of these reasons could be interpreted as protective actions in response to a 

threat to their current consciousness of their self. 
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6.2 Part A: The Action Cycle: Communicating with Health 

Professionals and Others 

The first action cycle recounted the contribution of others to their life in pain, particularly 

around discussing their pain with others, for example, when they were seeking help. 

Largely, this was seen through their encounters with health care professionals, which were 

mostly felt to be unconstructive and unhelpful. However, participants also recounted 

similar issues involving their families, friends, neighbours and strangers.  

Suzanne succinctly captured the shape of the discourse, highlighting the difficulties 

participants had with communicating their pain around this action cycle, in LC1 in her notes 

from Session 1: 

‘It was commonly felt that friends would find it taxing to receive honest comments, 
casual enquirers would not ask again, pressure would be heavy on families and 
doctors can feel a sense of failure if confronted with pain which they cannot explain 
or alleviate. 

This led to a major sharing of experiences where some members had gone through 
a prolonged period of being told that there was not a problem. The implication was 
that the only problem was psychological and not physical. One member recalled 
being told, immediately prior to surgery that she ‘seemed to like having surgery.’  

LC1: Suzanne’s notes/Session 1  

In this action cycle, participants worked through different solutions for their dealings with 

these groups. The propositions for this action cycle are ‘legitimacy of pain’ ‘poor 

communication with health professionals’ and ‘good communication when someone ‘looked 

at the issue as a whole’’. 

6.2.1 Description: Those who can help do not understand 

 

Although there was recognition in this statement that ‘doctors can feel a sense of failure’ 

when dealing with their difficult pain problems, this was not held to be an excuse for poor 

communication among group members. The perception of participants was that: 
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 In general they were not understood by those in a position to help and 

 It was difficult to get potential helpers to understand their pain and the associated 

problems 

Participants related their perceived responses of others to their pain which they viewed as 

problematic and a cause of distress. There were several varied responses of others to their 

pain. In the second session of LC1 I had noted that participants felt ‘People don’t want to 

hear about their pain’ (LC1: My Notes/Session 2). Sasha and Annie related that the general 

attitude was either an unwillingness to engage with them and presenting messages such as 

‘not you again with the bloody bad back’ (LC1: My Notes/Session 2). Participants recounted 

the different ways their pain was dismissed by others. In LC1, Sasha recounted how Candi 

did not discuss her pain with her family as: 

‘…they think she's whingeing ….when she's having a bad day, so her philosophy is to 
‘grin and bear it and keep taking the tablets’. 

LC1: Sasha’s Notes/Session 3 

I documented the participants as reporting that: 

‘Having a bad back was viewed as a joke by those who did not experience it and it 
was not until they experienced it that they could appreciate the issues.’ 

LC1: My Notes/Session 2 

And Sasha’s notes confirmed the idea that their pain was not taken seriously by others: 

‘Someone commented about how the internal ‘bad back’ is often treated as a joke 
and that was something that three of us49 could relate to being back pain sufferers.’ 

LC1: Sasha’s Notes/Session 2 

Participants described the effects of these attitudes upon their behaviour. They related 

how they concealed their pain (see Section 6.3.7 below) as they had to make a hard choice 

between being honest about their pain or being thought of as someone who was always 

complaining. In LC1 Session 2 I had noted that Annie expressed a lot of bitterness or regret 

about the fact that she cannot talk to people honestly or openly about her pain. She was 

concerned that people thought of her as ‘Mrs Neverwell’ and in doing so received 

agreement and support from the other participants. 

‘As if it’s your fault or are you genuinely bad?’ ‘The thought process is ‘Do I lie?’ Do I 
tell the truth?’ 

LC1: My Notes/Session 2 

                                                      
49

 Sasha, Annie and James 
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Having someone understand their pain was important to the participants. Realising that 

others do not understand their pain has also been seen in other studies. Juuso et al. (2011) 

related how women with fibromyalgia in her phenomenological study felt sad, angry and 

frustrated that others did not understand their pain. Harding et al. (2005, p693) reported 

that the majority of pain clinic respondents to a larger postal questionnaire on experiences 

of chronic musculoskeletal pain felt ‘profound disappointment with aspects of their care-

giving experiences’ especially from their general practitioners who were unable to 

understand their condition, did not take their pain seriously and did not seem to care. In 

particular they were frustrated that limits on consultation time meant that their ability to 

tell their story was stifled. This has been seen in several other studies (Snelgrove and Liossi 

2013). According to Harding et al. (2005) these ‘unmet expectations’ interfered with 

patients’ sense-making as they needed to put the pain into context with their lives, 

whereas the health professionals they encountered were concerned with medically 

interpreting their pain through determining a diagnosis only. In this current study all 

participants had concerns about this requirement to determine a diagnosis rather than 

looking at this wider picture and felt frustrated when they tried to raise these issues. In 

both this study and Harding et al. (2005) these unmet expectations led to a breakdown of 

confidence and trust in health care. 

6.2.2 First Analysis: The legitimacy of their pain 

 

Participants in both LC1 and LC3 wanted to know what was wrong with them. They 

required recognition that they were in pain and this depended upon an acknowledgement 

that their pain was real from both themselves and others. However, this process was not 

straightforward, as indicated above. In this action cycle the particular problem of 

negotiating help and support from those groups whose professions is caring was discussed 

within each learning community. Both groups of participants felt they often suffered 

judgments and attitudes that prejudiced their status as credible witnesses. Although they 
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recognised that such judgments were ‘normal’ and that they also labelled others50, they 

found it uncomfortable to be subject to them: 

‘Jane: ‘…. disability badges, crutches, limps…they’re all tags people recognise. It’s 
natural to label, it’s only human to try and identify people. I do it in my work to an 
extent’ 

John: ‘It’s only human to seek patterns in things but it’s not nice to be subject to it.’ 

Louise: ‘Especially when we don’t want to draw attention to it!’ 

LC3: My notes/Session 8 

Participants wanted their pain to be identified and acknowledged by others but did not 

want to be diminished in this process. For them, legitimacy meant that their pain was 

viewed as a real health problem by health professionals and others. They were wary of 

responses of others to their pain, they all identified difficulties in their interactions with 

others and expressed fear and anxiety about the responses of others to their pain. This 

tension was present in each session in both LC1 and LC3. Figure 6:2 illustrates the key 

components for this proposition. 

 

Figure 6:2 Properties for the proposition 'Legitimacy of Pain' that I developed 

                                                      
50

 In LC3 this was particularly seen in regards to unjustly claiming benefits 
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6.2.3 Connected Knowing: Being a credible witness to their pain 

 

For the participants in LC1 and LC3 having pain was a test of their credibility. In order for 

them to be credible witnesses to their pain, they had to conform to a set of behaviours that 

often they found restrictive and frustrating, failure to conform meant that they were left 

feeling their pain was not legitimate. Legitimacy was viewed as arising from three sources: 

 The health care system 

 Other’s actions 

 Comparing themselves to others. 

6.2.3.1 Real Life: Obtaining legitimacy through the health care system 

 

Obtaining legitimacy, mainly through a diagnosis from their doctor was viewed as 

particularly significant. Having a name for their pain in the form of a diagnosis was very 

important but it was not just the naming of their pain that was important, the way they 

obtained their diagnosis was also of consequence. Participants were divided between those 

who had an easily recognisable pain problem and one, which was harder to diagnose. In 

LC1, both Candi and Suzanne had ‘conditions (that) are well understood and x-ray evidence 

is always to hand’ (LC1: Suzanne’s notes/Session 6). Having a clear diagnosis where ‘…even 

the irritating and tiring walk which I have developed over recent years has its own medically 

recognised name’ left Suzanne thinking about how fortunate she was compared to others 

whose problem was not so clear. 

In LC3 John related his relief at being given a diagnosis as ‘before then I thought I was going 

mad’ (LC3: My notes/Session 5). The elements of this discussion is included in all sections 

from Section 6.2.6 ‘Root causes: Reasons for poor communication’ through to Section 
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6.2.6.5 ‘Having to conform even when treatments do not work’. Suzanne captured the 

strain on those participants who had not had a clearly defined diagnosis for their pain in 

LC1 in her reflection on Annie’s narrative about her pain and diagnosis: 

Major health problems which were not diagnosed for years must be very hard to 
deal with. Words like ‘stoic’, ‘gritty’ and ‘determined’ come to mind in describing 
her (Annie) (along with elegant and compassionate). 

LC1: Suzanne’s Notes/Session 6 

This narrative had emerged slowly over the previous six sessions, for example in 

LC1/Session 2 Annie and Sasha had been ‘discussing fibromyalgia, ME51 and the importance 

of getting a diagnosis’ (LC1: My notes/Session 2). After the last session Sasha documented 

Annie’s distress because of the problems she encountered in getting a diagnosis: 

Annie feared they’d lose their home after her accident.  She felt as if she was letting 
everyone down and with nothing being diagnosed there was no ‘illness’ as such to 
explain things. 

LC1: Sasha’s Notes/Session 10 

Annie had documented an earlier conversation with Sasha, in her account she focuses upon 

the similarities between her experience and Sasha’s: 

‘I found it very interesting that Sasha seems to have that many similar symptoms 
and she said she had approached her G. P. re: her concerns for fibromyalgia (an 
M.E. related illness) only to be given short shrift, yet it is still a concern for Sasha 
that she may need to pursue in the future.’ 

LC1: Annie's notes/Session 2 

Delegitimation plays a part in the disempowerment of patients by healthcare professionals, 

in a literature review that examined ‘being believed’ amongst chronic pain patients Clarke 

and Iphofen (2005) found evidence that this disbelief is a bigger problem for patients who 

have a ‘hidden pain’. That is their pain had no outward sign and because of this their 

reported symptoms, such as pain and fatigue, could be re-interpreted by others, for 

example, as laziness. In a follow-up hermeneutic phenomenological study of unseen pain 

amongst eight chronic pain clinic patients, having an unseen pain left interviewees feeling 

isolated and unsupported. They experienced invalidating rather than confirming responses 

to their chronic pain, particularly when to outward appearances they seemed healthy 

                                                      
51

 ME or myalgic encephalomyelitis is more commonly known as chronic fatigue syndrome and is 
characterised by severe fatigue for six months or more. It has not definitive aetiology and no 
diagnostic marker. It probably describes a number of different conditions. There are several 
conflicting theories as to its origin, from viral to psychological, making it a controversial and disputed 
diagnosis (Kool et al., 2009). 
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(Clarke and Iphofen 2008). In this current study, my coparticipants also experienced 

delegitimation when they had no obvious sign of their pain. However, the very nature of 

pain is that it is internal and in chronic pain, where any original injury has healed, there is 

often no visible sign for others to see (Clarke and Iphofen 2008). In such cases often the 

only confirming response available is to agree with the self report of chronic pain yet often 

this does not occur, for example patients are treated as if they have mental illness which 

leads to an assumption that the pain is ‘not real’ (Clarke and Iphofen 2008). 

For my coparticipants, making sense of pain was especially difficult when there did not 

seem to be a reason for having it, and drove participants to seek out information from a 

variety of sources in order to obtain an explanation. Not knowing what was wrong with 

them, especially when there was some controversy over a condition, caused the 

participants to doubt their doctor’s knowledge as ‘they had read up on their conditions and 

(felt) that their GP didn’t know enough about pain’ (LC1: My notes/Session 2). In LC3 

diverse topics were covered, not just pain. Louise noted that John was articulate and well-

read during these conversations; given his inquisitive nature she considered that it must be 

disturbing not to know what caused his pain: 

‘John once again amazed me with his wealth of knowledge about various subjects.  
Despite his pain he obviously has a genuine curiosity regarding the world and both 
natural and scientific environments.  Given his interest in how and why things exist 
the way they do I imagine that it must therefore be very frustrating for John to not 
have a complete explanation regarding his condition.’ 

LC3: Louise’s notes/Session 9 

A search for understanding for John’s diagnosis of Reflex Sympathetic Dystrophy52 (RSD) in 

his arm led him to participate in chat rooms and blogs, to peruse websites and read 

scientific papers on his condition. As much of the information and research about RSD 

comes from the USA and he had developed an in-depth knowledge of American 

approaches to the condition, and occasionally voiced his frustration that so much was not 

known about his condition in the UK, this was particularly true when he was discussing 

treatments or assessment for benefits. John described previous experiences of going for 

assessment for disability benefit. In one the doctor said he knew all about RSD and there 

was no need for him to worry. He had not been so fortunate on other occasions and had 

had to appeal decisions that went against him: 

                                                      
52

 John had reflex sympathetic dystrophy or RSD, also known as Complex Regional Pain Syndrome 
Type 1. It is characterised by pain, swelling, autonomic dysregulation, movement disorders, and 
atrophy and dystrophy. It is a progressive illness and can spread over time to other areas of the body 
(Schwartzman and Popescu, 2002). 
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‘…in America it is recognised as a chronic disease, therefore I wouldn’t have to go 
before a capacity board. Here it’s pot luck who53 (Sic) you get’ 

LC3: My Notes/Session 6 

6.2.3.2 Real Life: Others actions 

 

In their daily dealings and negotiations, with family, friends, neighbours and strangers 

participants encountered adverse comments and actions that had great impact upon their 

feelings about having a legitimate condition. Participants would cite particular events, 

usually comments but also acts, that they felt were harmful but would also wonder 

whether the problem was their perception of the incident: 

‘She had been thinking about Annie’s questioning whether or not she had a 
legitimate cause for her disability, do we feel like a fraud, wasting the NHS budget? 

Is it our perception of outside comments, and not how they’re actually meant by the 
other party, which makes us feel this way? 

LC1: Sasha's Notes/Session 6 

Problematic subsidiaries of this was the process of using blue badges or obtaining benefits; 

see discussion under discreditable characteristics below (See Section 6.2.4.4 ‘Inward versus 

Outward’). 

6.2.3.3 Real Life: Comparing themselves to others 

 

One of the main ways participants developed consciousness was through comparison to 

others, looking back over their personal histories and considering how their lives and the 

roles they performed had changed. In the previous chapter, I discussed how participants 

                                                      
53

 By ‘who’ John meant whether or not you had an assessor with knowledge of his condition. 



135 

 

compared themselves to eligible non-participants and wondered why they chose not to 

participate. They also compared themselves to others. In LC1 much of the discourse in 

Session 5 related to this. During this discussion Suzanne stated that it helped her to 

compare herself favourably to others: ‘I always think there is someone worse off’ (Suzanne 

cited in my notes/Session 5). At this point Sasha recounted a story of a colleague, a young 

man who has lost three limbs due to meningitis, by way of an example that agrees with this 

statement. Annie responded with her typical black humour: 

Annie: ‘I don’t at least they have a legitimate condition’ 

Suzanne: ‘Do you have an illegitimate condition?’ 

Annie: ‘Yes, I’ve got a bastard!’ 

LC1: My Notes/Session 5 

This evoked laughter amongst us all and supportive comments from the other participants. 

I noted at the time that: 

‘I’m conscious as I write this that Annie will say ‘I’m sounding bitter again’ but I 
want to convey the really funny witty dark bitter sweet humour that she said this 
with – the relish of it really amused everyone. We were in the moment with her and 
got it’ 

LC1: My Notes /Session 5 

In her notes on this session Sasha reported this dialogue: 

‘I related that I work with a disabled young lad who lost his arms and one leg to 
meningitis and how I look at him and then feel guilty about ‘moaning’ about my 
pain and we agreed that there is always someone worse off – Annie did not agree 
with this and she is angry that she feels this way and she thinks that she does not 
have a legitimate reason for her pain but we all strongly disagree. 

LC1: Sasha's Notes /Session 5 

This response catalysed the other participants, as they ‘wonder(ed) (why) … one group 

member fe(lt) that her condition is not ‘legitimate’ (LC1: Suzanne’s notes/Session 5). It 

prompted them to consider their own responses. In the following session Suzanne 

approached Annie: 

‘I thought a lot about your comment about not having a legitimate complaint… 
when I’m not experiencing deep pain I feel a fraud. Pain dips and swings in between 
feel a fraud’ 

LC1: My Notes/Session 6 
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Again Sasha documented this: 

‘She (Suzanne) had been thinking about Annie’s questioning whether or not she had 
a legitimate cause for her disability, do we feel like a fraud, wasting the NHS 
budget? Is it our perception of outside comments, and not how they’re actually 
meant by the other party, which makes us feel this way?’ 

LC1: Sasha's Notes/Session 6 

In LC3 participants also compared themselves to others, but they also used these 

comparisons to make sense of their chronic pain: 

On the TV I was watching a programme about (a Children’s hospice). There was a 
girl; she had a condition, chronic pain, wearing (analgesic) patches and everything: 
She was so bright and eloquent. And she said, I have two types of pain, background 
and acute. I thought that’s me. That describes it it’s in the background all the time 

Louise cited in my notes/Session 9 

6.2.4 Related Problems: Discreditable characteristics: 

 

Legitimacy also depended upon the participants not possessing discreditable characteristics 

(see Figure 6:2). Participants described these characteristics that made them discreditable 

witnesses to their pain as: 

 A past history of illicit drug taking, 

 Displaying frustration, being angry or aggressive 

 Having mental health problems or having their pain dismissed as a mental health 

problem 

 Receiving benefits or having a blue badge 

6.2.4.1 A past history of illicit drug taking 

Drewe (LC3) described the response of doctors who do not know him to his pain, relating 

how their reading of his past use of illicit drugs in his medical notes shaped the interaction 

between them and made his current behaviour discreditable as the general response to his 
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asking for help for his pain was that he had requested addictive drugs54. His past history 

meant that his chronic pain was often disregarded, this story elicited dismay amongst the 

other participants, particularly Louise, Sian and Vic who agreed that ‘we all take drugs’ 

(LC3: My notes/Session 3).(See under Section 6.2.6.4 ‘Starting from scratch’ below). 

Drewe also had a history of aggressive behaviour when under the influence of drugs and 

had been in prison although he did not disclose why. He acknowledged that this also 

influenced behaviour towards him; this was something he regretted and was trying hard to 

change as it had cost him his ‘custody of his daughter’. Whilst Drewe’s account was 

reflective and considered how he had contributed to his lack of credibility with health 

professionals his clear desire to improve his situation, his account of how his ‘supportive 

parents’ were helping him and how he struggled with his addiction and his pain elicited 

support from the other participants. Drewe stated that ‘I try not to take any drugs. I’m not 

bad, It’s just my circumstances or a weakness in me’ (LC3: Drewe cited in my notes/Session 

3). Louise documented her thoughts on Drewe’s narrative after this session: 

‘Drewe appeared to me to be a very strong person in order to have overcome the 
battles he has faced and to continue doing so despite the pre-judgements by others.  
I don’t think he recognises how well he is doing as the pain and health problems he 
has have obviously affected his confidence, but I sincerely hope he continues to do 
well.  His account of his drug taking made me consider how different is that to my 
own reliance on painkillers, other than the prescription I use to get my drugs?’ 

LC3: Louise’s Notes/Session 3 

6.2.4.2 Displaying frustration, being angry or aggressive 

Drewe was not the only participant who had been identified as aggressive in LC3. In Session 

2 Vic had spoken about how he often got angry and frustrated, particularly when he was in 

pain or when he did not receive what he felt was appropriate care:  

‘It’s worse in the mornings, you should never catch me in the mornings – on the 
phone I’m ‘Yes!’ I have no patience. I know they say I’m a Jazz drummer and they 
are aggressive but I have no patience now compared to how I was.’  

LC3: My notes/Session 2 

He recognised this caused him problems and stated ‘I’ve got aggressive on my notes’ (LC3: 

My notes/Session 2). The nature of Vic’s narrative at this point prompted Jane to consider 

this aggression to be ‘frustration’ and was viewed by the participants as an extreme but 

understandable response to his unmet expectations of care. It was also recognised as a 

                                                      
54

 Either strong opioid analgesia or Temazepam (a benzodiazepine) 
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problematic identity by Jane who told him that ‘you shouldn’t carry a label - Its being 

genuinely ill’ (LC3: Jane cited in my Notes/Session 2). 

6.2.4.3 Having mental health problems or having their pain dismissed as a 

mental health problem 

Not having a diagnosis left patients feeling that their pain was not taken seriously, in LC1 

Session 6, Annie and Sasha were describing how their experience differed from Suzanne 

and Candi. 

Annie: ‘it’s never pain (that’s wrong with you) it’s either something physical or if 
they can’t find it or they’re backed into a corner (and their treatment hasn’t 
worked?) it’s never the pain it’s you.’ 

Sasha: ‘That makes you angry, then tearful and then you’re a neurotic women not 
in pain and if you push and push they go down the mental health route.’ 

Annie to Sasha: ‘Do you get depressed?’ 

Sasha: ‘I got asked ‘do you want to top yourself’’ 

(LC1: My Notes/Session 6) 

As Annie and Sasha’s symptoms did not relate to an underpinning diagnosis they felt they 

were adversely labelled. Sasha noted after this session that like her Annie was: 

‘Stuck in a circle of problems with professionals, do not come under any particular 
category of illness, the GPs are all too eager to go down the mental illness route…’  

(LC1: Sasha's Notes /Session 6) 

This made them both angry and distressed and this anger was recognised as contributing to 

the problem as it led to ‘blanking out and losing the thread of things’. To add to this 

problem both participants suffered from ‘flare-ups’ in their pains when they felt that they 

needed extra help but: 

When flare-ups occur we don’t even bother to see the doctor, they back you into a 
corner; you get angry and upset and are then thought of as a neurotic female? 

LC1: Sasha's Notes /Session 6 

This was a revelation to Suzanne and Candi, after this session Suzanne noted that: 

I find myself thinking how fortunate I am to have a well-documented root problem 
(bi-lateral congenital hip dislocation), which in orthopaedic clinics was seen as 
‘interesting’, followed by early-onset osteoarthritis. Consequently, even though in 
bad spells I have wondered about my own mental health, I have never had to cope 
with a health-care professional ‘fobbing me off’ with anti-depressants. 

LC1: Suzanne’s Notes/Session 6 
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Whilst Suzanne felt that pain could adversely affect her mental health and that it was not 

surprising for ‘a GP to wonder about the presence of a clinical depression’ as one of the 

‘knock-on effects of chronic pain’ she expressed concern about an attitude that: 

 ‘…left (some-one) feeling that they have been ‘fobbed-off’ with the implication that 
their problems are ‘all in their head’ or ‘just imagined’. If I had ever been subjected 
to that I would feel so angry. 

LC1: Suzanne’s Notes/Session 6 

At a later session Suzanne discussed a nephew who had an arm injury that left him with 

nerve damage: 

‘…he gets upset when they talk about phantom pain as if his pain is not real. It’s the 
arm that’s phantom not the pain’ 

LC1: Suzanne cited in my Notes/Session 8 

In LC3 a similar thread had emerged as John described reactions to his RSD. 

‘The worst thing is trying to explain it to people and they say it is in your head, it is, 
but it’s in my nervous system!’ 

LC3: My Notes/Session 5 

In both LC1 and LC3 participants wondered whether they were depressed or whether their 

low mood was a response to their pain.  

Sasha: ‘I thought depression was I didn’t have a cause’ (and I do!)’ 

LC1: My Notes/Session 6 

In LC1 Vic raised the subject and asked all the participants whether they were depressed. In 

LC1/Session 6 I captured Suzanne summarising this discussion around the ‘language of 

depression’ after a deep and though provoking discourse amongst all members on 

‘…how there weren’t enough descriptors and in English we use depression as a 
convenient label when instead we may mean melancholy and not clinically 
depressed or mentally ill’ 

LC1: My Notes/Session 6 

Thus all had good reasons to be depressed but felt that being ‘labelled as depressed was 

not helpful’. 

Having a legitimate condition is important if a patient is to avoid being labelled with a 

discreditable characteristic. When a person who experiences illness has no clear diagnosis 

to confirm their condition then they are placed in a moral dilemma and are often excluded 

or find it difficult to access the help that is available for those with a clear diagnosis 
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(Nettleton et al. 2005). Nettleton et al. (2005) describe this state as ambivalent. In their 

study which interviewed eighteen patients with long standing undiagnosed conditions at a 

neurology clinic, they found that their interviewees were stuck in a chaotic state as they 

could not enter the sick role and become successful in their illness as they had no role 

prescription for them to follow. In addition, they experienced pressure to conform and felt 

they had at various times been labelled as time wasters, hypochondriacs or malingerers 

because no objective diagnosis was available to them. This was associated with feelings 

that their condition was ‘all in the mind’ especially when their description of symptoms was 

not taken seriously or was considered to be not genuine.  

Nettleton et al. (2005) considered that interviewees who experienced these attitudes felt 

that their sense of self was threatened and their social identity diminished. Consequently, a 

discussion with a health professional that there may be a psychological element to their 

symptoms was interpreted as a statement that as there was no identifiable cause they 

were to blame for their condition or that they were not helping themselves and therefore 

were undeserving of further assistance. Prolonged exposure to these experiences meant 

that interviewees stopped seeking help and support and became ‘medical orphans’ 

(Aronowitz 2001 cited in, Nettleton et al. 2005, p205). 

Although all the participants in this current study had a diagnosis for their pain, in their 

discourse it is clear that some participants felt that their condition was considered to be 

less legitimate than others and similarly experienced pressure to conform to a set of 

behaviours that they felt were threatening to their self and diminished them. Those 

participants who felt this strongly, such as Annie in LC1 or Vic and Drewe in LC3 either 

withdrew from seeking medical help or exhibited their frustration and became adversely 

labelled as angry or aggressive. Others hid these frustrations and persisted with treatments 

even though they knew they would not work for fear of being labelled as non-compliant, 

which in turn ran the risk of becoming ‘orphaned’. 

In a metasysnthesis of the qualitative literature on living with chronic low back pain (CLBP), 

Snelgrove and Liossi (2013) identified that these concerns raised by participants in this 

current study were commonly held. Thus people with CLBP reported that they were 

considered to: ‘culpable’ for their condition; imagining their symptoms; exaggerating 

symptoms for some benefit or because they were lazy or malingering; or they were 

dismissed as having a condition that was ‘all in the mind’. When these were reported, 

people with CLBP experienced the same adverse responses that participants in this current 
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study reported, that is marginalisation and isolation, fear of what the future holds and 

reduced confidence that healthcare can help their condition. 

6.2.4.4  Inward versus Outward 

In both learning communities there was much discussion about outward appearances in 

the context of the current debates in the media about disabled people and claiming 

benefits. Participants felt that the nature of their health problem made them particularly 

vulnerable to adverse opinion; as a result they did not meet the public’s perceptions about 

what a disabled person looks like. 

‘Blue badges, people’s judgements and stereotypes about what disabled people 
should look like. People judge you.’ 

LC3: Louise cited in my notes/Session 2 

One particular aspect of this discussion related to outward appearances, participants felt 

that because they might look outwardly healthy or did not fit the stereotype of a disabled 

person they were subject to discrimination. In the second session of LC3 Vic, who had just 

met Jane told her ‘you look well’ triggered Jane and Louise to describe their experiences of 

being judged on their appearance and not on their subjective account of their state of 

health.  

Jane to Louise: ‘That’s the worse, how people talk about you because you look fine, 
you’re not old and you look well.’ 

LC3: my notes/Session 2 

This caused Vic to reflect on his comments in his response to this comment: 

‘(Do) you often get judged by looks? (because) You both look great’ 

LC3: my notes/Session 2 

Jane and Dave felt that this happened to them all the time. This conversation on 

appearances was picked up in the following week by Sian she commented on how ‘people 

looked at you and thought everything was ok’ (LC3/Session 3). For some participants 

appearance was important, striving to look their best was one way they dealt with their 

pain, and of not giving in. However, this confused others who could not understand why 

they would bother to put on makeup or dress smartly when they were suffering. In LC3 

Sian related how she would dress smartly when she seeing her doctor or having an 

interview with the ‘social board’: 
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‘Mum says don’t do yourself up, don’t put on makeup or look smart but that’s not 
me’ 

LC3: My Notes/Session 1 

Later participants in LC3 revisited this preposition in a discussion on how judgements are 

made (see 6.2.2 First Analysis: The legitimacy of their pain above) and the impact of this 

upon them. 

Jane: it made me feel, when I look back – the injustice of it all 

John: If you think about it its human nature: same as people in wheelchairs, you see 
the wheelchair and you judge. 

LC3: My notes/Session 9 

Participants felt that others were using their appearance and their behaviour in order to 

verify that they were genuinely ill. This questioning of the legitimacy of their condition 

placed great strain upon the participants, they felt they had to continually justify their 

worthiness to be in pain or to be entitled to help from others, especially if they did not 

have use any visible sign to others of their disability, such as a wheelchair or walking sticks. 

‘One of us made a comment of how we’ve been made to feel a scrounger from day 
one – as if we do not have a legitimate reason to be poorly.’ 

LC1: Sasha’s Notes/Session 7 

This was particularly confusing when they had good and bad days. When talking about the 

claiming Disability Living Allowance John made the point that the process views the person 

as always being in one state: 

‘(the assumption is) you’re like it all the time. When flare-ups occur and you can 
have good and bad days. It doesn’t take this into account. It doesn’t consider that 
there are times you have to hold things back. 

LC3: John cited in my Notes/Session 6 

In LC1 Annie echoed this viewpoint: 

‘We all appear to agree that we are probably not out and about on bad days and 
therefore less visible. I believe I am quicker, less noticeable, keeping things under 
some sort of control (on good days).’ 

LC1: Annie notes/Session 7 

However, even when participants felt well enough to go out their pain might catch them 

out. Sasha related Annie’s account about pain: 
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Annie has had experiences of being crippled with pain getting out of the car but 
then (as she walked around) it would ease and so she could get about – would 
someone then think ‘what is she playing at?’ (When she came back to the car) 

LC1: Sasha’s Notes/Session 6 

Participants were aware of the gaze of others; Annie described how she was often 

challenged about her use of a blue badge and documented the following: 

‘Candi also related feeling under scrutiny from others, she had been questioned on 
personal and private matters, over her use of a blue badge, one neighbour even 
looked at her tax disc. I have also been challenged on my use of a blue badge.’ 

LC1: Annie notes/Session 7 

Often this scrutiny would take the form of perceived disapproving sideways looks, raised 

eyebrows or ‘tuts’ from members of the public. I had documented the above incident 

where Candi’s neighbour had checked her tax disc to ensure she had a disability discount 

and therefore was entitled to her blue badge. Sasha gave more detail about impact this 

type of incident had: 

Candi’s nosey neighbour asked if she had a disability because she had seen her with 
a blue badge so again we’re allowing ourselves to be dictated to by other people’s 
attitudes, comments and their perceptions of us when they don’t even know us or 
see us when we’re at our lowest. 

LC1: Sasha’s Notes/Session 7 

Whilst the above example was felt to be malicious other examples were given where the 

intent was caring. In the previous session Sasha had described the ‘Guilt trip when you do 

things that people think you shouldn’t because it’s a good day’ (LC1: Sasha cited in my 

notes/Session 6), and gave the example of her concerned neighbour telling her off because 

she was gardening and then taking over from her. Such close scrutiny evoked strong 

feelings, and she experienced ‘Guilt, the guilt word. ‘Guilt, Guilt, Guilt…’ (LC1: Sasha cited in 

my notes/Session 6). Subsequently she refined this to ‘its guilt! People checking up on you!’ 

(LC1: Sasha cited in my Notes/Session 7) but she also felt guilty that someone was doing 

something for her. 

In LC3 Louise explained the difficulty she had in explaining her mobility problems to others, 

unlike Annie her pain did not ease when she walked but got worse the more she mobilised: 

‘People are often confused by my inability to walk ‘far’ as it is hard to explain. I do 
not suddenly stop due to being unable to walk any further; however walking causes 
the pain in my feet, knees and hips to worsen significantly and impairs my ability to 
carry out ‘normal’ activity.’ 

LC3: Louise’s notes/Session 9 
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Consequently having a blue badge and being able to drive was ‘key, therefore to managing 

my pain’ (LC3: Louise’s notes/Session 9). Louise stated: 

‘I value my ability to drive as I now rely very heavily on my car in order to live and 
work day to day.’ 

LC3: Louise’s notes/Session 9 

For Louise having a blue badge was essential and yet like other participants she also 

described the stigma felt by being scrutinised over her use of this symbol of disability. In 

LC1 Annie had also noted that ‘disability can confuse the able bodied if it is not a static, 

visual impairment’ (LC1: Annie notes/Session 7). Suzanne agreed but felt that it was the 

disability symbol that was misleading others not herself, as she was not in a wheelchair. 

These issues can also be seen in Holloway et al.’s (2007) account of stigmatisation of 

chronic pain patients, interviewees described how the invisible nature of their pain lead to 

experiences of stigma when they manifested signs of disability through using disability aids 

such as a motability car or crutches, disabled parking bays or badges from neighbours, 

strangers and police officers. 

In LC1 there was a strong belief that the ups and downs of their pain confused others. 

When they did not behave as expected, because of a good day they were placed under 

pressure to offer an explanation for their behaviour. In LC1: Session 6 Suzanne discussed 

her use of a walking stick; this was vital on a bad day but not needed all the time. However, 

she was subject to continual questions, from family friends and others ‘why are you using 

one today and not another, explanations are wanted and I don’t want to explain all the 

time’ (LC1 Suzanne, cited in my notes/Session 6). 

Suzanne used to use a stick only occasionally but then there were comments such as 
‘why aren’t you using your stick today?’ 

LC1: Sasha’s Notes/Session 6 

Consequently Suzanne carried her walking stick, even when she did not require it just to 

satisfy others expectations and to avoid explaining things: 

‘Suzanne also spoke of her past use of her walking stick/light sabre/cattle prod. She 
found it beneficial not to confuse others with its part-time use.’ 

LC1: Annie notes/Session 7 
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Conversely Candi described how she would not use a walking stick even though she had 

been advised to: 

Candi: I hurt my foot because I didn’t want to go on my sticks and got told off by my 
GP  

Annie: Why?  

Candi: Sticks — people ask too many questions! 

Annie: (agreeing) we talked about this last week  

Suzanne: You were told off because?  

Candi: I didn’t do as I was told?  

LC1: My notes/Session 7 

‘Also pride stops her (Candi) from using it and other people’s comments such as 
‘what do you need a stick for?’ do not help’ 

LC1: Sasha’s Notes/Session 7 

The others perceived both Suzanne and Candi’s actions as normal responses. When 

participants felt good they related how they had to hide this and adjust their behaviour to 

avoid explanation or adverse comments. A similar situation was reported in LC3, at the 

seventh session Jane seemed to be in some discomfort and was using an elbow crutch, she 

explained that she normally avoided using it because it was such a sign to others and this 

led to a wider discussion that supported much of the above discourse in LC1. In LC3/Session 

8 the participants related how ‘no-claims solicitors’ in a local shopping centre targeted 

them: 

Jane: ‘They pounce on you if they see you limp, if you have crutches – they make a 
bee line’ 

Louise: ‘It’s embarrassing I tell them to go away.’ 

John: ‘I say worse than that I can assure you.’ 

LC3: My notes/Session 8 

Subsequently participants tended to avoid going there, as they were not mobile enough to 

avoid them. 

Similarly, Louise described an incident in work. She was having fire safety training: 

‘So the trainer said ‘anyone have problems with using the stairs’. My sister who 
works with me says ‘Louise does’ so now I have to have a ‘personal emergency 
evacuation plan’. I'm on the third floor, so I do probably need to have someone to 
help, but it’s.... You have to do it; they have to do this plan on you, as if you’re a real 
inconvenience.’ 

LC3: Louise cited in my Notes/Session 10 
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Although Louise recognised that there was a need to have a personal emergency 

evacuation plan, she resented the way that her sister had pointed her out in a public 

meeting even if this was with the best intentions. She also felt that although she was given 

her plan the attitude of her colleagues was that this was burdensome because it involved 

extra work. Although she recognised that her mobility problem was visible and her 

colleagues were aware of her pain problem Louise disliked drawing attention to this, she 

worried that others would feel she was using it as an excuse. The idea of being a burden to 

others is discussed in more detail below in this part of the discussion the focus is upon the 

perception among participants that their pain unjustly diminished their status in the eyes of 

others: 

‘I’m always made to feel a bad back is a scroungers illness — even though I’ve 
always worked, so I don’t claim anything’ 

LC1: Sasha cited in my notes/Session 7 

All participants, in both learning communities, held this view regardless of whether they 

were working, retired or in receipt of benefits. In the same session (LC1/Session 7) as the 

above passage Sasha compared herself to ‘normal people’ who can ‘throw a sickie at the 

drop of a hat’ to have a day off when she did her ‘damnest to get there’ despite being in 

severe pain. For Sasha this was a sign of the unfairness where people who did not have a 

health problem could take short-term sick leave without worrying about the consequences 

whilst ‘if you have a real health problem you can’t take any risks with your job’. This 

viewpoint received strong support from the others. Suzanne who was now retired but had 

always worked wondered ‘if it a sign of weakness?’ or did it mean that those who had 

health problems but who worked were actually stronger than those who did not have a 

health problem. At the following session Sasha related referring to how she felt in her ‘‘non 

–physical’ job feeling guilty about being tired when she hadn’t done anything physical’, as 

she described how this week had been dreadful: 

‘Away with the fairies’ I’m trying to concentrate but I keep nodding off. Want to 
shake myself and say come on pull yourself together. Then the guilt kicks in, 
because my back’s been better but I’m so tired, (I) can’t do things’ 

LC1 Sasha cited in my notes/Session 8 

See Section 6.3.10 ‘Root causes: the ‘never-ending’ pain’ below where the metaphor of a 

life in pain as a constant struggle is explored. Other participants in LC1 related the distress 

they felt at having to give up work due to their pain, this aspect of the discourse is covered 

below in Section 6.3.3 ‘Connected knowing: Participants realising ‘we cannot do it all’. 
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When participants could not work because of their pain and needed to receive benefits, 

they felt guilty but also angry that they had to justify their need to receive benefit. For 

some participants this combination prevented them from seeking help, because of pride, or 

humiliation or the recognition that they had a problem. In the following dialogue Jane and 

Vic are explaining to each other why they do not claim benefit, even though both are 

probably eligible for some form of support:  

Vic: Talks about his pride – he doesn’t claim anything because of his pride, he 
worked as long as possible because of it. 

Jane: so are you still working now? 

Vic: No I wanted to part-time but it’s not cost effective 

Jane: How long have you had a problem with your hip and leg? 

Vic: I’ve had it years, I had to live with it. Sometimes it’s fine then I does (sic) 
something little and it hurts. He talks about his daily exercise regime, but some days 
I can’t do anything. It’s frustrating when you can’t do anything. 

Vic: How about you do you claim DLA [Disability Living Allowance] 

Jane: Couldn’t – I had the form but couldn’t bring myself to fill it in, it was too 
upsetting …. I couldn’t face up to it so I binned it. 

LC3: My Notes/Session 2 

This was a particular concern for participants in LC3, in Section 6.2.3.1, above I documented 

John’s concerns that his condition was not well known and he worried about the process of 

continuing to receive support now the system was changing. He had extensively researched 

the process and read stories of the Boards on the internet. Most of these were negative 

and detailed how people had their benefits removed: 

‘John talks about boards, about the new system and the experiences of a family 
friend. They signed her off straight away gave her 3 points but on appeal she had 
58 points and two days later she died.’ 

LC3: My Notes/Session 1 
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6.2.5 Root Causes: The problem of communication 

 

It was universally felt in LC1 and LC3 that the root problem was due to communication 

issues. As can be seen in the previous section, participants reported problems with 

communication with their families, friends and acquaintances. However, these problems 

were seen as particularly egregious when the person they were interacting with was a 

member of a health profession. To reflect this, this section largely focuses on 

communication issues with helping professionals as they rarely experienced good 

communication with health professionals. Figure 6:3 outlines the core propositions that 

characterised this aspect of the action cycle. 

Figure 6:3: Characteristics of poor communication 

It must be remembered that seeking help from a health professional is usually the first 

formal treatment strategy people in pain adopt (Shi et al. 2007, p1652) and is one of the 

commonest reasons given for consultation with primary care providers (Green et al. 2001, 

Elliott et al. 1999). When participants in this study encountered unhelpful attitudes in their 
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dealings with health professionals55 they were was seen as grossly incongruent with the 

health professional’s role as a carer and a helper. This was a strong theme in both LC1 and 

LC3, arose in the discourse at several sessions and was deeply distressing when it occurred. 

Figures 6.4 and 6.5 map the temporal occurrence of this theme for both groups, this 

demonstrates that LC1 discussed communication with health professionals at every 

meeting, whilst it in LC3 there were only two meetings, six and seven, when it was not 

discussed. 

 

Figure 6:4 LC1: Time-line for comments on communication with health professionals 

 

Figure 6:5 LC3: Time-line for comments on communication with health professionals 

6.2.5.1 A sense of injustice 

Participants held strongly to the idea that they should be interacting with a caring person 

and this exerted greater influence on their behaviour and subsequent interactions with 

health professionals than when they encountered similar responses among lay people. 

Although the attitude of lay people was upsetting, the attitude of health professionals was 

disturbing and provoked a sense of injustice that in turn evoked a lack of trust and the 

feeling that communication and help-seeking was ‘a waste of time and effort’. This also 

caused participants to feel that the health care system was not ‘geared to their problem’. 

This echoes the findings in a phenomenological study that explored the written illness 

                                                      
55

 By health professionals I am referring to doctors, nurses and physiotherapists. These three 
professional groups were involved in the majority of patient-health professional interactions in this 
study. For the most part the health professional they are referring to is their general practitioner. 
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trajectories of thirty-two women with chronic pelvic pain (McGowan et al. 2007), and 

found that negative consultations with doctors had a long and distressing effect. In terms 

of empowerment and disempowerment the encounter with a health professional has been 

viewed as either a ‘bridge’, characterised by open communication, connectedness respect 

and compassion; or a ‘wall’, which leads a person to perceive the health professional as 

incompetent, indifferent, reducing trust and resulting in mutual avoidance and 

disconnection (Skuladottir and Halldorsdottir 2008, p896). 

In LC1 Sasha documented the discourse between, herself, Annie and Robert by noting the 

expression ‘Feel as if you have to fight to get your doc to understand’ on a flipchart (LC1: 

Sasha flipchart/Session 2). At this point Annie had been talking about her reluctance to 

engage with her general practitioner on any issue because of past interactions about her 

pain. Much of this discussion was shaped by a concern about legitimacy and also sounding 

out the other two to see if they had similar problems. As Annie had fibromyalgia she didn’t 

feel that her condition was either understood or treated as a genuine problem, both Sasha 

and Robert had had experiences where they felt they had not been taken seriously, but 

neither to the extent that Annie seemed to. Her concerns generated a feeling that she had 

not received fair treatment as she wasn’t listened to and respected. Much of these 

concerns are explored in the section on legitimacy. However, in a later session, after 

listening to others, particularly Morse, talk about supporting relationships with health 

professionals Annie wondered if she was right to have concerns that she was not being 

properly treated by her general practitioner. Again Sasha documented these: 

‘Annie has been thinking about the issues she has with GP and how bitter she thinks 
she comes across about her pain – we disagreed and asked if we shouldn’t be 
allowed to feel bitter to some extent?’ 

LC1: Sasha’s notes/Session 5 

This sense of injustice can provoke anger and frustration. In LC3, whilst describing her pain 

story where ‘She talks about all the problems she has had with waiting times, about her 

communication problems with health professionals’ (LC3: My notes/Session 2), Jane 

recounted her visit to a specialist at a regional centre in North East England. She had waited 

a long time for this appointment, had had problems and delays because of funding 

differences between Welsh and English patients, which added to her sense of injustice, but 

her expectations that she could be helped were high: 
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Jane: He said: ‘don’t know what you’re doing here, you’re wasting my time and 
your time’ ‘So I screamed and screamed, he fled! Two nurse came in and left, 
eventually I was seen and had surgery’ (privately?) (Because she’d been waiting so 
long?). 

Daniel: ‘This is the worse (sic) of it; if you have money you can do it’ 

LC3: My notes/Session 2 

Later in her story Jane recounts how after moving home she was eventually referred to a 

particular neurosurgeon, the ‘only one who could fix me’. At this meeting she was told that 

she was on the shortlist: 

Jane: The shortlist – but this was in 50 weeks time. The secretary was very smug ‘oh 
no my dear the short list is 50 weeks’ 

LC3: My notes/Session 2 

As well as facing the perceived injustice of having to wait another year, Jane was even more 

aggrieved by the patronising tone and condescending attitude of the secretary who 

informed her of the length of the wait. Among participants this was reinforced by a sense 

of injustice that if they could afford to they could see the same expert very quickly with a 

private consultation. 

Jane: ‘If I pay £395 I can see him in three weeks 

Daniel: Yeah I’ve done that 

Vic: Talks about private clinics56 

Jane: £395 for a visit and then £195 for the hospital for room and admin charges 
and £20 000 to have the back done. I just can’t afford it, I’ve contemplated it but I 
can’t. 

Vic: It annoys me 

Jane: Very frustrating, I was being very positive but now to have to wait 50 weeks, 
Its push, push, push a massive hill. A bigger hill than Snowdon’ 

LC3: My notes/Session 2 

Neither Jane nor Daniel could continue to afford the extra costs for their treatment.57 This 

was reinforced at the final session in LC3, when in general conversation Louise had been 

discussing the celebrity status of football players: 

  

                                                      
56

 Vic feels very strongly that people who pay privately and people who are referred through the 
NHS should be treated in the same way when being seen by doctors who work in the NHS or at NHS 
facilities. 
57

 In the UK many people with chronic pain experience relative poverty and cannot afford to speed 
up consultation or treatment through funding their care privately or through medical insurance, this 
has been viewed as representing a stigma of poverty (Holloway et al., 2007). 
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Louise: ‘Football players – too much money, adoration and power. 

John: ‘Power can make people arrogant; they expect things because they have 
money’ 

Jane: ‘It’s like – ok this is not on the same level. Jane relays a story about her 
husband injuring his knee whilst camping, he slipped in the mud. Saturday night he 
said I’ve done something bad to my knee. We had to have help packing away the 
camping gear. Went to (hospital) on Sunday night – had a seven and a half hour 
wait, so he left. Went to work on Monday but he was too bad so because he had 
medical insurance with work he went private. He was seen and had an appointment 
made for surgery in the same week. Only thing stopping it is his holiday and the 
surgeons. They (Football players) live in a different world because they have the 
income.’ 

John: ‘Yes – when I was in [local specialist orthopaedic hospital] – because the 
consultant was with the British Lions I was surrounded by rugby players, injury on 
Sunday, Surgery on Monday – no messing around with waiting. They just expected 
it. Mind you he was the best.’ 

LC3: My notes/Session 10 

In the literature, injustice has been described as ‘inherent to the chronic pain experience’ 

(Scott et al. 2013, p1691). In a Q-methodology survey58 designed to elicit subjective views 

on justice related to chronic pain among eighty participants, thirty-eight of whom had 

chronic pain, McParland et al. (2011) tested five factors that related to the way people who 

have chronic pain experience injustice. In their study pain was not perceived as injustice 

but an everyday part of life that could happen to anybody. However, three of factors 

related to blame were seen as significant causes of injustice. The first that ‘society is to 

blame for poor access to medical care’, violating a perceived right to access for appropriate 

treatment. Secondly that people in pain experience ‘unequal interpersonal treatment’ 

because of ignorance of chronic pain from other in society and thirdly that ‘unempathetic 

healthcare workers’ were blamed for not listening to patients which in turn produced 

resentment and reluctance to interact with health care practitioners. The participants in 

this current study gave all these three factors as causes of injustice. Experiencing a 

perception of injustice is important as it has been linked to adverse outcomes for patients, 

particularly when associated with anger and depression (Scott and Sullivan 2012) and might 

also play a role in disability and responses to rehabilitation (Sullivan et al. 2008). 

  

                                                      
58

 Q-methodology is a systematic method for obtaining information about attitudes and 
understanding. It involves the rank ordering of a set of between 10 and 100 words, statements or 
pictures. These are ranked along a continuum such as ‘not like me’ to ‘most like me’. The aim is to 
produce a forced distribution curve that is then subject to multifactorial analysis, in order to sample 
the range and diversity of views expressed by respondents (Cross, 2005). 
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6.2.5.2 That it was a waste of time and effort 

In LC1 participants felt they had expended a lot of time in seeking help from others for little 

reward. When it came to health professionals they were frustrated and angry that health 

professionals did not listen or try to understand what the participant was experiencing. 

Consequently they felt they had wasted this time and effort and there was no point 

persisting: 

‘Communication with family doctors: No point. No time for talking. Not wanting to 
know and not understood’  

LC1: Annie’s notes/Session 2 

‘Annie felt there was no point going to her GP in some instances and that she 
avoided communicating with them preferring to ‘go to the A and E when things 
were really bad’’  

LC1: My notes/Session 2  

Sasha had recorded the tone of the discourse between Robert, Annie and herself at 

LC1/Session 2 in her notes. She identified common perceptions that health professionals 

found it difficult to help, often communicated in a poor manner and offered limited help: 

‘Robert explained about his pain and is of the same opinion as some of us in that 
‘what is the point of going to see the GP when the pain flares because there's 
nothing he/She can do!’ He also said that one of his therapists told him that ‘chronic 
pain does not change/get better, it only gets worse’ which lead us into a discussion 
of how some of the medical profession talk/treat people with chronic pain and why 
we get the feeling that we may as well not bother going to a GP unless the pain is 
extreme because they just give you pain killers and tell you it will ease up’ 

LC1: Sasha’s notes/Session 2 

One participant, who wasn’t present at this session, felt so strongly about part of this 

statement when she read these notes and after reflecting with the group during the third 

session that ‘Robert’s therapist said chronic pain only gets worse …this information was not 

useful’ (LC1: My notes/Session 3) that she emailed me to express her thoughts more 

strongly: 

‘I was grieved to hear that one member had been told that chronic pain does not 
improve and only gets worse ‘ 

LC1: email from Suzanne/after Session 3 
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6.2.5.3 The system isn’t geared to our kind of problem 

In LC3 the focus on poor communication and bad experiences revolved around problems 

with the system. Vic summed this up by in Session 4: 

‘Vic talks passionately about deterioration in the health care system, he looks back 
to the days of ‘Matron’, and this leads to a general discussion about hospital 
services in the local area and changes in the health service. How the health service 
hasn’t kept up with the need to support local people. That more needs to be done 
about chronic illness, about hospital closures and new buildings.’ 

LC3: My notes/Session 4 

Across the sessions two participants contributed greatly to this theme. In the second 

session, Jane told the group her story and ‘talks about all the problems she has had with 

waiting times, about her communication problems with health professionals.’ (LC3: My 

notes/Session 2). Prior to developing a spinal problem Jane had been a keen sportswoman, 

she was proud about ‘how fit I was, I was a runner’. Being a runner was an important part 

of her identity. She developed back pain and after trying various non-intrusive 

interventions eventually: 

‘…had spinal surgery, in (A National Orthopaedic Hospital in England) ……Was 
waiting so long for (this hospital) because of different arrangements for Welsh and 
English patients and issues over funding, so was referred to (a different hospital), 
and saw a doctor there. … 

…… but there was a problem with the surgical pack, parts were missing and they 
had to use bone grafts instead of screws. This added to her recovery process, it took 
18 months to heal. Went to see the consultant ‘hadn’t worked, didn’t fuse together, 
her spine was like the Rock of Gibraltar’59 

LC3: Jane cited in my notes/Session 2 

As a consequence of this Jane had sought further help, she saw another surgeon in [a third 

hospital] ‘but was in too much pain and he was unable to do anything,’ (LC3: My 

notes/Session 2 and moved to (local Welsh Town) to be nearer another expert in (a fourth 

hospital). As Jane discussed this and also later in reviewing my notes and receiving 

feedback from my supervisors, I was struck by the impact this must have had on Jane’s life. 

Moving house and changing jobs in order to access treatment. However, for Jane, all this 

effort would be worthwhile if she received help. Her frustration was the continued 

problems she had just getting to see someone for this help. Even after moving she faced 

                                                      
59

 I assume Jane means that it is separated like Gibraltar is from the mainland of Spain and not the 
usual use of this phrase which refers to something that is so solid and permanent that it will never 
break or be destroyed because the context of the discussion was how her spine had not rejoined 
properly. 
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‘bureaucratic’ problems getting a referral: 

Jane: ‘(I) registered with this practice and was referred so thought she was on the 
waiting list but there was a problem with the way the referral was made. I waited a 
year before ringing to find out about an appointment only to be told that the 
referral was wrong. They don’t take GP referrals. (I) had to go through a different 
process to get funding. Eventually this was sorted and (they) rang up to be told I’m 
on the emergency waiting list…….’ 

Vic: ‘Over how long has this been?’ 

Jane: three years (since the operation?) 

LC3: My notes/Session 2 

The length of time to wait for treatment strengthened the view among participants that 

pain was not a priority for the health service. It was felt that the longer they remained in 

pain the more entrenched their pain became, not just physically but also: 

Jane: ‘What they don’t get is how much it takes out of you. How much dignity you 
lose, how much it really does take it out of you.’ 

LC3: My notes/Session 2 

Daniel also related problems with waiting for help. At this point Vic was discussing with 

Jane and the others about ‘how the longer you wait for help the worse you become’:  

‘Vic is frustrated about the way help is offered 

Daniel: I’ve had this: A Pakistani doctor he checked me over. Said it’s your knee, no I 
said it’s my foot. ‘Well’ he said, ‘One you can live with it’, ‘Two have an injection.’ 
‘How many?’ ‘Just one - Or three, an operation’ I said, ‘I’ll have the operation’ he 
said, ‘ok you’ll have an appointment in January’.  

January came, I rang up. ‘Oh you’re in the back of the queue, there’s far worse than 
you.’ So I rang the secretary and I had an appointment that will be sent me in July. 
It’s now July (shrugs – hasn’t heard) so I phoned – (was told) not until November!’ 

LC3: My notes/Session 2 

Daniel seemed frustrated that he had to be the one chasing down his appointment. He was 

certain that if he had not rung he would not even have an appointment in November. He 

believed that it was not his role to manage access in this way and questioned why his 

chronic pain problem was such a low priority. In the group’s discourse Daniel who had been 

listening to Jane’s narrative commented on the impact of her story on him. This is one of 

many examples of how participants enlighten each other60: 

                                                      
60 In the action cycle ‘Accepting Pain and Disability’ Jane and Louise reveal how they found 

Daniel’s outlook inspirational. 
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Daniel to Jane:’ One thing I’ll say – you do make me feel better. I thought it was just 
age, but it’s not it’s the system. 

Louise: I think it’s terrible. I work for the NHS but I’m not proud listen to the way 
you are treated. 

Jane: Yes – I’ve seen different people, they’ve lost my notes, it’s a vicious circle and 
its only when you make a fuss or you pay to see the consultant anything gets done. 

Daniel: Listening to you – it’s unbelievable 

Jane: I thought I was the lucky one, because I’d had my chance and was prepared to 
wait it out. 

All discuss the way health care is organised 

LC3: My notes/Session 2 

In a mixed method study, which used hermeneutic analysis of semi-structured interviews 

and descriptive analysis of the Brief Illness Perception Questionnaire and involved 17 

people with musculoskeletal pain, Brown et al. (2010) identified that; the process of 

‘wanting treatment but facing barriers’ (Brown et al. 2010, p1652) such as, waiting times, 

referral to others, inability to pay privately or bureaucratic issues, was a time of 

uncertainty. Their respondents considered themselves to be ‘in limbo’. Unable to move on 

or adjust and adapt as participants had to wait for the outcomes of actions from others. 

This removed any sense of control, preventing them from managing their condition, as they 

were ‘lost in the system’ (Brown et al. 2010). This study confirms findings from an earlier 

systematic review of twenty-four papers on the effect of waiting for treatment for chronic 

pain by Lynch et al. (2008), which identified that waiting for treatment whilst in chronic 

pain is an iatrogenic contribution to the burden of chronic pain as patients experienced a 

significant deterioration in health related quality of life and psychological well being while 

waiting for treatment for chronic pain. 

These discussions made Louise very conscious of her position as both a member of the 

group and an NHS employee. She attempted to address these by asking Jane whether she 

had sought recourse for the delays in her treatment: 

Louise: This business about waiting – have you made an official complaint 

Jan:; Yes – but they said its through ignorance, there was a change in the system 
and they didn’t know about the change. 

Daniel: Who is running the asylum? 

LC3: My Notes/Session 2 

In her notes after session 2 and later after session 4, when the theme of the system letting 

people down was raised again by Vic, Louise reflected upon her discomfort at representing 
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the NHS to the group. This feeling that the system she worked in and the people that she 

worked with in a job and position that she ‘loved’ (LC3: My Notes/Session3) caused her 

deep distress: 

‘Listening to the many difficulties and frustrations of other group members 
regarding poor NHS services and waiting lists etc. has left me feeling quite ashamed 
of working for the organisation.’ 

LC3: Louse’s Notes/Session 2 

‘The discussion tonight about how hospitals and health services are run differently 
now compared with previous times felt a little uncomfortable for me due to my 
employment in the NHS, however I appreciated the points raised by Vic.’ 

LC3: Louse’s Notes/Session 4 

In Chapter Two, I discussed the effect of differing understandings of pain between patients 

and health professionals upon patients. Thus according to Phillips et al. (2008) and Jutel 

and Nettleton (2011), doctors place an emphasis upon biomedical understandings of 

chronic pain, whilst according to Ong et al. (2004) and Grime et al. (2010), those who have 

chronic pain ground their understanding in an account of sense making of their lived 

experience. Eccleston et al. (1997b) performed a social constructivist analysis of sixty 

chronic pain patients and health professions responses to eighty propositions about 

chronic pain using Q-methodology. They identified the root causes of this conflict as the 

positioning of responsibility for pain. Patients rejected ideas that they or their behaviour 

was to blame for their condition, largely considered pain to be diagnostically meaningful 

and held professionals accountable for the diagnosis and treatment of their pain. 

Conversely most professionals held the view that chronic pain was a dysfunctional 

response to natural events and that ‘managing their pain badly’ or learnt pain behaviours 

caused this response (Eccleston et al. 1997b, p704). Both groups rejected the idea that 

chronic pain was imagined but, according to Eccleston et al. (1997b, p704), most health 

professionals considered it to be real ‘in the sense of an overlearned habit’ rather than an 

actual condition. The problem for both patients and professionals in this conflict is that, 

chronic pain alone is not useful as an explanatory symptom of all that is happening to a 

patient. For both parties identity is challenged. Health professionals because, they find it 

difficult to function within a wider social model of pain, where medicine is not a panacea 

and patients because, they are not helped to make sense of their pain (Eccleston et al. 

1997b). 

These findings are similar to those reported by Snelgrove and Liossi (2009). They conducted 
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an interpretative phenomenological analysis of the experiences of ten patients with chronic 

low back pain, obtained through semi structured interviews prior to attending a chronic 

pain clinic. This analysis identified that interviewees viewed their pain from a biomedical 

perspectives, focusing upon physical aspects of their pain and positioning themselves in 

their accounts of their pain experiences as ‘moral physically ill’ (Snelgrove and Liossi 2009, 

p739). That is, they valued the physical aspects of their pain as ‘true’ and discounted any 

psychological contribution to their pain as ‘false’. This can also be seen among my 

coparticipants, as just like Snelgrove and Liossi’s (2009) interviewees, they also represented 

the origins of their pain as having a biomedical cause. They also described their distress and 

reluctance at adapting their role because of pain. Additionally, those who had acquired 

their pain, rather than being born with a painful condition61, adversely compared their 

present self to their past unspoilt selves. Other studies have also demonstrated that, 

patients also share a belief in the biomedical model to explain pain in terms of tissue 

damage or degenerative pathology. For example, in Brown et al.’s (2010) paper, effects of 

illness, accidents, overuse, work or leisure activity, ageing, posture or hereditary factors 

were held to be causes for chronic muscular skeletal pain. 

My coparticipants also experienced the same issues around this belief. They discussed their 

pain in terms of, the physical limitations it placed upon them and also how they had to plan 

and could no longer be spontaneous. However, whereas Snelgrove and Liossi’s (2009) 

participants did not focus upon affective aspects of their pain, my coparticipants did and in 

great detail. This is possibly a consequence of the respective methods adopted by 

Snelgrove and Liossi (2009) and this current study and potentially demonstrates the 

strength of this approach at engaging participants in a discourse about their condition. In 

Snelgrove and Liossi’s (2009) account, participants only began discussing affective aspects, 

specifically anger and depression towards the end of their interviews, once their discourse 

had established a firm biomedical basis for their condition. In this current study, 

participants in both learning communities began their interactions with each other with 

both physical and affective accounts of their illness. Thus in LC1’s first meeting, participants 

disclosed feelings of guilt, shame, isolation and anxiety whilst also discussing physical 

aspects of their pain, whilst in their first encounter in LC3, participants gave accounts of 

low mood, tearfulness, depression and anger whilst also discussing their mobility issues. 

Another difference between the participants in this current study and Snelgrove and 

                                                      
61

 Suzanne and Candi in LC1 and Louise in LC3 
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Liossi’s (2009) interviewees revolved around the idea that their pain required biomedical 

interventions to rectify or ameliorate their condition. Their participants were on a waiting-

list for a pain clinic and may not have been exposed to thinking about pain as other than a 

biomedical idea. This led their interviewees to reject non-biomedical approaches and 

experience disappointment when medical treatments were not effective. It also diminished 

their faith in the efficacy of physical treatments, yet they continued to follow a medical 

model of understanding their pain and have faith in medical technology. Whilst in this 

current study, although two of my coparticipants in LC3 were awaiting consultations, Jane 

with a neurosurgeon and Daniel with an orthopaedic surgeon, most had been exposed to a 

Pain Clinic or similar model of care and were not actively seeking a biomedical approach to 

their pain. Comments about being ‘in the right frame of mind’ to take part in this current 

study, seen in Chapter Five, indicated they were seeking something else from this 

experience and the detailed explanation process prior to recruitment may well have led to 

the self exclusion of relief-seeking participants. They also displayed little faith in medical 

technology or in the application of medical help to them. For example, participants 

recounted how they underwent repeated interventions that had not helped them in the 

past when encountered new professionals. 

6.2.5.4   Lack of Trust 

In LC1, participants recognized that having a chronic health problem, which often had no 

physical evidence of a cause, posed problems for health professionals. For the participants 

in LC1, the search for a physical cause for their pain prevented them from getting help. 

When a physical cause could not be identified or differing outcomes were offered it 

contributed to the lack of trust as ‘conflicting prognosis between different doctors raised 

concerns about who to believe.’ (LC1: My notes/Session 2). The result was they ‘Don’t trust 

professionals anymore’ (LC1: My notes/Session 6). 

Sasha captured Annie’s feelings: 

‘Annie has been told for so many years by professionals that it will go but it hasn’t 
so she doesn’t trust them anymore and Suzanne agreed that if they cannot see a 
cure they sometimes don’t know what to tell you on how to cope with it’ 

LC1: Sasha’s Notes/Session 6 

In LC1, this contributed to the idea that there was ‘Difficulty in asking for help’ (LC1: Sasha 

flipchart/Session 4) and participants expressed anxiety about seeking help: 
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‘I’m worried about asking for help’ 

LC1: Morse cited in my notes/Session 4 

‘It is easy enough to ask for help when you don’t really need it. When you do need 
help it is better to struggle on than ask for help and then feel let down (and unloved 
and uncared about) if help is not forth-coming.’   

LC1: Suzanne’s notes/Session 4 

That led participants to voice the concern that it required ‘Confidence to talk about pain’ 

(LC1: Sasha flipchart/Session 5) and anything that dented this confidence, such as not 

receiving support or ‘not being believed by GPs’ (LC1: Morse/Session 9) formed a barrier to 

sharing their experiences with health professionals. This lack of confidence in the help they 

might receive led participants to believe there was no point in seeking help and for them to 

disengage from seeking help. The effects of this were also felt in LC3. In LC3/Session 5 

where loss of faith led participants to stop seeking help: 

Jane: ‘…for me it was a question of keeping faith, but now I don’t trust the NHS 
after my first year.’ 

John: ‘Yes but it causes me fear, I hurt my foot last year and now I have no faith so I 
haven’t been for help’ 

LC3: My notes/Session 5 

This is a process of alienation, where the sufferer finds it difficult to share their problems 

with others, who could help them but for some reason do not, and then consequently 

detach themselves from seeking help (Younger 1995). It is similar to findings in Holloway et 

al.’s (2007) study. Using an Interpretative Phenomenological Approach Holloway et al. 

(2007) identified that as well as feeling and experiencing enacted stigma from health 

professionals, when their interviewees experienced contradictory reports, failure to have 

their concerns about their pain addressed satisfactory and failing sin their pain 

management they also enacted stigma against health professionals. This mainly took two 

forms, ‘moral stigma’ as doctors failed to fulfil a perceived duty of care and a stigma of 

‘incompetence’ as participants considered their care to be substandard in some way. In this 

current study my coparticipants held these two stigmas against health professionals. 

However, they were rarely enacted other than through this distorted relationship that led 

them to avoid seeking help. 
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6.2.6 Root causes: Reasons for poor communication 

 

6.2.6.1 How can people not suffering chronic pain know how those with chronic 

pain are feeling? 

Loss of faith in medical practitioners was a contributing factor to the lack of trust. It 

accompanied the realisation that health professionals might not know about chronic pain. 

Sasha first reflected upon this in her notes made after session two: 

‘James commented that ‘how can people not suffering chronic pain known how 
those with chronic pain are feeling?’ Because if they do experience pain it is usually 
an acute episode which will get better.’ 

LC1: Sasha’s notes/Session 2 

Participants identified that there were very real differences between expected acute pain 

and chronic pain. In LC3 participants compared their chronic pain to acute pain: 

‘...with acute pain it’s ok to scream’ I’ve had acute pain, and it’s ok to ask for help, 
it’s expected you’re allowed to.’ 

LC3: Louise cited in my notes/Session 9 

The implication in this comment was that it is not allowed with chronic pain. 

These discourses were developed in the context of how health professionals and others do 

not really understand what chronic pain is like or the impact of symptoms on sufferers. 

However, this part of the discourse was also about how some of these symptoms were 

difficult for the participants themselves to believe and if they found this hard, how could 

they, expect others to believe them. This was shaped by two thoughts. Firstly, how GPs 

cannot do anything about some of their symptoms such as: 

‘The radio’s annoying me and my skin’s bugging me’ or ‘It’s a beautiful day and I 
feel miserable again’ 

LC1: My notes/Session 2 

And secondly, how if they went to them with their symptoms they would ‘think I’m crazy, 

nuts and I’d agree with them’ this would lead participants to think ‘was I imagining it?’ 

(LC1: My notes/Session 2). 
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Söderberg et al. (1999) reported three major interlaced themes: loss of freedom, threat to 

integrity, and a struggle to achieve relief and understanding an Interpretative 

Phenomenological analysis of fourteen women's experiences of living with fibromyalgia. 

Their interviewees used metaphorical language to describe the difficult to define bodily 

pain symptoms that contribute to a ‘loss of freedom’ (Söderberg et al. 1999, p579) in order 

to help others understand their condition. When this did not happen it became a source of 

frustration, of ‘anger and irritation’ as in trying to explain their pain to others the 

participants ran the risk of saying something that led to a loss of their credibility. 

This is an impossible position to be in. Subjective description of pain by the sufferer is, after 

all, regarded as the best way to indicate severity or type of pain (McCaffrey and Ferrell 

1997). Therefore a loss of status as a credible witness to your own suffering is another loss 

of freedom. Other sources have indicated that understanding ‘what went wrong62‘ 

(McGowan et al. 2007, p262) is a priority for patients and requires them to tell their story. 

Story-telling in this context represents an opportunity for the patient to present their 

symptoms in a meaningful way that helps them: understand their pain and to seek help in a 

way that legitimises their claim on another’s time; preserves their dignity, whilst disclosing 

shame or anxiety and obtain protection. Failure to recognise this need, through acts of 

dismissal, focusing upon physical pain only or applying psychological labels ignores the 

subjective nature of pain and makes the psychosocial aspects of pain subservient to the 

biological. It means that concerns have not been acknowledged and, if physical signs are 

not found, they are not recognised as ill and worthy of attention. 

Inability to communicate suffering was seen as a core aspect in Younger’s (1995) concept 

analysis of ‘the alienation of the sufferer’. It makes pain inexpressible, dominating capacity 

to speak by causing the sufferer to ‘cry out’ or to be silent in response to their agony 

(Younger 1995). In a phenomenological study of thirteen adults with chronic pain, 

participants reported this effect as pain taking over the mind as well as the body, ‘blocking 

all other sensation and thought’ (Thomas and Johnson 2000). This can reinforce the belief 

that only sufferers understand pain, creating a boundary between those in pain and those 

who are not and making the effort of explanation as unbearable as the pain itself. 

  

                                                      
62

 That is how they developed chronic pain 
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In LC1 Session 6 Suzanne reflected at length on the dilemma faced by health professionals: 

‘It led me to wonder about how Health-care professionals cope with their own 
difficulties.  They are expected to be problem solvers (gate-keepers, gate-lockers!) 

How do they cope when they don’t understand the problem ‘even my skin hurts’ I 
wonder how often problems are deflected back onto the patient as a sub-conscious 
way of easing the burden of simply not knowing what to do.   I prefer to be told ‘I 
don’t know’, ‘I can’t do any-thing to help that’ (as in the loss of my core femoral 
muscles) you then know what you have to get on with.’ 

LC1: Suzanne's Notes/Session 6 

As discussed in Chapter Two, Section 2.4.2 ‘Problems with Diagnosis’ Physicians often 

consider patients with complex chronic pains that they feel they cannot help through 

biomedical treatments as ‘heart sink patients’ (McGowan et al. 2007, Alamo et al. 2002). In 

her notes Suzanne recognised that doctors must feel at a loss as to what to do and the 

attitudes expressed towards the participants might be a manifestation of the physician’s 

inability to cope. In LC3 a similar sentiment was expressed by Jane ‘My father said ‘just 

remember, they’re doctors not gods’ (LC3: My notes/Session 3). 

On writing up her notes from session two, one of the participants had clearly been 

reviewing her attitude to using her general practitioner: 

‘I mentioned I rarely use my G.P. and in the past (prior to M.E. diagnosis) felt like 
‘Mrs Neverwell’ and G.P. would think me mad if I voiced some of difficulties 
experienced. I may need to re-evaluate my contact with my G.P.-I tend to use the 
pain clinic to help.’ 

LC1: Annie’s notes/Session 2 

For Annie the ‘pain clinic had always been her saviour’ (LC1: Sasha’s Flipchart/Session 7). In 

this session Annie had previously disclosed that she rarely contacted her family doctor for 

‘day to day pain’ preferring instead to be referred to the pain clinic (LC1: Annie Flipchart 

Week 2) and that when she did she felt she had to be very careful to be seen as someone 

who did not complain about her pain. In my notes on session two I recorded her 

description of her initial interaction with her doctor as well as the mood that it was 

expressed in: 
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Annie: ‘You say ‘I’m fine doctor now about my bad back’ this was said humorously 
but with a strong undercurrent of feeling63’ 

LC1: My notes/Session 2 

Annie was not the only participant who felt like this, after LC1: Session five, whilst 

considering how she would benefit from participation in the learning community (LC1) 

Sasha had recorded Suzanne’s thoughts about sharing and talking to others: 

‘Suzanne had wondered how the group would work because psychologically for her 
it is better to say she’s feeling fine to the doctors etc., it’s a necessity for her’  

LC1: Sasha’s notes/Session 5 

The following week, after reading this in Sasha’s notes and with further reflection on how 

she communicated with health professionals Suzanne found herself agreeing with Annie 

that: 

‘Health care professionals respond better if you say ‘I’m fine’ then you’re on a better 
footing otherwise when they say ‘How are you feeling’ – the response would be 
‘How long have you got’ 

LC1: Suzanne cited in my notes/Session 6 

Beginning a conversation with their doctor about their pain with the expression ‘I’m feeling 

fine64 doctor now about my (pain)’ was viewed as a way of exerting some control over the 

consultation, otherwise there was felt to be a danger that their pain might be dismissed. 

Annie summed this up in the final session of LC1: 

‘You know you and that's never listened to -You've got to fit their pattern 

LC1: Annie cited in my notes /Session 10 

She recognised that others rarely acknowledged her personal expertise in how pain 

affected her unless she conformed to a particular pattern of behaviour. Other participants 

in LC1 shared these concerns. Sasha captured this discussion in her notes as well as the 

tone of mutual agreement among the participants: 

‘...the doc may know your body but you know you!  You know your own symptoms 
etc. as to the pain starting but you’re not always listened to.’ 

LC1: Annie cited in Sasha's Notes/Session 10 

                                                      
63

 I’ve used the term ‘feeling’ here. Annie was clearly upset at the way she felt she had to start her 
consultation with her family doctor in order to avoid being seen as complaining, but she expressed 
herself with great humour and a strong sense of the irony at having to say ‘I’m fine’ at a medical 
consultation when she was clearly wasn’t. 
64

 ‘I’m fine’ was universally described as an automatic response to a question of how they felt by all 
participants in both LC1 and LC3. This question was regarded as a greeting, not an enquiry about 
their pain. 
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In this part of the discourse participants are recognising that their personal expertise in 

their pain, such as how affects them is, rarely acknowledged by others, particularly if they 

do not conform to a particular pattern of behaviour. This is similar to findings in McGowan 

et al. (2007, p263) where participants who are unable to give their accounts are left with 

the ‘‘unsaid’ of their knowledge’. The effect of this was noted in an earlier study amongst 

women with chronic pelvic pain (Grace, 1995). Grace (1995) argued that when ‘doctors 

negated the woman's own experience of the pain and its meaning to her’ it diminished a 

woman’s ability to act and take responsibility. 

Morse supported this conversation; she described how her pain always starts. When she 

begins to get specific symptoms she knows that if these were not acted on quickly her pain 

would become severe but this personal expertise was rarely respected except on rare 

occasions. These exceptions were memorable: 

‘Morse describes how her pain always starts, so she knows when she will have 
pain. It's rare that this is listened to though… (in comparison with) …talks about 
good treatment and care she received on Ward XX65.’ 

LC1: My notes/Session 10 

In a qualitative study, which used focus group interviews with eleven patients to address 

questions about the patients’ experience of their dialogue with health professional at a 

Norwegian Pain Clinic, Tveiten and Knutsen (2010) identified that, empowering 

relationships between patients and clinicians requires awareness that there are ‘two 

experts, in different fields’, the patient in themselves and the health professional in their 

discipline (Tveiten and Knutsen 2010, p337). Failure to acknowledge this was to overstep 

competence and when a patient’s symptoms are not acknowledged, because the account 

does not match a professional’s knowledge, then the patient can lose a ‘sense of being in 

control’ (Tveiten and Knutsen 2010). 

The acknowledgement of the participant as experts in their own pain was also rarely seen 

in LC3. John had been having similar problems in his foot as he had in his arm. Both John 

and his wife were convinced that this was his Reflex Sympathetic Dystrophy (RSD) but had 

little luck convincing others of this. His general practitioner referred John to a podiatrist: 

  

                                                      
65

 Morse is referring to the time that a staff nurse working on Ward XX responded to her request for 
help to prevent her pain getting worse without questioning her knowledge of her pain. This had a 
profound positive impact upon her confidence in that person’s ability to care for her 
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‘...told the podiatrist that it was RSD and at first he didn’t agree but after testing 
with the ‘alternative pain technique’ he called my wife in and said she was right it 
was RSD. 

LC3: John cited in my notes/Session 8 

I was curious and asked John about the ‘alternative pain technique’ because I had not 

heard of this method. He told me: 

„...the podiatrist said he had been trained to use it and basically you cause pain 
elsewhere and that should relieve it. He was pushing down on my shin really hard 
and (it hurt but) it didn’t hurt as much as my foot…. it’s like biting your hand to 
distract you from the pain’ 

LC3: John cited in my notes/Session 866 

This seems to be an overt act of disbelief of John’s story on the part of the podiatrist. 

However, the eventual response from the podiatrist was that they grudgingly67 agreed that 

his foot pain was likely to be RSD. In the learning communities participants described the 

various ways that health professionals focused their attention on the pain as a distinct 

biomedical problem, searching for physical explanations of their pain and ignoring the 

effect the pain had upon them from a biopsychosocial perspective, as discussed in Chapter 

Two (Section 2.4.1). When these fail to confirm any diagnosis, alienation, disappointment 

and loss of faith occurred: 

Jane: ‘I paid for an MRI scan’ 

Louise: ‘do you feel that when they said it was muscle skeletal pain they wasted 
your time?’ 

Jane: ‘Yes’ 

LC3: My notes/Session 2 

This fits into a general pattern of alienation seen in both learning communities, as 

identified in Chapter Two (Section 2.4.2 ‘Problems with Diagnosis’) in the discussion of 

McGowan et al.’s (2007) findings on searching for a diagnosis, such diagnostic tests are 

problematic in chronic pain. When a lesion is found patients and doctors beliefs in a 

biomedical approach to pain is reinforced. However, when they fail to find a physical cause 

they create distress and uncertainty. When this happens the patient is considered to have a 

                                                      
66

 This explanation was curious; self report of pain is viewed as a standard form of assessment and; 
whilst there are validated observational tests that require patient to perform activities and observe 
the response; there is no valid test which requires a practitioner to inflict pain elsewhere to see if it 
relieves pain, either in general or specifically to RSD; and such an approach is not advocated in any 
reputable pain curriculum. 
67

 John’s description and his body language whilst discussing this action implied that the podiatrist 
was unhappy about having to concede that his symptoms were likely to be RSD 
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medically unexplained pain, even though as seen in the discussion in Chapter Two a 

biomedical approach to diagnosis based upon tissue damage alone is the wrong approach 

to obtain an explanation.  

Having a medically unexplained pain is a form of delegitimation and does harm to people 

with chronic pain through a process of stigmatisation. Stigma can be felt or enacted 

(Goffman 1963). Holloway et al. (2007) identified the subtle and overt ways that people 

with chronic pain experience enacted stigma in an interpretive phenomenological analysis 

of eighteen low back pain narratives obtained through interviews. Firstly, interviewees 

were subject to numerous investigations, including MRI scans and X-rays even though they 

are of low value in determining the origin of low back pain. The results of these tests were 

generally inconclusive and the only features apparent were those associated with normal 

ageing processes. However, when interviewees were given age-related explanations for 

these results, instead of experiencing these as legitimising the pain or feeling reassured 

that there were no abnormal problems, they experienced these accounts as implying 

continuing progressive deterioration and conferring the ‘stigma of the ageing body’. This 

was not helped by the use of language such as ‘degenerative changes’ or ‘normal wear and 

tear’ (Holloway et al. 2007). Additionally, high status health professionals viewed the 

results of these objective medical tests as ‘negative’ and would, either question the lack of 

congruity between these findings and pain behaviours, implying a ‘moral stigma’, or would 

lose interest and pass care onto juniors. Thus invalidating the significance of their patients’ 

pain and diminishing their credibility (Holloway et al. 2007). 

My coparticipants described how their experiences and expertise in their individual pains 

were discounted and acted as another means of preventing the participants from 

expressing themselves. When simple acts of listening were not performed, leading to 

wrong actions, further alienation and exasperation occurred. In LC3: Session 2, Jane 

described an encounter with her local surgery. I documented that: 

‘she wanted antiemetic tablets for her morphine because it makes her sick, each 
time she rang the surgery instead of giving her anti-emetics they gave her another 
prescription for morphine’ 

Jane: You have to fight every step of the way, it’s being stubborn’ 

Louise: ‘it’s not being stubborn, you just want it right’ 

LC3: My notes/Session 2 

This echoes the findings from Upshur et al.’s (2010) qualitative analysis of seventeen focus 

groups, with seventy-two primary care patients who had chronic pain. Their study 
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identified that subjects often experienced distrust from their general practitioners, were 

suspected of drug-seeking behaviour, felt disrespected and had their symptoms dismissed 

as trivial. This was held to be typical of the experiences of primary care services in the 

literature and represented significant barriers to care. This matches my coparticipants 

concerns that their knowledge of their own bodies was seldom listened to by their doctors. 

6.2.6.2 Look at the issue as a whole  

One of the reasons for poor communication with health professionals was that often only 

one aspect of the participant’s pain was considered, usually just the intensity of the pain. 

Participants were subject to processes that reduced their complex, and often abstract 

problem into discrete, material issues that could be treated in a piece-meal fashion. In the 

second session in LC1, I picked up on the general feeling among the participants that there 

was a need to have someone to ‘look at the issue as a whole’ not just at their chronic pain 

in isolation but at the impact of living a life that was limited by having pain (LC1: My 

notes/Session 2). The following week Candi developed this idea in a general discussion 

about general practitioners: 

Candi: ‘some (health professionals) are excellent but others are ‘not so good’ many 
times they do not deal with all problems.  

LC1: My notes/Session 3 

The focus of the discussion at this point had been about taking tablets. Often this seemed 

to be the only help on offer and participants discussed their medication in great detail. This 

is discussed later. It is interesting that participants in both LC1 and LC3 identified the need 

to for chronic pain to be considered from a more rounded perspective than just 

medication. This is reflected in the literature review in Chapter Two.68  

6.2.6.3 Bad experiences 

In LC1 and LC3 participants reflected upon their interactions with health professionals, and 

health organisations, largely during sessions four, five and six. In session four ‘the group 

mentioned hospital admissions’ (LC1: Annie’s notes/Session 4). This involved a long 

discussion dominated by ‘concerns over hospital/ward standards’ (LC1: Annie’s 

flipchart/Session 4), partially informed by what they had read or seen in news media which 

confirmed their own ‘bad experiences in hospital’ (LC1: Sasha –flipchart/Session 4), and 

interactions with hospital staff. Although the situations discussed by the groups are not 

                                                      
68

 See 2.4.1 Chronic pain as a biopsychosocial problem 
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related to their chronic pain there is a consensus that the absence of a caring attitude and 

an unwillingness to listen to them is at the root of the problems they experience. Sophie 

talked in depth with a lot of humour about her post operative experiences ‘needing a wee, 

not being able to move’ (LC1: My notes/Session 4) and gave an amusing anecdote about an 

encounter with a physiotherapist on the first day after having surgery: 

Physiotherapist: ‘Got to get up’ – (physiotherapists feel they need to) motivate 
you69‘ 

Sophie: ‘I’m going to be sick’ 

Physiotherapist: ‘no you’re not it’s in the mind’ 

Sophie: Got up, started to walk, then I was sick – I thought ‘sod you love!’ 

Other patients (on the ward) were supportive – ‘you told her!’ – ‘serves her right!’ 

But it wasn’t her who had to clean up the mess’ 

LC1: My notes/Session 4 

Sasha picked up on the idea that Sophie’s complaints about pain and nausea had been 

dismissed as not being a real problem because it was ‘in the mind’: 

‘Sophie related how when she had her op her physio was not at all sympathetic to 
her request for pain relief and told her ‘it’s in the mind’. 

LC1: Sasha’s Notes/Session 4 notes 

This idea that their pain was not believed because it was perceived as being ‘in the mind’; 

which in this instance is a manifestation of this health professional’s adherence to a 

biomedical model of pain and possibly poor practice; was a real concern for participants. 

They considered such statements to be dismissive and a source of labelling and stigma 

adversely affecting the legitimacy of any complaints they made. 

When considering the same situation Suzanne had a differing view however: 

‘Doctors did not always give the best advice and there seemed to be a real need to 
be able to challenge professionals if your own knowledge told you that the 
proposed course of action would not be wise. This was high-lighted by a tale of the 
unfortunate physic-therapist who failed to listen to her patients warning that 
moving would make her vomit!!!!!!!!!!!!!!’ 

LC1 Suzanne's Notes/Session 4 

  

                                                      
69

 Sophie had just told the physiotherapist she was in too much pain to move and needed? analgesia 
before she got up 
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6.2.6.4 Starting from scratch 

Participants in both groups were concerned that health professionals did not understand 

their pain or the problems having pain caused them. This may explain why there was a high 

level of dissatisfaction with their pain management. One of the ways this manifested itself 

was in encounters with new health professionals. 

Some of the strongest feeling expressed by participants revolved around how they had to 

be careful in the way they managed their interactions with health professionals. This partly 

arose out of concerns about the legitimacy of their pain, a concern that I will explore more 

fully later, and a need to appear to be compliant with treatments; even if the participants 

knew they were not working or were concerned about the effects of the treatment, 

because it was all that was available to them and they all had experience of ‘starting from 

scratch’ (LC1: Annie flipchart; Session 2) when questioning their medication: 

Medication was widely discussed. In one case, a refusal of one particular drug on 
one occasion (by the participant) led to ‘having to start from scratch’ (lower 
dosage) when the drug was requested on the next visit to G.P. even though a user 
and was well aware of a lower dosage would not alleviate the pain. 

LC1: Annie’s notes/Session 2 

Jane (LC3) when requesting help for episodes70 of severe back pain from a ‘relief doctor’ 

provided a similar account: 

Jane: he said –’all your medication is extreme so we’ll stop it71. We’ll have to take 
you off it and put you back on things slowly bit by bit.’  

LC3: My notes/Session 2 

When Jane protested that ‘I needed it to stop me getting worse’ the response was ‘we’re 

the NHS we’re not about preventing pain only about treating it’ (LC3: My notes/Session 2). 

After expressing disbelief that he wanted her to stop the regular analgesia that she knew 

was controlling her ‘background’ pain and was only concerned about providing milder 

analgesia on an as required basis, she was told: 

‘...if you have a private prescription I’ll give you some morphine.  

So I paid for a private prescription, but I came back to see another doctor and she 
sorted it out.’ 

LC3: My notes/Session 2 

                                                      
70

 The impression she gave was that this was ‘breakthrough’ pain. 
71

 Jane was taking regular morphine for her pain. 
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Jane recognised that her only recourse from this doctor was to pay privately72, but that 

when she saw her normal doctor, who understood her pain and with whom she felt she 

had a reasonable relationship, the issue would be resolved. 

When the group reviewed my notes at the next session Drewe recognised this as a problem 

he had experienced: 

Drewe: Different docs every time, so you have to explain things over and over again 
and again. ……. 

Jane: It makes you think what’s the point? You need to see the same doc again and 
again. Otherwise they’re just picking at straws, they don’t know your history and 
they contradict each other. 

Louise: You need to build up a good relationship. 

Drewe: Lots of locum doctors, they look at my record – I say I can’t sleep and 
because of my past use of illegal drugs, they think – oh he’s just wants Temazepam. 
So they say try these antidepressants. 

LC3: My Notes/Session 3 

The concern about ‘starting from scratch’ reflects the results in Brown et al.’s (2010) mixed 

methods approach to understanding how patients with chronic musculoskeletal pain make 

treatment choices. In Brown et al.’s (2010) study; variation between responses for 

treatment, variation between individual health professionals, and willingness to persist 

with treatments that do not concur with the patient’s views because a health professional 

recommends it, are all viewed as a part of a cycle of ‘back and forth and back and forth 

again’ (Brown et al. 2010, p1651), between a changeable condition and inconsistent 

approaches from health professionals. 

At this point in the discourse, Jane and Drewe were discussing doctors and relationships 

with doctors. Immediately after this session, I had documented in my field notes that the 

conversation between the participants was how you can get the best out of your doctors. 

Jane thinks it’s got better at the practice now that it has just changed its system of making 

an appointment73. Although you may have to wait for a week, you can now ask to see a 

specific doctor rather than just arrive and take whoever is available. She felt this would 

enable her to establish a good relationship with a particular doctor. 

  

                                                      
72

 But see footnote 57 and section 6.2.5.1 A sense of injustice above 
73

 Coincidentally this was introduced after LC3 began meeting and was news to the other 
participants 
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6.2.6.5 Having to conform even when treatments do not work 

Participants often reported a lack of efficacy and choice in treatments. Sasha noted this 

attitude as ‘Keep taking the tablets’ (LC1: Sasha flipchart/Session 3). Combined with 

participant unwillingness to challenge treatment decisions this contributed to a lack of trust 

between participants and health professionals. Annie provided a practical example from 

her interactions with a physiotherapist: 

‘Annie talks about her physiotherapy, which she feels is more of a therapy session 
for the physiotherapist who talks about surviving cancer rather than helping her. 

Annie: I’ve gotten so I just go to appointments but I’ve lost faith, no point, she can’t 
do anything. 

Suzanne: Have you told her? (Appreciating Annie’s honest) But where can you go 
(instead)? 

Annie: I’m working on the next part, I’m using what helps but it’s not what I want. 
Instead of having something practical like tuition or training its things I’ve already 
tried (and didn’t work), such as instructions to stretch, reading a leaflet and using 
exercise balls at home.’ 

LC1: My notes/Session 6 

Here Annie is saying that she has no choice in her treatment, what she is offered are 

treatments that have not worked for her in the past and she recognises this. However, if 

she does not do what the physiotherapist tells her to do; she will no longer receive 

treatment, as there are no other options on offer. The other participants supported Annie 

in this disclosure; they agreed that there was no alternative to accepting the prescribed 

treatment: 

Annie:  Because this is where they send you to and if you don’t go you are labelled, 
or not taken seriously, as your GP will think you’re noncompliant 

Suzanne: The dirty word – then you’re dead in the water!’ 

LC1: My notes/Session 6 

In my reflection on this session at the time I noted that: 

‘To me the sense was that even when a treatment was not working or was of poor 
quality they should persist instead of asking for something else or complaining 
about it, because this was what was expected for them to do and they didn’t want 
to be seen as a trouble maker.’ 

LC1: My notes/Session 6 

Looking back over my notes again, as I am writing this up, I am struck by the sense of 

helplessness. Annie is an articulate and intelligent woman. Yet she feels she has to continue 

using a treatment, she knows is of no benefit, because if she protests she worries that help 
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will be withdrawn and she will be adversely labelled. Annie has never been told that this is 

the only treatment available, and no one has ever threatened to stop her physiotherapy if 

she complains, but in the discourse she displayed a strong perception that this would 

happen. That is there was no threat of withdrawal of treatment and no evidence that such 

a threat had been made, but Annie considered there to be an implicit threat that this 

would happen if she complained. This can be interpreted as a form of felt stigma. 

For Annie even an ineffective treatment is better than no treatment and she feels forced to 

take on the role of ‘passive patient’ in order to conform. This pattern is recognised by 

Kouyanou et al. (1998) as a primary cause of iatrogenesis. In Chapter Two I identified how 

Emad (2006) identified that patients are offered the same treatments over and over again 

even though they are unsuccessful and above under Section 6.2.6.4 ‘Starting from scratch’ 

how Brown et al. (2010) demonstrated patients repeat old treatments in new encounters. 

More significantly Kouyano et al. (1998) identified in their case control study of one 

hundred and ninety-three people with chronic pain that they will conform to and continue 

to use unhelpful treatments, submit to over investigation, take inappropriate prescriptions 

and accept misdiagnosis because it is the only help offered and to do otherwise would be 

to give into or risk labels that their pain was ‘all in the mind’. Such a label has been viewed 

in some studies as a challenge to creditability (Kenny 2004). 

This had consequences and in the ensuing discourse between Annie and Suzanne 

recognition of the limits of the conventional biomedical approach was affirmed: 

Annie: ‘Don’t trust professionals anymore: 

Suzanne: It’s not a bad thing to have a realistic view; cynicism can be healthy 
(pause) 

Suzanne: the NHS works best when it can succeed. 

Annie: They do like to see a cure’  

LC1: My notes/Session 6 

The other participants where listening carefully and displaying full agreement with Annie 

and Suzanne in their body language, This led to a group discussion on ‘how treatments 

aren’t geared up for managing chronic conditions’, which is echoed in the discussion on 

legitimacy of pain (see this discussion). This theme that choices are limited and that 

treatments are not tailored to meet the needs of a participant is echoed in Sasha’s notes 

after session 6: 
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‘Discussion then turns to the professionals 

Annie – ‘I’ve given up; just go through the motions with the GP, lost faith in it all, 
they can’t do anything.’ ………………. 

Annie – ‘I do what I can to help my disability, never had actual physio, just given 
exercises etc. to practice at home.’ 

Suzanne – (I) ‘found intense physio course very useful in helping me back into the 
gym.’ 

Annie –’I’m ungrateful’ 

Sasha – ‘no you’re realistic.’ 

Annie – ‘don’t want to speak any more, don’t want to sound bitter’ 

Sasha/Suzanne – ‘you don’t!’ 

 

6.2.7 Root causes: Characteristics of positive communication with health 

professionals 

 

Not all communication with health professionals was perceived as poor. Those who 

displayed attitudes of ‘genuine care’ and compassion and belief in the participants’ 

accounts of their pain were viewed as examples of how communication with health 

professionals should be. However, few participants described such positive experiences 

and in their discourse they tended to be held as exceptions to the norm: 

‘I related my experiences following an operation last year. I feel negative re any 
future stay -even fearful, I was in pain and not helped. I was surprised that I became 
tearful when relating the story…. Morse on the other hand related accounts of her 
stays as positive and she had built up a good rapport with staff on her usual ward.’ 

LC1: Annie’s notes/Session 4 
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Participants viewed five particular behaviours that were as being especially important for 

good communication: 

 Taking an interest 

 Taking the time 

 Believing the patient 

 Honesty 

 Offering practical support 

This is similar to the findings generated in Tveiten and Knutsen’s (2010) study which 

identified four conditions that had to be met for communication to be effective and 

empowering, namely; common understanding, collaboration, acknowledgment and 

legitimacy. Their focus group members identified that clinicians had to understand and 

listen to patients in order to develop relationships that enabled participants to share their 

stories. This required empathy and the development of trust between both parties 

6.2.7.1 Taking an interest 

Morse described how she was profoundly affected by an interaction with a particular nurse 

‘Jason74’ who through demonstrating empathy in his interactions with her enabled a 

trusting relationship to develop: 

 ‘Morse talked about ‘a good nurse’, someone who takes a real interest in her’ 

LC1: My notes/Session 4 

‘I’ve only ever opened up to one person before: Jason (a staff nurse on a local 
medical ward) – is the only one I’ve been able to talk to before’ 

 LC1: Morse’s Notes/Session 5 

In an earlier paper, Tveiten, this time with Meyer (Tveiten and Meyer 2009) discussed the 

results of three focus groups with health professionals who worked in a pain clinic. For 

these, taking an interest was integral to good pain management. They felt that it was not 

just an activity that put patients at ease but one that they considered was therapeutic. 

Respect, active listening and the development of common understanding was therefore 

seen as a goal in its own right by the health professionals working in the pain clinic and this 

required taking time and providing space and a structure for discussion (Tveiten and Meyer 

2009). 

  

                                                      
74

 Not his real name 
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6.2.7.2 Taking the time 

Creating space and being present, not distracted by time or other concerns was felt to be 

important for participants in both groups. The general practitioner was not viewed as being 

a likely source for this need but other health professionals could be, particularly if the 

discussion was limited to a specific issue. For example ‘Pharmacy for advice’ (LC1: Annie 

flipchart/Session 4): 

‘Susanne, Sophie and Candi all agreed that a good pharmacist is worth its weight in 
gold more so than the GP, because they are more likely to explain about drugs’ side 
effects. 

LC1: Sasha’s notes/Session 4 

In my notes I had recorded Sophie as stating ‘they can help you they get used to you and 

can take the time if you make an appointment’ (LC1: My notes/Session 4). Having this time 

is similar to the concept of presence described by Radley et al. (2008, p1489) which allows 

a patient to ask questions and explore possibilities. Suzanne noted: 

Pharmacists were felt to be a source of good advice though there was a definite feel 
of embarrassment by some of discussing their medication because of the sheer 
quantity of medication which they received. 

(LC1: Suzanne's /Session 4) 

I had captured this discussion between Annie and Sophie in the passage below. Both 

participants were laughing as they said it but in this humour laden exchange, was 

compassion and support from Sophie to Annie. Sophie emphasised to Annie that it was ‘ok 

to seek help’ and that indeed the pharmacist appreciated being asked for help: 

Annie: ‘I’m ashamed of what I go out with. I need a carrier bag.’ 

Sophie: (Laughter) ‘Do you need an Armed guard’ (implication is Sophie feels that 
she needs one). ‘Sitting down with a pharmacist is useful – They (the pharmacist) 
likes it’ 

LC1: My notes/Session 4 

6.2.7.3 Believing the participants 

‘We talk about going to a pain clinic again’ 

LC3: My notes/Session 5 

In LC3 John is the only participant who has been referred to a pain clinic. In LC3/Session 5 

he compares the adverse problems he and other participants have experienced, with 

hospitals, family doctors and specialist with the accepting and honest approach taken at 

the pain clinic. This positive aspect matches the esteem that participants in LC1 hold the 
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pain clinic. It seemed that the fact that they are not doubted when they went to the clinic 

had the most significance for patients: 

 ‘This led into a discussion of the problem of diagnosis (and) uncertainty and how 
those who never doubt the pain are appreciated. 

Some health professionals, the pain clinic 

‘Acknowledging your pain – That’s what is best about the pain clinic’  

LC1: My notes/Session 5 

Again this is similar to the results of Tveiten & Knutsen (2010) study where pain clinic 

patients reported that having their pain recognised by health professionals at a pain clinic 

elicited feelings of hope and control. The pain clinic had an important role in the lives of 

participants in LC1, it was seen as a ‘saviour’ (LC1: Sasha’s Notes Session 7) but also it was 

questioned: 

‘Is the pain clinic the last resort after all other avenues exhausted?’ 

LC1: Sasha’s Flipchart/Session 2 

And did not always meet expectations: 

Candi: (about ringing the pain clinic) ‘It’s my stubbornness, I rang and (pain nurse) 
was away and the pain clinic didn’t ring back so I haven’t rung back —l should’ 

LC1: Candi cited in my Notes/Session 7 

6.2.7.4 Honesty 

Suzanne: ‘honesty from the professionals does help.’ 

LC1: Suzanne cited in my notes/Session 6 

John: ‘You should just trust the doctors to do their job, if you’re fit for work they 
won’t sign you off.’ 

LC3: John cited in my notes/Session 5 

John discussed the process he went through when he was told his diagnosis. Like the 

participants in Tveiten and Knutsen’s (2010) study, John appreciated the honest and frank 

discussion he had with his consultant at the pain clinic and considered that he was involved 

in making decisions. In particular he recognised that all the available options were laid out 

for him, that there was no cure for his condition and therefore there was limited hope that 

treatments would work. For John this had been an important act that prevented him 

developing ‘false hope’. In response however, Jane noted that she too had been warned 

that a treatment might not be successful but despite this warning she chose to ignore this 

aspect: 
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John: ‘...before then I thought I was going mad. Then, when they told me I had 
something I first thought, great it’s going to be ok. Even when in fairness Dr (name 
withheld) told me there was no cure, that I would be in pain and he didn’t want to 
give me false hope. Fair play he was honest with me he told me straight away 
because I would have had hope. He said we can try this but it’s likely it won’t work.’ 

Jane: ‘When the surgeon said ‘I can do this because it may help you but there is no 
guarantee’ I thought ‘great he’s going to fix it’ He told me not to get my hopes up, 
but I did.’ 

LC3: My notes/Session 5 

6.2.7.5 Offering practical support 

Being believed and honesty were greatly appreciated but so was receiving appropriate and 

practical help. In LC2 participants identified particular incidences where practical help had 

been asked for and received. Firstly, Morse was unable to explain her illness and the 

expected pattern of deterioration in her condition, to her husband and needed help in 

order for them to plan for the future: 

‘Morse spoke about her need for her husband to understand and accept her 
difficulties and condition. She even enlisted the help of medical professionals to 
explain her prognosis.’ 

 LC1: Annie’s notes/Session 3 

Secondly Annie reported how she needed urgent help for a flare-up and contacted the pain 

clinic: 

Annie: ‘I also rang the pain clinic about my neck (spasm) and had acupuncture 
(which helped) only the pain clinic helps like that’ 

LC1: My Notes/Session 7 

These five behaviours; taking an interest, taking the time, believing the patient, honesty 

and offering practical support form the basis of a person-centred approach to care (Aita et 

al. 2005). This approach is described by Epstein et al. (2002, p2) as ‘fostering understanding 

of the patient as a person’. One whose feelings and experiences of suffering should be 

heard, who has ideas and expectations that merit respect and who should be involved in 

their problem, not dealt with through a process of dismissal. A process that involves 

behaving and expressing attitudes that indicate their pain is ‘‘not real’' ‘not serious,’ or ‘not 

my problem.’’ Such an approach requires a ‘biopsychosocial orientation’, relationships that 

respect all parties, in pursuit of negotiated and agreed reasonable goals. 

These are similar to the recommendations arising from of Upshur et al.’s (2010) study. Its 

purpose was to establish ways to improve care and two determinants of good practice 
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were identified. One related to facilitating access to further care and the second involved 

the expression of genuine concern from their practitioner (Upshur et al. 2010). This 

involved display of empathetic communication, active listening, and understanding and 

shared decision-making. A particularly positive trait was acknowledging ‘people’s 

intelligence on what’s working and what’s not working’ (Upshur et al. 2010, p4). 

Recommendations for empathetic communication arising from their study can also be seen 

elsewhere. Thus Eccleston, Williams and Rogers (1997b) identified the need to develop 

new ways of working with people who have chronic pain, based upon collaboration, 

developing a mutual understanding and respecting the validity of differing viewpoints and 

Macdonald (2008) in a narrative analysis of the testimonials of five persons who were both 

professional carers for people with chronic pain and also experienced chronic pain patients 

identified the need to use anti-oppressive social work practices.  These were characterised 

by providing emotional support, education and system change. Emotional support occurred 

through; listening, empathetic understanding, and therapeutic use of self respect, 

validating stories of pain and remaining aware of vulnerability (MacDonald 2008). 

Such positive accounts provided opportunities for participants to reflect upon their own 

experiences and to develop a wider account of how pain is perceived. For example, in LC1 

Annie related an experience that occurred whilst she was in hospital, it was night time, she 

was in pain and wanted help to move to reposition herself but got short shrift from a nurse 

who refused to help with the words ‘I can’t help you move because I’ve got a bad back’ 

(LC1: My notes/Session 1). 

This account had been part of the narrative related above under bad experiences. Annie 

had been revisiting a theme that Sophie had begun about the ‘bit by bit’ removal of dignity 

‘from the moment you walk on the ward’ (LC1: My Notes/Session 4). Sasha interpreted this 

as: 

Annie related a bad experience she had in hospital where the nurse would not help 
her change position and she now has a real fear of hospitals and Sophie stated that 
its part of the process of gradually stripping away all control when you’re in 
hospital. 

LC1: Sasha’s notes/Session 4 

However, on reflecting on this in her own notes Annie provided a balanced account of the 

discussion: 
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The group mentioned hospital experiences ….. 

I related my experiences following an operation last year. I feel negative re any 
future stay -even fearful, I was in pain and not helped. I was surprised that I became 
tearful when relating the story. 

Morse on the other hand related accounts of hers stays as positive and she had built 
up a good rapport with staff on her usual ward. 

LC1: Annie’s notes/Session 4 

This seemed to be a tipping point for Annie. Although with the exception of her 

interactions with the pain clinic she did not provide examples of good interactions with 

health professionals, her exposure to others positive experiences allowed her to review her 

experiences and to change. This is representative of the ‘awakening’ that is sought in 

action research. 

6.2.8 Action Planning:  

 

The participants’ initial proposition indicated they actively hid their pain from others and 

that others did not recognise their pain. This had five aspects: 

 Others not wanting to listen 

 Refusal to share feelings 

 Failure to solicit help 

 Others not realising the extent of their problems 

 Problems with health carers.  

Within this study it is important to identify that action cycling occurred. The ‘intend –act –

review’ action cycle was evident as participants reflected upon their knowledge of the 

community they live in and the practice of living in this community (Reason 2002). They 

discussed the everyday experience of living with chronic pain alongside their families and 

friends; and the health professionals who they come into contact with. As they did so 

participants acquired propositional knowledge (Reason and Bradbury 2006), that the 

responses of others to their pain were problematic and they were, in part involved in, 

creating this problem in various ways and yet were frustrated that their pain was not 
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recognised by others. This proposition appeared early on in the series of workshops: 

‘(Morse) brought up the issue of partners ‘being in denial’ and there was some 
agreement although not from all participants. A few felt that they should be more 
up front about where they were and how they felt about things. As this was being 
said Gaynor, who was very quiet wrote ‘suffering in silence’ (on a flip-chart) in bold 
green capitals and outlined this in a red banner 

LC1: My notes/Session 1 

‘’ the response to questions, even from health-care professional, that ‘I’m fine!!!’ 

LC1: Sasha’s notes/Session 2 

Hiding pain occurred as a response to harmful felt and enacted stigma, such as the disbelief 

that participants recognised as a threat to their credibility. Such ideas are found in other 

studies, for example Juuso et al. (2011). The impact of not being a credible witness to their 

pain has long been recognised as a problem for people with chronic pain. According to 

Kleinman (1988) people who have chronic pain commonly and consistently have their 

experience of chronic pain questioned by others. This experience has been described 

elsewhere as ‘a failure to accept an individual’s account of his or her pain as true’ (Newton 

et al. 2013, p161) and is a form of delegitimation (Kleinman 1988) In this study my 

coparticipants repeatedly returned to this issue. Disbelief threatened their status as an 

expert in their pain. It damaged their relationships with others as they felt there was no 

point discussing their problems, it lead to isolation and disengagement. The participants 

were articulating the feelings they had in common with patient narratives related in other 

studies. However, whilst in studies such as Juuso et al.’s (2011) where participants 

described themselves as feeling insignificant or powerless when faced with disbelief, 

participants in this study moved from holding similar view to beginning to resist this 

viewpoint through their awaking consciousness as a result of their discourse with each 

other. 

As participants made and shared notes of the meeting and shared each other’s experiences 

and stories a consensus began to emerge, that their actions, in hiding their pain and not 

asking for help, had a role in exacerbating the problem. In LC1 participants asked each 

other why they did not seek help and reasons for this were explored; when Annie said she 

felt her ‘needs aren’t acknowledged’ or Sasha felt there was an expectation to ‘grin and 

bear it and take another brufen’ they began to challenge these ideas. They inquired 

whether they talked about their pain with their family and friends: 
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Annie: ‘Do you discuss your pain?’  

Others (in consensus): ‘(we) don’t discuss pain’ 

Annie: ‘Because I don’t say anything but I feel resentful’ 

LC1: My notes/Session 3 

And they challenged each other as to consequences of these decisions: 

Annie: ‘I don’t tell them (family) I’m in pain … I don’t want them to know’  

Sasha: ‘but then who helps you?’ 

Annie: with some humour ‘I know I’m not consistent!’’  

LC1: My notes/Session 3 

In both learning communities this point occurred between the third and sixth sessions and 

as participants developed these thoughts and challenged each other about hiding pain 

some began to act. 

As participants worked through this action cycle, engaging in the process of developing the 

proposition they began to consider ways in which they could act with regard to this 

discovery, therefore developing their ‘practical knowing’ (Reason and Bradbury 2006). In 

LC1 Morse was the first do this was. She had decided to write her notes as reflective 

narratives in the form of short autopathographies, which were very moving and 

inspirational, rather than as accounts of the meetings and shared these with her 

coparticipants. Autopathographies are described by Jeffrey (2000) as ‘patient’s tales’ or 

more formally as, first-person written illness narratives (O'Brien and Clark 2010). This was 

spontaneously done and not a planned occurrence. Her first notes provided a narrative on 

how she was prior to onset of her illness in comparison to how she was at the time of 

writing; it described how sudden and devastating circumstances brought her to a low point. 

These first notes had a powerful and moving effect on the group. Suzanne captured her 

reactions to reading this powerful and moving ‘before and after’ account: 

‘I could feel the anguish, disempowerment and gut-wrenching fear; and yet 
amazingly as the story unfolded, there was an emergence of the inner strength and 
determination which I suspect will remain with her no matter what physical 
devastations her body might endure.’ 

LC1: Suzanne’s notes/Session 4 

Morse’s explanation for producing her account in this way was that she was a prolific 

diarist writer and found poetry and writing ‘a real release’. However, this was the first time 

she had shared her writings with anyone. This refusal to disclose her writing was one way 

she resisted sharing her feelings. When questioned she explained this to the group:  
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Sasha: ‘Did you show your husband?’ 

Morse: ‘*I+ don’t, I keep *them+ to myself, *they are+ written out of sheer frustration. 
He’d get a shock; they are dark – too dark and secret to share’ 

LC1: My notes/Session 3 

After this session, and rereading her autopathographies at home following, she 

spontaneously decided to give these notes to her husband to read. This action was an 

opportunity to practice sharing her feelings in a controlled manner, represented a form of 

‘practical knowing’. Later Morse disclosed to the rest of the group that she had shared her 

story with her husband and his response: 

‘He was surprised:  ‘…never knew you felt like that’ … he took me out for a meal – it 
was nice’ 

LC1: Morse cited in my notes/Session 4 

Candi then asked Morse about sharing her poems with her husband, Morse responded that 

‘he isn’t ready for them’ rather than ‘not ever’ which was the impression given in earlier 

meetings. Morse explained her action: 

 ‘It was something Sasha said about him being in denial and I thought ‘Do you know 
I think I’m in denial about his reaction  ...I’m worried about asking for help’  

LC1: My notes/Session 4 

Annie recorded that Morse ‘looked and sounded much brighter’ as she noted the effect of 

sharing her writing on Morse. In the ensuing discussion the participants reviewed the idea 

that sometimes you could put thoughts down better on paper than you could in a face-to-

face conversation. Sasha related how she sent her husband angry emails and Suzanne put 

both loving and angry notes in her husband’s sandwiches. Much later in the series of 

workshops Morse reflected upon her decision, this reflection demonstrates experiential 

knowledge and in the form of her writing becomes presentational knowledge: 

‘…I have come to realise that I had distanced myself from (her husband) when I 
became so very ill. Closed him out of that side of my life completely, and then 
expected him to understand what I was going through when it got so bad. So really 
I think that I was to blame for (his) reaction to my illness ….’ 

 LC1: Morse’s notes/Session 8 

In the final session Morse looked back on this as a pivotal moment in producing a 

transforming experience, she felt empowered by this action and recognised that it would 

not have occurred without the support of the other participants: 
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‘It was such a liberating experience. For me it was so liberating, to completely open 
up and that takes trust, which I feel we achieved’ 

LC1 Morse’s notes/Session 10 

In the final group session the other participants supported and recognised this 

transformation in Morse. Sasha documented that Morse had been: 

‘hiding behind the ‘I’m fine’ mask’ and the time had come to take the mask off’ 

LC1: Sasha’s notes/Session 10 

I captured the discourse within the group over this confirming transformation: 

Morse: …. I was angry. That's why I wrote it all down, but now that's firmly in the 
past. I've made a conscious decision to leave it lie. 

Candi: You're not going to show anyone your writings 

Morse: No- and it wouldn't be fair as I’ve moved on. 

Suzanne: Yes! Pandora's Box is for closing as well as for opening. 

Morse: I don't want to get the past back. It's time to move on. 

Annie: Look to the future 

Morse: yes this has helped me realise I can go on from here.’  

LC1: My notes/Session 10 

Morse’s act of sharing her notes with her husband was a turning point in LC1 and proved an 

inspiration for action among other participants. 

In discussing her relationship with her general practitioner, Annie began to recognise that 

like Morse, she had also been hiding behind an ‘I feel fine mask’. As she interacted with her 

coparticipants, particularly with Suzanne, she began to consider that avoiding her doctor 

altogether was detrimental to her general health. Annie had other; symptoms that she was 

concerned about, such as: ‘breathing difficulties during ….bouts of pain’ (LC1: Annie’s 

notes/Session 8) but had been resistant to seeking help because of her poor experiences 

with help seeking for her chronic pain. With the other’s help she had begun to contemplate 

how she could reengage with her family doctor. 

At the Session 8 Annie, with her usual humour, reported how she had: 

‘…used Myra's advice and initiated the consultation with "I realise there's probably 
nothing to be done". This helped me to voice my concern but not put on the GP the 
MAGIC WAND syndrome, I hate professionals using that term -I know where that 
wand belongs.’ 

LC1: Annie’s notes/Session 8 

She was pleased that her general practitioner was concerned and immediately sent her for 
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tests and investigations. Annie related how she was so pleased with this that she contacted 

the hydrotherapy clinic. This was something Annie had been resisting until Suzanne had 

told her how ‘she had found some classes fun’: 

‘…having previously been informed that I would be placed on a waiting list, was 
shocked to be invited to a Monday session - No, oh No, not just any old Monday, the 
very next Monday. I spluttered a bit and went into my "I'm not able to attend" 
mode - but readjusted quickly with Suzanna's words in my head.’ 

 LC1: Annie’s notes/Session 8 

Annie described how the group discussion had an effect, particularly how Suzanne’s: 

 ‘…little gems of wisdom…. seem to invade my head and bounce around this dark 
cavern like space, echoing over and over until I take action.’  

LC1: Annie’s notes/Session 8 

Similarly, Candi had described her problems with caring for her grandchildren, she felt she 

was being used as a child-minding service by her children, and was unable to enjoy them 

because of her pain and fatigue. As a consequence of the group discussions, particularly 

around hiding pain from others, but also on not feeling guilty because she could not do 

something, Candi decided to renegotiate these childcare arrangements for her 

grandchildren. 

Suzanne and Sash had both expressed concerns about others not understanding their pain. 

For Suzanne this meant that she had resisted seeing a very good friend, from her ‘before 

chronic pain life’ as she did not want to explain herself. Whilst Sasha related how she often 

avoided commitments to others, because she did not want to let them down if her pain 

flared-up. Following the first few meetings, Suzanne acted to re-establish this long-term 

friendship and reported on a successful telephone conversation. This encouraged Sasha to 

consider how she could be more open about her condition to others and herself. Sasha was 

prepared to do this socially and had started to do so with her husband and close friend, 

however she was remained concerned and unwilling to do this with the people she worked 

with. 
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6.3 Part B: The Action Cycle: Accepting the need to make 

adjustments (LC1) 

In this action cycle participants describe how it feels to live a life in pain and in doing so 

begin to acquire consciousness that their responses to this life makes a contribution to how 

their lives are limited. They recognised that they struggled to adjust to their pain and this 

contributed to the process of living with pain. They used military metaphors to describe 

this struggle. In their real lives they adopted routines, almost ritualistically referring to 

them as O.C.D.75 even when they knew they would be worse of as a consequence. They 

also hid their pain, although this is more fully explored in another action cycle. The 

consequence of these acts was that they experienced frustration and anger when things 

did not go to plan. Through sharing their accounts with each other they began to seek 

problems and practical strategies were considered or adopted to ease their situation. 

6.3.1 Description: Using conflict metaphors 

 

Early on in writing up my notes of the meetings in the first learning community I had 

noticed that one of the striking things about the language that participants were using was 

their use of conflict metaphors76 to discuss their experiences of chronic pain. My notes 

from session 2 identified this early on in the course of the learning community: 

‘There was a lot of discussing pain as it or a separate entity to themselves. I picked 
up from the tone of language was that pain was a clever an unremitting adversary, 
that had to be overcome or avoided. Strategies to manage pain are often couched 
in terms of defeating pain or using cunning to ‘trick’ the pain. I am using the term 
strategies deliberately because it seems to me that a lot of thought and energy 
goes into this. It is almost as if there is a war going on between the pain and 
themselves.’ 

 LC1: My notes/Session 2 

                                                      
75

 Obsessive Compulsive Disorder 
76

 Sontag refers to these as ‘military metaphors’ but although military terms are used I prefer to use 
the phrase ‘conflict metaphor’ as often participants spoke about a lonely struggle, in which they 
were the only combatants 
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‘Fight the pain!’ 

 LC1: Sasha’s flipchart/Session 2  

Some of the language that I picked up on, mainly from Sasha and Annie and to a much 

lesser extent from Robert, which I feel expresses these thoughts; can be seen in Figure 6:6: 

 

Figure 6:6 conflict metaphors used by participants in LC1 

At the time I also noted that these ‘words and phrases seemed quite militaristic and warlike 

in tone and were said with quite a firm loud voice and with firm arm and hand movements’ 

(LC1: My notes session 2). This seemed to be a common theme for all participants, not just 

in LC1 but in LC3 as well. Giving rise to a common preposition across the two groups that 

being in pain was a cause of conflict between self and the body. 

The usage of such language is not unusual among people describing the struggle to live 

with a chronic condition or serious illness. Sontag (1991) describes how metaphors are 

used to make associations between a disease and a person’s psychology, in ‘Metaphors of 

Illness’ she examines tuberculosis and cancer, later in ‘AIDs and its Metaphors’ she extends 

this to HIV/AIDS. Sontag is making the point that often people with health problems get 

blamed for having the problem because of some perceived deficiency in their character.  

Sontag identifies that the use of military metaphors is widespread and dominant in 

medicine but that their use is also stigmatizing, those who ‘give in’ or ‘surrender’ to their 

illness in some way are ‘demoralised’ and guilty of ‘cowardice’. The idea if the body as a 

battleground is still widely held, recently Druce (2013) blogged about the use of military 

metaphor in a new UK Cancer Research Health Campaign which takes the first person 

perspective as the voice of Cancer describing how it has been engaged in warfare against 
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individuals, its aim being to kill its victims. For Sontag such metaphors in themselves are 

deadly, not just the disease as they shape the way people think about their bodies turning 

them into objects to be fought over and in so doing alienating the person with the health 

problem. 

It does not have to be a life threatening disease that produces this discourse. The use of 

conflict metaphors has been linked with narratives related to existence in non-fatal 

conditions too; In Chapter 2 I described the way women with fibromyalgia in Råheim & 

Håland’s (2006) equated their struggle with pain as a fight for their very existence and how 

the participants in Ong et al.’s (2011) cohort study identified the ‘hard work’ that goes into 

self-management on an everyday basis. In this study similar or identical phrases were used 

as those in Figure 6:6 phrases such as ‘gear myself up. Additionally Ong et al. (2011) 

reported that participants devised similar strategies similar to my coparticipants to get 

around their problems such as anticipating, thinking and planning ahead. 

6.3.2 First analysis: Why is this happening? 

 

Participants in Ong et al.’s (2011) study underwent hard physical and emotional work every 

day in order to live often ‘putting up with the impact’ in order to continue doing valued 

activities. In this study conflict metaphors were used to describe preparation for activities 

in by participants in LC1 these involved daily activities, such as the performance of, actions 

and tasks such as: getting out of bed, cleaning the house and going to work and also their 

dealings with others not just those that were especially valued such as family celebrations: 

‘Feel as if you have to fight to get your doc to understand’ 

LC1: Sasha’s flipchart/Session 2 

Other studies have suggested that this struggle represents difficulty with adapting to the 

pain. Harding et al. (2005) identified that some patients in their study separated 

themselves from their past self as they adjusted to the limitations pain imposed upon 

them. As this happened they began to perceive themselves as different to others. They had 

developed a ‘spoiled identity’ that for most was characterised by a feeling of ‘giving in’ and 
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grudgingly struggling to adjust. This contrasted with a very few participants who sought to 

positively accommodate these limitations through changing job roles, hobbies and 

pastimes. Both involved having to lower expectations of what they could do. In a review of 

qualitative research related to pain experiences in the preceding ten years, Osborn and 

Rodham (Osborn and Rodham 2010, p4) described the effect of pain as an ‘Assault on the 

Self’ and identified the strong theme of struggling to maintain a valued identity as time 

passed and pain still persisted. A particular aspect to this theme details the emergence of 

different selves that are problematic because the contemporary chronic pain selves are 

rejected as ‘fictitious’ or unauthentic as they do not represent the ‘real me’ but someone 

‘entrapped’ by their chronic pain. When such views of the current self existed, patient were 

frustrated that they could not be their pre pain self and could not adjust towards better 

pain management or move towards acceptance or accommodation with their pain. 

6.3.2.1 Use of routines 

Conflict metaphors were also used to describe how pain made them feel; a lot of emotional 

language was used about feeling down, small and isolated and ‘vulnerable’ (Week 2 LC1: 

Annie flipchart). They were also used in discussing decisions about when to use different 

pain relieving techniques in a planned strategic way: around movement and exercise, 

stretching, heat lamps. Participants in LC1 related how they had to act in a planned and 

regularised manner and ‘keep(ing) to routines that are ‘precise and regimented’’ (LC1: My 

Notes/Session 2) so that they felt anxiety and worry when they did not act strategically. 

Often this routine became all consuming and participants would relate with a black humour 

their use of ritualistic behaviour to manage their lives, even referring to this behaviour as 

‘O.C.D.’ (LC1: Sasha, Flipchart/Session 1; LC1: Annie’s notes/Session 4), reference to these 

coping rituals was fairly frequent throughout LC1 and the same term was also unknowingly 

and independently used in LC3 to describe coping behaviours. 

In LC1 the term was introduced by Sasha in the first week to try and explain her ritualistic 

actions, she felt that this was a unique problem for her and was worried about this, as she 

introduced the idea I noted the response of other participants: 

‘The idea of rituals or ‘O.C.D’ as Sasha put it – all the group seemed to recognise 
this as an issue which I thought very interesting. This seemed to very important to 
the group’ 

LC1: My notes/Session 1 
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Suzanne in her notes of this session commented that 

‘One member raised her concerns that she felt at risk of developing O.C.D. and was 
surprised to find that this was a common concern.’ 

LC1: Suzanne’s notes/Session 1 

In this note she began to speculate upon the reasons why this was and identified three 

‘needs’. 

‘Need to keep on top of running the home as back-logs were too much to cope with. 
Need to maintain standards which had been the norm before the onset of chronic 
pain. Was it a need to control something in a life which some-times felt out of 
control?’ 

LC1: Suzanne’s notes/Session 1 

In the second session as participants read their notes and commented on them we 

explored the use of the term O.C.D. I captured the feeling among participants that these 

rituals were attempts to exert control: 

‘The mood of this discussion seemed to be that life has changed but it is still 
possible to exert control to a certain extent’ 

LC1: My Notes/Session 2 

This need to control events was important for example Sasha described herself as ‘A 

control freak’ because she insisted upon ‘doing it my way’ and ‘not letting go’ until she was 

satisfied with the outcome. The other participants commented this upon; they felt that 

they also shared this view because: 

‘Doing routines and rituals helps: If you’ve done the routine properly then you can 
relax’ 

LC1: My notes/Session 3 

Suzanne for example commented that whilst ‘she is not totally dependent on O.C.D (but) it 

has become a necessity’ (LC1: Sasha’s notes/Session 4). Such strategies were viewed as 

necessary as they ‘help us organise our time and energy’ (LC1: Sasha Notes/Session 6). In 

Session 4 participants were discussing the uncertainties of a life in pain, its unpredictability; 

the way it caused lack of sleep77 meant that Suzanne felt ‘addled with pain’ and needed to 

keep a list of things to do. Suzanne had tried to adapt to her inability to sleep by taking ‘a 

Maggie Thatcher approach of three-hours sleep a night’ and trying to be active but felt it 

                                                      
77

 Sleep, or rather lack of sleep because of pain, was a profound problem for participants in all the 
learning communities. It was a constant recurring theme throughout each session and played a large 
role in restricting the lives of participants in many different ways. 
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lead her into bad habits, ‘catching up with things at night – doing the housework and not 

relaxing’ (LC1: My notes/Session 4). Sophie described how ‘sleep deprivation’ meant she 

‘can’t work out anything’ and was ‘doing things on automatic pilot – it’s a bad thing’. Sasha 

agreed, in session 5 she identified that: 

 ‘‘Sometimes I’m like a robot’ – I go to work and I don’t know how I got there ‘I 
know I left home and I’m getting out of the car and I don’t know how I got there’ Or 
‘I come out of the supermarket with my purse in my hand and I think  ‘did I pay for 
the shopping?’ 

LC1: My notes/Session 5 

For Sasha and Suzanne routines were essential when this happened: 

‘I admit that I do like my routines because I get spaced out and so if I follow my 
routines I know that things get done.’ 

LC1: Sasha’s notes/Session 4 

‘Routine was seen as a very important way of preventing life becoming chaotic. 
When deep pain hits it is hard to think straight or to remember to do important 
things (like turning off the heated hair-straighteners before leaving the house).’ 

LC1: Suzanne’s/notes Session 3 

Suzanne referred to such days when ‘the routine goes to pop’ as ‘my head’s in the shed’. 

This latter phrase caught on with the group and was frequently used to describe their state 

of mind when recounting a particular event. In here notes in session five Sasha listed the 

ways participants felt about their pain: 

‘Re-reading the notes on the boards78 is also a great help and listening to others 
makes us think about how we deal with our own issues. 

1. Head’s in the shed 

2. Forgetting basic things 

3. Learn to live with it but cannot find a way out of it 

4. The never-endingness of it all 

5. De-sensitising ourselves to the pain to an extent 

6. The ‘clouds are down’ 

(These) are just some of the ways we all describe out pain and our feelings about 
our pain.’ 

LC1: Sasha’s notes/Session 5 

                                                      
78

 Sasha is referring to the flipcharts written by the participants in previous sessions. They were 
posted up on the whiteboard at the front of the classroom for each session and participants would 
often reread them prior to starting the session and during the coffee break or refer to them in their 
discussions. 
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All participants felt ‘maintaining routines helps – it’s a positive’ (LC1: My notes/Session 6) 

routines enabled them to get through difficult days. However, although adopting routines 

helped participants, when they stuck to them too rigidly and they became rituals, they 

were also seen to add to their problems. For example it limited their ability to seek help as 

giving up a ritualised task to another meant that: 

‘Tasks would not be carried out in the correct way e.g. washing hung out incorrectly 
or celery cut the wrong way.’ 

LC1: Suzanne's notes/Session 3 

6.3.3 Connected Knowing: Participants realising ‘we cannot do it all’ 

 

As participants listened to each other, read these remarks in their copies of notes and 

commented on them in discussion and in their own note taking they began to recognise 

how they were contributing to their situation. This began at an early stage; in Session 3 

noted ‘cannot be super woman’ on a flipchart that documented this discussion even as she 

was describing how she pushed herself to perform tasks. In her notes of this session Sasha 

recorded this event: 

‘I also said that reading back on the notes I'd made had helped me not to feel guilty 
when I was in pain-we all like to think we're superwoman but we have to realise 
that we cannot do it all.’ 

 LC1: Sasha’s Notes/Session 3 
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6.3.4 Real Life: The roles participants take in their daily lives 

 

Many of these tasks related to the roles participants took in their daily lives. In LC1 all the 

main participants were women and a significant role they undertook was being the 

‘housekeeper’ and ‘this led inevitably to discussion about house-hold tasks’ (LC1: Suzanne’s 

notes/Session 3). Sasha reflected after session 3 that: 

‘We are all to certain degrees 'control freaks' who need to control their 'little 
domain' because we cannot/do not have control over many things to do with the 
pain’ 

LC1: Sasha’s notes/Session 3 

For her ‘being in control of our own little environment’ was a statement that they were ‘still 

coping despite the pain so all is okay, isn't it?’ (LC1: Sasha’s notes/Session 3). She captured 

Sophie agreeing with this statement in her notes of the following session: 

‘Sophie said that it’s like her being able to take back a bit of control to a certain 
extent.’ 

LC1: Sasha’s notes/Session 4 

This relationship between controlling their environment because they could not control 

their pain seemed increasingly important as their pain worsened. Suzanne commented 

upon the remarks of one of the participants: 

‘She had not always felt so anxious for control of house-hold tasks- a view that I 
would share. We all seemed to understand a common need to hang on to 
independent control of day-to-day tasks. Dressing posed particular problems with 
which adults do not enjoy needing to have help. There was talk of pyjamas, which 
looked like daywear (or daywear used as pyjamas) to postpone the inevitable pain 
of dressing.’ 

LC1: Suzanne’s notes/Session 3 

Although such strategies worked for participants they were only felt to be a temporary 

measure as Suzanne then posed the question ‘How will we manage when things get 

worse?’ 

Often they had given up other roles, for example as a worker, because of their pain but it 
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was very important to them to continue to contribute to their families as a mother, 

housewife or grandmother. As participants discussed the importance of these roles, they 

recognised that they were conforming to an expectation arising from their upbringing ‘It’s 

how we were brought up’ (Candi cited in my notes/Session 7) and wider expectations from 

society of a woman’s role that had been a tension throughout their lives. Suzanne 

identified that these were ‘cultural expectations, for men as well as women, it can’t be 

changed overnight’ (LC1: My notes/Session 7). Having been among the first generation of 

women to live with these expectations Susanne viewed the participants as being pioneers: 

‘We also talked of the effect on our lives of parental attitudes. The impact of being 
a pioneer generation brought up in house-hold with established male/female roles 
but being in a position of needing to fulfil demanding professional roles while still 
expecting traditional house-keeping standards of our-selves.’ 

LC1: Suzanne’s notes/Session 3 

The need to work outside the home, coupled with the need to maintain the home was 

viewed as a constant but manageable struggle. However, as participants developed chronic 

pain, this struggle became untenable. In a later session the group Suzanne noted: 

‘We explored some issues around generational expectations of women and the 
perceived (our perception) need to run the home well, as this is the way it has been 
through the ages. Clearly having career demands did not alter that, but it remains 
unaltered for those of us who no longer work out-side the home. Does the presence 
of chronic pain make us feel desperate to be on top of things?  Is this more to do 
with fear of losing the ability to cope with our environment?’ 

LC1: Suzanne’s notes/Session 7 

During this discussion I captured the following discourse in my notes: 

‘General talk about the role of women and difference between behaviours with men 
and women, the idea of duty to be a women, mother, wife, home worker, like their 
mothers. One (unidentified) participant stated ‘this pressure is fine if you’re fit and 
able but when you’re in pain and you can’t do it you’re exposed’.’ 

LC1: My Notes/Session 7 

However, this exposure left those participants who had made a decision to work, especially 

vulnerable when they had to leave work because of their pain. Looking back at this 

discourse in the last session Annie described how it was hard to give up work because it 

affected her self-esteem: 
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Annie: ‘It's as If I had to justify my worth. After deciding I couldn't work, when I had 
to give up work I lost who I was. I was defined by my work, not by who I was.’ 

Sasha: ‘You'd lost your worth!’ 

LC1: My notes/Session 10 

Morse described the impact she felt when giving up work, and later Sasha reflected upon 

this in the final session: 

‘Morse felt useless for a long time, she had tons of qualifications but could not then 
use them, especially since she was the breadwinner in the family at the time and 
the guilt she felt was enormous.’ 

LC1: Sasha’s notes/Session 10 

Annie gave up work but could still fulfil a role at home as a mother and housewife and took 

on most of these duties, which had previously been evenly split between her and her 

husband, but as her pain worsened ‘this role is hard to continue’ (LC1: My notes/Session 7) 

further eroding her self-worth. 

6.3.5 Related Problems: The role participants have in producing some of 

their problems 

 

As participants read each other’s notes, and commented upon them at the discourse 

shifted to the expectations participants had of themselves and as they did this they began 

to challenge their actions. Suzanne elaborated and developed the discourse in her 

subsequent note: 

‘We are expecting of ourselves that we ‘just get on with it’ in relation to chronic 
pain and perhaps we should try to treat ourselves more gently.  It is also true to say 
that chronic pain impacts upon the whole household and needs the support and 
care of all who live there.  I hope that this makes some sense.’ 

LC1: Suzanne’s notes/Session 8 

Suzanne is describing her growing awareness that the participants have had a role in 

producing some of the problems they face. This awareness significantly developed in 

session 7. Sasha and Candi had discussed the fact that both their partners work away from, 

as she reported this in her notes Sasha began to question her attitude to housework: 
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‘We posed the question of partners working away from home and is it easier or 
more difficult when they’re home because our control freak attributes come out and 
we’re unwilling to let them do things their way – we need to think of the outcome 
and not the actual process taking to achieve the same result as we achieve.’ 

LC1: Sasha’s notes/Session 7 

Looking back over this developing awareness at the last session Suzanne identified: 

‘The other thing I've come to realise is we all do things in a labour intensive way. 
We've been taught to do things in a certain way (or it's expected?)…. To know your 
place’ 

LC1: Suzanne cited in my notes/Session 10 

Sasha, who was working full-time, described how she felt tired when she got home and 

needed to lie down because she was exhausted: 

Annie: That shows you’re pushing yourself  

Sasha: Friday is my day off and I can’t move  

Annie: ‘No Friday has become your recovery day not a day off’  

Annie: ‘We’ve got to see ourselves as successes’  

Sasha: ‘I see the flip side — what is wrong’  

LC1: My notes/Session 7 

In her own notes from this session Suzanne wondered how much ‘of the pressure to keep 

going’ was being female and how much of it was being female in pain and felt it would be 

interesting to have a male opinion. She identified that Sasha would like to reduce her work 

hours because of her pain ‘but is anxious not to be seen by her employer as some-one who 

can’t cope with her job’. Again the discussion was about women in work, the wife’s role and 

also about controlling the home: 

Suzanne: ‘Ironing -it’s got to be done properly’  

Candi: ‘like now, I’ve got washing in and it’s playing on me. (At this moment whilst 
we’re discussing issues) I’ll probably get up in the night to iron it.’  

Sasha: ‘We’re our own worst enemies - I can’t take it to the ‘Steam Room’ in 
Aberdare (a shop that does ironing) for them to do my ironing, I couldn’t let them 
see my clothes.’  

LC1: My notes/Session 7 

In this passage of the group discourse Suzanne identifies the role that they have in adding 

to their burden by insisting on doing the ironing themselves as it is the only way it will be 

done to their satisfaction. Candi asserts that this is a current worry for her as she has 

chosen to attend the session rather than staying at home to do the ironing and 
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consequently will have to pay a price for this decision. Sasha reinforces this by stating that 

although she can afford to pay for someone to do the ironing, and thus ease her situation, 

as she is too ashamed to delegate this duty. Suzanne’s own account of this discussion 

supports this interpretation, but also identifies the developing self awareness among the 

group that they were involved actors as they placed these expectations upon themselves: 

‘Why do we do things (IRONING!!!!!) to perfectionist standards, especially at times 
when it represents a hard and painful task?  Sasha knew that she could leave the 
ironing if her husband insisted that she was not up to the task. I wish I were not 
quite so stubborn as no-one (other than me!) places any expectation on me to do 
any-thing.’ 

LC1: Suzanne’s notes/Session 7 

And Sasha also documented this: 

‘Discussion then turned to how it seems to be ingrained in us women that we 
always have to do things at home etc. – ever the wife, mother, home-maker which 
is fine if you’re fit and able but not so easy when disabilities come into being.  The 
male/female roles are defined and ingrained in us all and could we all be bonkers?’ 

LC1: Sasha’s Notes Session 7 

This thread was picked up again in session 8 after participants had read each other’s notes. 

The general talk about this among group, related to how everything doesn’t need to be 

done straight away. I captured the following discourse: 

Morse: ‘you need to rest. I’m learning to leave things until tomorrow’ 

Suzanne: ‘Who are we trying to please?’ 

Sasha: ‘my husband doesn’t notice if there is another layer of dust over the seven 
others it’s just me that does’ 

Candi: ‘It’s the way your mother brought you up and what you are expected to do’ 

LC1: My notes/Session 8 
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6.3.6 Root causes: It is stigmatising to ask for help 

 

This developing awareness was a reiteration of an earlier discussion in session 6. Sasha and 

Suzanne had been discussing their tendency to do too much and were beginning to think 

through this problem: 

‘It’s the little things that mean so much instead of overreaching think of all the little 
things and put them together.’ 

LC1: Sasha, cited in my notes/Session 6 

Later in this session Suzanne returned to this theme: 

‘I’ve begun to tot things up, all the small things, I’ve done this and I’ve done that, 
it’s like counting my blessings and I can then take a day off’ 

LC1: Suzanne, cited in my notes/Session 6 

This in turn was discussion was a development of an earlier discussion around problem 

solving or dealing with the issue of ‘how do you do things when you can’t do it for yourself’ 

(Suzanne cited in my notes/Session 4), particularly when the general attitude among the 

group was that it was stigmatising to ask for help for household duties. Suzanne had 

humorously detailed how she had changed her kitchen bins in order to make it easier for 

her to use them. Later she was on her knees cleaning the floor when she realised ‘how do I 

get off the floor without the old ones there to lean on’. She struggled on her own and 

described how she ‘problem solved’ a way to get back on her feet instead of asking for help 

with the cleaning in the first place or to get back up. During this discussion Annie 

announced to the others that she intended to involve her husband more in doing 

household tasks and in order to do this she had to change her attitude to performing tasks: 

‘I need to let go and let John do it his way. It’s not just a right or wrong way — 
there’s my way and other peoples way’ 

LC1: Annie cited in my notes/Session 6 

The other participants supported this decision. In my notes I recorded Suzanne reflecting 

that learning to use computers late in life and by trial and error had convinced her that 

there ‘are different ways of getting the right result’. The group discussed different issues 
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around asking for help and expecting help and the problems that arose when you did this 

but wanted things done ‘my way’. I noted that Suzanne suggested that this was a way to 

use their pain to become closer to their loved ones, by accepting help rather than closing 

themselves off from help: 

‘Perhaps we should think about pain in a different way… instead of just get on with 
it, we should get more out of It. Become ‘We’ not ‘I’’  

LC1: Suzanne, cited in my notes/Session 6 

This thread of the discourse was reinforced later when, in Session 9, Morse recounted how 

she has spent the previous weekend preparing lunch for twelve relations. Suzanne 

captured the reaction in her notes of the session: 

‘Shock… horror, from the rest of us. The experience had exhausted her not 
surprising and we spent some time talking about our excessive expectations of our 
selves.’  

LC1: Suzanne’s notes/Session 9 

6.3.6.1 Making allowances 

As participants developed this strand of the discourse they began to recognise that they 

also had to make allowances for themselves. Although this had been discussed earlier, 

Sasha reflecting upon the impact of attending the learning community was the first to 

record that this was a new idea for her, a ‘conscientisation’ that had arisen from her 

immersion in the learning community: 

‘It has also helped me to acknowledge the pain, usually I try and push it to the back 
of my mind and plough on regardless but being on the course79 has made me put it 
at the forefront of my life (and not in a bad way) and acknowledge that I cannot do 
everything that I want to do but also that I do not have to, and will not, let it 
overtake my life completely.’ 

LC1: Sasha’s notes/Session 5 

This was a strong theme of the discussion in session 9. Annie admitted that when she had 

her accident she still kept ‘on trying to do everything as before, as if to try and justify that I 

could still do things’ (LC1: Annie, cited in my Notes Session 9). This next passage of dialogue 

                                                      
79

 Some of the participants in LC1 referred to the learning community as a ‘course’. Although it was 
not designed to feel like a formal educational course, participants often commented about meeting 
in a University classroom. For example Candi mentioned her children were impressed that she was 
going to University and she joked about getting a student card (LC1: My notes/ Session 4) Morse also 
referred to the learning community as a University course during Session 5, stated that she was 
‘enjoying the fact that it is held in the University’ and said that her daughter thought she was ‘cool’ 
for taking part commenting ‘I’ve never been cool before’ (LC1: My notes/Session 5) 
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captures the mood between participants as they concur with each other over the effect of 

stubbornness and the need to make allowances: 

Sasha: ‘Allowances, that’s what it is we have to make allowances. We have to 
acknowledge, we all have to make allowances. We all do too much! 

Morse: ‘It boils down to limitations’ 

Sasha: ‘Yes and recognising limitations’ 

Suzanne: ‘I’m reminded of St Francis of Assisi’s quote80. I’ve done stupid things! I’m 
determined to prove I can do things and then I go nose down.’ 

Sasha: ‘you go at 1000 miles per hour and then suffer’ 

Morse: ‘You’re determined to move mountains’ 

Sasha: ‘and then you spend days living in the dark valley of pains’ 

Morse: ‘It’s your stubbornness’ 

LC1: My notes/Session 9 

In this passage participants acknowledge the role they have in creating a situation where 

they ‘spend days living in the dark valley of pains’ and realised that part of the solution is to 

recognise that they are constrained by their condition, that they cannot do it all and must 

recognise their limitations. This is not an easy thing, towards the end of this session 

Suzanne acknowledged this difficulty: 

‘When you have a chronic problem it’s harder to decipher which bits you need to 
just take on the chin and which bits you really do need to tackle’ 

LC1: Suzanne cited in my notes/Session 9 

In the final session Suzanne in discussion with Sasha and Annie reflected upon the effect of 

this realisation on Sasha’s desire to overwork: 

Suzanne: ‘What's been fascinating are all the common threads. We've all been 
through a personal and distressing experience .I wonder whether that's what drives 
you to doing more and putting yourself in situations that make you worse.’ 

Sasha: ‘It's made me realise I do too much. Why should I try and do dusting 
everyday when it’s only me who notices.’ 

Annie: ‘yes one week versus one month’s dust – who can tell the difference!’ 

LC1: My notes/Session 10 

Annie’s interjection is typically humorous. In my notes I recorded that Annie is ironically 

making the point that Sasha will still be able to tell the difference, but by her tone and 

                                                      
80

 Unfortunately I didn’t catch which one at the time as I was too busy jotting down the discussion 
however after the session I quickly ‘googled’ his quotes and there seemed to be one that was very 
apt: ‘Start by doing what's necessary; then do what's possible; and suddenly you are doing the 
impossible.’ Suzanne confirmed at the next session that this was probably what she meant. 
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delivery she acknowledges that they all realise that it doesn’t matter. That whilst they were 

still ‘concerned about being O.C.D.’ (LC1: Morse cited in my notes/Session 10), this 

awareness meant that Sasha would guard against ‘being O.C.D about the dusting’. 

In this current study participants identified rigid strategies they had developed in order to 

ensure everyday life went as smoothly as possible. Clarke and Iphofen (2007) identified 

similar approaches to managing chronic pain in her phenomenological study of eight 

patients attending a pain clinic in North Wales identified a theme she termed ‘rules for 

living’ where interviewees described how they gave themselves goals that they had to 

achieve despite being in pain. At face value, these seem similar to the accounts given by my 

coparticipants when they described how using routines helped them exert control over 

everyday life. However, in this current study participants also recognised the dangers 

inherent in rigidly following routines and of treating them as rituals. 

To summarise, the discussion around the use of routines demonstrates participants 

immersion in the group and elicited data on how they are affected by pain in their ‘real life’ 

(Ledwith and Springett 2010). They detailed how they differed and yet were also the same 

in their responses to pain, using routines to get through the day even when this added to 

the hard work of living a life in pain. Involvement with each other enabled participants to 

discuss how their pain affected them; and the ways the expectations they placed upon 

themselves to achieve in their chosen role, restricted their lives by sapping energy from 

them. However, this was not the only way real life affected them. 

Participants also used conflict metaphors to describe their differing approaches to dealing 

with their pain. Sasha acknowledging this difference commented that she saw her pain as 

something she had to fight whereas Annie's approach was more tactical in nature: 

‘I said that at times it can feel like I'm waging a war against the pain and it's 
something I had to conquer but Annie did not agree, she sees it as something she 
has to work with rather than beats.’ 

LC1: Sasha notes/Session 2 

Here Sasha recognised that there are other ways to think about pain, that other 

participants used solutions she had not considered. This reflective act involved viewing the 

world form someone else’s perspective. In the discourse between Annie and Sasha in their 

writing and at meetings this idea that there were different ways to deal with pain was 

developed. In the third session, participants were beginning to review and reflect upon 

their own and others comments. In my notes I identified that Annie had responded to 
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Sasha’s view that she ‘has to work with’ pain by clarifying her position: 

 ‘(I) ‘Strive to conceal’ part of the ‘art form’ – I’ve ‘lost the game if other people can 
see’ – it’s in built don’t ask and struggle to accept’  

LC1: My notes/Session 3 

6.3.7 Root Causes: Hiding Pain 

 

This idea that pain had to be hidden was strongly held and shared by all participants in the 

initial sessions.  

‘I try my damnest to hide my feelings. ‘I’m O.K.’ ‘I’m fine’ which is a total lie, but it’s 
easy, to hide! Every day is full of pain….’ 

LC1: Morse’s notes/Session 3 

Among the reasons given for hiding pain were that it was a ‘weakness to admit pain’ (LC1: 

Sasha – Session 3 flipchart). The universal acknowledgement of this was given voice by 

Sophie and captured by Sasha: 

‘Sophie wondered if it’s a sign of weakness having to ask for help which it seems is 
difficult for all of us’  

LC1: Sasha’s notes/Session 4 

Avoiding looking weak through hiding pain used a lot of effort; Sasha referred to this 

several times as ‘Making the effort’ (LC1: Sasha’s flipchart/Session 3), and Candi referred to 

the need to ‘Grin and bear it and get on’ (LC1: My notes/Session 3). However, when 

participants reflected upon this it was not viewed as a particularly successful strategy 

although it was one that they had little choice in for fear of ‘giving in’: 
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‘This led me to thinking of our discussion on outward appearance. We all make an 
effort, even though I imagine that showering and dressing is daunting, problematic 
and painful for us all. I have always felt that it was very important to appear 
smartly dressed and on top of my life, especially when attending medical 
appointments. This is in order to be seen as some-one who ‘deserves’ our help 
because she is trying to help herself. (I’ve never acknowledged that I thought that 
before.) 

Both Annie and Sasha have been told that they don’t help their own cause by 
looking as though they are well.    But if you allowed yourself to look like you feel 
what would stop you from finally and irrevocably being sucked into the seething pit 
that must be daily kept at bay?’ 

LC1: Suzanne's notes/Session 6 

However, in the next session Sasha, despite using aggressive metaphors to describe her 

thoughts about coping with her pain, identified that in her dealings with others she tended 

to ‘avoid confrontations’ (LC1: Sasha/Session 3 notes). In session 6 Annie reflected that she 

had ‘learnt to respond by people’s reactions to your (sic) pain’, she described this as ‘not 

wanting to be Mrs Neverwell’ and in reflecting upon this recognised that ‘the problem isn’t 

hiding pain but  inappropriately hiding pain’ (LC1: My notes/Session 6). This discussion fits 

the proposition that participants perceive themselves as engaged in a daily conflict with 

their pain and the outside world and that at times this led them to inappropriately conceal 

their pain from others. 

In the literature, concealing pain from others has been identified as one of the strategies 

people with chronic pain are forced to develop in order to establish credibility (Clarke and 

Iphofen 2008). These responses tend to be based on withdrawal from interaction with 

others, stoicism and hiding their condition. Thus instead of displaying unacceptable pain-

relief seeking behaviours they learn through their interactions with others to employ pain-

hiding behaviours which are socially desirable (Werner and Malterud 2003). This struggle to 

be recognised contributes to the hard work of having pain described in Chapter Two. It can 

be seen among participants in both learning communities in this current study, for example 

in their use of ‘I’m fine’ to preface discussions with their general practitioners. Such 

responses represent the need to conform to social norms and have the effect of stifling 

communication about pain, leading to loneliness and alienation (Osborn and Rodham 

2010). 
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6.3.8 Root Causes: Anger 

 

Related to the issue of concealing and hiding pain under conflict conditions was anger. 

Expressions of frustration, and anger continuously emerged in LC1 and influenced the 

discourse at several points. It was an aspect of the participants’ experience of chronic pain 

that arose very early on was. In the first session as participants were recounting their 

narratives of pain to each other I noted: 

‘Anger seemed to be quite an undercurrent and I felt there was some charged 
emotional issues being suppressed by some group members.’ 

LC1: My notes/Session 1 

The general tone of discussion in this first meeting was exploratory; participants were 

sounding each other out about different issues and looking for agreement in doing so. In 

this session the topic of anger and being angry arose: 

‘Coping involved dealing with disappointments and adjustments as a result of 
illness, but also coming to terms and anger’  

LC1: My notes/Session 1 

Participants became aware that coping, and here I believe they meant coping in terms of 

adapting to their pain, was frustrating. They realised that they cannot continue to act as 

they did prior to being in pain and needed to adjust and this requirement was a source of 

disappointment. It confronted them with their actual life of pain rather than an idealised 

life of being pain free. This process was emotionally charged and evoked anger and 

represented the early stages of developing a preposition around adapting to pain. They 

reflected upon their need to adapt in a way that meant that they were not ‘giving in’. This 

was captured in a series of questions posed by Suzanne in her notes after the session: 
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‘How do members cope with the anger of having to make major adjustments in 
their lives? 

Can anger give you the driving force to achieve things? 

How do partners cope with our anger? 

How do we cope with their anger? 

Can we use anger to help you to re-adjust your life with-out giving in? 

How do we cope with the anger of being discriminated against?’81 

LC1 Suzanne's notes/Session 1 

Although Suzanne reflected on this immediately with her next statement: ‘More questions 

than answers at this point’, these questions were returned to again and again and as 

participants began to answer them understanding developed. 

For example the question ‘Can you use anger to help you to re-adjust your life with-out 

giving in?’ encapsulated the struggle between adjustment, which was viewed as a positive 

response to their situation and ‘giving in’ a negative idea viewed by participants as ‘letting 

the beast ‘out of the box’’ (LC1: Sasha Session 6 notes) or losing control. Often the mood of 

the discourse seemed to be that, life has changed but it is still possible to exert control to a 

certain extent. Adjustment was viewed as synonymous with participants exerting control 

over those aspects of their lives and their environment, that pain did not adversely affect 

or acting to militate against their chronic pain. As discussed earlier this led them to adopt 

various strategies, such as routines and keeping up with housework. However, they often 

experienced anger when things did not go to plan: 

‘The need to control the environment at least even if not in control of pain: planning 
for the future, planning funerals; cutting the celery in ‘just the right way’ ‘pegging 
clothes on the line – the right way’ getting angry if people who were trying to help 
‘didn’t do it properly’’ 

LC1: My notes/Session 3 

Anger was not always seen as being a bad consequence of their pain, in sessions two and 

four Annie and Sasha discussed how anger could be energising and produce ‘adrenalin’ 

(LC1: Annie‘s flipchart Session 2)  ‘Annie said that an adrenalin rush eases the pain’ (LC1: 

Sasha’s notes/Session 4). This last point made in the context of responding to basic needs 

of the body and having to adapt to the pain recognised that anger can be a healthy 

                                                      
81

 As an interesting aside- it is worth noting how with each sentence Suzanne moves from a third 
person ‘members’ through the second person, ‘you’, into the possessive ‘our’ and ending with the 
first person plural ‘we’ in this short passage. Even though this is the first session, in her writing we 
can see the transformation of identity as Suzanne begins to think of herself as a member of the 
group and identifies with the other participants. 
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response to being in pain. 

6.3.9 Root Causes: Fear of losing identity 

 

‘Giving in’ within this preposition did not necessary refer to the need to physically adjust 

but was also seen as an existentialist concern. In session three Morse, reflecting on her 

fears about using a wheelchair, used conflict metaphor to describe how she worried that 

giving in would contribute to a loss of her identity: 

‘As I really do fear life in a wheelchair I know it may seem silly but I have a real 
horror of losing my battle to be me.’  

LC1: Morse’s notes/Session 3 

The passage following this statement in Morse’s notes is almost Churchillian82 in tone as 

she looks to her future: 

‘But no matter what happens in the future, I will do my level best to love my family, 
love my hobbies, love my football!!! And always be grateful for what I've got. For 
there are always (others) worse off than me. But I will always remain me. It's not in 
my nature to change and my body is not coping, but my spirits will never give up.’ 

LC1: Morse’s notes/Session 3 

In session five I captured an interaction between Suzanne, Annie and Morse about Morse’s 

fears of giving in. At this point the dialogue was very focused on Morse and her ‘progress’. 

Sasha had commented that she was ‘opening up’ and becoming more involved in the group 

and Annie had commented that her mood seemed ‘lighter’. Morse felt that the ‘course’ 

was having far more effect on her husband: 

  

                                                      
82

 In my reading of this passage of text I get an undertone of desperate strength in adversity, similar 
to that delivered by Sir Winston Churchill in his ‘we shall fight on the beaches’ speech. 
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Morse: ‘every week he wants to know what we’re doing. Its having an effect, there 
are ‘changes’ (this was said with optimism and the impression given was that there 
are changes for the better) although I’m not there yet’ 

 Suzanne: ‘Where is there?’ (Probing Morse) 

Morse: ‘Giving in to ‘it’’ 

Annie: ‘I don’t believe you’ll ever give in’ 

Morse: ‘maybe not mentally but physically?’ (Shrugging)’  

LC1: My notes/Session 5 

Looking back at her past self, Morse considered how she had felt alone in her struggle; that 

she felt that she was the only one that could do something to help her condition, after a 

period of feeling sorry for herself after her initial diagnosis her response was: 

‘Then after a few days I thought ‘that's it, pick yourself up by your bootstraps’ 'cos 
you're on your own, no one else is going to do it.’ 

LC1: My notes Session 10 

6.3.10 Root causes: the ‘never-ending’ pain 

In the same session and at around this time in the dialectic Sasha had noted about their 

pain that ‘It’s never-ending’ (LC1: Sasha’s flipchart/Session 5). This session represented a 

difference in the use of conflict metaphor. However, towards the end participants were 

begin to reflect on their responses to and behaviours evoked by their pain contributed to 

the way they saw themselves: 

‘We agreed that we go quiet when in pain, withdrawing into ourselves (perhaps a 
defence mechanism)’  

Morse (is) not at the point yet where ready to give in to it all and her husband has 
reassured her that he is ‘not going anywhere’ 

‘(Annie) Hates not being able to read because of the position.  She knows she can 
get a stand to help with this but has resisted so far – again is this seen as ‘giving in 
to the pain?’’  

LC1: Sasha Session 5 notes 

‘Candi admitted her doctor told her off for not using her stick – again stubbornness 
and determined not to give in to it coming in to play.’ 

 LC1: Sasha Session 7 notes 
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Suzanne, reflecting in her notes, gave another example of this change in conflict metaphor 

usage: 

‘We are expecting of ourselves that we ‘just get on with it’ in relation to chronic 
pain and perhaps we should try to treat ourselves more gently.  It is also true to say 
that chronic pain impacts upon the whole household   and needs the support and 
care of all who live there.  I hope that this makes some sense.’ 

 LC1: Suzanne notes/Session 8 

Participants also used conflict metaphors when identifying positive attributes in each other: 

‘Sasha has also given a great deal of thought to reducing her working hours. She 
can struggle at the start of the day and at the end of the working week. She has to 
rest on her day off to recuperate but is worried her employer will view this as a sign 
of weakness. There’s not a weak bone in her body. I admire her determination; she 
has found a way to go forward and uses lists etc. to get through bad days. It shows 
how much effort and energy she has to put in, not weakness but a quiet strength’ 

LC1: Annie notes/Session 7 

Annie and Sasha had been involved in a discussion about the effort they put into doing 

things, Suzanne noted this discussion as ‘much talk of the pressure to keep going’ (LC1: 

Suzanne's notes/Session 7) things and the consequences of this effort. I had captured some 

of this dialogue in my notes in the same session: 

‘Sasha: talks about feeling tired when she gets home and needing to lie down 
because she is exhausted  

Annie: That shows you’re pushing yourself  

Sasha: Friday is my day off and I can’t move  

Annie: ‘No Friday has become your recovery day not a day off’  

Annie: ‘We’ve got to see ourselves as successes’  

Sasha: ‘I see the flip side — what is wrong.’’  

LC1: My notes Session 7 

  



209 

 

6.3.11 Action planning 

 

During this phase participants were reflecting on, past behaviours, supporting change in 

themselves and each other but also admiring the qualities that had lead to these 

behaviours. Suzanne captured these thoughts: 

‘Being stubborn has its uses when trying to push back the boundaries and develop a 
‘can do’ attitude. The down side of stubbornness is that you can push yourself too 
hard. Sasha recalled incidents when she would spend days recovering from the 
exertion of doing a task but being triumphant that she did it!!!!! I can relate to 
that.’ 

LC1: Suzanne notes/Session 9  

Additionally as discussed previously in the section on routines, participants were beginning 

to recognise that they were the ones who chose to be overactive and they could also 

choose to behave differently. This process of transformation in behaviour, over the course 

of the preceding sessions wasn't easy for participants. They recognised the need to avoid 

over activity and allow themselves time to rest but, when they did this, still felt the 

discomfort of giving in: 

 ‘We should sleep when we can and don’t fight it.  It’s a need to recharge the 
batteries – can’t we just be plugged into the socket???  We’re getting more used to 
leaving chores half done but again are only punishing ourselves.’  

LC1: Sasha’s notes/Session 8  

Looking back over the workshop and reflecting upon her progress in attitudes towards 

choosing to struggle with a task or pacing her activity. Suzanne identified a change in her 

outlook: 

‘I have taken on board that this is a different time in my life and I am greatly re-
adjusting my views on success and failure (there is now no such thing as failure, 
only a task which I have chosen not to tackle!)’  

LC1: Suzanne’s notes/Session 10  

In the last session, reflecting back on her involvement and on how all the participants had 

worked together, Morse recognised that ‘we have a common cause, we're on the same 

journey’ (LC1: My notes/Session 10). The participants had identified adjustments they felt 
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they needed to make in earlier sessions. For Morse the idea of using a wheelchair was a 

real problem, in session 3 she acknowledged that her ‘head’s in the sand’ over using one 

although she recognised that she would need to use one soon as her health was 

deteriorating. Sasha noted the details of this conversation: 

‘Morse is going on holiday next week and is taking her wheelchair, she doesn’t want 
to, but it is something that will enable her to do and see things more easily.’ 

LC1: Sasha’s notes/Session 3 

Yet whilst this was a problem she was able to make other plans, and even about her 

funeral: 

Morse: ‘I’m planning ahead preparing myself for letting go, even funeral 
arrangements’ 

Annie: ‘I’ve done mine, I don’t want them to think –would mum have wanted that? I 
don’t want them to get into debt about my funeral 

LC1: My notes/Session 4 

Morse was not alone in resisting the use of aids. As mentioned above under the theme of 

‘giving in’ Annie had revealed during this session that the pain from her fibromyalgia makes 

it difficult for her to position herself to read but that she had not gone into a disability shop 

to get a reading stand. Annie was however, prepared to make other plans because of her 

illness including moving home to a bungalow because she could not manage stairs. 

Although it was noted by Suzanne that Annie was ‘tackling the task of getting something to 

help her get back to reading’ (LC1: Suzanne’s notes/Session 6) she continued with this 

resistance as it meant purchasing something labelled as a disability aid from a disability 

shop; until the last session when she revealed that she had decided to get one because she 

recognised that: 

‘It’s about redefining yourself as a new person – what I can do now rather that 
what I could do 

Annie cited in my notes/Session 10 

Part of this was recognising and acknowledging that they had already made some 

adjustments because of their pain. As Suzanne noted these were often subtle changes. 

That participants adapted their house and garden ‘changing the way you do things so you 

can keep doing it’ (LC1: Suzanne cited in my notes/Session 6). After this session’s discussion 

around ‘aids and adaptations’ Suzanne described in her notes how ‘my life has been greatly 

enhanced since ‘giving in’ to rails in the garden’ for years she did not want them but finally 

she had: 
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‘And now they are wonderful, don’t know how I did without them. The 
grandchildren have great delight playing with them.’ 

LC1: My notes/Session 6 

Her resistance allowed her to identify with Annie’s concerns about disability shops. 

However, she also noted that: 

‘The current slow but sure trend to have better equipment available in ‘ordinary’ 
shops is good. Building regs (sic) have also improved things e.g. double doors for 
wheel-chair users also work well for double buggies.’ 

LC1: Susanne’s notes/Session 6 

For Suzanne this meant that ‘people don’t see that you do things different because of the 

pain– you’re just gardening’. Annie questioned Suzanne about her decision to get the rails 

and she revealed that she loved gardening and knew that if she didn’t: 

‘Then the garden would be out. I had bought loads of bulbs to plant but had to give 
them away because I couldn’t get out there but now I can’ 

LC1: Suzanne cited in my notes/Session 6 

At the last session she returned to this theme stating that ‘your house gently adapts to your 

needs – it’s not obvious to others’. Annie and Sasha agreed noting that these changes were 

not visible and that it meant you can cope at home as a result. The problem then became 

what to do when you were not at home. For Sasha this was restricting, she disclosed very 

early on that she had: 

‘Not been on hols (sic) for 10 years – need to be at home – to feel safe?’ 

LC1: Sasha’s notes/Session 3 

This slow adaptation followed on from previous discussions in the learning community 

about problem-solving.  How the participants had all had ways of getting around their 

problems in order to do things. Some of this involved physical adaptations or changes in 

practice and they were very keen to learn from each other about these adaptations: 
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Suzanne: ‘It’s sharing things. Even little things and talks about using the wire basket 
that Morse discussed last week83’ 

Annie: ‘I use a steamer; I take each layer off and fill it with a jug or beaker’ 

Sasha:’ I never thought of that, it’s so bloody obvious. I take it all to the sink to 
drain’ 

All: Laughter 

LC1: My notes/Session 9  

Another adaptation they all discussed was their choice of clothes. I noted that there was 

agreement all around when they discussed wearing loose rather than flattering clothes for 

comfort in Session 10: 

Sasha: ‘I’m forty and I’m wearing elasticated waists I can’t cope with fitted clothes, 
I wear joggers and trainers all the time (she recounts a story of going to the pub in 
joggers and trainers and being asked have you been for a run?)’ 

Annie: ‘I’ve been fitted and told I could go down a size but I go up for comfort - I 
have three different sizes (for when the pain is good or bad) I buy clothes for the 
day my skin hurts so they are loose and comfortable’ 

Candi: ‘Yes, clothes that are comfortable, soft materials, fleeces’  

LC1: My notes/Session 10 

This led onto a practical discussion of how to buy the clothes, a particular difficulty as all 

participants had earlier disclosed that they did not like going shopping, that the crowds and 

noise held no pleasure for them and exacerbated their pain. However, they had to try them 

on, none of the participants liked to buy clothes ‘from the internet’. They swapped 

accounts of which shop had the biggest changing rooms, which ones had seats they could 

use to rest on, which shop assistants were the most helpful, which were the closest to the 

parking spaces. The need to wear comfortable clothing was not seen as a positive 

adaptation but a necessary one, they all would like to wear more fashionable clothing, 

higher heels and dress up more.  However, in recounting this passage they became aware 

that they had already made some adaptations without necessarily realising it. This helped 

them see the need to make more positive adjustments to compensate for their pain: 

Finally participants reappraised their use of routines and the need to adapt their 

behaviours so that they were used to help their situation and not add to the problem. In 

Session 9 when Candi revealed that she did not ‘do housework religiously since coming 

here’ (cited in my notes/Session 10). Suzanne acknowledged this as ‘making the routines 

                                                      
83

 Morse had described how she used a wire basket to remove hot food from boiling water rather 
than risk carrying a heavy saucepan 
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work for you and not being a slave to them’. In her final set of notes Suzanne stated that 

they were developing a confidence that: 

‘Allowed us to question the task in the first place. Why were we putting our-selves 
under pressure to try to achieve standard of house-work, entertaining, child-care 
which no-one except our-selves demanded?’ 

LC1: Suzanne’s notes/Session 10  

In the final session the participants were discussing the benefits of attending the learning 

community, Annie was detailing the effect of sharing her fears and anxieties with the other 

participants on her. Candi dissents and Annie responds by reminder her about her religious 

adherence to routines, and then the discussion opens out to the other participants: 

Annie: ‘I realised that a lot of the thoughts I'd had others have had. It's allowed me 
to look at a lot of my fears. I'm another person. It’s another positive; I'm not 
thinking about the past. I was locked into what used to happen.’ 

Candi: ‘I haven't got that out of it.’ 

Annie: I remember you saying ‘Monday was cleaning day...etc.’ 

Candi: (laughs) Since coming on this course I now think ‘nah! There's another day to 
do that’ 

Suzanne: It's making these activities fit you and not being a slave to them. I'm 
throwing all my brass and ornaments out – why should I bother to keep cleaning 
them 

Sasha: I’ve also got rid of the ornaments – much less dusting! And (Sasha’s partner) 
never liked them anyway (laughter) 

Morse: me too except for candles. They're relaxing, the smell. 

LC1: My Notes/Session 10 

In this passage participants are identifying how they have acted as a result of realising that 

they have been contributing to their problem. Although it may seem a small thing, not to 

stick to a strict cleaning regime, to reduce the amount of objects that needed dusting and 

to think carefully about their use of routine so that it does not become ritualistic and feel 

like O.C.D these small changes enabled participants to realise that they can do more in 

other areas of their lives as well. 
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6.4  Part C: Action Cycle: Accepting pain and disability 

This action cycle occurred in the third learning community. Unlike the first learning 

community participants in LC3 did not describe a struggle to adjust but disclosed that 

acceptance of their pain was difficult. Through collaborative discussion participants 

developed a discourse that enabled them to inspire each other and begin to accept change. 

Participants in LC3 were reluctant to make notes and or to record their thoughts on 

flipcharts. The only exception to this was Louise who made notes of the meetings she 

attended which she was willing to share with the others. Jane did make notes but did not 

want to share them with the others or did not provide a copy of these to me, choosing to 

keep them private. Daniel gave me a letter detailing his thoughts on the other participants 

after session 4 but later withdrew his permission for me to use this material. This makes 

the triangulation of material in order to demonstrate the validity of the discourse difficult 

as in many places I have to rely upon my own notes of the meetings. To address this I asked 

participants to perform a member check of my notes of the previous sessions at the 

beginning of each new session. This meant that the first part of each session involved 

reading, group discussion about the content and then verifying or making amendments 

about the content. In addition after session 5 I performed a brief thematic analysis using 

NVivo that I shared with participants, I also repeated this in session 8: 

‘I give out notes and the new node charts and also distribute some of the most 
frequent hits. I explain how I coded them and asked the others to check whether 
they were happy with this coding. We spend some time reading them. Jane and 
John questioned some of the categories’  

LC3: My notes/Session 8 

These activities were performed in order for participants to verify the content of my notes. 

These amended notes and, where made, Louise’s notes have been used as the source for 

the next part of the explanation of findings in order to explore the action cycle accepting 

pain and disability. 
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6.4.1 Description: Alternative ideas about using routines 

 

As in LC1, the participants in LC3 identified that they also utilised routines to deal with a life 

in pain. In the third session I noted that ‘we talk about the importance of routines, trying to 

make the body move’. However, whereas in LC1 participants were fearful that they over-

relied upon and ritualised routines, in LC3, this fear did not materialise. Instead routines 

were viewed as ‘practical tips regarding pain management and living with disability’ (LC3: 

Louise’s notes/Session 10). For example Jane described how she used routines in work to 

change her activities, moving position and thus preventing her from getting stiff as ‘I have 

to get off my bones even if it’s just for two hours’ (LC3: Jane cited in my notes/Session 3) 

this was a practical response to her situation. She had informed the group in Session 2 that 

her ‘notes say no sitting around for more than 25 minutes’, (LC3: Jane cited in my 

notes/Session 2) later in Session 3 she informed the participants that she either has to 

‘stand, sit upright or lie down’, she could not just sit for long periods or she would become 

immobile and would ‘need to take painkillers just to move’. 

Here, Jane was responding to questions from Vic, which arose from his reading of the notes 

from the previous session. Under this questioning, Jane elaborated on her use of routines. 

Although Jane found it frustrating that she needed to use routines, she felt they were 

essential and described some of the reasons why she had to. Jane needed to drive, as part 

of her work, but found it very difficult as, the most time she could spend driving was ‘30 

minutes, then I have to get out’. This meant that she had to plan her day carefully, in order 

to do this part of her job. Jane explained that, her work was very supportive and that she 

was ‘lucky I can work flexi time, but I need to be a control freak. Have to manage myself 

closely’ (LC3: Jane cited in my notes/Session 2). This posed a problem outside of work as 

well: 

‘Very difficult to drive, I have to go to the shops and park and walk. I get what I 
want and go home. I can’t shop around…. takes hours to get home to Mid-Wales… 
can’t drive on the motorway.’ 

LC3: Jane cited in my notes/Session 2 
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The need to be active was felt strongly by other participants. During this discussion Daniel 

identified that ‘I got to keep active, I garden and cook’ (LC3: Daniel cited in my 

notes/Session 2) and Vic using routines to help him move he discussed his daily exercise 

routine. He tried to stick to this ‘but some days I can’t do anything. It’s frustrating when you 

can’t do anything’. (LC3: Vic cited in my notes/Session 3). Using routines was a way of 

keeping active and this enabled participants to be productive and ‘keep busy’ it also was a 

way of dealing with their pain. Daniel identified that when he was doing something he 

focused upon the task in order to ‘forget about my aches and pains’ (LC3: Daniel cited in 

my notes/Session 4): 

6.4.2 First analysis ‘Hoarding’ energies 

 

As in LC1, some participants described themselves as ‘control freaks’ (Vic in C3: Session 1 

and Jane in LC3: Session 2), but the reason they give for this is that they have to manage 

themselves closely. This was not because they felt they had to fill a particular role expected 

for them by themselves or others, but because they felt that they only had limited amounts 

of energy available to them and if they wanted to do something else with their time ‘the 

house has to be tidy, everything has to be controlled’ (LC3: Jane cited in my notes/Session 

2).  In session 3 Jane returned to the idea of using routines to enable her to conserve 

energy: 

‘I’ve got holidays in two weeks and I need to conserve myself so I have the energy 
for it. Its self-preservation, making sure nothing can happen to spoil the holiday. I 
went to Ireland, to Dublin; it surprised me how much I could no longer do. We used 
to walk everywhere but this time it was take a cab to here and we didn’t go 
anywhere without taking a cab’ 

LC3: Jane cited in my notes/Session 2 

In this extract from the discussion, Jane is also comparing her present abilities with her past 

self. Prior to developing chronic pain Jane was very fit and active:  

‘At the end of the day I was running half marathons, mountain biking, now I can’t 
do anything, even dance with my boyfriend’ 

LC3: Jane cited in my notes/Session 2 
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In other sessions she described other activities she had undertaken running, hiking, 

camping and sports of all kinds as well as helping her ex-husband build a house. Since 

developing her back pain however, her life was limited if she wanted to be active she had 

to think things through. She had to plan, and had to adopt strategies in order to keep 

working and to do more than just exist: 

For Louise this discourse was enlightening, especially Jane’s discussion: 

‘It also made me realise that there are others who are suffering much more severe 
pain than me.  The coping strategies she uses such as ensuring planning and routine 
helped me identify my own patterns of behaviour for dealing with pain and 
disability.’ 

LC3: Louise’s notes/Session 2 

Louise identified that conserving energy was important, but her approach to planning was 

different. She admired how others could manage to be more organised than her and were 

able to split the day up into set routines. Louise’s approach was not built around using 

routines but of storing up or ‘hoarding’ her energies for something, and then spending this 

on the chosen activity. Planning was not about allocating set times for something but 

setting time aside: 

‘If I have to do something I have to do it on a day when there is nothing else on. For 
instance I’m impressed with how organised people are, Jane I really admire how she 
keeps everything together and is so organised.’ 

LC3: Louise cited in my notes/Session 4 

For Louise, this meant she could not be more spontaneous in her actions she had to plan 

and hoard and if she wanted to be successful she had to be careful about how she did this. 

She felt that she did not have the ability to be as organised as other participants, namely 

Vic, Daniel and Jane, although she would prefer to use this approach. Instead Louise 

detailed how she managed activities using an approach she termed ‘spoon theory’. 

In Session 3 I noted that Louise asked the other participants if anyone else had heard of 

‘spoon theory’, as none of us had she elaborated: 

‘…it’s aimed at people suffering from an invisible illness. You have ten spoons and 
as you use them up you give them to people, only sometimes you have to keep them 
for yourself to store up your reserves to do something’ 

LC3: Louise cited in my notes/Session 3 

She promised to bring in some notes because ‘it helps others understand what you’re going 

through’ the following week she brought in a hand-out entitled ‘Spoon Theory’ 
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(Miserandino 2003) and handed it around the group84. As all the participants took time to 

read the hand-out, I asked Louise about the spoon theory as it seemed to be very 

important to her. Louise explained how the spoon theory helps her understand that she 

needs to plan in advance, the important point for her was that she only had so many 

spoons to use up and there were no others available: 

‘Louise refers back to Jane’s discussion last week about needing to be in control 
about having to keep something back.’ 

LC3: My notes/Session 4 

This led onto a general discussion around control at the time I noted: 

‘We talk about the importance of control/routine/measures of control. Louise said 
‘Otherwise it’s reckless.’’ 

LC3: My notes/Session 4 

In this discussion Vic asked Louise if she was always that organised, ‘as organised as Jane’ 

and her response was: 

‘No I really admire Jane, I would like to be that structured it would help, but I’m not’ 

LC3: Louise cited in my notes Session 4 

6.4.3 Connected Knowing: Affirming ‘us’, then learning from each other 

 

In the previous sections of this action cycle I have discussed how the participants 

discovered commonalities of experience that enabled them to identify with each other, 

thus affirming an idea of ‘us’. As they recognised similarities they began to realise that they 

could learn from each other as well. Louise’s account of spoon theory was something that 

all the participants could understand and use to reflect upon their own approach to dealing 

with their pain. 

In addition to helping Louise to realise a way that she can organise herself, she also found 

                                                      
84

 This handout was from the website http://butyoudontlooksick.com and was originally written as a 
blog by the website owner in 2003 giving an account of she struggled to explain her illness ‘lupus’ to 
a friend. The website has since developed into a support network for people suffering from a range 
of chronic illnesses, most of which produce pain as a symptom. 

http://butyoudontlooksick.com/
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spoon theory useful when explaining her pain to others. She used it to explain her 

condition to her husband and sister as well as her work colleagues and described how 

‘spoons’ was now a commonly utilised word in her home to describe her ability to perform 

everyday activities. Louise insisted that the use of spoons was widespread85 ‘and that there 

are a number of people who use spoons’ (LC3: Louise cited in my notes/Session 4). 

This explanation was of great interest to the other participants, Jane, Daniel and John all 

referred back to Louise’s explanation of this theory and it was seen by John as something 

he could take away from the group. In Session 6 John, who was a recipient of disability 

benefit and was due to have a review brought in some material related to claiming ‘limited 

capacity to work’86. We looked through the questions in the application and he talked 

about how he was affected by the process87. This caused anger and frustration because 

among other issues the process views you as always being in one state, ‘it assumes you’re 

like it all the time’ (LC3: John cited in my notes/Session 6). John related that: 

‘When flare-ups occur and you can have good and bad days. It doesn’t take this into 
account. It doesn’t consider that there are times you have to hold things back. 
Louise’s spoon theory hits a chord with me – it really rang true.’ 

LC3: John cited in my notes/Session 6 

Here John is describing how another participant has enabled him to see his situation from 

another perspective. This illustrates the development of consciousness, it is a form of 

‘connected knowing’; as different participants share their experiences of real life they 

realise there are other ways of understanding the world. In the final session as participants 

summed up whether they had benefited from taking part I had documented in my notes 

that ‘we talked about changing, do they (the other participants) think that they have 

experienced any changes?’ John responded: 

                                                      
85

 ‘Spoon theory’ is a fairly widely ascribed approach to dealing with chronic pain among chronic 
illness sufferers, particularly among those who experience fatigue or pain among their symptoms. 
The theory has been referred to in several self-help websites and it has a developed online web 
presence, including Face book, e-patients.net, and geekfeminism.wikia.com. The online Urban 
Dictionary defines ‘Spoon theory’ as ‘theoretically measuring personal daily abilities much as one 
would measure the proper amount of spoons needed for an event or occasion sometimes having an 
abundance, other times coming up short.’ (Urban Dictionary, no date) and accredits its origins to 
Miserando (2003). In 2012 the Guardian published a reader blog on Spoon Theory (Band 2012). 
Spoon Theory has not been evaluated or published in a peer-reviewed scientific journal to date. On 
face value it seems to be similar to pacing, an approach used in cognitive behavioural therapy 
although there are fundamental differences as pacing involves a structured goal-setting approach to 
dealing with fatigue and pain. 
86

 This was the work capability assessment form for disability living allowance 
87

 This part of the discussion is also covered under the action cycle (dealing with other’s responses to 
their pain) 
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‘For me changing the way I do things (encouragement and agreement from the 
other participants) the part that made me realise was the spoons. Hit it on the 
head… rationing out the spoons’ 

LC3: John cited in my notes/Session 10 

Daniel also noted that he had fluctuations in his abilities and identified with Louise’s 

description but did not consider he had the ‘discipline’ to follow her actions. In another 

demonstration of connected knowing the following dialogue from Session 4, between 

Daniel, Louise and Vic illustrates this point: 

Daniel to Louise: ‘I like what you’ve said about the spoons but with me – I’d be 
borrowing next months, I can’t hold back. I have to do it. I have to take the bull by 
the horns, regardless of the consequences.’ 

LC3: My notes/Session 4 

At this point Vic interjected ‘You must be disciplined’ meaning that Daniel must be 

disciplined to work through his pain and Daniel disagreed: 

‘No I’ve got to do it – it’s not disciplined at all, the opposite in fact.’ 

LC3: Daniel cited in my notes/Session 4 

Again in Session 6, following John’s description of the inconsistent nature of his pain and 

how his new awareness of spoon theory helps him explain this, Daniel reiterates his 

approach as: 

‘I do what I want to do and hang the consequences –I’d do my garden even though 
it would kill me because I feel a sense of achievement. I could not stop until it was 
finished I’d rather have the pain than not do anything.’ 

LC3: Daniel cited in my notes Session 6 

For Daniel the sense of accomplishment from finishing a desired task is worth the risk of 

experiencing his pain, only John and Daniel were at this session but the discussion between 

us was revisiting a theme of control and the sense of personal achievement that was 

obtained from achieving this control despite the cost. 

In the second Session Jane brought this idea up and on being questioned by Louise 

revealed that part of the reason for control was a fear of what might happen if she lost 

control: 
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Jane: ‘I have to manage, I manage myself’ 

Louise: ‘Does it make you stronger?’ 

Jane: ‘Yes but the way it makes me feel, if I stop I’ll meet myself coming – I’ll bottle 
it!’ 

LC3: My notes/Session 2 

This conversation was exploratory, neither Jane nor Louise had been at the first session and 

they were sharing their stories with the other participants, beginning to form relationships, 

and sounding out how they were similar or different to each other. As this conversation 

continued Jane revealed that some of this desire to be strong and ‘need to control things’ 

was down to her personality, she was very driven to achieve before her back pain 

developed, running her own business and being very organised and house proud but that 

this trait was ‘worse now’. Louise partly agreed with this position: 

Louise: ‘I’m the same, part of it is my personality but you know if you stop doing it 
… it’s like giving up.’ 

Jane: ‘There’s a car wash near my work, I could just leave it with them, but I have to 
do it all myself.’ 

Louise: ‘it’s giving up! 

Jane: ‘Everyday it’s something else you can’t do’ 

LC3: My notes/Session 2 

As with the first learning community these two participants revealed they had a fear of 

‘giving in’ to their pain and sought to prevent this through controlling other aspects of their 

lives. However, other participants did not agree with this perspective. In the next session 

Jane was challenged on the idea of ‘giving-in’ questioned her about why she needed to 

keep such tight control. The context for this discussion was around Jane’s reluctance to 

seek help and telling other about her pain: 
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Jane: ‘I never tell anybody.’ 

Sian: ‘It’s upsetting?’ (To tell someone) 

Jane: ‘Yes’ 

Sian: Fair play – I’ve given up’ 

Louise: You haven’t 

Sian: ‘I did I can’t go to work, I can’t physically go’ 

Louise (supportively): ‘But you’ve got a different problem, everybody is different, 
don’t beat yourself up’ 

Sian: ‘It’s frustrating, I used to say am I a baby – No I know I’m not but it floored 
me’. 

LC3: My notes/Session 3 

Sian refers to herself as ‘giving up’ in terms of both her struggle with her illness 

(fibromyalgia) and also to hiding her pain from others. She then explained how she had 

struggled to adapt over ten years but was now improving. Sian described how she had: 

 ‘Finished work and went downhill from there. Everything comes from it, all your 
social networks go and the depression hits you for six. …. Lately I’ve been getting 
better… I was in bed all the time until I decided to give myself a kick.’  

LC3: Sian cited in my notes/Session 3 

She described how she had begun to find acceptance and she urged Jane to look for this 

too by ‘letting the barrier down’, for Sian ‘giving in’ seemed to mean accepting her 

limitations although Louise offered a different perspective: 

‘Listening to Sian’s health problems gave me the impression that it has affected her 
self-esteem, as she mentioned several times that she had ‘given up’ I feel very 
strongly that people should not be made to feel weak just because an illness over 
which they have no control has become so severe that it has affected their lives.’ 

LC3: Louise’s Notes/Session 3 

This was a difficult and emotionally charged discussion and both Sian and Jane were 

tearful. I captured the dialogue in my notes: 

‘Jane was upset and insisted: ‘Control, I’ve got to try and keep control’ 

Sian: ‘but what about acceptance’ 

Jane: ‘it’s hard accepting that I can’t do it, that there are limitations. It’s hard to do. 
I don’t want my grandchildren thinking I’m poorly. If you don’t expose yourself you 
don’t get upset by others responses. 

Sian: But sometimes it’s inevitable that they’ll find out, couldn’t keep lying.’ 

LC3: My notes/Session 3 
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This point of dissonance in session 3 had a big impact upon the group dynamics. This was 

the point that triggered Sian’s decision to withdraw its impact is covered in more detail 

under the previous section on legitimate peripheral participation. It also threatened Jane’s 

continuation with the group; she did not attend the next session, which caused some 

distress to Louise: 

‘I felt a sense of loss that others had apparently dropped out from the group, 
particularly Jane as tonight was the first session I had been to without her being 
present.  While I understand that she has found the sessions difficult and that 
individuals cannot and should not be pressured to attend, I sense that she does not 
recognise either the positive contribution she has made to the discussions or the 
support she has provided others.’ 

LC3: Louise’s Notes/Session 4 

Either Louise or Jane was absent over the next three sessions. However, Jane had read 

Louise’s notes over this event and commented upon them. Jane’s remarks indicated that 

the events at this session and Louise’s comments about her had a profound effect on her 

outlook. Jane avidly read both mine and Louise’s notes, she found them ‘valuable’ and, as 

mentioned in the introduction to this action cycle, under Section 6.4; she disclosed in 

session 8 and session 10 that she was now making her own notes about how she felt. In 

session 5, I had documented that ‘Jane had underlined passage(s) from Louise’s notes’. 

Later, as we revisited the theme of control in our discourse, I captured a discussion 

between the attending participants where Jane informs Louise that her notes had 

challenged her view: 

Jane: ‘I think acceptance is important 

John: ‘It’s the key; you’ve got to accept what’s wrong with you. I have a friend who 
has a (brain tumour?) (He) still thinks something wonderful can be done, (he is) 
clutching at straws. 

Jane: ‘But it’s hard’ 

John: ‘It’s something you’ve got to do. Personally I felt better when I had a 
diagnosis. I knew what I was dealing with.’ 

Jane: ‘Acceptance is hard’ 

Louise: ‘it’s not your fault. With me I was born like this – you had surgery and that 
caused your problem or made it worse.’ 

John: ‘You get bitter. Are you?’ 

Jane: ‘No not bitter, more frustration or more like anger at first. Partially with 
myself as well... Also I didn’t want it verified. That it (surgery) hadn’t worked. Didn’t 
want it confirmed out loud. So I kept a lid on it. Don’t let the genie out of the 
bottle… But coming here …Actually it was reading your notes (Addresses Louise) 
made me feel ‘am I a cry baby?’ ‘Get a grip!’ Also reading my notes; I have written 
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some notes. 

Louise: ‘Didn’t mean it like that. I meant I thought you were brave…’ 

Jane: ‘It wasn’t what you said but it made me think – you know’ 

LC3: My notes/Session 8 

It was possible to catch the interaction between Louise and Jane in my notes and Louise’s 

reflections on the developing dialectic into the next session. Louise reflected upon Jane’s 

comments. She was concerned that she had been misinterpreted: 

Jane has been influenced by my earlier reflections, by thinking she came across as a 
‘cry-baby’.  This has worried me as my mention of how emotional Jane had become 
was not intended as a criticism and I had actually been in awe of her bravery in 
dealing with her condition.  I sincerely hope I have not caused any offence. 

LC3: Louise’s notes/Session 8 

In Session 9 I captured Jane’s reassuring response to Louise: 

Just read your note. I wasn’t upset. It made me think that’s all. When I read your 
notes I thought you don’t think of it like that so why do I? I went home spoke to (her 
partner), and he smirked and said ‘you’re only kidding yourself, I can tell the days 
when you’re bad, when it’s not going to hand’’ 

LC3: My notes/Session 9 

Here Jane is demonstrating her awakening consciousness that there are other ways of 

looking at her pain, that acceptance does not mean ‘giving in’ but does mean she can share 

her thoughts with others. In the final session Jane explained how she ‘always kept things 

close to her chest, I had to bottle it up’ and that taking part in the learning community had 

helped her. In the following dialogue I managed to capture the conversation: 
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Daniel: ‘but you needed to do it. That's all you could do.’ 

Louise: ‘since coming here is it easier for you.... at home’ 

Jane: ‘I am writing notes at home, and I can talk with (her partner) about it now. 
(He) knows he has permission to talk, he can start the conversation. Before ... ‘I'm 
fine’ I’m always fine and now he says ‘ok let's have a coffee and then you can tell 
me how you're really feeling.’ So talking about it has really helped me a lot. Sounds 
pathetic but now I can say, ‘pass the tablets’ or ‘open this can’’  

He gets worked up that I don't ask for help. Now I feel at I can (long sigh). A big 
weight has been lifted it's very positive for me. I'm not going to cry though.’ 

Daniel: ‘sometimes it helps’ 

John: ‘probably you've thought about it for years, but saying it.’ 

Jane: ‘and reading it!’ 

Me:  ‘do you get that, does reading help?’ 

Jane: ‘yes, because it's so shocking. Now I will need tissues.’ 

LC3: My notes/Session 10 

Session 3 was an important session in terms of the process of development of the learning 

community. It was difficult for those who were present because of the emotion evoked by 

the conflict between Jane and Sian, and the subsequent withdrawal of Sian from the group. 

However, it was also a point where the remaining participants began to draw together and 

also when they recognised that there was something about the way the learning 

community was working. These participants continually referred back to events at this 

session. In Session 10 following the above passage of dialogue I recorded my response to 

the group: 

‘I talk about recognising that the group was working when Jane got emotional’ 

LC3: My notes/Session 10 

This was the first point when I realised that participants were beginning to get deeply 

involved, when they began to interact with each other, rather than referring the discussion 

through me. From a selfish researcher perspective, it was the moment when I felt relief 

that this third learning community would work after the failure to develop a second 

learning community. 
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6.4.4 Positive thinking 

Session 3 was also notable as the point when Daniel began to discuss his approach to 

dealing with his pain; this had a deep affect on the other participants. Again Sian acted as 

the protagonist, seeking to bring Daniel, who had been quiet, into the conversation by 

asking him about the cause of his pain as he began to talk about his pain he outlined his 

philosophy about being positive: 

Daniel: ‘It was a stupid thing in work, we were short staffed, I went to put someone 
on a toilet but she didn’t want to move with me and (I) hurt my neck. Pain down my 
arms, legs and feet but I live with it. I can’t be depressed; if I was depressed I think 
I’d kill myself.’ 

Sian: ‘Is that on the tip of your mind (sic).’ 

Daniel: ‘No, never! I try and smile and go through life like it is fine. I used to really 
enjoy life, skiing, but I can’t even jump anymore, I do cook but my fingers are numb 
if I’m not careful I burn them…. But now I think that’s life.’ 

Sian: ‘I think you’re lucky to have that outlook. I used to be like that.’ 

Daniel: ‘I always look for something to make me feel better. If I’m in the garden I 
look at the sky, it makes me feel better.’ 

Drewe: ‘You’ve got such a nice outlook on life.’ 

Daniel: ‘Well I try my best to, well my wife and I argue but I always try and be (sic) 
positive.’ 

LC3: My notes/Session 3 

Louise commented upon this in her notes of this session: 

‘Daniel’s approach to dealing with his pain, by looking for the positives around him 
in nature etc was inspiring. It is such a simple strategy but one which I haven’t really 
considered before.  I often think I’m lucky compared to others but don’t really look 
at specific elements around me to focus on. I intend to try this in the future.’ 

LC3: Louise’s notes/Session 3 

As the participants discussed her notes in Session 4 Daniel recapped how his positive 

approach to life helped him with his pain which he described as: 

‘…aching all over but... joints feel like a loosened tourniquet, you know when they 
take a blood pressure and it’s too tight and then it’s like that all the time… worse 
than pins and needles, like when you hit your hand with a hammer, that’s how I feel 
all the time.’ 

LC3: Daniel cited in my notes/Session 4 

Louise was impressed with this attitude, documented the conversation that arose and 

reflected upon how his thinking had influenced her: 
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‘I was keen to tell Daniel how refreshing I have found his strategy of positive 
thinking by appreciating the things of beauty around us. I have actively tried to do 
this over the past week.’ 

LC3: Louise’s notes/Session 4 

In my notes of this session I had recorded part of this exchange between Daniel and Louise:  

‘I really found it moving what you said last week, that really stayed with me. It lifted 
me, I’ve been thinking about it a lot’ 

LC3: Louise cited in my notes/Session 4 

Later in Session 5 Daniel expanded on how he always tried to look for the positive in 

everything, this approach was very important to him. John responded: 

John: I don’t, I always think someone is out to get me. 

Daniel: I live in a child’s world in a way. 

John: Why? 

Daniel: Don’t know, I think I would get frustrated if I didn’t (He talks about 
accepting) 

John: Oh yes frustration, it’s a battle… It’s frustrating when my body gives out on 
me, I’m angry. My brain is still active. 

LC3: My notes/Session 5 

Daniel elaborated on his statement that he ‘lives in a child’s world’, he stated that he made 

the effort to see the benefits of life, the ‘wonders of being alive’ rather than dwell on 

negative aspects of life. The other participants found this quite inspiring. In Session 7, John 

returned to the difference in his attitude compared to Daniel and Louise again identified 

the influence Daniel had on her thinking: 

John: ‘There’s glass half full and (he points to himself) glass half empty.’ 

Louise to Daniel: You’re a glass full!’ 

Daniel: ‘I try and be (sic)… not always easy, doesn’t always work’ 

Louise: ‘You think positive, it’s an inspiration… you could be my life coach. I was 
thinking about you on my holiday. What you said had a real impact on me – I could 
be worse off. I can enjoy my time’ 

LC3: My notes/Session 7 

Daniel recognised that others do no not share his world view, but explained that his mother 

was like him. He explained that he was one of five children and was bought up by his 

mother who was widowed when he was four years-old: 
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‘…it was only after she died that I found out she lost two daughters as well. I think 
my Mum struggled, but she kept us all together so what have I got to worry about.’ 

LC3: My notes/Session 7 

The focus of this discussion was around how ‘negativity can feed on you’. The participants 

compared their attitudes to each other and to others: 

Daniel: ‘My wife was a bit negative but her attitude changed after marriage.’ 

Louise: ‘See being positive can rub off… mood can influence others.’ 

Daniel: ‘I sense if someone is down, I just know it. I pick it up easily from other 
people.’ 

Louise: ‘My Nan suffered from clinical depression, she had chronic asthma, aches 
and pains, but she refused to use a wheelchair and she never went out, stayed at 
home. She wouldn’t go out for the last 10 years of her life. She’d rather stay in the 
house and be miserable. So I’m determined not to be like that. I refuse to be like 
that!’ 

LC3: My notes/Session 7 

Daniel explained how when he sees that someone is worse off than him he ‘would take 

energy from it. By seeing how they were depressed’ it made him realise that he was better 

off, that others ‘had it worse’. The participants described how negative thoughts created 

problems: 

Louise: ‘Nan had plenty of opportunities to go out – we’d offer to take her but she 
would refuse to go…so negative, it’s a spiral. 

John: A spiral- things get you down and you keep getting worse. 

Daniel: ‘My wife’s mum wouldn’t put the heating on; she kept saving for her 
children. It’s plain crazy… you’ve got to enjoy yourself.’ 

Louise: ‘Yes life’s for living’ 

LC3: My notes/Session 7 

Making comparisons was a useful strategy for Daniel. He gained strength from participation 

because he considered himself to have pain whereas some of the others (John and Sian) 

described themselves as having an illness: 

‘Daniel to Sian: I’d rather have my pain than your illness. Mine shows up on X-ray.’ 

LC3: My notes/Session 2 
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He also considered his pain to be straightforward and normal: 

Daniel: I feel like mine’s just normal pain 

Louise: What is normal pain – is there such a thing? 

Vic: Yes there is no such thing…’  

LC3: My notes/Session 4 

Some studies have demonstrated that comparing stories within a supportive peer group 

can play a role in helping patients make sense of their illness (Corbett et al. 2007, Sallinen 

et al. 2011). According to Sallinen et al. (2011) their qualitative analysis of interviews of 

twenty women with fibromyalgia identified several benefits of taking part in a structured 

group rehabilitation programme at a hospital clinic. As with this current study, their 

interviewees related the benefits as freedom to talk to others who had similar experiential 

knowledge in a reciprocal relationship. This reciprocity involved giving through listening 

whilst taking, by being heard without having to worry about whining or burdening others 

with excessive ‘pain talk’. Whilst Sallinen et al. (2011) obtained these findings through 

separately interviewing their subjects, in this current study the fully emerged 

coparticipants freely discussed the benefits they obtained from sharing their experiences 

with each other as the learning communities developed. Sallinen et al. (2011) related that 

the experience for their participants was largely positive and described in terms of being 

oneself, belonging to a community and enhancing empowerment through validation of 

experiences. However, their participants also described how encountering others who 

were more incapacitated than themselves generated feelings of despair and hopelessness. 

In this current study, that did not seem to be the case, participants made comparisons 

between each other but generally seemed to derive strength, inspiration and hope from 

seeing how those who they felt were worse off than them dealt with their pain. 

In Session 8 Daniel summed up his attitude as ‘accepting things differently’ he described 

how he enacted this. He explained that he would think about someone who has helped him 

in the past, or someone who has had problems in the past and how they would respond to 

his situation: 
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Daniel: ‘I believe its healing, I sit on a bench and go and get somebody who has 
helped me’… 

Jane: ‘I lost my Mum – I’m the oldest daughter and I had to do everything’ 

Daniel: ‘I’d use that memory but make it that she’s there to help you and use that 
as support’ 

Louise to Daniel: You’re everyone’s hero. It’s funny you sit there so quietly but you 
have a great influence 

Daniel: Well I think I’m lucky compared to you and it helps me to I think ‘there but 
for the grace of God go I’ 

Jane: The group is funny we seem to have a lot of conversation and chit chat but 
people take things away. Daniel’s positivity does rub off 

Daniel: Where I’m fortunate is that I’ve always been like that. I think ‘Life is for 
living’ and I try and live.  

LC3: My notes/Session 8 

This discourse had an effect on the group Louise reflected: 

‘I again touched on how Daniel has influenced my ability to use positive thinking to 
help me and explained that I now use this strategy to help with other areas of my 
life as well as in dealing with my disability and pain.’ 

LC3: Louise’s notes/Session 8 

Louise in particular was influenced by Daniel’s attitude in the final session, as participants 

were summing-up the benefits they had from attending Louise stated: 

‘I think positive thinking for me. I'm conscious of feeling negative and Daniel has 
been a big influence on me… I now seek out, and try and see, the positive rather 
than going down the track of anger and frustration’ 

LC3: Louise cited in my notes/Session 10 

In her notes after this session 10 Louise described how exposure to Daniel’s thinking had 

altered her approach to coping with her pain 

‘Having explored different types of pain I now feel more aware of my pain and my 
own coping strategies…’ 

I now use positive thinking to balance the negativity I sometimes feel regarding my 
pain and disability. 

LC3: Louise’s notes/Session 10 
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6.4.5 Action Planning 

 

Group discourse for the four remaining participants, John, Daniel, Louise and Jane had 

enabled participants to share their experiences of a life in pain. After session 3, Louise had 

documented her thoughts on the supportive nature of the group as participants shared 

their experiences: 

‘The one thing that struck me about tonight’s session is how supportive each 
member of the group is of each other.  We all have different problems but 
encourage each other even though we hardly know each other and despite of some 
very difficult personal battles.’ 

LC3: Louise’s notes/Session 3 

In Session 10 Jane described this process as ‘a journey, for all of us’ and stated ‘I think we 

reached an understanding’ (LC3: My notes/Session 10), Louise agreed with this statement 

and elaborated: 

‘…even though we are different people…learning to trust, not just learning to open 
up, trusting that others can understand what you're feeling. Even down to feeling 
like... I fidget, you stand up (pointing to Jane) and walk around and it's ok. You don't 

have to explain.’ 

LC3: Louise cited in my notes/Session 10 

For Louise this process of sharing was ‘personally empowering’ because she no longer felt 

isolated or alone. She had shared this perception earlier with the group in her notes from 

Session 8: 

‘We all seemed to agree that being able to talk about our pain and related issues 
with people who understand has helped.  I personally feel empowered as I no longer 
feel that I am on my own against the world.’ 

LC3: Louise’s notes/Session 8 

In these notes she identified a sense that things were coming together, that the group had 

a purpose: 
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‘The main thing to strike me about tonight’s session was the positivity among the 
group.  The discussions were upbeat and everyone present appeared to be positive 
about the outcomes of sessions to date and about their ability to cope with their 
individual issues.  I really feel that things are starting to ‘come together’ and hope 
that Gareth can gain some positive outcomes from the research.’ 

LC3: Louise’s notes/Session 8 

Some of these outcomes were practical, involving the exchange of factual information; 

essentially either practical or cognitive knowledge; Jane and John were very good at this. It 

also included other forms of knowledge, experiential, and reflexive knowing: 

‘At the end of the session Jane gave us some valuable information about an online 
service for finding out about benefit and funding entitlements.  Not only was this 
information very practical but it also helped me recognise how the sessions are 
helping individuals more generally.  For example, attending may not directly reduce 
the pain I am suffering, but the advice and information we exchange empowers me 
in dealing with the associated issues caused by my pain-causing condition.  This in 
turn helps make my pain and disability easier to manage and therefore more 
bearable.’ 

LC3: Louise’s notes/Session 9 

Seeing the impact upon others was also important; Louise asked the other participants 

what perceived benefits they had obtained from taking part: 

‘…for myself it's a case of not being so hard on myself, I get so angry its frustration. 
Now I know I can share, say how I feel. It's given me permission to show.’ 

LC3: Jane cited in my notes/Session 10 

In the development of this action cycle: accepting pain and disability, action planning was 

less overt; participants saw the value of sharing their stories with each other and through 

this developed different ways of knowing about their pain, at times challenging each other 

and provoking reflexive thinking. Participants developed propositions about how they 

acted which helped them move towards acceptance in the following ways: 

Participants identified a different attitude to planning and using routines than in the first 

learning community. In LC1 there was a ritualistic aspect to the use of routines ‘O.C.D’ that 

meant that at times they were seen as harmful. In LC3 routines were protective; they 

enabled participants to get through the day, either through enabling paced completion of 

tasks or through providing a sense of accomplishment88. 

                                                      
88

 Although participants in the two learning communities were unaware that these different ideas 
routines formed part of their discourse I was aware of this difference between the two groups. This 
‘connected knowing’ has had an impact on my thinking about how people with chronic pain adapt 
and adjust their lives invoking a change in my consciousness about chronic pain. 
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The need to conserve or ‘hoard’ energy introduced spoon theory to participants. 

Participants found his approach to explaining their fatigue and pain allowed them to 

express their limits to others. It also provided insight into how their lives had been altered 

by their condition. This enabled participants to think about accepting the need to change. 

Positive thinking rather than dwelling on the negatives was viewed as an approach to 

acceptance that helped one participant in particular to become more accepting of her 

circumstances. The use of comparison to others was also identified as means of thinking 

positively. 

Lastly choosing to share, firstly between participants and then with others, allowed 

participants to experience personally empowering perceptions and to ease their burden of 

being alone with their pain. 
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6.5 Summary of the participant’s account of a life lived in 

chronic pain and the emergence of three action cycles 

This chapter has presented the major findings from this study in a manner that enables the 

rich discourse of the two extant learning communities, LC1 and LC3 to be presented. In 

using Ledwith and Springett’s (2010) model of the stages that lead to critical consciousness 

(Figure 6:1). I have endeavoured to present this discourse in a manner that demonstrates 

the awakening desired in a transformative approach to collaboration between people with 

chronic pain. This is a novel approach to presenting participatory action research findings 

and has been adopted in order to demonstrate transformation for the participants. This is 

the purpose of participatory action research, to provide a ‘thick description’ of a local 

reality that is useful to participants (Herr and Anderson 2005d). 

Within the findings I have identified and presented three action cycles: communicating 

with health professionals and others, which was present in both learning communities; 

accepting the need to make adjustments, which was present in the first learning 

community and accepting pain and disability, which occurred in the third learning 

community. The three action cycles possess the following characteristics. Firstly a 

collaborative, supportive environment that allows participants to present their narratives 

to each other and through this develop an understanding of the similarities and differences 

between them, this produces the companionship necessary to move onto a deeper 

understanding. This develops through, story-telling, negotiation, reflection, reading and re-

reading so that a shared consensus develops on what happens to them when they are in 

pain. This represents the development of their propositional knowledge, providing an 

account of their lives in pain. 

In this chapter, I have compared their propositions with the existing published literature on 

living with chronic pain. The main sources for this have been qualitative interpretations by 

academics of chronic pain patients’ narratives. These generally support the propositions, 

developed by my coparticipants, that a life in chronic pain is hard, that participants 

experience poor attitudes that produce stigma, adversely shape their behaviour, produce 

isolation and restrict expression. Therefore they can be considered to validate their 

propositions. 

Then as participants worked together they began to challenge these propositions, they 

considered the effects to be unjust, but also recognised their role in perpetuating their 
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situation. As this occurred they began to act differently. These are system findings that 

demonstrate that change or transformation happened within the learning communities 

(Dick 1993) and are presented through the mechanism of Ledwith and Springett’s (2010) 

model. Finding literature to support the discussion of the development of critical 

consciousness or ‘conscientisation’ among my coparticipants is difficult. There is a dearth of 

literature relating to the process of transformation in chronic pain as most studies involve 

limited encounters with their participants, through interviews or focus groups at set points 

and rarely work alongside them for a prolonged period. However, where possible I have 

indicated how my coparticipants were similar and also differed from the published 

literature because they were actively engaged in this transformation. 
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7 A reflexive account on my experiences of engaging 

with my coparticipants and on the validity of the 

research process 

7.1 Introduction 

A consideration of the relationship between the researcher and their research has been 

widely debated by social scientists performing qualitative research, particularly those 

working in feminist and critical theory (Gray 2009). Critical theorists recognise that, the 

researcher is not a neutral observer but is intimately involved with the construction of 

knowledge, for example through selection of material and interpretation of findings. To 

guard against the bias that may arise because of these actions on my part, this chapter 

discusses quality criteria and the mechanisms adopted in the study for ensuring ‘validity’. 

As part of this, PAR requires an account of researcher positionality, and in this chapter I 

reflect upon the differences and similarities between my coparticipants and myself, as I 

relate my role within the learning community. Critical theorists use reflexive approaches 

which attempt to provide an honest and open account of their research in order to 

acknowledge their position with regard to the object of their research (Gray 2009). 

According to Lipp (2007, p19), using reflexivity in this way acts as ‘a research meta-

methodology’ allowing the researcher to raise their awareness of the underpinning 

ideology which determined the methodology adopted for answering a research question. 

In doing so, reflexivity also allows researchers to develop new and emancipatory forms of 

knowledge among its practitioners (Torbert 2006). This requirement for reflexivity is 

particularly relevant for PAR, as the researcher must not only locate themself with regards 

to the research topic and research processes, but must also consider their position with 

regard to their fellow participants. 

7.2 Validity 

Strictly speaking, the term ‘validity’ derives from quantitative research methods that are in 

turn based upon a positivist worldview that, values the use of objective tested methods 

and tools to accurately describe and measure how true a phenomenon is, and reliability or 

the ability to repeat a research study and get the same results. Many qualitative 

methodologies reject this term, on philosophical grounds, preferring instead to value 
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concepts like; credibility, transferability, dependability and confirmability (Trochim 2006). 

Nevertheless, any qualitative study has to address the issue of how true and certain data 

obtained during the collection phase are and how robust the method of interpreting that 

data is (Parahoo 2006, Guion et al. 2011). Different qualitative methodologies have 

differing perspectives on how validity is measured as, validity essentially is, a measure of 

the ‘accuracy with which the findings reflect the phenomenon being studied’ (Parahoo 

2006, p80) and this credibility depends upon how closely the collection, presentation and 

interpretation of data matches the underpinning philosophy of the research methodology 

chosen to address the research question (Yardley 2008).  

Whilst acknowledging philosophical concerns with the term ‘validity’ and by equating it to 

the quality of a study Herr and Anderson (2005b) identity five criteria against which the 

validity of an action research study can be measured and which match the goals of action 

research (see Table 7:1). 

Goals of Action Research Quality/Validity Criteria 

1) The generation of new knowledge Dialogic and process validity 

2) The achievement of action-orientated outcomes Outcome validity 

3) The education of both researcher and participants Catalytic validity 

4) Results that are relevant to the local setting Democratic validity 

5) A sound and appropriate research methodology Process validity 
Table 7:1 Anderson and Herr’s Goals of Action Research and Validity Criteria 

(from Herr and Anderson 2005b, Table 4.1, p55) 

These are the quality indicators I have attempted to address in the method and process of 

carrying out this PAR study. This is important as demonstrating that a study meets these 

primary validity criteria of is essential to proving that it is an action research study and not 

some other form of qualitative study or is more than just social activity (Newton and 

Burgess 2008). 

7.2.1 Outcome validity 

Outcome validity described as ‘the extent to which actions resolve the initial problem 

posed’(Charles and Ward 2007, p12) has been achieved by a process of identifying action 

sets arising from the group dialectic and evaluating whether participants have worked 

through these. A criticism levelled at action research has been that often such studies end 

at the point of identifying a problem or the implementation of a solution without 

evaluating whether it works (Herr and Anderson 2005b).  In this study, which is process 
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based, the outcomes relate to the success of the learning communities and not whether 

pain was reduced. 

Outcome validity in PAR is achieved through action cycles where outcomes are said to be 

well grounded if as many participants as possible take the outcomes (i.e. actions and 

reflections) through as many cycles as possible (Herr and Anderson 2005b). The method for 

moving participants towards identifying and achieving an outcome in this study is the 

learning community, but this had to be time-limited. In settling for a ten week programme 

it was hoped that the design would enable sufficient space for the six cycles that Reason 

(2002) identifies as the optimum number of action sets to occur so that outcomes are 

reached. 

7.2.2 Process validity 

Process validity refers to the framing and resolution of problems, essentially how deep 

does each action cycle go. Is the data superficial or is it rich and meaningful and is it formed 

through a series of reflective acts that also examine the premise for the problem in the first 

place. In this study process validity involved an examination of the data as a source of 

evidence. For example how many times a topic arises and how many participants value its 

importance, how many sources contribute to the topic. Thus I used two points to member 

check my initial analysis of material in each learning community, the first at a midway point 

in the learning community and the second at the last meeting of the learning community. 

Only those themes that were recognised and agreed by the participants formed the basis 

for the discussion of findings in Chapter Six. 

Process validity is also achieved by comparing the information gained from different data 

sources with each other to produce a deeper account of events in a form of data 

triangulation (Guion et al. 2011, Langdridge 2004). This involves looking for both 

agreement and divergence and using this comparison to mitigate against the deficiencies in 

any single method of data collection thus improve reliability of the data (Guion et al. 2011). 

Comparison from multiple perspectives can produce insights that according to Seale (2003) 

enhance the quality of research whose purpose is emancipation of the participants and it is 

standard practice in participative action research (Herr and Anderson 2005b). To a smaller 

extent a form of ‘environmental triangulation’ (Guion et al. 2011, p2) is also adopted in 

comparing data from different learning communities, this is mainly done to validate the 

data related to chronic pain and oppression. 
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7.2.3 Democratic validity 

Democratic validity is addressed through facilitation of the learning communities to 

encourage shared decision-making and ownership of the data and some of the analysis of 

the data. This form of validity refers to what degree participants and stakeholders are 

involved in all aspects of the study from proposal, through design to delivery, analysis and 

presentation (Charles and Ward 2007, Herr and Anderson 2005b). For example, below in 

the discussion on positionality in Section 7.4.3, I discuss how the democratic validity of this 

study is compromised by the design of the study. The approach I took to foster a degree of 

democratic validity was to facilitate collaboration within each learning community and to 

consider how deep this goes in the discussion on participation in Chapter Five. I also sought 

to involve participants in analysis of data and shared my interpretations of these data with 

participants. A form of democratic validity is to consider how ‘local’ the problems that are 

identified are (Herr and Anderson 2005b). I have striven to achieve some degree of 

localisation by encouraging participants to identify issues of importance and relevance to 

them rather than imposing problems upon them. That is, although the learning community 

created the environment and space for collaboration and action research to occur, within 

this community, the participants determined activity and direction. 

7.2.4 Catalytic validity 

Catalytic validity refers to how open participants and researchers are to changing their 

perspectives on the problem addressed by the action research. Newton & Burgess (2008, 

p24) refer to this concept as ‘the ability of the research process to transform the 

participants, deepen the understanding of the participants and motivate participants’. It is 

likened to the concept of ‘conscientização’ (Freire 1996) in that it refers to the degree in 

which the study empowers and liberates participants (Onwuegbuzie and Leech 2007). This 

study is dependent upon participant reporting of feelings or descriptions of acts of 

consciousness raising and empowerment and its consequences to ratify whether catalytic 

validity occurs for participants and my observations of changes in mood or attitude seen in 

participants. Herr and Anderson (2005b) also advocate the keeping of research diaries to 

record changes in the researchers understanding. In Chapter Six I have striven to 

demonstrate this and the adoption of a reflexive approach to the discussion in this chapter 

is also an attempt to produce an account of this form of validity. 
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7.2.5 Dialogic validity 

The final validity criterion of concern in action research is dialogic validity. This refers to an 

assessment of the ‘goodness of the research’ (Newton and Burgess 2008, p26); this can be 

achieved through peer review processes (Herr and Anderson 2005b). This can involve: 

Dialogue between participants in action research communities; dissemination of 

knowledge through submission of material for publication and presentation at conferences 

(Herr and Anderson 2005b). In the case of this study it will also involve the writing, 

submission and revision of this thesis. It can also refer to the process of member checking 

(Onwuegbuzie and Leech 2007) a process that I have adopted as a means of fostering 

collaboration and describe in more detail under Section 4.2.2 ‘Intra-group confidentiality’. 

This has the advantage of promoting both democratic and dialogic validity as it provides a 

framework around which participants views can be checked with mine in a way that is 

collaborative respectful and values their input into the research process (Bradbury and 

Reason 2006). 

7.3 Bergold’s and Thomas’s multiple reflexivity framework 

Bergold and Thomas (2012) emphasised the importance of reflexivity in PAR and identified 

a framework containing four dimensions that should be considered in collaborative 

research. Figure 7:1 shows Bergold’s and Thomas’s (2012) four dimensions for reflexivity in 

PAR. Using such a model or framework can help a researcher to coherently express the 

context of a reflexive act and choosing this particular framework is in keeping with the 

particular ideological stance taken in this study (Finlay and Gough 2003) 
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Figure 7:1. The four dimensions for reflexivity in PAR (from Bergold and Thomas 2012) 

This chapter considers the relationship I have had with this research study. This is a 

personal narrative but using a structured approach which provides boundaries to this 

discourse (Orr and Bennett 2009) makes it possible to share this with others and in doing so 

make an original contribution to knowledge without falling into the traps of Narcissism 

(Gray 2009, Lipp 2007, Tomkins and Eatough 2010) the ‘confession’ (Orr and Bennett 2009) 

or the solipsism of ‘thinking about thinking’ (Tomkins and Eatough 2010, p175) that is often 

levelled at critiques of reflexivity and ‘the reflexive turn’ that it is self-obsessive and self-

indulgent (Hopkins 2007). Adopting Bergold and Thomas’s (2012) multiple approach to 

reflexivity guards against over emphasis on the personal by providing a structure that 

encourages consideration of different reflexive domains. Multiple reflexivity has been 

advocated by Tomkins and Eatough (2010, p165) as a means of ensuring that discourse is 

sufficiently rich enough without overemphasising the ‘researcher at the expense of the 

participant’ or the reactionary risk to this Narcissism, a focus upon ‘process at the expense 

of the substance’. Tomkins and Eatough (2010), label this latter risk ‘process-ism’. 
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7.4 Reflection on personal and biographical attributes and 

dispositions 

Reflection may be personal, encouraging an evaluation of values and assumptions and 

experiences that shaped the research study (Gray 2009, Bergold and Thomas 2012) and on 

how the researcher chooses to share this information with others. Reflexivity is often a 

‘starting point for much participatory action research’ (Cahill 2007, p184) and Gray (2009) 

notes an additional form of personal reflexivity which acknowledges how the research 

process has impacted and changed the stance taken by the researcher. 

7.4.1 Choice of research theme 

In the opening paragraphs of this thesis dissertation I detail how the idea for performing 

this research study developed from ideas about my practice and my observations of the 

responses of people who had chronic pain to a particular intervention. Over time these 

thoughts, alongside my wider professional development, education, interests, attitudes 

and general outlook began to come together. At first this occurred in a very disorganised, 

intermittent and messy way but as I kept returning to the idea a research question began 

to take shape. Although I was unaware of this at the time, looking back from a long 

perspective I realise that this melange of elements produced a form of the reflexivity in 

practice that Cahill (2007) identifies as leading to PAR. In my case I had an idea about the 

impact of chronic pain on people and some idea as to how I wanted to work with 

participants to develop this idea. This idea was that having chronic pain prevented one 

from leading a full life because it is both a source of oppression, through its constraining 

effects thus preventing a person from fully participating in society and a stigmatising 

condition that leads to oppression being exerted by others. 

Thus I had observed in my practice and my education that many people with chronic pain 

seem to find some way to live with their situation, they have an expertise in their life with 

chronic pain that I could never achieve as an outsider. In essence this idea is an 

‘epistemological challenge’ (Charles and Ward 2007) to considering myself, and by 

extension my colleagues in pain management, as an expert. I wanted to test my 

understanding of chronic pain against the ‘local and tacit’ knowledge held by people who 

daily engage with pain as their lived experience (Charles and Ward 2007, p7). I also wished 

to explore whether this expertise could be supported by, and be used to support, other 
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people with chronic pain. This led me down the route of exploring group work, and ways 

that people can learn from each other in communities. Thus I wished to work 

collaboratively with groups of people with chronic pain to gain a deeper understanding of 

the lived experience of chronic pain but to do this in a transformative, emancipatory way in 

the hope that this would lead to empowerment for the participants. 

7.4.2 Personal experiences of the research theme 

In this section I consider the implications of my role as a researcher among a group of 

people who have a condition that has occupied much of my professional life as a 

Registered Adult Nurse and lecturer. As Newbury (2011, p31) identifies ‘difficulties can 

arise because of confusion between the roles of nurse and researcher’ and the danger that 

my personal and professional values, experiences and interests would colour my research. I 

was acutely aware of the possibility that in a study which revolves around emancipatory 

principles and is based upon the concept that the person in pain is the expert that my 

presence might untowardly influence and thus contaminate the research. This is 

particularly important in a Freirean approach to PAR based around a pedagogy which 

insists that knowledge and understanding ‘must be forged with, not for’ the oppressed 

(Freire 1996, p36). Freire also insisted that if this knowledge is to be meaningful and 

capable of producing action it must be generated among participants, through dialogue 

and not imparted to them ‘by well-meaning outsiders’ in the form of information or 

education (Charles and Ward 2007, p4).  

In Section 7.4.3.1 below, I identify the ways in which I can be considered to be an ‘expert’ in 

the field of chronic pain who belongs to the ‘monopoly of expert knowledge producers’ 

(Gaventa and Cornwall 2006, p74) who can exercise their power over others by dint of 

being recognised as an expert. However, in this form of research that involves the use of 

participatory action research to generate the construction of participants’ own knowledge, 

through collaboration and consciousness-raising, in order to produce empowerment, the 

exercise of this power would create bias through violating validity in a number of ways. 

Democratic validity would be violated because exerting influence as an expert would be to 

distort the power relationship between myself and my coparticipants, in order to avoid this 

I repeatedly emphasised the point that my coparticipants were experts in their own lives in 

pain and that there accounts were as valid as mine. Similarly dialogic validity would be 

compromised because my voice could carry more weight and be valued more by the 

participants if I asserted this power. This was difficult to establish as can be seen in the 
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accounts given in Section 5.6 and Section 5.6.1 in Chapter Five and in Section 7.4.4.1 and 

7.4.4.2 below, where participants looked for me for direction and reassurance that they 

were doing the right thing. In order to diminish this I often employed strategies such as 

explaining the PAR process, acknowledging their expertise, respected their accounts or 

adopted supportive verbal and non verbal body language such as silence and confirming 

sounds. Catalytic validity would be compromised because exerting my expertise would 

have left the participants no room to develop their own consciousness but also because it 

would have closed of opportunities for me to develop and grow and become conscious of 

my own situation. This is important, I knew that there were deficits in my knowledge and 

understanding, this was one of the reasons I wanted to explore this area and had chosen 

this method for this study. However, I did not know what these deficits were; therefore 

creating a space were the voices of others could be valued and heard was important for me 

as well as for the participants. Bevan (2013, p15) informs us that to be ‘in the presence of 

others…is to be surprised by ones responses’. Acknowledging the expertise and experience 

of others, sharing their space and being affected my own emotional responses to my 

coparticipants’ voices provided opportunities for me to reinterpret my understanding and 

knowledge of pain. For me the challenge was to control my professional instincts and 

values and suppress the temptation to be a ‘well-meaning outsider’ and allow a 

collaborative and valued dialogue to develop among participants. I therefore needed to 

develop a reflexive approach to better understand my role and position within the learning 

communities. 

7.4.3 Positionality 

Marshall and Rossman (2011, p112) tell us that ‘the researcher is the instrument’, that is 

the involvement of the researcher in the lives of the participants is central to the adopted 

methodology. Qualitative research spans a range of positions, from one that requires the 

researcher to be empathically neutral to perspectives that assume that the researcher has 

a political role in the lives of participants, even if the design only briefly disrupts 

participants’ lives. Participatory action research veers toward this extreme and therefore 

the position held by a researcher with regard to their research and to the participants is an 

important consideration in PAR. PAR is often seen as an opportunity to ‘commit to 

engagement with the community and as a bridge between academia and the real world of 

people’ (Kemmis and McTaggart 2000). This can be seen as a danger too as there is a widely 

held view that such immersion runs the risk of the researcher ‘going native’ defined by 
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Gibson and Brown as (2009, p103) ‘the researcher actually becoming an insider and losing 

the original perspective that drove their enquiry’. To guard against this a researcher needs 

to demonstrate reflexivity, in examining their role in the construction of meaning and of 

the data that forms the basis for this understanding. 

7.4.3.1 The researcher 

In the interests of developing this reflexive account and to identify my level of knowledge I 

shall briefly summarise my professional experience and education to date. For the past 

thirteen years I have worked in a Higher Education Institute as a Senior Lecturer, my main 

duties in this role involve educating student nurses and the topics I teach include, 

behavioural sciences and pain management as well as general nursing. Prior to this I had six 

years experience as a Clinical Nurse Specialist in both Acute and Chronic Pain, during which 

time I ran nurse-led chronic pain clinics. My post-registration education included a Bachelor 

of Nursing and a Master of Science in Pain Management as well as this I hold a PGCE. 

Pertinently to the topic of this study I have also co-authored a book on the Principles of 

Managing Pain. I am also a member of the British Pain Society and am involved with the 

Welsh Pain Society. As PAR methodology is characterised by the researcher’s direct 

involvement with the topic to be investigated. I can say that I have both clinical experience 

and academic expertise in the management of chronic pain, but this knowledge is firmly 

based within the prevailing medical technical hegemony as an expert providing care and 

knowledge to others. It is not based upon personal experience of every-day life with 

chronic pain. Inevitably this has shaped my understanding of how pain affects people. 

Herr and Anderson (2005c) describe the different positions an action research project can 

take (see Figure 7:2). A perfect PAR project ideally emerges from within an existing 

community in which each participant has equal status and co-operates with the other 

participants on this basis, in Figure 7:2 this is represented by Reciprocal Collaboration. Thus 

the ideal PAR is performed when insiders - in the context of this study people with chronic 

pain engage with other insiders and with outsiders on an equitable basis (Herr and 

Anderson 2005c). These generally take time and care to establish as they rely upon 

reciprocal collaboration, negotiation among stakeholders, trust and a democratisation of 

hierarchical structures within or between organisations. By contrast the extreme right of 

Figure 7:2 would be representative of most traditional forms of qualitative and quantitative 

research, although as Herr and Anderson (Herr and Anderson 2005c) this is itself subject to 

gradations and there are degrees of collaboration between researchers and participants to 
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be seen within this category. 

 

Figure 7:2 The Continuum of Positionality in Action Research  
(adapted from Herr and Anderson 2005 p 31) 

This action research study is what Herr and Anderson (Herr and Anderson 2005c) would 

describe as an ‘Outsider Initiated’ study. In their opinion this is a common approach to 

doing action research for doctoral studies as students either join an existing funded PAR 

project or if they have an idea they wish to explore ‘must initiate their own studies’ (Herr 

and Anderson 2005d, p100). 

I have also outlined my position as an uninvited outsider, initiating a participatory approach 

to the problem of being oppressed by chronic pain and have identified some of the 

measure adopted to evaluate my position with regard to my invited coparticipants. Whilst 

acknowledging the necessary constraints imposed on the study I knew of believe no 

alternative methodology that emphasised both the importance of participant-

centeredness, particularly in recognising their experiences and expertise, and adopted a 

transformative or emancipatory agenda. I was particularly influenced by reading Freire 

whose ‘Pedagogy of the Oppressed’ (Freire 1996) influences emancipatory practice and 

PAR methodology (Charles and Ward 2007). Thus I had to work out how I could involve 

participants in decision-making, creating a community of inquiry and action taking in the 

process, whilst recognising these limitations that arise from this design and within 

organisational constraints. Such questions are important to consider when determining the 

validity of any methodology where the relationship that the researcher has with their 

participants is instrumental to understanding the data that arises from the study. 

Positionality is complex and difficult to tie down; this difficulty is recognised by Herr and 

Anderson (2005c) and others (Hopkins 2007, Reason 2002, Charles and Ward 2007). Part of 
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this complexity is that the position of the researcher changes with regard to the 

participants and it is necessary to document this change as it occurs. In this study my 

position changed as learning communities were formed and developed, and this 

positionality varied between learning communities and in the context of what was 

discussed and how it was presented. 

7.4.4 Reflecting on relationships between participants 

In Section 7.4.3.1 above, I briefly described my professional development and interests and 

detailed how from a professional perspective I could be viewed as an expert in chronic 

pain. Thus I am different from the participants in the learning communities, by dint of 

professional status, occupation and education. Furthermore, although I have experienced 

various types of pain in my life course, I have never suffered from chronic pain. I also differ 

from most of the participants in this study, by gender and age. However, I am also similar, 

ethnically and culturally; I also live in the same type of community as the participants, one 

that has a deprived post-industrial legacy. Like all of the participants, I am a parent and in 

common with some a grandparent. These similarities gave us a bridge of common interests 

to reach across to each other with. Also, they like me were interested, as indicated by their 

decision to participate, and for those who stayed the course were committed to the study, 

whilst those who dropped-out, although this was a source of personal frustration, still had 

value through a process of legitimate peripheral participation. However, it is necessary to 

guard against the effect of these considerations on the study. For example, placing too 

much weight upon these general biographical similarities, runs the risk of Narcissism 

because it generates ‘a false perception of apparent similarity’ (Tomkins and Eatough 2010, 

p166) which can mislead through processing data derived from participants through ‘so 

personal a filter’ that any interpretation unwittingly becomes an account of the 

researcher’s experience. This is not the same as the problem described by Reid and Gough 

as ‘going native’ (Reid and Gough 2000, p76), where the researcher has difficulty 

separating their own experiences from the participants. Instead the problem arises from 

empathy. Creating effective interpersonal connections can lead to assumptions being made 

along the lines of ‘I understand how that might feel therefore this must be happening’. This 

needs to be guarded against and in this study this was provided through member checking 

of my notes, where possible triangulating different participants, and checking NVivo coding 

with participants during the learning communities. Often I would write a question for a 

participant in my notes in order to seek clarification of such a point. 
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However, reflexivity in PAR is not just about how this researcher views himself, it also 

involves an account of how the different participants are involved, how they perceive the 

researcher, how data is gathered and analysed and subsequently how ideas are reached 

and shared (Hopkins 2007). This includes evaluating the similarities and differences 

between the researcher and participants and using this evaluation productively. Similarities 

can help with alliance formation, whilst differences can be actively acknowledged and put 

into work for the benefit of the group, instead of trying to overcome differences. The 

relationship between participants was the focus of the discussion in Chapter Five. 

7.4.4.1  Reflecting on first encounters with the first learning community 

In Chapter Five, I discussed the ways the learning community came together and part of 

this included an account on the way participants dealt with my presence. In the first 

learning community participants initially looked to me for guidance, they sought 

reassurance from me, and ‘wanted to know what I wanted from the group’ asking me 

‘what’s required’ if we were doing the ‘right thing’ if the data generated from our discourse 

was ‘what you need from this’ (LC1: Various participants/Sessions 1-3). I anticipated this as I 

had assumed that participants would view me as an expert, because I also saw myself in 

this light even though the premise of this study was based upon the theory that the 

participants were experts in their own right. My training at the University of Bath had 

included tactics for ensuring that ‘the voice’ of participants was not drowned out by the 

presence of the facilitator and to deal with this my Director of Studies and I had discussed 

ways in which to ‘diminish my presence’. Before the first meeting of this first learning 

community I jotted down her advice: 

‘Feeling very nervous before start – must remember not to take over – Allyson’s 
mantra about silence being good is ringing in my ear.’ 

LC1: My notes/Session 1 

Part of these tactics included controlling the environment so that it became easier to break 

down barriers. The setting for this meeting was one of the University’s classrooms. Indeed 

it was one of my usual teaching rooms and though large, as it did not have fixed seating it 

was often used for different purposes, including focus group meetings for research studies. 

This was also the room participants had come to for the information-giving meeting. My 

intention at this first meeting was to set up the room along these lines. However, having 

booked this room I was: 
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 ‘…horrified to discover that it had been set up for enrolment of students on the 
following day. This meant that I had to move the location upstairs. This was a 
problem as I envisaged it would be difficult for some of the participants because of 
physical disabilities.’ 

LC1: My notes/Session 1 

Moving upstairs was difficult for participants but it effectively acted as an icebreaker 

between the participants and I could hear them chatting to each other as I walked in the 

room with the last person to arrive. Because of this move the new room was not arranged 

as I would have liked for a ‘workshop’. In my notes I recorded 

‘As I walked in with the last participant I was struck by how everyone was sitting in 
rows behind desks – each on their own row, except Sophie and Candi who have 
been firm friends for years, and I was left to stand out the front’ 

LC1: My notes/Session 1 

This ‘teacher-pupil’ arrangement hit me really strongly, as I walked in all eyes were on me, 

any interaction between participants stopped and the room fell silent. They were sitting 

there with the guide in front of them like well-behaved students. This feeling was 

reinforced in me as I had been teaching in the same room just a few hours earlier. This was 

all wrong in my mind. I felt the need to do something about this and I acted to resolve this 

by drawing attention to our relative positions: 

‘and reinforcing the messages I gave them in the Information-giving Meeting that 
this project depends upon them taking control and not sitting passively and that 
perhaps if we changed our positions so we were all facing each other we would be 
able to interact better.’ 

LC1: My notes/Session 1 

As I began to move chairs around I noticed that some participants seemed to need tables in 

front of them to rest on so I began to move tables and chairs into a square. One participant, 

Sasha, began to help me. This was a relief as, although it was early, I was acutely aware of 

how much talking I had been doing and to me this was a positive sign that someone else 

was interested in helping get the ball rolling: 

‘As we sat down around the table I was conscious of the seating plan – I was 
determined not to sit at the head of the table so arranged two chairs on a side to 
avoid this and sat on the longer side of the rectangle that had formed.’ 

LC1: My notes/Session 1 

By the time things had been rearranged, I was conscious that I had been talking for the first 

10 minutes and apart from a few comments by Sasha no one else had spoken. The first 

encounter with research participants often determines future interactions between the 
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researcher and participants (Dickson-Swift et al. 2007). With this learning community, the 

first encounter at the information-giving meeting and this second encounter had both 

occurred on my own territory, in a place that was comfortable to me and alien to all but 

one of the participants. This setting, on a University Campus was partially chosen for its 

geographical location, as being a place all participants could easily get to. However, it was 

far more convenient for me than the participants. As I perform a reflexive critique of this I 

am aware that the selection of this location was at least in part an exercise in power. This 

was unintended as I endeavoured in many ways to mitigate the effect. However each move 

to do so, moving rooms, rearranging the furniture, my obvious comfort at public speaking, 

even the act of drawing attention to the way we were positioned in the room served to 

reaffirm my dominance in this environment. I was unintentionally asserting my power 

without thinking, not as an expert in pain but as a teacher, and it was this expertise that 

participants acknowledged. This was a difficult power position to retreat from particularly 

as the participants’ responses to my being a teacher and the University setting seemed to 

be positive. The influence of this environment and these first encounters on my position in 

the learning community can clearly be seen in the light of comments seeking direction and 

also from participants reporting on their experience of taking part. 

In LC1 participants frequently referred to the learning community as a ‘course’, and seemed 

to value that the meetings were taking part at University. In Session 4 Candi commented on 

how impressed her children were and joked about getting a student card. In Session 5 

Morse carried on with this theme, and discussed how she saw the study as a course and 

she was learning from others. Her daughter thought she was ‘cool’ to be going to university 

at her age ‘I’ve never been cool before’ (LC1: Morse cited in my notes/Session 5). 

‘I really enjoy it -my husband says ‘was it good’ ‘did you enjoy’ ‘what did you learn’ 
I’m enjoying the fact that it is held in the University’ 

LC1: Morse cited in my notes/Session 5 

The idea of the learning community as a ‘course’ helped participants safely deal with their 

encounters with each other: 

Suzanne: I think this course has elements of counselling 

Sasha: It’s like therapy 

Morse: It’s wonderful to express yourself 

Suzanne: Yes normally you have a list of who you hide your pain from; it sounds so 
planned but it never started as a plan; 

LC1: My notes/Session 8 
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It also enabled participants to safely encounter their own thoughts about their pain: 

 ‘We’re now halfway through the course and Gareth is going to do an ‘overview’ on 
how we’ve progressed and this made me think about what I have gained so far 
from this course: 

It has helped me become more aware if anything of: 

How much the pain affects my life day to day 

What I do to ‘accommodate’ the pain  

How I treat the pain, both figuratively speaking and practically 

It has allowed me to release all the feelings held inside for so long. It has been 
extremely enlightening to discover ways that the others cope with and also treat 
their pain. It has been invaluable interacting with other pain sufferers who 
understand what I’m going through It has been amazing to discover we all suffer 
the same insecurities etc.’ 

LC1: Sasha’s notes/Session 5 

Thinking about the learning community as a ‘course’ may also explain the copious note-

taking behaviour by participants, as something that is normal to do when studying: 

‘Morse commented on how much paperwork we’ve generated during the sessions 
and we discussed how four sets of notes by different people, but on the same 
subject, offer such a varied perspective. … 

 As Suzanne pointed out, writing is so personal, it’s your soul spilling out and we 
spoke about how writing allows you to put things down in writing methodically and 
sensibly, it allows you to step aside almost and keep the emotions at bay whilst 
spilling it all out. Being on this course has enabled us all to ‘get out’ everything we 
have kept inside ourselves for so long.’ 

LC1: Sasha’s notes/Session 9 

It also seemed to enable participants to come to term with the end of the learning 

community: 

Sasha: ‘This course has brought so many things to the forefront that you’re 
benefitting from discussing them things that you’ve hidden’ 

Candi: ‘And then when this course is over what will you do?’ 

Sasha: ‘I’m going to keep the notes in a file and read them, you need to care for 
yourself and you neglect yourself when you’re in pain’ 

LC1: My notes/Session 8 

The final session became a celebration; participants bought in cake and reflected on taking 

part. One of my last acts as the ‘teacher’ was to photocopy the participants’ notes before 

parting. Sasha documented this in her notes of this last meeting: 
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‘Gareth then came back from photocopying our notes and he thanked us for 
attending the course and told us we’d really helped him with his research and 
progress. We all said that it was us who should be thanking him!! He’s got a lot 
more stuff from us to work with than he thought he would get and we all felt that 
we’ve benefited from the course and agreed that the people who didn’t come on 
the course really didn’t know what they’d been missing.’ 

LC1: Sasha’s notes/Session 10 

7.4.4.2 Reflecting on first encounters with the third learning community 

In contrast my first encounters with the third learning community were different in, 

location setting and environment. At no time did participants in LC3 consider themselves to 

be on a course, and they were aware that they were taking part in a research study. Unlike 

LC1 and LC2 the third learning community was recruited from a local general practice and 

sessions were held in a meeting room at that practice. The information-giving meeting was 

held in a general reception area, as it was the only space able to accommodate the number 

of potential recruits. This was not an ideal environment for recruitment as although clinics 

had finished, some members of the general public were waiting for relatives and some 

clinic staffs were also present, although busy in the background. Additionally the layout of 

the space meant that, unlike the classroom used for LC1 and LC3, I did not have a clear line 

of sight to each potential participant and could not be certain that each could hear me. 

During the information-giving session one person expressed her dissatisfaction with the 

proposed project as she thought that it would provide her with a new drug treatment for 

her pain. When informed that this was not the case she left before the session ended. This 

initial encounter, although problematic, firmly established my credentials as a researcher 

initiating a research project. 

The room that was allocated for the learning community was a purpose built meeting 

room, although unfortunately this was behind a locked door, on a first floor and did not 

have disability access, which led to one participant withdrawing. The practice manager, 

who opened the locked door for the participants and I, also regulated access. This was 

normally a satisfactory arrangement, although on two occasions a different person 

prevented participants from coming to the room delaying the onset of meetings. Thus the 

sessions were held in the participants’ community, at a place they were familiar with and I 

was not, but access had also to be negotiated by a gatekeeper and the setting was clearly a 

clinical one. This shaped their behaviour as once I had explained the methodology; I was 

allocated the role of facilitator, co-ordinator and organiser of the sessions, this was more of 

a traditional research observer role rather than a co-participant. The participants, Vic, John, 
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Louise and Jane in particular, took control of the discourse from very early on as discussed 

in Chapter Five. Unlike LC1, where support was sought from me, my voice became one of 

clarification of points and seeking understanding. My role became one of documenting the 

discourse. At the time I felt this was great, some of the participants were becoming active 

in the research process and they were turning into my co-researchers. 

This difference in participant attitude between learning communities one and three was 

clear in their statements about why they wished to take part. These are detailed in Chapter 

Five but in summary, the first learning community participated because they felt they were 

open to new ideas and wanted to work with others and whilst the third learning 

community also felt like this they also felt that the learning community might offer them 

something more, ‘fast track to a doctor or something’ or because they ‘wanted to give 

something back’. For two participants their motivations arose out of their own past 

experiences of higher education, either personally or vicariously through their children. 

Here they were engaging with me as a student, not as an expert, or a teacher. These 

differences are interesting as both venues are value-laden. The use of the general practice 

meeting room provided a convenient communicative space but may have inadvertently 

influenced participants into thinking around service issues, such as speedier access or 

informing practice89, whilst the University space is steeped in educational values and 

seemed to generate a more formal learning approach among participants. 

LC3 were also engaging with me as ‘the secretary’. With the exception of Louise, I was the 

only participant who recorded events; my record became the group’s voice. In order to 

combat this, I asked for participants to verify the account and each new session began with 

a ‘reading of the minutes’ and a tabling of amendments. Although this was informal this 

part of the session resembled a business meeting. This difference between the learning 

communities might explain the vast difference in note taking between the two learning 

communities. 

I believe that these different roles I adopted, or perceptions that participants had of me in 

these roles, significantly influenced the research process and the level of participation in 

the learning communities. For example, thinking of me as a student, may have allowed 

participants to take more control of the environment, it might have encouraged 

participants to speak up and stopped them from seeing me as an ‘expert’. Conversely it 

may also have led participants to doubt my capabilities and the importance of the process. 

                                                      
89

 By ‘giving something back’ 
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Perhaps this contributed to dropout. Alternatively as a PhD researcher participants may 

have seen me as member of an elite group and this privileged status may have affected 

their discourse. Whilst I did not seek to do this it must be acknowledged that there are 

benefits in acting the role of the student; it could be used to encourage participation and 

responsibility for the research process among participants. However, whilst absolving 

myself of this responsibility might lead others to take control, it places a burden upon 

participants that might also serve to disempower. 

This adoption of different roles might have had an impact on dropout in another fashion. In 

order to counter the effects of being an outsider, I had deliberately sought to not direct the 

learning communities in order to create a space for the group dialectic to develop. An 

unintended consequence of this approach may have been to reduce any authority I might 

have had to hold the group together. In all three learning communities I struggled with how 

to manage dropout. I recognise the fundamental ethics of research participation, that the 

individual can autonomously withdraw their participation, and considered this to have even 

more weight in a participatory action research study. However, it was frustrating when 

people dropped-out, I was limited in how I could respond to this and I saw and was 

concerned about the potential for disruption to the continuing participants. Frustration at 

dropout is not unusual among researchers. Newbury (2011, p33) documented her 

responses to feelings of being let down when an interviewee forgot or cancelled an 

appointment, especially when she went to a great deal of effort to make arrangements to 

meet participants, like her I too ‘had to remind myself constantly that other people's lives 

did not revolve around my research in the same way that mine did’. In LC1 and LC3 these 

feelings were ameliorated when I came to recognize the impact absence of others had in 

various ways upon those who were present (see in Chapter Five, Section 5.5.1 and Section 

5.6). However, in the second learning community, they were a source of great 

disappointment as recruitment had been so difficult and dropout and non-volunteering 

prevented the continuance of any learning community. 

Newbury (2011) described how she performed a professional role of ‘that’s all right’ when 

renegotiating interviews with those who did not keep appointments because she did not 

want them to feel coerced or obliged to take part. I recognize that I too adopted this 

approach. However, in my reflection I must acknowledge that whilst this was part of my 

reason for responding in this way, my motives were also not as pure as those stated by 

Newbury (2011). I also behaved like this to encourage participants to reengage at some 

point over the course of the learning community. I was worried about losing them and I 
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recognized that on this issue they had power over me and I did not want to be alienated. In 

this sense my ‘that’s all right’ response was similar to my coparticipants’, ‘I’m fine’ 

response displayed when negotiating time and a caring response from their general 

practitioners (see discussion in Chapter Six, Section 6.2.6 and Section 6.3.7). 

7.5 Reflection on social relationships among the research 

partners 

Reflection on the social relationships among the research partners, takes into account the 

manner in which the researcher and their coparticipants conduct themselves and engage 

with each other in order to create a ‘safe space’ to openly communicate with each other 

and express dissenting views without ‘fear of attack for saying something wrong’ (Bergold 

and Thomas 2012, Section 3.2). For example at the moment of data collection, if the 

information gathered is to be meaningfully obtained from coparticipants through 

collaborative discourse, the researcher should be immersed in the process but also not lose 

sight of the need to provide a ‘communicative space’, which is ‘responsive to the needs of 

others, to give them time and space for reflection’ (Bergold and Thomas 2012, Section 4.3). 

This also includes the discussion of ground rules (See Section 4.2.2 ‘Intra-group 

confidentiality’ and Section 4.3.3 ‘Responsibility’ in Chapter Four). In this study these were 

shaped by: 

The contract developed between participants and the researcher through the initial 

invitation to participate, the information-giving meeting; decisions on degree of 

participation, the ongoing discussion around boundaries as relationships formed and 

participants chose to open up or withdraw. 

 Roles adopted by participants, leadership and facilitation, the researchers actions 

and participants responses to these 

 Opportunities to express anxiety and concern and allowing space to worry about 

whether what we were doing was the right thing. 

 The balance between order and chaos continually negotiated during the more 

Dionysian moments in the discourse. 

Bergold and Thomas (2012) identify these negotiations as necessary to create a ‘a symbolic 

space in which, in the best case, the participants can trust each other and, thus, express 

their views on the subject under study’ (Bergold and Thomas 2012, Section 3.2) as the 
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discussion in Chapter Five demonstrates this occurred for some but not all participants in 

the three learning communities. 

In this PAR study I was engaged with participants for a prolonged period, whilst this can 

add to the credibility of the study (Reid and Gough 2000) such immersion does expose the 

researcher and the participants. During our meetings I found myself enjoying the 

participants company, some more so than others, and I was aware that this meant that I 

looked forward to the meetings for other reasons than the project was making progress. 

Interestingly those participants who became fully involved, whom I regard as fully 

immersed participants and therefore whose voice is most heard in these accounts were the 

ones whose company I like the most. This raises the question of whether these feelings 

were mutual. For example did my presence encourage certain participants to attend and 

discourage others? It also begs the question as to whether it was familiarity with the 

participants who attended regularly that led to my feelings of pleasure in their company.  

It is difficult to be objective when examining my feelings on this issue I was aware that I 

was developing an attachment to some of them and I am certain that under a different set 

of conditions friendships might have formed. I was also unaware that any participants had 

any concerns about me. The ground rules described above therefore acted to protect me as 

much as my participants, they gave a structure and set boundaries and limits to the each 

learning community. However, this influence may have biased the dialogic validity of this 

thesis. Whilst it is reasonable and justifiable to rely upon the voice of those who 

participated and to lend more weight to those who fully participated than those who did 

withdrew, if my presence was the cause of withdrawal then this creates problems for the 

authenticity of the account presented here. In mitigation it must be stated that it is not 

possible to use the voice of those who withdrew, other than to use their comments up to 

the point of disengagement and their reasons where possible for withdrawal. This I have 

done, particularly in Chapter Five, but also where it is appropriate in Chapter Six. 

Additionally, when withdrawing participants provided information they did not state my 

presence as a reason or contact my Director of Studies or Research Office to voice any 

concerns, and whilst absence of a complaint does not mean there was no problem it is also 

not reasonable to assert there was a problem. 
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7.6 Structural reflection on the social field of the research 

project 

Structural reflection involves considering the social context of the research subject, the 

decision ‘not to treat the research partners as objects of research, but rather as co-

researchers and knowing subjects’ (Bergold and Thomas 2012, Section 4.1) has implications 

for the facilitating and organising of the research study. This is particularly true for studies 

intended to be examined for a doctoral thesis as participatory research is rarely performed 

by novice researchers because of institutional expectations of what a doctorate should look 

like (Bergold and Thomas 2012). At a practical level this includes, providing information, 

support and obtaining the necessary resources and permissions for the research to take 

place. Adopting a participatory approach involves reviewing this process and document 

problems that arise and their solutions. However, structural reflection also means 

examining the effect of new knowing that arises from the research study on the 

participants and also on the researcher and also requires a consideration of the social, 

political and economic influences on the participants and the researcher (Bergold and 

Thomas 2012), one example of this would be an examination of the power balance 

between the researcher and participants (Finlay and Gough 2003). 

Thus when designing this outsider action research project, I immediately encountered the 

problem of ownership. To summarise this problem, the project is my idea, the research 

question is my concept, and ergo it is not ‘organic to the group itself’ (Herr and Anderson 

2005a, p82). However, in my question I have identified that people with chronic pain may 

be oppressed, and in order not to add to this burden of oppression I was determined to do 

right by any participants. So instead of studying my participants as subjects I wished to 

collaborate with them as partners, as much as I could within the framework of ethics and 

research protocols. 

Although I had chosen an emancipatory method for performing this study, the idea of pain 

as an oppressor, was not one that I had considered before it began to emerge from the 

discourse amongst the participants in the first learning community (LC1). This position may 

seems strange, it certainly does to me because it is clear to me now that emancipation and 

empowerment cannot occur without taking into account ideas about oppression. However, 

at the time of developing the concept for this study I was not fully conscious of the debate 

on power, oppression and empowerment in health care and my beliefs on this matter were 
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shaped by the dominant perception among health professionals, as explored in Chapter 

Three, that empowerment was something that can be done to others by experts through 

the application of ‘empowering interventions’ rather than something that the individual 

must seek for themselves. I had in effect developed a study that sought to engage people in 

critically thinking about their chronic pain through encouraging them to engage in a 

collaborative discourse and had viewed this as an empowering intervention for them.  

However, in enacting this study and engaging with the participants as a co-participant I 

have undergone an awakening of consciousness that has changed my perception of my 

actions in setting up this study. As the first learning community began to recount their 

experiences, I began to reflect upon my own actions as a professional, including the design 

and development of this study. I realise that my premise that engaging participants in 

collaborative working would ipso facto lead to empowerment was a false consciousness 

and that my actions could be construed as perpetuating a dominant discourse about the 

role of participants in research. Despite this I still believe that there was merit in exploring 

PAR as an empowering research tool amongst people with chronic pain.  

Reflecting upon this is somewhat uncomfortable; on the one hand I am proud to have 

thought of and developed this study from an idea that arose out of my practice. On the 

other hand I must recognise my part in perpetuating the dominant ideology in health care 

that expert outsiders can facilitate empowerment in others.  

7.7 Reflection on the research process 

Finally reflection should be epistemological, encouraging the researcher to consider how 

they impose themselves on the different stages of the research process (Finlay and Gough 

2003). Epistemological reflexivity requires the researcher to ‘question their assumptions 

about the world and the nature of knowledge’ (Gray 2009, p498), to question the influence 

of these assumptions upon the ‘basic research decisions such as research question, 

methodology, method of analysis, etc.,’ (Bergold and Thomas 2012, Section 4.3). It requires 

an evaluation of limitations, distortions and biases and a consideration of whether the 

research could have been conducted differently. 
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7.7.1 Reflection of the recruitment and ethics process 

In Chapter Four, Section 4.6.1, issues around recruitment are discussed and in particular 

obtaining access to potential participants from the chiropractic clinic. I needed to recruit 

people who were open to the ideas behind this project, willing to meet up for a prolonged 

period of time to discuss their problems in a collaborative manner. With hindsight this 

seems a hubristic undertaking and represents the most problematic factor in this study. As 

mentioned above the idea for this project arose out of my own experiences in practice. I 

was convinced that there was something about the coming together of people who have 

chronic pain in a way that engaged them collaboratively that produced benefits for the 

involved individuals, outside of any formal clinical or educational intervention. Whilst at the 

time I could not identify what the mechanism for this was, I believed, based upon my 

experiences that whilst there might be practical problems to overcome once people were 

aware of the study and its intentions they would be willing to take part and recruitment 

would not be an issue. 

Later, my training, education and inclination as a teacher led me towards ideas about 

learning collaboratively in small groups. I read widely and became familiar with the work of 

Paolo Freire and others and developed my earlier thoughts into a more coherent plan of 

action. I discussed this with colleagues, both in my workplace as a University lecturer 

teaching student nurses and with colleagues from my clinical field. This was a slow process 

but after several years I had the confidence in my original idea, a concept of collaborative 

working and a methodology, PAR. As I was a novice researcher, I was encouraged to submit 

these ideas for a PhD study. As part of the process of becoming a PhD student I 

collaboratively developed my research protocol with my Director of Studies and Supervisor. 

I then needed to seek permissions to perform this study, to recruit participants and to 

engage with people in chronic pain. This was not a simple task and needed to satisfy the 

needs of three organisations, the University, the Local Health Board and the NHS Research 

Ethics Committee. In seeking to begin, undertake and complete the study much learning, 

adaptation and adjustment, personal development and change to my original concept 

occurred. 

I was prepared to adjust and make reasonable compromises as, by its very nature 

performing PAR is a messy activity because in the act of undertaking the research, I am also 

attempting to learn from it and am adapting the process as it goes forward. Whilst PAR has 

aims or aspiration, its main goal is pragmatic, ultimately this means responding to the 



260 

 

emerging needs of the research situation and being flexible enough to achieve effect 

action. Kemmis and Taggart (2000) point out that there is no perfect form of PAR and 

Reason (2006) warns against the constant search for the elusory ‘ideal’ PAR design as there 

is always some detail that can be improved upon, although there are certain principles that 

should be followed. These include examining problems in practice with the intent of 

understanding and improving them, focusing upon practical knowledge, which is of benefit 

to the practitioners, using action-reflective cycles and striving to be rigorous and 

systematic.  

Herr and Anderson (2005a) discuss the practical difficulties of obtaining permission to, and 

then of performing PAR as a PhD student. In practice I adopted a ‘composting’ approach to 

dealing with any criticisms or setbacks; I even presented a paper on this at a University 

Research Students Presentation Day. As most were reasonable, any adjustments added to 

the texture of the compost heap and improved the research design. For those that were 

unreasonable, such as a requirement to include a power calculation in the LREC 

submission, I treated as a ‘slug’ and after killing the garden pest, this too was added to the 

compost heap as, in responding to the criticism I had deepened my knowledge of 

alternative research approaches. 

Some compromises did not work and led to long delay. Failure to recruit any participants 

from the University’s Chiropractic Clinic meant that the research project became 

challenged for time as alternatives were sought and new gatekeepers had to be negotiated 

with. Whilst very willing clinical collaborators had been found to assist in recruitment and a 

local health board had agreed that this research study could access their patients an 

application to the NHS Regional Ethics Committee was problematic; this initially resulting in 

a rejection and a requirement to meet several conditions some of which revealed a lack of 

understanding of qualitative research and critical social science, particularly PAR amongst 

the panel members with the apparent exception of the lay member. This was frustrating 

and stressful but on reflection not surprising, Gill and Burnard (2009) outline the problems 

facing PhD students undertaking qualitative research on NHS patients in the UK and 

Cannella and Lincoln (2011) describe the conflictual state of play between research bodies 

designed to cater for positivistic studies that ‘do things to people rather than with them’ 

and critical social researchers as an ongoing clash of cultures. 

My experience of seeking out and finding participants for a researcher-initiated action 

research project is not unusual but is little discussed in the literature (Grant 2007). As Grant 
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(2007, p267) reports in her personal account of undertaking PAR ‘finding, establishing and 

maintaining sound relationships with research participants’ takes a much longer time than 

can be anticipated. However, although a challenge, such delays are not necessarily 

detrimental, they can lead to an improved study. In the case of this study these changes 

although time consuming and onerous mainly improved the design of the proposal and it is 

this design that is discussed in Chapter Four. The participant information sheet in particular 

was significantly improved, an information-giving meeting was introduced and the process 

of recruitment was clearly defined and supported by the new stakeholders, the pain clinic 

and general practice. 

7.7.2 Reflection on data Collection 

This approach created problems in data collection, unlike other research approaches which 

use group research, such as the focus group, I did not have any prepared questions and my 

aim was to invoke a discourse that the participants would lead, direct and own. My role in 

this involved creating the space for this to take place. Additionally I was working on my 

own, and I was not using recording apparatus to capture the discourse. This meant I was 

relying upon my notes of the meeting, which I wrote up immediately after the event as well 

as upon any additional material generated by participants. At times I was aware that I was 

enjoying the exchanges between the participants, often these were humorous even when 

the topic was a dark one, or the participants were simultaneously and loudly engaged in 

debate. I too became involved and lost myself in the event to the detriment of my capacity 

as a documenter of events.  

At other times I had to resist the temptation to take control when the conversation seemed 

to be going off the topic of pain. Such ‘off topic’ discourse is described in Chapter Five 

Section 5.6.1. Reflecting on my note-taking, looking over the data and reading and 

rereading the literature on presenting qualitative action research data after the event I am 

conscious of my bias in not spending as much time documenting these asides. Sometimes I 

regarded them as ‘interesting but not relevant’ and would jot down a few brief notes, often 

just as bullet points. Often I just noted down the topic but not the detail choosing instead 

to focus my energies on documenting the material related to pain rather than on how 

group processes shaped the relationship and discussion. Several times, particularly in LC1 I 

noted these as general conversation, and subsequently have no record of topic of the 

discussion. I was not the only one to feel this, the participants themselves commented on 

the process and how they struggled but came to appreciate the ‘mess’ of the discourse. 
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After reading and reviewing the data from LC1 and the LC1 participants’ comments on this 

process, I made more of an effort to capture this discussion in LC2 and in LC3 but was 

hampered by the fact that in both communities I was the main scribe. 

7.7.3 Reflection on analysis of findings 

The learning communities developed in a manner described by Heron (1996, p46) as 

‘Dionysian’. Although it was my original intention was to be more structured, it soon 

became apparent that a rigid approach as outlined in the schedule drawn up for the LREC 

(Appendix 4: Outline Schedule for LREC) never felt right for the learning communities. This 

tension between the desires of the academic (myself), who shares the values of a 

profession and an organisation that values an Apollonian approach to knowledge and 

understanding and a culture which seeks out real world meaning and understanding, of 

immediate value and relevance to its participants is recognised in PAR as a fundamental 

aspect of developing a participative process (Heron 1996, Herr and Anderson 2005a). A 

balance is needed. Too much structure stifles the freedom of the learning community to 

determine events. According to Heron (1996) there is a risk that the inquiry becomes over 

controlled, losing depth and richness of data through over focusing and missing the point 

that this inquiry is about the participants. In contrast too loose and chaotic an approach 

can lead to it being diffuse and unfocused, losing the purpose of the inquiry in a range of 

diverse issues. Throughout the development of learning communities and in my 

subsequent accounts of this current study, in discussion, presentations and in the writing of 

this thesis this tension, between desire for structure and freedom for the participants to 

determine the shape of the learning community has been a constant and troubling 

concern. 

Adopting a ‘Dionysian’ framework is a ‘messy’ approach (Cook 1998), shaped by who was 

present or absent and experiencing and recounting life events that have significance in 

participants’ stories. Cook (2009, p279) tells us the untidiness of these ‘messy turns’ needs 

to be articulated in order to offer a ‘true and honest’ account of the research process. 

However, in the process of writing a thesis for a PhD Cook (2009) warns against the strong 

temptation to ‘tidy’ up this mess. In trying to find a suitable structure to present these 

findings, I have read several PAR theses and like Cook (2009, p278) have become aware 

how they seem to have ‘followed relatively untroubled methodological paths’ their 

accounts often seem to demonstrate unblemished mastery in how to present their 

findings. This is something I find hard to believe. Based upon my experience, such accounts 
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seem overly smooth, and reading them left me struggling with doubts about my abilities as 

a researcher and a writer as a consequence. 

At times I have felt like I am drowning in data and, even though I have endeavoured to 

provide detailed evidence of the ‘thick discourse’ necessary for an account of PAR, the 

limits of presenting a thesis means that of necessity I have had to restrict the presentation 

of data in order help with the clarity of the discussion. I must therefore warn the reader 

that out of necessity there has been some pruning and tidying. Whilst I have endeavoured 

to render an authentic account of the learning communities and the discourse among 

participants I am also aware that in creating this reification the account I am producing 

something new and distinct from the real discourse that took place in the learning 

communities. After all, this is the purpose and essence of analysis, the researcher has to 

make choices in order to present an account of what happened (Harper 2003). This pruning 

means that I am creating a distinction between my fieldwork with my coparticipants, which 

was collaborative, multi-voiced, participative and ‘messy’ and the thesis writing which in 

this case is: my work, my tidied-up account of what occurred. I recognise that this 

discrimination between data and the act of presentation in order to provide an account 

produces distortion that may misrepresent the real world the data was collected in (Harper 

2003) This can represent my voice only and is therefore a development independent of the 

learning communities (Zuber-Skerritt and Fletcher 2007). In writing this thesis I have 

certainly struggled to present data in a manner that demonstrates the seemingly chaotic 

pattern that arises in a free-flow of ideas among participants. 

The analysis of findings is limited by the fact that it is my perspective only. Although during 

the discourse with learning communities I performed constant member checking of my 

notes and the early stages of thematic analysis was verified with participants. At the end of 

the learning community the participants walked away, and I was left me with the task of 

producing an account of the learning communities that would meet the requirements of 

my academic institute, whilst still trying to be true to the spirit of the learning community. 

This has left me questioning whether, in a better designed PAR study, should the 

participants also have been involved in the write-up if this study is to be genuinely 

participatory. This is of course problematic from an institutional perspective as the 

University regulations require this thesis to be my work but I am left with doubts as to the 

authenticity of this account as a consequence.  

There are also other considerations that would have created barriers to involving 
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participants more fully in the analysis. Firstly, the additional burden on participants of this 

extra involvement following their lengthy participation in the learning community needs to 

be considered. Secondly, to do this in a way that would be non-exploitative would entail 

time and resource costs that I did not have, for example, in training participants, supporting 

them and compensating them appropriately for their time and effort. Thirdly there would 

in all likelihood have been additional ethical constraints imposed that would have further 

have extended the timescale of the project.  

Although these barriers are mentioned, it would be possible to design a study that 

incorporated this from the start. However, during the conceptual stages, this was not 

something I considered at all. Participant involvement with research questions, research 

design, recruitment and design of instruments is increasingly commonplace in healthcare, 

particularly at the instigation of campaigning groups and charities. As the study progressed 

and I became familiar with the methodology, and accessed others work on including 

participants in their research, I noticed that in other fields, such as disability work and 

minority rights, participants were actively involved in data analysis although these are 

usually wholly post-doctoral and well funded studies. This was rare in health care, although 

some, such as Tuffrey-Wijne and Butler (2010) work with people with learning disability on 

bereavement and Northway et al. (2013) research into abuse among people with learning 

disabilities, have actively used participants as co-researchers in identifying questions, 

designing studies and analysis. They have also trained, engaged and in Tuffrey-Wijne and 

Butler’s (2010) case employed their participants as salaried research assistants. 

After performing the study and seeing how the participants have engaged with each other 

and with the material generated during the learning community and engaging in critical 

reflexivity over the course of this study I am left wondering why I never considered this. It 

now seems to me that I had assumed it would be too much for people in chronic pain to be 

this actively involved. I had made an assumption that they were not capable of doing the 

work, physically because of their pain, emotionally because of their attachment to the 

discourse and intellectually because of the way pain interferes with their thought 

processes. This assumption has to be questioned as an example of the way they experience 

oppression in their daily lives. I had also bought into the dominant research perspective 

that there had to be separation between the participants and the final thesis in order for 

this to be authentically my work. From a critical analysis perspective the material was 

generated by the participants and belongs to them, they should also have been involved in 

the analysis for it to be authentically participatory. This lack of participant involvement is 
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my primary concern about the analysis and has left me with a nagging concern that I have 

failed to produce a truly participative body of work. 

7.8 Summary 

This chapter has offered an account of the main quality criteria to consider when 

evaluating PAR. Alongside this I have provided a structured reflexive account using 

Bergold’s and Thomas’s (2012), reflexive framework, from my perspective on the process 

of performing PAR with the learning communities. Although my engagement in the learning 

communities is entangled with the other participants as I participated in the learning 

communities and shaped their development, for the purpose of clarity and to provide 

structure to the thesis I have chosen to separate my account from theirs. Thus the 

preceding chapters largely focus upon the participants whilst I have been the focus of this 

chapter. The intention for this was to examine my position, my experiences of engaging 

with my coparticipants and my changing perspectives on the research study. It also 

acknowledges the role that I had in designing the study and analysing the findings from this 

study, which occurred without the presence of my coparticipants. 

I offer a critique of my position as an outsider and how this shaped the design, the 

implementation and the analysis of findings from this PAR study. This critique has caused 

me to consider my role with regards to my coparticipants and to question some of the 

assumptions I had held as truths prior to engaging with the participants. In addressing 

concerns about the nature of participation, the design of the research, and in particular 

how I might have designed a study that would have engaged participants more fully in the 

research process, for example in the analysis and evaluation of findings I have realised that 

my actions are shaped by my position within the dominant structures in society. I am after 

all, white, male, in my late forties, fully employed, reasonably healthy, a health 

professional, a university lecturer and a PhD student and I must acknowledge that in my 

society this are all reasonably good positions to be in. I consider myself to be left of centre 

and liberal in my perspectives and opinions and yet I find that I have been unwittingly and 

unintentionally discriminatory. This is hard to take on board and yet in performing this 

critical reflection I can at least acknowledge that I have been influenced by the deeply 

entrenched attitudes that preserve power and maintain oppression in society. However, as 

discussed in Chapter Three, empowerment cannot occur without first acknowledging one’s 

role as an oppressor of others. Recognising this is the first step in moving towards working 

with others in empowering ways and has enabled me to demonstrate limitations in this 
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study and to identify ways in which this PAR study could be improved. These limitations 

and suggestions for improvements will be discussed in the next chapter  
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8 Summary, Conclusions and Discussion 

8.1 Evaluating the study 

This study was intended to evaluate whether learning communities can help people with 

chronic pain. Originally, it was intended to form groups, or learning communities from 

individuals who have chronic pain with the aim of enabling them to help each other learn 

to deal with the problems they face, as a result of this health problem. The approach 

adopted to produce collaborative problem solving was PAR. As I became immersed in the 

literature and the learning communities developed, I began to appreciate that using PAR to 

foster cooperation among my coparticipants within a learning community should generate 

new knowledge that enables the participants to begin to take transforming actions in their 

lives, that is, actions that improve their condition, if the approach is to be methodologically 

sound. A Freirean approach to PAR was adopted, and the learning community was 

therefore used as the vehicle for transformation through group formation, dialectic and 

consciousness-raising. In this chapter I intend to establish that the method followed in this 

study meets the requirements for PAR and to evaluate whether the learning community 

was a suitable vehicle for producing transforming actions among the participants who fully 

immersed in the learning communities.  

In Chapter Two I presented the literature relating to the problem of living a life affected by 

chronic pain and following this, in Chapter Three, I offered a critique of empowerment 

theory in health care and identified conditions that must be met for transformation to 

occur. Following this, the study design was outlined in Chapter Four. Later in Chapters Five 

and Seven I present evidence that demonstrates that this plan was largely followed and 

were the implementation of this study required some adjustments to be made, these 

deviations did not interfere with the delivery of PAR. For example, although there were 

recruitment and retention problems, in Chapter Five I demonstrated that, as learning 

communities formed and some participants were able to develop a deep immersion that 

allowed action cycles to occur it was feasible to use this approach with people who 

experience chronic pain.  

In Chapter Six, I presented evidence of three action cycles that emerged from the dialectic 

between participants in the learning communities. One of these, ‘Communicating with 

health professionals and others’, was common to both learning communities LC1 and LC2, 
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whilst the other two emerged uniquely in separate learning communities; the action cycle 

‘Accepting the need to make adjustments’ in LC1 and the action cycle ‘Accepting pain and 

disability’ in LC3. This demonstrates that a PAR inquiry that has the potential to generate 

transformation in the lives of the participants is an appropriate way to engage with people 

in pain. These transformations were relevant to individuals and took the form of individual 

actions and self-reported changes in feelings as a result of collaboration (see Table 8:1). 

Action Cycle  Transformations 

Communication with health professionals 
and others 

 Choosing to talk to others about their 
pain 
Reengaging with their general 
practitioner 
Talking to old friends 
Attending hydrotherapy 
Renegotiating childcare arrangements 

Accepting the need to make adjustments  Using appropriate AIDS, e.g. wheelchair, 
reading table 
Recognising this is a different time in 
one’s life 
Not thinking about the past 
Readjusting views on success and failure 
Using routines not rituals 

Accepting pain and disability  Exchanging practical information 
Not being so hard on oneself 
Conserving energy and the use of spoon 
theory 
Choosing to share 

Table 8:1 Transformations that occurred as a result of action cycles 

Lastly, in Chapter Seven I considered quality issues and critically reflected upon my role 

within the learning communities. In critical theory, reflexivity is a core requisite for 

evaluating an action research study (Grant and Humphries 2006) and is considered a 

fundamental principle of PAR (Bergold and Thomas 2012). However, reflexivity is limited by 

self-awareness. Therefore I adopted Bergold and Thomas’s (2012) reflexive framework to 

provide structure to this account and to improve self awareness. This included a 

consideration of theoretical issues such as democratic-validity, providing a safe 

communicative space for the expression of ideas, considering issues around participation 

which are necessary to evaluate the authenticity of PAR. It also focused upon practical 

research considerations regarding my position as an outsider, my experiences of engaging 
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with my coparticipants and my changing perspectives on the research study. It also 

acknowledges the role that I had in designing the study and analysing the findings from this 

study, which occurred without the presence of my coparticipants (Bergold and Thomas 

2012). 

In this chapter, I summarise my coparticipants lived experience of chronic pain, identify 

several limitations with the study and justify the choice of methodology. I then provide an 

overarching account of the emancipatory-transformative process in terms of living with 

chronic pain which ties the discourses that arose in the two fully formed learning 

communities together and offers an explanation of what happens to people who live with 

chronic pain in terms of empowerment oppression and the implications of this awareness. 

This involves exploring the concept of civilized oppression as an explanation of the 

condition from which my coparticipants sought transformation. Finally I consider the 

original contribution to knowledge that this study generates and identify several areas for 

future research. 

8.2 Participants lived experiences of chronic pain 

The discourse amongst the participants revealed the ways their chronic pain affected 

themselves and their relationships and interactions with others. Taking each of these 

findings on their own merit revealed that, my coparticipants lived experiences of chronic 

pain was similar to those revealed in other studies into chronic pain and as discussed in 

Chapter Two and in Chapter Six. Thus, my coparticipants described their daily struggle to 

live with pain in much the same way as participants in Ong et al.’s study (2011). Their 

frustrations at seeking help from others and not being believed or having their pain 

dismissed and the requirement for their problem to be looked at as a whole is similar to the 

narrative provided in Emad’s (2006) paper. There the continuous application of biomedical 

treatment modalities failed to improve the lives of her respondents, leading to despair and 

frustration and eliciting delegitimating responses from health professionals. The concern 

about ‘starting from scratch’ raised by Annie in LC1 and Jane in LC3, is reflected in Brown et 

al.’s (2010) mixed methods approach to understanding how patients with chronic 

musculoskeletal pain make treatment choices. Variation between responses for treatment, 

variation between individual health professionals, and willingness to persist with 

treatments that do not concur with the patient’s views because a health professional 

recommends it are all viewed as a part of a cycle of ‘back and forth and back and forth 

again’ (Brown et al. 2010, p1651), between a changeable condition and inconsistent 
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approaches from health professionals. 

Whilst the findings from this study may bear similarities to evidence from other published 

works on the lived experience of chronic pain, what I propose here in my thesis provides a 

unique contribution to an expanding knowledge base. The similarities of my findings to 

other published work offers some evidence that what I have discovered reflects the real 

experiences of people who suffer and experience chronic pain. Although knowledge gained 

via PAR cannot be generalised this does not necessarily mean that research findings, such 

as the attainment of consciousness and the development of action cycles, using this design 

cannot be replicated or supported by findings employing this approach even though the 

discourse may differ in a different learning community. However, in addition to affirming 

previous work my study yielded novel results and findings and I propose that my unique 

contribution to the knowledge base is two-fold.  

Firstly, it is wholly concerned with the lives of the participants (Reason and Riley 2008). 

Here, the uniqueness is that the participants were engaged in developing their own 

knowledge, about their lived experiences, in the pursuit of consciousness-raising and in 

sharing their narratives with each other, were able to develop prepositions that explained 

these phenomena in ways that had meaning for them (Kemmis and McTaggart 2000). 

These prepositions were tested through taking meaningful action over the course of the 

learning community. Secondly, in comparing these participants’ derived prepositions to 

external accounts on the lived experience of chronic pain, it can be seen that the 

participants’ ideas were not bizarre or outlandish but are reflected in other’s discourses 

and intuitive thinking. This is a test of authenticity; the participants’ prepositions stand up 

to scrutiny when compared to established literature (Herr and Anderson 2005b). 

8.3 Limitations of this study 

In the literature, it is clear that the ‘perfect PAR’ does not exist (Herr and Anderson 2005b, 

Froggatt and Hockley 2011, Heron and Reason 1997). However, there are some guiding 

principles that must be addressed if a study is to be considered to fall into the spectrum of 

PAR. These have been identified by Marshall and Reason (2007, p368) as ‘taking an attitude 

of inquiry’ that is characterised by ‘curiosity, willingness to articulate and explore purposes, 

humility, participation and radical empiricism’. To be a PAR study, it is necessary to develop 

an inquiring practice that pays attention to how problems are framed, enables participants 

to generate multiple, deeper and higher ways of knowing, appreciate issues of power, 
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adapt to the situation and engage in research as a transformative, emerging process. 

In this study, I intended to use a participatory action research approach with people who 

have chronic pain in order to explore their lived experience of pain. I sought to develop a 

learning community in which I could engage with them as coparticipants, rather than in a 

researcher-subject dynamic, thus I strove to monitor the power of our relationship through 

self-reflexivity. In striving for humility, I sought to value them as experts in their own right 

and to diminish my own ‘professional expertise’ in the field of chronic pain. I also sought to 

evaluate whether, the process of PAR is an appropriate method to use with people who 

have chronic pain and whether, it can produce transforming actions among my 

coparticipants.  

In Chapter Seven, I used self-reflexive methods to evaluate how participatory this action 

research project was, and in doing so, I acknowledged that this study is limited in several 

ways. These are summarised below.  

This study, involving the application of a particular critical emancipatory research approach 

to chronic pain, PAR, where the researcher becomes the learner, and the participants 

are recognised as experts, due to their lived experiences, (White 2010), challenges 

traditional research approaches. In traditional health care research, which places great 

weight on the evidence-base for practice, empirical approaches to research tend to 

dominate academic discourse. Such approaches are concerned with prediction and control 

and require the researcher to maintain a distance from their subjects so as to be objective 

and not contaminate findings. They are highly valued, have high status and power resides 

with the researcher. An alternative approach to health care research relies upon 

interpretative traditions from social sciences; these are more concerned with meaning and 

understanding. The researcher takes account of their subject’s perspective90 but still 

maintains control, often framing the context beforehand and controlling material that is 

gathered. Both these approaches are commonly used to answer questions about 

healthcare. 

In adopting PAR, a different research paradigm is enacted; one that engages with the 

nature of participation and focuses upon power, requires reflexivity and an 

acknowledgment of the researcher’s limitations in skills and knowledge (Reason 1994). PAR 

is more a process and an attitude to research (Cornwall and Jewkes 1995). It is grounded in 
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working with participants, rather than doing ‘things’91 to them as subjects. Its actual form 

can involve quantitative, qualitative or mixed methods (Khanlou and Peter 2005). It is also 

interested in knowledge that has practical use to its participants. Like all health research, 

there is a requirement that PAR will produce benefits through increasing wellbeing or 

increasing knowledge. However, in using PAR in health research the emphasis is on benefit 

to the individuals involved in the study. Therefore its focus is upon action and this means it 

has ‘political overtones’ (Khanlou and Peter 2005, p2335). 

When choosing an approach to answering a research question the most appropriate 

method should be selected. As the purpose of this study was, to foster cooperation among 

individuals with chronic pain in a learning community, with the aim of producing 

transformation in their lives, then an approach that focused upon collaboration between 

participants is an effective method to adopt. The particular method, which is based upon 

generating a collaborative discourse within a communicative space for a small number of 

participants, lends itself to an immersed group approach, rather than individual interviews. 

As the intent of the study was to allow my coparticipants to determine the agenda for the 

learning community a Dionysian approach to the discourse best fitted the situation, rather 

than a more planned or structured approach, as required for focus group or survey 

methods.  

There is also an exploratory element to this study, examining the feasibility of using PAR to 

produce emancipatory transformation in people who have chronic pain. This is something 

that has not been previously reported in the literature on chronic pain, as PAR has not been 

used with this group of patients before. However as PAR has produced emancipation in 

other studies (Bradbury and Reason 2006), with other groups, it is reasonable to anticipate 

that it might occur in this new group. However, whether transformation or some other 

benefit would occur was not clear at the outset and my immersion within the learning 

communities allowed me to witness any processes that occurred. In this way, my 

coparticipation allowed me to gain insights into the way the learning communities worked. 

There is an argument that as the study depended to some extent upon seeing 

transformation that my interpretation is subject to confirmation bias. Confirmation bias is a 

risk in any research study, but is particularly dangerous in interpretative research (Kirshner 

et al. 2011). To guard against this, I articulated the main assumptions made in this study in 
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survey or performing an interview. 
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Chapter One, and I shared my initial interpretations of their discourse with my 

coparticipants during the learning communities, in order to check whether they agreed 

with these interpretations. 

Additionally, using a reflexive approach enabled me to transform my ideas about living a 

life with chronic pain, thus I have learnt from my coparticipants and in the process have 

been transformed (White 2010). On these points it is difficult to identify an alternative 

approach to addressing the question. 

However, adopting a PAR approach, which is based upon collaboration, group immersion 

and discourse, restricts the generalisability of these findings into other settings and 

populations and any generalisations that are made must be considered to be tentative. 

Whilst it would be true to say that this approach to PAR was feasible with my fully 

immersed coparticipants, I would only tentatively agree that, it is feasible with some 

people who have chronic pain and that it may have applicability in other groups of people 

with chronic illness. For example, it would be reasonable to expect the specific findings 

generated by any new groups to differ from the findings generated in this study. To state 

otherwise is particularly risky, as the findings in this study were generated by data gathered 

from the successful learning communities, within which there was a very high dropout. 

Additionally recruitment was very problematic, obtaining permission and accessing a 

population to invite to take part in this study was also difficult, and there was a low take-up 

from this population. Therefore it is highly likely that the learning communities were self-

selected and were ‘ready for something like this’. This may mean they are not 

representative of people with chronic pain. 

This is not a problem for this study in its own right as PAR is intended to take place within a 

particular, and highly specified social arena (Genat 2009). Thus each learning community 

represents a unique social world and this means that the emergent knowledge that is 

generated is locally situated and theories and discourse that arise as participants share 

experiences and develop meanings and understanding are only applicable within that 

context. Consequently, whilst reliability, in terms of repeatability of results is poor this is 

traded for strong internal validity, as the deep cooperation that was generated between 

the fully immersed participants means a rich shared account of their lives in pain emerges. 

Moreover, in the process of demonstrating the authenticity of my coparticipants’ emergent 

knowledge in the form of action cycles, I have compared the findings from the two learning 

communities to each other and also to the existing literature. This demonstrates that my 
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coparticipants’ ideas are also present in the literature. That is, that they are consistent with 

findings obtained from other people in pain and this makes it probable that the findings 

from this thesis have wider value and applicability. 

As the methodology adopted for this study explicitly required my involvement as an active 

participant in an equal relationship with my coparticipants, there is a danger that my 

presence had an unduly profound effect on my coparticipants. This is recognised as a 

possible bias. Indeed in critiques of PAR, researcher influence is considered one of the 

major potential limitations and weaknesses (Cornwall and Jewkes 1995). It must therefore 

be countered by a self-critical approach to positionality (Herr and Anderson 2005b) and the 

adoption of reflexive analysis of the researcher role (Bergold and Thomas 2012, Finlay and 

Gough 2003). In Chapter Seven, I have offered an in-depth account of my positioning, my 

likely influences on the group and the measures that I took to counter them. 

In Chapter Seven, I also used self-reflexive methods to evaluate how participatory this 

action research project was, for example see Chapter Seven, Section 7.7.3, and in doing so I 

acknowledged that this study has like all studies limitations. For example, a primary 

procedural limitation to this study is that my coparticipants were not deeply involved in the 

analysis and interpretation of their learning communities, other than been given the 

opportunity to provide feedback during the course of the learning community. As discussed 

in Chapters Four and Five, these processes included member checking mine and each 

other’s notes, where they existed, and discussing the original themes which I produced 

using NVivo. In Chapter Seven, I described the tension I feel regarding this limited 

participation in the analysis of findings and presentation of results in this thesis. This limits 

the participatory nature of this study. 

Another procedural limit that I identified in Chapter Seven, and which causes me great 

anxiety pertains to the lack of participant involvement in the decision-making processes 

involved in developing the study. This includes strategic planning activities. The fact that it 

did not happen because I did not consider this at the time demonstrates my then poorer 

understanding of how to develop and design a PAR study. It also makes me feel that I had a 

hidden agenda, that I was being deceptive in some way, if so, this deception was unwitting 

and it was also self-deceptive. I sought to ameliorate this through my discussion of 

positionality and recognition that this was an outsider generated PAR inquiry within 

Chapter Seven, and also through discussing my idea that having chronic pain was a form of 

oppression with my coparticipants, see below in Section 8.5. However, when considering 
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that one of the aims of this study is to achieve transformation for its participants, I must 

recognise that, bringing coparticipants into the design phase at an earlier stage would be 

more likely to produce transformation. 

8.4 The emancipatory-transformative process 

In this PhD thesis, the merit of this study is revealed in the achievement of transformative 

action amongst participants that emerged from their critically reflective discourse between 

each other. It is not primarily concerned with their account of their lives in pain, but about 

what they did when they obtained consciousness. I strived to ensure their discourse was 

authentic, although in Chapter Seven I acknowledged that I had a central role in this inquiry 

as, without my input the study would not have been initiated and my facilitation supported 

and sustained two of the learning communities. However, I endeavoured not to be 

directive and to allow participants the space to find their own voice, although I may have 

had an unintentional effect on the discourse through my presence and the various roles I 

took on. 

8.5 Pain as a form of oppression 

Although the methodology of PAR as an action science is concerned with the 

transformation and emancipation of participants, on commencing this study, I had not 

been fully cognisant of the lived experience of pain itself as a source of oppression, 

although as demonstrated in Chapter Three, I was aware that the term emancipation 

logically meant freeing from oppression. Prior to commencing this study, I had considered 

oppression to occur either as: a consequence of people with chronic pain being unable to 

perform a desirable role or function because they were in chronic pain, or that it occurred 

because, the structures our society imposes upon people with chronic pain limits their 

ability to fully function within society, thus marginalizing and isolating them. I had 

therefore; previously considered pain to be a source of oppression, but the actual 

mechanism for how oppression was enacted was not clearly formed. It was only as 

discourse began that the idea that the problematic relationships my participants has as a 

consequence of their life in pain emerged as a possible source of oppression.  

In the first and second sessions of all three learning communities, I explained the theory 

behind PAR and had discussed Freire’s (1996) work in ‘The Pedagogy of the Oppressed’ to 

participants as they asked me what I wanted from them. During this I asked participants 
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whether they felt they were subject to oppression because of their pain. Annie noted her 

response to this discussion: 

‘Gareth mentioned “oppression” this made me question and look up the term. 

Oppress 

‘Overwhelm with superior weight or numbers, or irresistible power; lie heavy on, 
weigh down (spirits etc.). Govern tyrannically, keep under by coercion, subject to 
continual cruelty or injustice’ 

The latter made me look up torture: 

‘Infliction of severe bodily pain, 

e.g. as punishment or to force confession or extort information 

severe physical or mental pain’ 

LC1: Annie’s notes/Session 2 

In LC3 Session 8, Jane, John and I discussed ideas about oppression and I talked a little bit 

more about my idea that chronic pain can be a source or a factor in oppression. Jane seems 

to agree: 

‘...she talks about the injustice of having chronic pain and her anger at the way 
people deal with you, this strikes a chord with the others.’ 

LC3: My notes/Session 8 

The following week Jane returns to the topic: 

Jane: I was thinking about what you said about being oppressed 

Gareth: About oppression? 

Jane: Yes – it made me feel, when I look back – the injustice of it all 

LC3: My notes/Session 9 

Adopting an inductive approach, I explored the literature on oppression and came across 

the concept of ‘Civilized Oppression’. At face value, this theory seemed applicable to the 

experiences recounted in LC1. Subsequently, when discussing this in the third learning 

community, participants seemed to agree with this idea. It seems to provide a tentative, 

but suitable framework for explaining the underpinning oppressive force, although it needs 

refinement and further research. Therefore in the following discussion I consider whether 

the theory of ‘Civilized Oppression’ first proposed by Jean Harvey (1999) may offer an 

explanation for the experiences of participants. 
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8.5.1 Civilized Oppression 

A commonly held view of oppression is that it involves the imposition of violence, either 

through obvious, severe and brutal mechanism, such as physical force, imprisonment, and 

torture or the threat of such violence by one dominant group against another (Harvey 

2000). However, oppression also occurs without violence, indeed Deutsch (2006) points out 

Harvey’s (1999) assertion that less obvious but more insidious forms of oppression, are a 

common occurrence in societies that uphold the rule of law, but are hidden because they 

do not fit the myth that oppression requires violence (Harvey 2010). The term ‘Civilized 

Oppression’ was coined by Harvey (Harvey 1999) to describe these non-violent forms of 

oppression. 

Civilized Oppression arises from the field of moral theory and focuses upon the morality of 

relationships; it refers to acts which are based upon ‘distorted and morally inappropriate 

relationships’ (Harvey 2000, p177). Unlike Bourdieu’s (Bourdieu and Wacquant 2004) 

structuralist concept of ‘symbolic violence’ which identifies the way that structures in 

society impose cultural and social domination of one individual by another to occur 

because of their relative positions within their social hierarchy. The social hierarchy 

imposes cultural roles through the status and economic capital of the respective individuals 

and informs the expected everyday behaviour and social habits of both the dominant and 

subordinate person. It imposes thoughts and perceptions on both parties particularly 

where they have grown up in that culture so that both parties perceive the social order as 

just and their actions are correct even when they are discriminatory or harmful. Crucially, 

they are conscious of this divide between each other and not only acknowledge it but also 

accept it (Weininger 2005). Although no physical domination occurs, because of its 

cognitive aspect and the code of conduct embedded in societies symbolic violence is often 

viewed as more coercive and effective than physical force.  

Whilst superficially similar to Bourdieu, as Harvey’s (1999) theoretical model ‘Civilized 

Oppression’ is also seen in routine behaviours and arises from socially accepted 

institutional and personal relationships between people, it differs because her theory 

argues that morally distorted relationships play a crucial role in such oppression not 

inherent cultural and social structures. 

Harvey's analysis of relationships identifies a set of underpinning moral principles that 

account for the immorality of Civilized Oppression. These six characteristics can be seen in 

Figure 8:1. 
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Figure 8:1 Characteristics of Harvey's Civilized Oppression 
(developed from Rogge et al. 2004, p305) 

Central to these characteristics is the moral nature of relationships between the victims 

and their oppressor. These immoral relationships prevent vulnerable people from fully 

engaging with their communities and exercising their moral rights and obligations, they 

cannot escape and are subject to ‘moral subordination’ (Harvey 1999, p2).  

Harvey (2000, 1999, 2010) identifies ways in which civilized oppression operates in 

relationship with the poor, women, various black and ethnic groups and in disabled groups. 

In these accounts she offers theoretical explanations of the way in which the phenomenon 

operates. Her theory has not been widely tested, but one study, performed by Rogge et al. 

(2004), examined the experiences of people and their families who were living with obesity 

as a chronic illness in terms of civilised oppression. Using an interpretative 

phenomenological approach they interviewed seven obese subjects and five family 

members. They found that participants frequently experienced derogatory and stigmatising 

remarks and acts of omission and commission about their appearance and behaviours and 

that these occurred during everyday encounters with family members and friends, 

strangers and health care providers. Individually most of these interactions involved mild 

remarks or actions that on their own were not particularly hurtful and were often offered 

without malicious intent. Their cumulative effect however, was invidious; it caused harm by 

diminishing the obese individual and led to a distorted public self. When they protested 

about this behaviour they were regarded as being unreasonable because often the 

intention was to help them, or they were unable to take a joke. Often they chose not to 

respond because even though they found remarks offensive they agreed with the content 

of the remark (Rogge et al. 2004). 

These encounters “shade(d) the participants’ understanding of their own lives” (Rogge et 
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al. 2004, p303) it led them to adopt behaviours they believed were expected from them. As 

they did this their relationships with others distorted to the extent that all their self-

identity was wrapped up in how obese they were. They also adopted the same attitudes 

towards other obese people that they complained about receiving from others. That is they 

had assimilated their oppression and choosing not to interact with other obese people, 

displaying the attitudes of revulsion and commenting on their weak nature and lack of self-

discipline similar to the ones they were subject to.  

After reading Rogge et al.’s (2004) paper I was struck by the similarities in the account of 

the relationships between their participants and those around them and the accounts of 

their lives and in particular their interactions given by participants in my study. Although in 

Rogge et al.’s (2004) study participants were morally judged upon their appearance and my 

co-participants described their condition as invisible; when they were in pain, when they 

sought help, when their lives were restricted they too seemed to experience problems 

related to the six domains outlined in Figure 8:1 above. 

I had this theory in the back of my mind during my analysis of the findings. I began to see 

ways that this theory applied to my co-participants and it shaped my thinking about how a 

lived experience of chronic pain might act as a form of oppression. I had the opportunity to 

present a paper at the European Doctoral Nursing Conference in Graz, Austria in 2012 and 

decided to write up these ideas in order to test the theory. An abstract of this paper was 

later published (see Appendix 9: Publications and Conference Presentations). In Table 8:2, I 

have outlined some of the evidence from Chapter Six that supports the contention that my 

co-participants experienced civilised oppression and in the following section, I will provide 

a more detailed discussion of this idea. 
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Characteristic of 
Civilized Oppression 

Examples from Study 

Non-peer, power-laden 
relationships 

Unsatisfactory encounters with health professionals 
Difficult negotiations with family and friends 
Dealing with benefit system 
Legitimacy of their condition 

Interactions that diminish and 
control the recipient who 
has little recourse 

Sense of injustice 
‘you have to fight to get your doc to understand’ 
Continuing treatments that do not work 
‘starting from scratch’  

Cumulative acts of omission 
and commission that 
distort relationships 

Unsatisfactory encounters with health professionals 
Inconsistent support 
Conflict with family responsibilities 
Letting people down/ being a burden 

Cause harm or disadvantage 
the subject 

Stigmatisation and discredible characteristics 
Neighbour checking disability status 
Reluctance to ask for help because of past experiences 
Feeling guilty 

May occur without malicious 
intent 

Blue badge – but not in a wheelchair 
Help offered not the help they needed 

Are insidious and obscured in 
routine or daily 
encounters 

Side-looks, sighs and ‘tuts’ 
‘looking too well’ 
‘I’m fine’ (hiding pain) 
Tired of explaining (e.g. intermittent use of walking stick) 

Table 8:2 Evidence of Civilized Oppression. 

8.5.2 Non-peer power laden relationships 

Civilized Oppression occurs in a relationship where one person has significantly less power 

and status than another. That is they are not equals or peers (Harvey 1999). This type of 

relationship is classified by Harvey as ‘non-peer’ (Harvey 1999, p6), and all societies are 

built around these unequal pairings, common examples being between, parent and child 

and employer and employee. For most people their standing will vary according to the 

context, thus a father (higher status than child) may also be a manual labourer (lower 

status than foreman) and a captain of a local sports team (again higher status). In each of 

these settings they will adopt different behaviours. For some their status is shifted to one 

extreme or another, the very powerful find themselves deferred too much of the time, 

whilst the very vulnerable are rarely acknowledged or listened to. 

The existence of non-peer relationships is ubiquitous but they are not in themselves the 
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cause of Civilized Oppression. Problems for the vulnerable arise when the relationship 

becomes morally distorted. Harvey (1999) argues that this is a constant danger, that a 

tendency towards Civilized Oppression is built in to the very fabric of society and that only 

reflective and active measures by those in a position to prevent a distorted relationship can 

prevent its occurrence. 

8.5.3 Interactions that diminish and control the recipient who has little 

recourse  

According to Deutsch (2006), Harvey’s idea of interactive power involves the power to take 

the initiative in a relationship, determine its form and control any communication, for 

example through having their opinions respected, having their questions answered and 

placing less value or dismissing the opinion and questions of members of subordinated 

groups. Harvey (1999) uses the example of certain types of humour to illustrate ways in 

which non-peer relationships become morally dubious. For Harvey, humour always involves 

a non-peer relationship with the person with more power instigating the joke against a 

vulnerable non-peer, usually in the presence of a group of peers or just slightly lower in 

status non-peers. This is acceptable when the relative differences in status of the non-peers 

is not too large; the stooge is aware of the context and is prepared to willingly go along 

with it and has some form of recourse. Thus we have a cultural situation where people are 

expected to enjoy a joke, even if it is at their own expense. Such humour becomes morally 

unacceptable when the power differential is extreme or the victim is unaware that they are 

the butt of the joke; has no recourse or takes exception to being the object of humour. In 

the latter case, the lower status non-peer can be further diminished, as they are viewed as 

being morally inadequate because they lack a sense of humour, a desirable characteristic in 

our culture (Harvey 1999). 

In this study, my coparticipants repeatedly recounted examples of poor communication 

with non-peers, especially their general practitioners. This formed the basis of an Action 

Cycle ‘Communicating with Health Professionals and Others’ for both learning 

communities. In LC3, John provided one example that clearly demonstrates how an 

interaction diminished and controlled the recipient. In Section 6.2.9.2 ‘The system isn’t 

geared to our kind of problem’ John was discussing his experiences with his podiatrist using 

the ‘alternative pain technique’ and how his account of his pain was ignored. The 

explanation offered by the podiatrist, that causing pain elsewhere in a diagnostic test 

should relieve an existing pain, was curious; self report of pain is viewed as a standard form 
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of assessment and; whilst there are validated observational tests that require patient to 

perform activities and observe the response; there is no valid test which requires a 

practitioner to inflict pain elsewhere to see if it relieves pain, either in general or 

specifically to RSD; and such an approach is not advocated in any reputable pain 

curriculum. 

In my discussion I noted that this behaviour seemed to be an overt act of disbelief of John’s 

story on the part of the podiatrist and also an act of domination by the podiatrist who is 

relying upon John’s acceptance of him as a credible practitioner well versed in the 

dominant biomedical model. However, the eventual response from the podiatrist was that 

they grudgingly92 agreed that his foot pain was likely to be RSD after he had failed this 

unpleasant and, in my opinion, unnecessary test that has no supporting evidence-base. 

Such actions, subjecting participants to unnecessarily painful tests, repeating treatments 

that have no effect, including surgery have been identified as causes of ‘iatrogenesis’ 

(Kouyanou et al. 1998) and harm and are frequently seen in patients with chronic pain. This 

holds particularly true in those without symptoms that the health professional can explain 

in medical terms that is the symptoms do not conform to the practitioner’s view of how 

things should be. 

8.5.4 Cumulative acts of omission and commission that distort the 

relationship 

In this thesis the relationships that developed between coparticipants and their problems 

in relationships with others formed an important part of the discourse. These aspects are 

discussed in detail throughout Chapter’s Five and Chapter Six respectively. Relationships 

are built upon attitudes and Harvey argues that ‘attitude alone can involve justice issues’ 

(Harvey 1999, p32). Judgements made about a person, even those that are unvoiced, if 

persistent and long-term can do harm as they influence attitudes and actions; because of 

their covert nature unvoiced judgements are difficult to defend against. Some 

commentators believe that; as overt forms of oppression; racism; sexism and other forms 

of bigotry are losing their social acceptability93, ‘unconscious actions of aversion and 

avoidance’ are on the rise (Mullaly 2002, p55).  

People engage in diverse and varied relationships, from the intimate long-term such as is 

                                                      
92

 John’s description and his body language whilst discussing this action implied that the podiatrist 
was unhappy about having to concede that his symptoms were likely to be RSD 
93

 As western societies collectively and publicly commit to equality 
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seen in friendships, and within families, through long-term formal relationships, as is seen 

in the workplace or in the classroom, to fleeting encounters, in shops or on the telephone. 

None of these are perfect and each has the potential to be morally distorted, and whilst 

long term relationships can be oppressive Harvey (1999) argued that in general, well-

established mutually supporting relationships, such as good friendships, have more 

resilience to occasional acts of omission or commission, that might produce feelings of 

isolation or anger and distress (Harvey 1999). This is because the duration of the 

relationships means that single unpleasant events can be modified by, a history of positive 

acts, a basic attitude of mutual respect and the fact that real attitudes are hard to conceal 

over time. 

In this study participants described their relationships with their partners, family and close 

friends (for example see Chapter Six, Section 6.2). In LC1, Suzanne’s discourse on avoiding a 

friend partly arose because she was concerned about her friend’s attitude to her pain. She 

avoided meeting her not because her friend had acted poorly towards her but because she 

feared that she might. Similarly Sasha felt she could not commit to social engagements with 

her friends because of the unpredictable nature of her pain, and she did not want to let 

them down (See Chapter Six, Section 6.3). Although Sasha did not report any overt acts by 

her friends her concern arose out of a fear that they might think she was she was 

unreliable. 

Temporary relationships are more vulnerable to impairment, because their brevity means 

there is little opportunity to make amends and there is no past history to consider the 

attitude of the offending person. However, their significance is usually restricted to the 

context and only occasionally may they have greater oppressive significance (Harvey 1999). 

This may occur when a wrong attitude is displayed at time of significant importance to the 

recipient such as when seeking help for a health care problem. Such acts may occur 

consistently across time and in similar contexts and are more likely to be oppressive when 

the recipient is of lower non-peer status to the offender or when a high status non-peer 

makes important decisions for a low status but competent non-peer without consultation. 

In the learning communities these conditions applied in almost every social encounter with 

health professionals, this was so notable that the rare good encounter seemed exceptional. 

Thus participants hid their pain when seeking help because they worried about the 

impression they created. They reported having to ‘start from scratch’ on every new 

encounter and were reluctant to challenge treatments that prior experience told them 
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would not work for fear of being labelled as non-compliant. 

Forming and maintaining relationships is essential to a person’s life situation. Over a 

lifetime people will experience a range of relationships, some of which will inevitably be 

objectionable but even though they are distorted they may not result in a long-term 

diminished or harmed experience. The peer status characteristics of the victim to the 

oppressor within a distorted relationship and the accumulation of successive distorted 

relationships will produce a cumulative deterioration. For (Harvey 1999, p34) ‘it is not a 

random matter who these victims are’. They are consistently; low status as opposed to high 

status, in relationships where a high differential with a high status non-peer exists or at risk 

of harm if they object or ‘even of indicating that there is something wrong about the 

relationship’ (Harvey 1999, p34) or unable to defend themselves or change the situation for 

themselves. Victims of such oppressive relationships are ensnared. Their choice is between 

avoiding material harm and avoiding a ‘morally objectionable relationship’ (Harvey 1999, 

p35).  

8.1.1 Cause harm or disadvantage the subject 

Oppressive acts inflict harm on the vulnerable, either directly at the instigation of the 

powerful or systematically through agencies that they control. Civilized Oppression is more 

likely to involve harm making in the form of doing wrong to a lower status non-peer, either 

emotionally or psychologically or through producing a sense of injustice, than in physical 

terms. The emphasis within the concept of Civilized Oppression however, is not the actual 

harm done but the way the relationship is distorted to produce the sense of harm. One of 

the ways that harm occurs is to change the behaviour and the attitude of the oppressed 

towards other oppressed, so that they are also involved in the perpetuation and validation 

of their submissive status. 

Some of the harmful ways this was reported by participants was manifested in their 

feelings of guilt and low self-esteem. They occasionally reported disbelief at their own 

symptoms and felt that there was little point in seeking help because of the way they had 

been dealt with in the past. Other ways this manifested was in feelings of anger, two 

participants in LC3 identified that they had been labelled as aggressive because of their 

behaviour when they were in pain, and in LC1 participants related how they chose to 

withdraw from interactions with others rather than openly display their feelings of anger. 

Participants in LC3 displayed horizontal violence (Matheson and Bobay 2007) in their 

discussion of bogus benefit claimants yet in both learning communities participants 
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reported their distress at having their own disability questioned. In Candi’s case by her 

neighbour, checking her car tax to ensure she was entitled to her blue badge (LC1) and in 

John’s case by his disability living allowance review (LC3). 

8.1.2 Occur without malicious intent 

According to Harvey (1999), the shape of our society, its structures and organisations, are 

built upon an accumulated fabric of non-peer relationships. This means that, with the 

exception of acts which explicitly and intentionally deny the rights of others, Civilized 

Oppression is likely to occur without malicious intention. Often the contributing agents, the 

instigator and the victim, will be unaware that they are involved in an oppressive act. Not 

only might the agents be unaware of the oppressive nature of their action but both parties 

might also believe that the action is beneficial to the victim. This is the case even when the 

outcome clearly diminishes the status of a non-peer. Such acts are characterised by a belief 

that it is done in the best interests of others, a view shared by all parties concerned, 

including the wider society. In certain circumstance the oppressor’s actions may even be 

viewed as selfless and altruistic acts they are following a pattern of behaviour fully 

supported by the wider community. 

In the learning communities there were several instances where oppression occurred 

without malicious intent, for example through help being offered but ‘not the right kind of 

help’. Louise, in Section 6.2.4.4 ‘Inward versus Outward’, related one of the most overt 

when during a fire safety exercise her sister publically drew attention to her requirement 

for a ‘personal safety plan’. Her sister was concerned that Louise had not volunteered this 

information and had acted in Louise’s best interests in order to help her fit into the 

workplace 

According to Harvey (2010) if the dominant non-peers were made aware of the oppressive 

nature of such actions they would in all likelihood vigorously deny that they are prejudiced 

or that they have acted in an oppressive way. They may indeed be publicly and consciously 

committed to equality and respect for other social groups. That is because such oppressive 

attitudes and beliefs are entrenched within our culture and are actually intrinsic to our 

society. Because they are unconscious and hidden unlike overt or explicit acts they cannot 

be eradicated by legislation (Mullaly 2002). 

8.1.3 Are Insidious and obscured in routine or daily encounters 
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One of the consequences of Civilized Oppression is that victims are subject to ‘long-

standing and socially shared biases’ (Harvey 1999, p35). That is, daily interactions with 

others, and specific interactions in important situations, constantly and insidiously 

undermine their status within a moral community. The effect of this constant 

diminishment, which is cumulative and built upon small mundane and trivial acts, is to 

make further acts of oppression possible. The victim of oppressions ‘public self’, defined by 

Harvey as ‘Their generally held conception as revealed in pattern of acts in the surrounding 

community’ (Harvey 1999, p35) is thus distorted.  

Again in Section 6.2.7.4, I recounted how all of the fully immersed participants were aware 

of the gaze of others and experienced ‘disapproving sideways looks, raised eyebrows or tuts 

from members of the public’. These are small acts but they accumulate over time. Harvey 

(2010) relates how these can be internalised by the victim so that they come to believe 

them to be a true picture of how they are. It is not one person but society in general that 

colludes in this process and it applies to the minority group they belong to as a whole be it 

female, black, Muslim, disabled or the chronically sick. One way this manifested was in 

hiding pain from others for example, Annie (LC1) related how she did not want to be seen 

as ‘Mrs Neverwell’ and avoided contact with people on her bad days as a result. 

8.5.5 Consciousness-raising, confronting oppression and the action 

cycles 

Some writers refer to the responsibility of victims to resist oppression as a moral 

imperative (Boxill 2010, Hay 2011). Victims are seen to have a duty to resist oppression and 

so, when they fail to act may be blamed for their disadvantaged position. They may also be 

blamed for causing their situation in the first place (Alavi 2010). However, others disagree; 

Alavi (2010) holds that it is unjust blame the victim when the structures that limit choice 

and keep a victim in their vulnerable position are not confronted. The principal reason why 

victims of oppression do not act is that they are unaware at they are oppressed. When the 

signs of oppression are covert, the oppressed may be completely unaware that they are 

suffering an injustice (Harvey 2010). One of the characteristics of Civilized Oppression is 

that, due to its subtlety and its ubiquity, and its covert nature it is hard to detect unless the 

victim ‘switches on’ to the structures and mechanisms used (Harvey 2010).  

According to Freire (1996), the key to overcoming oppression is conscientização or critical 

consciousness. The development of action cycles in this study demonstrates that the fully 

immersed participants were engaged in consciousness-raising. Through their collaborative 
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examination of their experiences of pain they were able to think about their pain 

differently and individually they began to act to improve their situation. However, it must 

be stated that this participatory action research that considered the lived experiences of 

people with chronic pain is limited because it did not seek to address the underpinning 

power structures that maintain oppression. Considering Dalrymple and Burke’s (2006) 

empowerment model Figure 3.4, this study has certainly addressed the ‘level of feelings’ 

and, as consciousness-raising occurred, the ‘level of ideas’ but has only addressed the ‘level 

of action’ on a personal and not systematic level. Thus ‘tuning-in’ seems to have occurred 

and some ‘incremental change’ may have occurred as a result of individual actions (Speer 

2008). However, gathering evidence of ‘restructuring’ was not a goal for this study and 

therefore was not followed up. Therefore I do not know whether this occurred, this is an 

area that should be addressed in post-doctoral work. 

8.6 Independent and original contribution to knowledge 

Although primarily interested in the development of emancipatory knowledge amongst the 

participants in this study, which by its very nature is only tentatively generalisable, this 

study makes the following original contributions to knowledge. 

1. The generation of learning communities using PAR, with a Dionysian approach to 

the ensuing inquiry, among people who have chronic pain is feasible. Using this 

method, consciousness-raising can occur and action cycles be developed. This has 

not been previously published in the literature. 

2. The discussion among participants about the process of immersion in collaboration 

and the practice of PAR in Chapter Five, demonstrated the powerful effect PAR can 

have on participants.  There is literature on the value of immersion in PAR to 

participants, but in a health care setting most of this is from a professional 

perspective and is centred upon professional education. There is little literature on 

immersion amongst patients and none that could be found in the literature from a 

chronic pain patient’s perspective. 

3. Three action cycles have been identified that have produced benefits for the 

participants in emancipatory terms, in that they report feeling liberated as a 

consequence of their participation and collaboration and taking action. This is a 

unique finding in people with chronic pain. 

4. An examination of the nature of participation in this study, demonstrates that there 

may be a role for legitimate peripheral participation in a PAR inquiry, as long as 
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dropout does not hinder the development of collaboration between fully immersed 

participants. I found that, as long as a group is able to function and continue, then 

dropout and non-attendance contribute to the group dialectic and do not diminish 

the quality of the discourse. As participation of all participants is generally 

considered to be the means of producing collaborative transformations, this is an 

interesting finding. There is very little literature on peripheral participation in PAR 

and there is hardly any literature on the effects of legitimate peripheral 

participation in health care settings, other than in professional education. 

5. The production of an action cycle is viewed as knowledge generation in PAR. 

Although this knowledge in this study is learning community and participant 

specific, the production of emancipatory experience among people with chronic 

pain through PAR is, viewed through the lens of critical theory, an original 

contribution to knowledge on a wider scale. 

6. The lived experience of chronic pain may be a product of civilised oppression from 

which participants might become liberated using consciousness-raising techniques. 

This is an area that requires further investigation as it moves the research forward 

from ‘tuning-in’ and incremental change to a more structural form of 

empowerment. It may produce insights that can improve communication between 

health professionals and people who have chronic pain, leading to improvements in 

clinical practice and experience. If this is the case then it might be possible to 

develop systematic approaches to action, focused upon structures and 

organisations and the people who work in them, rather than a personal approach 

that focuses solely upon action taken by the person with chronic pain. 

7. The development of myself as a researcher and as a reflexive human inquirer. 

Although this is a personal journey, constructing a structured account of this study 

using a suitable reflexive framework and presenting it in this PhD thesis and in 

publications arising from this thesis has generated and will continue to generate 

new personal knowledge. 

8.7 Questions for further research and inquiry 

This research involved using participatory action research as a means to engage with 

people in chronic pain. However, the overall approach to this study from its conception can 

be thought of as an action research project. The critical reflection that emerges from this 

study has identified several questions for further inquiry. These do not represent a 
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comprehensive list of possible further developments but are the issues that I consider to be 

most important and would be interested in exploring in post-doctoral work. 

In this thesis, I adopted a Dionysian approach to inquiry because this seemed to fit the 

requirement to encourage freedom of expression, spontaneity and democratisation in the 

learning communities. In this study I believe it was justified and it worked as some 

participants became deeply immersed in the inquiry. However, its apparent lack of 

structure in the early stages may have had an impact on dropout among some participants, 

although I cannot be certain of this. This leaves the question open as to whether, 

alternative approaches to PAR would work and also whether, such approaches generate 

different forms of knowledge among people with chronic pain. Heron (1996) offered a 

more structured Apollonian way to perform as the antithesis to a Dionysian modality. It 

would be interesting and of value to explore, design, implement and compare an 

Apollonian approach to the method used in this study. 

A study into other approaches to PAR might help diminish dropout from learning 

communities but it would not improve recruitment. It would be interesting to explore what 

other methods could be adopted to encourage participation in learning communities with 

chronic pain patients. One of the findings from this current study was that, participants had 

to be in the ‘right frame of mind’, in other words, open to new ideas about their pain, 

rather than concerned with a biomedical model solution to their problem. In this study, this 

might explain the low conversion of interested persons into participants after the 

information-giving meeting and the resistance at the chiropractic clinic to recruitment and 

participation. If this was the case, then one area to explore for recruitment might be people 

who have undergone a pain management programme, where they are exposed to a 

biopsychosocial approach to pain. People who are biopsychosocial aware might be more 

willing to be involved in this type of study. 

As an extension of this approach to recruiting it would also be interesting to explore the 

feasibility of developing this approach as a clinical intervention for people with chronic 

pain. For example, it might be a relatively low cost method of continuing the work of a pain 

management programme and enable the progression of people from, pain patients 

dependent on receipt of ‘professional expert input’ to manage their pain into, a learning 

community that promotes their agency in producing local and personalised actions to deal 

with their pain related problems. 

In Chapter Seven, I voiced my concerns about my position as an outsider-initiating PAR. To 
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address these, it would be important to collaborate with people with chronic pain in, 

designing, developing, implementing and evaluating these new study ideas. This has been 

done in other areas of health research and the transfer of these approaches into chronic 

pain management would be a worthwhile endeavour. 

In this study, I have focused upon chronic pain, as this is a subject that I feel deeply 

connected with. However, this approach might be applicable in other chronic conditions. It 

would be interesting to explore this for two reasons. The first would be to test the 

methodology in a new setting and context with a different type of population. The second 

would be because I would not be carrying any baggage of previous expertise in the topic. 

As a coparticipant in a group with a different chronic condition, my expertise would 

therefore be based in methodology and group facilitation, not in the problems presented 

by their condition. This would be both challenging and liberating. 

A final area that I would be very interested to pursue for further study would be the 

development of ideas around oppression in chronic pain. In this thesis I have suggested 

that the theory of Civilised Oppression conveniently explains the position my coparticipants 

often found themselves in. However, this has not, and was not meant to be, a test of the 

veracity of Civilised Oppression as a satisfactory explanation for what happens to people in 

chronic pain. Since beginning this study I have come believe that people who have chronic 

pain experience oppression and that it is not their condition, but the relationship they have 

with both others and themselves that produces this state. I have made associations 

between their accounts and this one particular theory. This is assumption-making however, 

and is not a robust test of the theory in the context of chronic pain. To test and develop 

ideas about oppression and chronic pain could prove to be of great benefit to people who 

have chronic pain as it has the potential to improved awareness and consciousness-raising 

among communities involved with chronic pain and challenge and hopefully improve 

practice. 

8.8 Recommendations for Clinical Practice 

As stated above a PAR study is largely concerned with producing benefits for its 

participants and this means that there are limitations placed upon generalisations. These 

limits also restrict the implications of my study on practice. However, having stated this 

there are some insights that have importance for clinical practice in chronic pain. 

In my opinion, the most significant of these related to the quality of communication with 
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health professionals. Very rarely did my participants describe good encounters with health 

professionals. Instead their encounters were characterised by negative attitudes that 

diminished, stigmatised and delegitimized, their status as reliable witnesses to their pain. 

This was in marked contrast with those good encounters, such as at the Pain Clinic, where 

my coparticipants reported feeling valued and understood. Therefore, my first 

recommendation is that health professionals need to develop awareness of how their 

attitudes negatively impact upon those with chronic pain. 

In their discourse, my coparticipants also indicated that poor encounters occurred when 

their helpers were seeking solutions from a biomedical perspective, rather than a 

biopsychosocial perspective. My second recommendation therefore, is that approaches to 

chronic pain should be grounded in a biopsychosocial perspective rather than a narrow 

biomedical perspective that doesn’t look at the whole picture of a life dealing with chronic 

pain. 

My final recommendation relates to the methodology I adopted. It appears from this study 

that when given the opportunity to collaborate, explore and develop their ideas about their 

lives, my coparticipants were able to identify and perform solutions to some of the 

problems they faced. When they did this, they perceived themselves as having agency and 

control in the area they acted in. Although these actions were local and relevant to them 

only, they were derived from their own expertise. Therefore the patient’s expertise in their 

life experiences of their pain should be recognised and acknowledge as it is likely to be key 

to helping them self-manage their pain. 

8.9 Concluding remarks 

The intention of Participatory Action Research is to work collaboratively towards practical 

outcomes and new forms of understanding for the benefit of participants. Throughout this 

thesis, I have made a distinction between fully immersed participants and non-immersed 

participants, because it is clear to me that PAR involves hard work and commitment from 

the learning community. Therefore, as this study has progressed, I have found that it has 

been necessary to contemplate what this study has achieved for these fully immersed 

participants. One of the main findings from this study is the importance of having a voice. I 

have found it striking that time and again, my coparticipants related their difficulties in 

having their voice and their story heard. The reasons for this were complex, and included 

their reluctance to discuss their pain with others, as well as the unwillingness of others to 
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hear their narratives. The learning communities gave participants the chance to share these 

narratives with each other, in a supportive and non-judgemental fashion. For some 

participants this was difficult and may have led to dropout, but for those who considered 

themselves to be ‘ready’ for this approach, it produced strong positive feelings. In writing-

up this thesis, which has been hard work, I have often needed to seek encouragement from 

others in order to persist and reading affirming remarks, made by my coparticipants, has 

always spurred me on. It therefore seems appropriate to finish this thesis by repeating the 

words of some of the participants after their final meeting: 

‘It was such a liberating experience. For me it was so liberating, to completely open 
up and that takes trust, which I feel we achieved’ 

LC1 Morse’s notes/Session 10 

‘Morse says we should be known as the Pain Liberation Front!!!’ 

LC1: Sasha’s notes/Session 10 
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Appendix 1: Example of Invitation Letter 

Dear (Patient) 

The (Pain clinic/GP practice), in conjunction with the University of Glamorgan, 

is currently undertaking a research project to help people with chronic pain. 

This project is called “Using a Learning Community to Manage Pain”. 

We would like you to consider taking part in this study as you have a condition 

which involves chronic pain and you may find it helpful. Before you decide we 

would like you to understand why the research is being done and what it would 

involve for you.  

The study involves taking part in a form of research known as participatory 

action research. This will involve working with a small group of other people 

who also have chronic pain and who have agreed to take part in the study as 

well as with a researcher from the University of Glamorgan who is studying for 

a higher degree. 

In this study you will be asked to work together on problems that you have as a 

result of being in chronic pain. It is hoped that doing this will help you develop 

a deeper understanding of how pain affects you and will help you to better deal 

with problems caused by your pain. 

The study will take place the University of Glamorgan and will involve attending 

ten workshops. Each workshop will last two hours and will take place once a 

week. 

If you are interested, please complete the enclosed form and return it in the 

stamped addressed envelope provided. Once the research team at the 

University of Glamorgan have received your letter they will invite you to an 

information giving meeting at the University where you will be given more 

detailed information on the project, an information sheet, and answer any 

questions you have. This should take about 30 minutes. 

You may choose to talk to others about the study if you wish. 
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Appendix 2: Invitation to the Information-Giving Meeting 
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Appendix 3: Participant Information Sheet v3 11/05/2010 

[Site Specific Heading to be used in this space.] 

Participant Information Sheet 

Title of project: Using a Learning Community to Manage Pain 

My name is Gareth Parsons and I am a lecturer in the Faculty of Health, Sport and 
Science, at the University of Glamorgan. I am a Registered Nurse and have a 
specialist interest in pain. I am undertaking a research study as part of a higher 
degree. 

I would like to invite you to take part in my research study. Before you decide I would 
like you to understand why the research is being done and what it would involve for 
you. 

I am going to go through the information sheet with you and answer any questions 
you might have. I suggest this should take about 30 minutes. Please talk to others 
about the study if you wish.  

(Part 1 tells you the purpose of this study and what will happen to you if you take 
part. Part 2 gives you more detailed information about the conduct of the study). 

Please ask if there is anything that is not clear. 

 

Part 1 of the information sheet 

 

What is the purpose of the study?  

The title of my research project is “Using a Learning Community to Manage Pain. Its 
purpose is to see whether learning about different ways to control pain in a group 
setting can help people with chronic pain. 

The project involves taking part in a form of research known as participatory action 
research. This will involve working with other people who have similar concerns and 
interests to you as they also have chronic pain. You will also be working with me.  
Members of a participatory action research group are called participants and work 
together on problems that the participants identify. The purpose of this is to develop 
a deeper understanding of how your pain affects you and new ways of looking at 
your pain. This will help you learn how to do things better, by identifying particular 
problems you have, choosing to change some of these and taking action to improve 
your situation. 

We know that learning about different ways to deal with pain can help people cope 
with their pain better. It can also help relieve some of the symptoms people have. 
We also know that working in groups can help people deal with all sorts of problems. 
However, there have been very few studies that have looked at how people with 
chronic pain help each other and this is the area that I would like to look at. I am 
hoping to establish whether participatory action research is a feasible method of 
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improving circumstances for people with chronic pain. I also hope to be able to use 
information from this project in order to design a bigger study that might help more 
people in the future. 

Why have I been invited? 

You have been invited to attend this information-giving meeting by a member of your 
clinical team, either your general practitioner or the Pain Clinic, as you meet the 
inclusion criteria for my study. 

These indicate that you are aged over 18 and have had pain for more than 6 months. 
During this meeting I will be giving you more detail about my research study and 
inviting you to take part in it. This information sheet puts into writing important points 
about my research project that will help you reach a decision about whether or not to 
consent to take part in the study. 

If this does not apply to you please ignore this request. 

Do I have to take part? 

It is up to you to decide to join the study. I will describe the study and go through this 
information sheet. If you agree to take part, I will then ask you to sign a consent 
form. You are free to withdraw at any time, without giving a reason. This would not 
affect the standard of care you receive from your clinical team. 

What will happen to me if I take part? 

The study involves actions that are over and above those involved in standard 
diagnosis, treatment or management of chronic pain. Whilst you are taking part in 
the study you will still be able to continue with the normal treatment for your condition 
as no treatment will be withheld for any part of the study. 

You will be invited to work with up to eleven fellow participants who also have 
chronic pain to form a participatory action research group over a series of workshops 
which you will all be asked to attend. Each of these workshops takes two hours, they 
will happen once a week and the whole course will last for ten weeks. These 
workshops will take place either at the University of Glamorgan or in the Morlais 
Medical Practice. 

The workshops will be structured into 5 parts: An introductory session, where we get 
to know each other and share our ideas about how we want to proceed; A planning 
stage, where we decide upon the problems we are going to look at: An action stage, 
where we put our plans into effect; An evaluation stage where we decide how well 
we are solving these problems and a final concluding session. In this last session we 
will be concluding the study, saying our farewells and preparing ourselves to leave 
the study. 

The following flow chart outlines these stages and gives an outline of what will 
happen at each visit. 
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Expenses and payment 

If you agree to take part in this study and attend the workshops then I will give you a 
small gift voucher, worth around £10, as a token of appreciation in lieu of any 
expenses you incur, such as car parking fees. This is intended as a gesture of good 
will, refreshments will also be provided during the workshops. 

What will I have to do? 

If you agree to take part you must make every effort to attend every workshop. 

The actual content of each workshop will depend upon what you and your fellow 
participants decide to do. However, you will be asked to identify issues you want to 
deal with as a group. You will be encouraged to work with other people with chronic 
pain in order to help them. They will also be asked to help you with your problems. 
You will only be asked to work on a problem that you feel comfortable with and you 
do not have to disclose any information you would prefer to remain private with the 
rest of the group. As you will be dealing with each other‟s problems you will be 
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expected to respect and to maintain each other‟s confidentiality. I promise that I will 
respect your confidentiality as long as the issues discussed fall within the law  

During the workshops you will be asked to keep a track of your progress and 
contribute to the production of an account of what has happened. This might take the 
form of directly contributing your ideas and thoughts or it might involve listening to 
others and commenting on their work. How you do this will be up to you to decide but 
to help you with this process you will be asked to complete a learning diary during 
the workshops and to make action plans to deal with any problems you want to 
solve. I will also ask you to keep a record of how well you feel yourself and the other 
participants are participating in this process in your diaries. I will ask permission to 
see this during the course of the workshops and to copy part or all of it. You can 
remove any information you don‟t wish me to use. 

In addition I will be keeping a diary of how the group is working together and on the 
progress that we are making. I will share these observations with you through 
memos that you can comment on in order to make sure that what I am seeing is 
accurate. This will help me write up the project for my studies, you will be shown a 
copy of my report so that you can comment upon it. 

I will also invite you to a presentation on my study when it is completed which will 
take place at the University of Glamorgan. This is likely to be about a year after you 
have taken part in the study. You do not have to attend this presentation. 

Are there any risks in taking part? 

Because you are already experiencing discomfort due to your chronic pain we have 
designed this study to minimise any increase in discomfort. I will be closely 
monitoring comfort levels and will ask you to help me with this so that preventative 
action can be taken. One practical measure that will be used in the workshops to 
minimise discomfort is “pacing”. Pacing involves mindfulness of physical, emotional 
and psychological discomfort and uses simple strategies to overcome these. An 
example of a physical pacing strategy is to adopt a comfortable position at all times.  

It is not anticipated that you will experience any worsening of your condition by 
taking part in the study although it may be that discussing your problems some 
issues may cause you emotional distress. I will be able to offer you support if this 
does occur or if you do not wish to have support from myself support from an 
independent source is available. 

This is available from Mrs Maria Parry, Senior Lecturer, Faculty of Health, Sport and 
Science. Mrs Parry is a palliative care specialist who has extensive experience in 
counselling and support of people in pain. 

What are the possible benefits of taking part? 

Participatory action research is a form of research that intends to produce some 
benefit for its participants. Participatory action research is not a treatment for chronic 
pain but it is an opportunity to learn about pain and different ways to deal with it and 
it is hoped that this will provide some benefit for you, although what the specific 
benefit might be is hard to say. 

 

The purpose of the study is to try out a way of helping people with chronic pain with 
their problems. It is hoped that the method used will help you improve the way you 
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deal with your pain and will help others in the group as well but I cannot promise the 
study will help you. The findings from this study will be published and used in future 
to improve the care of people with chronic pain. 

What happens when the research study stops? 

Often in participative action research, participants make friendships and develop new 
supporting relationships and it can be hard to say goodbye to each other. The last 
time when we meet will be a debriefing and concluding workshop where you will be 
helped to leave the study by the researcher. 

At this point you might have ongoing support requirements and although my 
involvement with your group will have ended I can help you make alternative 
arrangements if you wish. For example, it may be that you wish to continue to meet 
as a group informally or join another local support group. It is important to remember 
that throughout the study you will remain under the care of your own general 
practitioner and this will continue. I can help to negotiate further support via your 
general practitioner and if appropriate the pain clinic as the study ends.  

I will contact you individually one month after this active part of the study has ended 
to see if you have any ongoing support requirements. If you do and you agree I will 
pass this information on to your general practitioner and, if appropriate, the pain 
clinic. 

What if there is a problem? 

Any complaint about the way you have been dealt with during the study or any harm 
that you have suffered will be addressed. The details are included in part 2.  

Will my taking part in the study be kept confidential?  

Yes. We will follow ethical and legal practice and all information about you will be 
handled in confidence. The details are included in Part 2.  

This completes part 1 of the information sheet. 

If the information in Part 1 has interested you and you are considering participation, 
please continue to read the additional information in Part 2 before making any 
decision. 
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Part 2 of the Information Sheet 

 

What if relevant new information becomes available? 

Sometimes we get new information about the subject being studied. If this happens I 
will tell you about this and discuss whether you should continue in the study. If you 
decide not to carry on I will make arrangement for your care to continue. It may be 
that I might consider you should withdraw from the study. If this is the case I will 
explain my reasons and arrange for your care to continue. If this study is stopped for 
any other reason, I will tell you and arrange your continuing care via the general 
practitioner or pain clinic. 

What will happen if I don’t want to carry on with the study? 

You are free to withdraw from the study at any time. This will not affect the care you 
receive. Before you agree to take part, you will be asked for permission for data that 
you have contributed up to the time of your withdrawal, or leaving the study for other 
reasons, to be used in the study. This data will be used confidentially and 
anonymously. This information is also included in the consent form. 

What if there is a problem? 

Complaints 

If you have a concern about any aspect of this study, you should ask to speak to me 
so that I can do my best to answer your questions (contact number 01443 483147), 
If you do not wish to speak to me you can speak to my Director of Studies, Dr 
Allyson Lipp on 01443 483157. 

If you remain unhappy and wish to complain formally, you can do so by contacting 
Mrs. Karen Roberts 
Research Administration Manager, 
Faculty of Health, Sport and Sciences 
University of Glamorgan 
CF37 1DL 
01443 483158 
 

The normal National Health Service complaints mechanism will also be available to 
you 

Harm 

In the event that something does go wrong and you are harmed during the research 
and this is due to someone‟s negligence then you may have grounds for 
compensation against the University of Glamorgan or Cwm Taf NHS Health Board 
but you may have to pay your legal costs. The normal NHS complaints mechanism 
will still be available to you. 

Will my taking part in this study be kept confidential?   

Yes, we will follow ethical and legal practice and all information about you will be 
handled in confidence. 

Only the clinicians whose care you are under, either your general practitioner or 
clinicians in the pain clinic will have access to your medical records. These will be 
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used to identify you as a suitable potential participant for the study. None of the 
research team will have access to this data. 

If you join the study, the data (information about you) collected for the study will be 
looked at by authorised persons from the University of Glamorgan. They may also be 
looked at by authorised people to check that the study is being carried out correctly. 
This may include the research team, members of the academic team, regulatory 
bodies and research and development audit (for monitoring the quality of the 
research). All will have a duty of confidentiality to you as a research participant and 
we will do our best to meet this duty. 

Any notes or other records that identify you as a participant will be stored securely 
and I will be the custodian of these data. Any data that is used in any writing or 
publications will be codified and anonymised so that you cannot be identified. 

All data will be stored and destroyed in line with the Data Protection Act (1998). 

However, it is important that you realise that in agreeing to take part in group work 
you will be working with other participants. We will strongly ask that all members of 
the group you belong to respect yours and others confidentiality but we cannot 
guarantee that they will. We also ask that you respect other group members‟ 
confidentiality for the same reason. 

Involvement of the General Practitioner/Family doctor (GP) and other care 
services. 

It will be necessary to inform your general practitioner that you are taking part in this 
study as they will be responsible for your ongoing care. I will be seeking your 
consent to inform them of your participation.  

It may be that I have cause for concern about your health or safety during or after 
your participation in the study. If I do have concerns I will need to inform your general 
practitioner or other appropriate services of these as I have a legal duty of care to 
protect you and others from harm that overrides my obligation to maintain 
confidentiality. If this is the case I will explain my reasons to you at the time that I do 
this. I may also have to produce a written report on any such incidences, which will 
be sent to the University of Glamorgan‟s Research Department and the Cwm Taf 
Health Board Research Risk Review committee. 

What will happen to the results of this study? 

The information that you give me will be anonymised and will be used to produce a 
report on how your group worked. You will be given a copy of this report and can 
comment on it if you wish. If you agree, your comments will be documented 
anonymously in my thesis. This report will form part of my thesis for my higher 
degree. If you are interested I will send you a copy of any publications that arise from 
the study and will invite you to attend a presentation on the study at The University of 
Glamorgan.  

 

Who is organising and funding the research? 

The project is being sponsored by the University of Glamorgan. The University of 
Glamorgan is my employer and they are paying my course fees and meeting the 
costs of the research study. 
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Your general practitioner or pain clinic is not receiving any funding for this research. 

Who has reviewed the study? 

All the research in the NHS is looked at by an independent group of people, called a 
Research Ethics Committee, to protect your interests. This study has been reviewed 
and given a favourable opinion by South East Wales Research Ethics Committee, 
Panel D. The study has also been reviewed by the Research Risk Review Group at 
Cwm Taf Health Board. 

This study has also been reviewed and approved by the Faculty of Health, Sport and 
Science Research Ethics Subgroup and Research Progression Board at the 
University of Glamorgan 

Thank you for taking the time to read this information sheet and for considering 
taking part in this study.  

Further information and contact details  

1. For Specific information about this research project contact 

 

Mr Gareth Parsons 
Senior Lecturer 
Dept Care Sciences 
HESAS 
University of Glamorgan 
CF37 1DL 
01443 483147 

Email: gparsons@glam.ac.uk 
 

Dr Allyson Lipp  
Principal Lecturer 
Dept Care Sciences 
HESAS 
University of Glamorgan 
CF37 1DL 
01443 483157  

Email: alipp@glam.ac.uk 

 
 

2. For Advice as to whether you should participate either contact me, Gareth 
Parsons, or my supervisor (details above) or your general practitioner or the Pain 
Clinic who referred you to me: 

3. If you are unhappy with the study then you should approach me in the first case 
but if I cannot help you or you don‟t want to approach me then contact. 

 

Mrs. Karen Roberts 

Research Administration Manager, 

Faculty of Health, Sport and Sciences 

University of Glamorgan 

CF37 1DL 

01443 483158 

 

 

mailto:gparsons@glam.ac.uk
mailto:alipp@glam.ac.uk
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Appendix 4: Outline Schedule for LREC 

“Using a Learning Community to Manage Pain” 

Week 1: (2 Hours) 

 Greeting 

 Ice breakers,  

 Working on group dynamics 

 Establishing ground rules 

 Introduction to the research diary 

 Writing a personal story and 
choosing to share it. 

 Reflecting on this 

 Identifying problems 

 Choosing a problem as an 
individual 

 Choosing a problem as a group 

 Beginning to write the action 
plan 

Weeks 2 -4: (3 x 2 Hours) 

 Greeting 

 More ice breakers, 

 Work on group dynamics, 
encouraging participation 

 Revisiting ground rules 

 keeping the research diary 

 Sharing entries 

 Responding to researcher memos 

 Reflecting 

 Considering action plan 

 Reflecting on plan 

 Evaluating progress 

 Reviewing the plan 

 Rewriting the plan 

Weeks 5 -7: (3 x 2 Hours) 

 Greeting 

 Work on group dynamics, 
encouraging active participation and 
leadership 

 Reflecting on this 

 Revisiting ground rules 

 keeping the research diary 

 Sharing entries 

 Responding to researcher memos 

 Reflecting 

 Considering action plan 

 Identifying new problems 

 Reflecting on plan 

 Evaluating progress 

 Reviewing the plan 

 Rewriting the plan 

Weeks 8 &9: (2 x 2 Hours) 

 Greeting 

 Work on group dynamics, 
encouraging active participation and 
leadership 

 Reflecting on this 

 Revisiting ground rules 

 keeping the research diary 

 Sharing entries 

 Responding to researcher memos 

 Reflecting 

 Considering action plan 

 Working towards a conclusion 

 Reflecting on plan 

 Evaluating success 

 Reviewing the plan 

 Rewriting the plan 
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Weeks 10: (1 x 2 Hours) 

 Greeting 

 Work on group dynamics, 
winding down 

 Celebrating and appreciating 
achievements  

 Reflecting on this 

 Finishing off tasks 

 Concluding the research diary 

 Completing the plan 

 Celebrating success 

 Leaving behind unfinished 
business and failures 

 Summarising the experience 

 Having a final say 

 Concluding 

 Saying Goodbye and 
acknowledging the end 

 
 

Examples of summarising questions 

1. What suggestions do you have for improving the way the action research project 
was structured, presented, and implemented? (This question relates to what the 
researcher should change in order to do this better next time.)  

2. If you could do your action research project over again, how would you do it 
differently? What changes would you make? Why?  (This question relates to what you 
would change in order to do this better next time.)  

3. Would you use the action research methods you learned again? Why or Why not?  

4. What other problem(s) (pain problems) would you like to explore? 

5. What other areas of your would you like to explore? 

6. If this action research project helped you to plan and implement changes, how did 
it help? If it didn’t help please state why? 

7. What was the most difficult aspect(s) of doing action research?  
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Appendix 5: Consent Form v3 

CONSENT FORM 

Centre Number:  

Group Number: 

Patient Identification Number for this trial 

Title of Project: Using a learning community to manage pain 

Name of Researcher: Gareth Parsons 

Please initial box  

1. I confirm that I have read and understand the participant 
information sheet dated 11/05/2010 (version 3) for the above study. I 
have had the opportunity to consider the information, ask questions 
and have had these answered satisfactorily. 

2. I understand that my participation is voluntary and that I am 
free to withdraw at any time without giving any reason, without my 
medical care or legal rights being affected.  

3. If I withdraw from the study or have to leave the study for other 
reasons then I agree to allow my contribution up to the time of 
withdrawal or leaving to continue to be used confidentially in 
connection with the purposes for which consent is being sought. 

4. I understand that I will be keeping a learning journal and that I 
will be asked to share material from this learning journal with the 
researcher and that this may also be looked at by individuals from the 
University of Glamorgan or from Cwm Taf Health Board regulatory 
authorities, where it is relevant to my taking part in this research. I give 
permission for these individuals to have access to these materials 

5. I agree to my general practitioner being informed of my 
participation in the study.  

6.  I agree to take part in the above study.  

_______________   ________________  _________________  

Name of Participant   Date    Signature  

_______________   ________________  _________________  

Name of Person   Date    Signature  
taking consent 

When completed, 1 for patient; 1 (original) for researcher site file.  
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Appendix 6: Inclusion and Exclusion Criteria 

Inclusion Criteria 

Participants will: 

 Be aged above 18 years old on the day they agree to participate, no upper age limit 

is set as it is anticipated that a person of any age could benefit from participation. 

 Be Male or Female 

 Have chronic pain that has lasted for six or more months, this will be defined by 

diagnostic code or in GP surgery’s by a consecutive repeat prescription history of analgesia 

for the past six months94. 

 Have good general physical and/or mental health and/or well managed co-

morbidity. 

 Not have an existing self-harming problem 

 Will be able to converse and write in English. 

Exclusion Criteria 

Participants must not: 

 Be aged less than 18 

 Be in poor physical and/or mental health or have poorly managed co-morbidity 

 Have untreated co-morbidity 

 Had pain for less than 6 months 

 Have an existing self harming health problem 

 Be unable to converse and write in English 

                                                      
94

 However as can be seen in Chapter Four, Table 4:1, this requirement was further limited to 
facilitate participant identification 
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Appendix 6: Participants in the first learning community (LC1) 

Annie 

Annie attended nine sessions, missing the eighth session due to illness. Annie had worked 

at home since having her two children, who were now both grown-up and would often 

provide childcare for her grand children. Prior to her onset of pain she described her life as 

active and adventurous. She used to ‘jog on Bondi and Manly beaches when she lived in 

Australia’ (LC1: Sasha’s notes/Session 7) and her ‘hobbies had involved activity, such as 

horse riding’ (LC1: My Notes/Session 6). Annie had been diagnosed with fibromyalgia; a 

condition that she felt caused her issues with the legitimacy of her pain and adjustment to 

it. Annie discussed her relationship with others in some detail, how her ‘husband felt lost at 

times and have not come to terms with (her) illness/disability’ (LC1 Annie’s notes/Session 4) 

and her difficulties with talking to her general practitioner. The other participants 

addressed this concern; they compared their easy-to-diagnose problems with having a 

problem that was not diagnosed for years. Suzanne noted in Session 5 that it ‘must be very 

hard to deal with. Words like “stoic”,  “gritty” and “determined” come to mind in describing 

her (along with elegant and compassionate)’. Suzanne was witty and had ‘a dark sense of 

humour’ (LC1: My notes/Session 5) which amused everyone, this was often used to good 

effect to lighten the mood or to emphasise a point. 

Candi 

Candi was retired but unlike Suzanne ‘she missed work at first’ although she was ‘too busy 

to miss it’ now (LC1: Sasha’s notes/Session 8). She liked company and her main occupation 

was providing child-care for her grandchildren (LC1: Annie’s notes/Session 3). Although 

being a grandparent was a source of pride, resentment at always being the child-minder 

was a source of stress and guilt. Both ‘Sasha and Candi had to take care of themselves 

during the week as their partners work away’ (LC1 Annie’s notes/Session 7), her husband 

was a master baker and often gave demonstrations at trade fairs, this meant that she 

frequently brought cakes and treats to the sessions and these provided a focus of 

discussion as well as enjoyment to participants. Candi was stoical about her pain and did 

not discuss it with her family ‘her philosophy is to "grin and bear it and keep taking the 

tablets"’ (LC1: Sasha’s notes: Session 3). 
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Unlike the others Candi did not take notes, her strengths lay in the support she gave to 

other participants, her listening skills, which gave space for others to talk and her friendship 

with another participant Sophie. Candi and Sophie ‘are good friends and derive a great deal 

of support from each other’ (LC1 Annie’s notes/Session 4). When Sophie could not attend 

Candi often represented her interests in the group and provided a means by which Sophie 

was felt by the others to be engaging even though she was not present. 

Gaynor 

 

Appendix 6 Figure 1: Gaynor’s Flipchart 

Gaynor, a mature student nurse, only attended one session, during which she was ‘very 

quiet and thoughtful’ (LC1: My notes – session 1). However, she had a significant role in the 
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group through her actions. Firstly through documenting her thoughts on a flipchart 

(Appendix 6 Figure 1: Gaynor’s Flipchart), and as these were displayed at subsequent 

sessions, these acted as a reminder of her presence throughout the following sessions.  

Secondly as the first participant to write on the flipcharts, Gaynor began the process of 

participant writing characterised by this group and in effect ‘giving permission’ to others to 

follow her lead. Lastly through her disclosure to other participants about the nature of her 

pain, this led others to speculate on her reasons for non-attendance, contributing to a 

reflective process by which participants considered why they had taken part and the 

consequences of this decision. 

James 

James only attended the second session; his stated reason for not continuing was transport 

issues. Other than the researcher he was the only male participant and only directly 

interacted with Sasha and Annie. Despite this participants felt that ‘It was good to meet 

James and have a male view point added to the group’ (LC1: Annie’s notes/Session 2). The 

lack of a male viewpoint was mentioned a few times by all participants at subsequent 

sessions and consequently participants often referred back to James statements for a ‘male 

perspective’ (LC1: Sasha’s notes/Session 3). This gave him a presence, even whilst absent 

among the group. It was noted that he was ‘very optimistic about’ elective back surgery 

(LC1: Annie’s notes/Session 2). Other participants did not share this optimism but it was 

noted by Suzanne that ‘he had contributed a very positive dynamic to the group especially 

in his total conviction that his surgery will work’ (LC1: Susanne's Notes/Session 3) and the 

other participants considered this view when they debated treatments and their effects. 

Morse 

Morse was a qualified nurse who had to give up work due to illness. She provided a 

detailed before and after account of developing chronic pain as a consequence of 

treatment for another chronic illness. This autopathography proved to be a catalyst for 

other participants and is dealt with in some detail elsewhere in the thesis.  Her writing was 

personal and reflective, mainly documented her own struggles with pain, unlike the other 

participants who mainly reported upon the group discussion. As with Annie she reflected 

upon her past life, her involvement with the local community, ‘school, brownies, Scouts’ of 

being ‘a very hand on Mum’ (LC1: Morse’s notes/Session 3) whilst running a home, looking 
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after her ill husband and working in a nursing home, and contrasted this with her present 

condition. She described her love of music and reading, especially detective stories, hence 

her chosen pseudonym, and disclosed that she was a prolific diarist and poet as well as 

having a ‘stubborn streak’ and a ‘wicked sense of humour’ (LC1: Morse’s notes/Session 3).  

Adjustment, and fear about the future as well as ‘her need for her husband to understand 

and accept her difficulties and condition’ (LC1: Annie’s notes/Session 3) but also the desire 

to protect those around her from her pain and illness were key themes in her writing and in 

the group discussions. Morse attended seven sessions, missing one due to illness and two 

due to holidays. She always arrived early, was cheerful, humorous and ‘bubbly’ (LC1: Sasha 

Session 5), Sasha noted that ‘she does enjoy life but on the other hand does not like what 

life has dealt her’ LC1: Sasha Session 3). 

Sasha 

Sasha described herself as a ‘control freak’ (LC1: Sasha Session 3 & my notes/Session 3). 

From the first session she described herself as having ‘OCD’ – not in a clinical sense but in a 

way that meant she sought perfection and to do her best, and used rituals to help her 

manage her life, even when this caused her pain to worsen. Sasha referred to this as ‘doing 

it my way’. She was working full-time; her work involved administrative duties and often 

left her very tired, but was also very house proud. Other participants recognised this Annie 

noted in Session 7 that ‘able bodied souls do not use the amount (sic) energy and effort that 

Sasha does’. 

Sasha described herself as ‘liking company’ (LC1: Sasha's Notes/Session 8) and she 

attended every session where her contribution was much appreciated by the others ‘I was 

very pleased to see her, she is always involved, vociferous and humorous in debates’ (LC1 

Annie’s notes/Session 4). Early on (Session 3) she summed up her general attitude as ‘still 

coping despite the pain so all is okay, isn't it?’ This approach was acknowledged by others 

with Suzanne commenting that ‘Sasha is like a quiet but determined rock who has worked 

out where she is with life (or so it seems to me)’ (LC1: Suzanne’s notes/Session 5). On 

another occasion (Session 7) Annie noted ‘there’s not a weak bone in her body. I admire her 

determination’. As noted under Candi’s profile above, Sasha’s partner worked away but 

when he was at home she felt he ‘tried to do too much and she strived to keep her 

independence’ (LC1: Annie’s Notes/Session 2).  
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Sophie 

As already noted above Sophie and Candi were good friends. Sophie was working in a care 

setting and due to problems in work had to change her pattern of work, ‘Candi explained 

Sophie may not be likely to attend future meetings due to over-night work commitments’ 

(LC1: Annie’ notes/Session 3), this meant that she could not attend the sessions in the 

evening as she had hoped. She also ‘had said to Candi that she did not feel that she was 

“bad enough” to merit being in the sessions’ (LC1: Sasha's Notes/Session 9). Consequently 

she only attended two sessions. However, there was a perception that she continued to be 

vicariously involved through her friendship with Candi and participants were reluctant to 

see her leave ‘Sophie queried her place in the group. I believe she is a positive and valuable 

member of a group’ (LC1: Annie’s notes/Session 4). Sophie’s contribution was significant in 

Session where relationships with health professionals and reliance upon medication where 

explored during which ‘she talked in depth about her post operative experiences with 

humour’ (LC1: My notes/Session 4) 

Suzanne 

Suzanne was a regular participant, attending nine sessions. She was retired and ‘enjoyed 

retiring…. quite happy in her own company’ (LC1: Sasha’s notes: Session 8). Although she 

never mentioned her occupation specifically, she discussed the fact of being a woman with 

‘career demands’ (LC1: Suzanne's Notes/Session 7) and she clearly had a role that involved 

professional and managerial duties. Suzanne often took on a similar role as an informal 

‘chairperson’ during sessions and also ‘confessed to being a control freak’ (LC1: Suzanne 

Session 3). 

This role was first adopted in the first meeting. Following the introductions as participants 

began to open up and freely and rapidly exchange ideas, I mentioned that a lot of good 

information was being discussed – I was struggling to record this data at the time. Before I 

could ask what the group should do about this Suzanne acted ‘Permission obtained from 

the group to the taking of notes’ (LC1: Suzanne’s notes/Session 1). This pattern of seeking 

permission and consensus exemplified Suzanne’s approach to the other participants. 

Subsequently she made these notes available to others referring to keeping minutes as part 

of her work role and this act began a pattern of self-recording and sharing among other 
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participants, notable Sasha and Annie. 

As well as these organisational abilities, Suzanne brought skills of reflection, summarising, 

wit and humour to the group. Annie succinctly stated these as ‘Suzanne's little gems of 

wisdom’ (LC1: Annie’s notes/Session 7). 
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Appendix 7: Participants in the third learning community (LC3) 

Alice 

Alice had about to ‘just turned 50’, and had two daughters, ‘one a nurse one a nursery 

nurse’. She attended the first session only95. She was the first person in LC3 to begin to talk 

about her pain. She described it as making her feel sick, which provoked a discussion 

amongst the others about their pain symptoms, only one Sian agreed with Alice that they 

also ‘feel sick but not actually being sick, like migraine’ when their pain is at its worse. Alice 

described her pain as ‘arthritis’ in her hip and neck, Vic who also had arthritis after 

explaining his experiences asked Alice ‘It stops you from doing what?’ her response was 

‘walking’ and ‘lying’. Whilst her pain was a problem her mobility was more severely limited 

by a chronic respiratory disease which worsened in the winter ‘in the winter my chest is 

worse, walking on the flat is like walking up Sanitation Hill’. These two issues combined to 

make climbing stairs very difficult. Unfortunately as the sessions were held on the first floor 

with no access via an elevator, Alice had to withdraw and did not attend further sessions. 

This limited her input to the group, although she was actively involved in the discourse at 

this session, particularly around the success and lack of success of different treatments for 

pain. 

Daniel 

Daniel was also very active, attending eight sessions. His first came to the second session 

and only missed the ninth session due to a holiday. He had worked away and lived in 

London for a while, but had returned home on retiring due to ill health following a work 

related problem. Daniel liked to keep himself active through cooking and gardening. Daniel 

tended to be reflective in his interactions and was valued by the other participants as a 

good listener Daniel did not often say much in discussions, but he was a very willing 

participant, he listened to others, expressed empathy, with the result that other 

participants found it very easy to talk to and around Daniel. 

Drewe 

Was the youngest participant, in his mid twenties, he only attended two sessions, session 

                                                      
95

 All quotes in Alice’s description are taken from my notes for LC3 Session 1 
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two and five. Drewe had a past history of substance misuse, which he stated was partially 

to manage his neck and shoulder pain although he was actively engaged in treatment for 

this. Drewe had been in prison recently although he did not disclose the reason for this. He 

was currently on parole and he discussed the impact this had on his personal life, as he was 

a father but his daughter’s mother had returned to Poland with his daughter and was in a 

new relationship. He was working at a meatpacking factory. 

Jane 

Was a very active participant, her first attendance was at the second session and she 

attended six sessions in total. Jane had back pain, for which she had had surgery that did 

not help. Jane had moved to the area, she was working as ‘a housing officer; there was a lot 

of travelling around mid-Wales so I relocated to here’ (LC3: my notes/Session 2).  

John 

John was the only participant who attended the first session who maintained an active 

engagement, missing three sessions due to holiday. John was in his late forties and had 

received an injury in work that coincided with the business he was working in going under 

and subsequently led to his redundancy. He was receiving a disability pension and was not 

deemed fit for work due to his ongoing and complex pain problem, which affected his right 

arm and leg. John had been an Information Technology worker. 

Louise 

Unlike the other participants, Louise was born with a congenital condition that meant she 

developed chronic pain as a teenager. In discussion she considered that this gave her 

different perspective on her chronic pain to the other participants. Louise worked with 

young children but was concerned about her ability to continue to work directly with 

children; recently she had completed a degree in children’s studies and was about to 

commence an education qualification. It was her ambition to move into teaching childcare. 

Mary 

Attended the first session but left halfway through as she was relying upon someone for a 

lift and could not stay. During this hour she was engaged in discussion with the other 

participants around the emotional impacts of her shoulder and ankle pain. Mary later 
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informed me that she had subsequently injured her affected ankle and was advised to rest 

it. Due to this she no longer wished to attend the group sessions. 

Sian 

Was about to celebrate her fiftieth birthday. She attended the first and third sessions and 

played a prominent role in these groups, particularly in discussions around, symptoms, 

treatments, attitudes of others and being unable to work. She described her pain as 

fibromyalgia and also experienced fatigue. Sian withdrew from the group following careful 

consideration as she found the sessions upsetting. In an email to me she detailed her 

reasons for not continuing: 

‘I am writing to advise you that I won’t be coming along to any further meetings. I 
hate letting you down but the honest truth is that I am trying my best to be positive 
and to keep upbeat even when things are really bad and I was of the opinion it was 
helping - until I started attending the meetings. 

You see my problem used to be taking to heart everyone else’s problems and having 
nothing left to help myself. I can’t go back there again it upset me hearing (Jane’s) 
story and seeing how ill and how sad she is. I was like her 6/7 years ago struggling 
to get up in the morning go to work and trying not to show others how ill I really 
felt.  I ended up have a physical and emotional breakdown I pray for Jane that this 
doesn’t happen to her and that she gets the help she needs and of course the others 
not forgetting them - they all need help in some way or other I will think and pray 
for them. 

For me after each meeting it takes so much out of me trying to look and feel normal 
that I get home take my face off and just ‘hang’ I look ‘hanging’ too. 

I really regret that I don’t have the strength to continue to help you and the others 
but I have learnt that it’s just me suffering from this particular condition and the 
negativity and strain from the meetings is too much for me at this time 

LC3: Sian email 

Vic 

Attended three sessions, the first two and the fourth, but his presence was strongly felt by 

the other participants. Vic was recognised as ‘being a very passionate man with a great 

deal of knowledge’ (LC3: Louise’s notes/Session 4). Vic was intense and often started a 

thread of discussion. However, whilst he was forthright in his opinions he was also very 

interested in the other participants. This genuine interest in their experiences meant that 

although he had a dominant role he did not dominate the discussion.  Although Vic was 

retired from a self-employed business as a heavy plant contractor his passion was Jazz, now 
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he mainly listened to it but ‘I was a Jazz drummer, you know Mad, miss all that.’ (LC3: My 

notes/Session 1). In the past he was a heavy drinker, but had given that up ‘21 years ago. I 

separated and then stopped’ (LC3: My notes/Session 1) after he separated he continued to 

live alone in a big house. He was lonely, he also described himself as having little patience 

for ‘time wasters’ and when driving. He spoke about how he often got angry and frustrated, 

and that this was part of his nature, particularly when he was in pain or when he did not 

get the appropriate care:  

‘It’s worse in the mornings, you should never catch me in the mornings – on the 
phone I’m “Yes!” I have no patience. I know they say I’m a Jazz drummer and they 
are aggressive but I have no patience now compared to how I was.’  

LC3: My notes/Session 2 

He did not like hospitals or the attitudes of health care professionals and the way help is 

offered. He recognised this caused him problems ‘I’ve got aggressive on my notes’ (LC3: My 

notes/Session 2). A discussion around this point among participants developed a common 

theme on attitudes by health professionals. 

Vic was meticulous at checking my notes and often corrected errors for example ‘he made 

comments about my spelling, especially about Miles Davis name’ (LC3: My notes Session 2) 

although he was reluctant to make notes himself he did discuss keeping a pain diary as he 

was trying to understand his pain which was not ‘so predictable, one minute he could be 

fine and the next do something really simple, like pick up a bag of sugar and he’s unable to 

move’ (LC3: My notes Session 2). 
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Appendix 8: Training and Education in Support of the Study 

Date and Venue Training and Education 

December, 2007  

University of Bath: A programme of 

experiential training workshops 

Facilitation as participative action inquiry:  

Module 1 

What is facilitation if we understand groups 

through a framework of group development and 

dynamics? 

March, 2008  

University of Bath: A programme of 

experiential training workshops 

Facilitation as participative action inquiry 

Module 2 

What is facilitation if we understand 

groups/organizations through a framework of 

systems thinking? 

March 2008 

The UK Grad Programme 

Cardiff University Grad School 

How to be an effective researcher  

June, 2008 

University of Bath: A programme of 

experiential training workshops 

Facilitation as participative action inquiry 

Module 3 

What is facilitation if we understand 

groups/organizations through a framework of 

complex self-organizing systems? 

24th June 2008 – July 4th 2008 

Dublin City University 

Dublin 

European Academy of Nursing Science 

Summer School for Doctoral Studies year 1 

2008/2009 

HESAS 

University of Glamorgan 

PG4D002 Research Methods Module (40 credits) 

level M 

March 2009  

Research Department 

University of Glamorgan 

Pete Moore Communication Ltd 

Writing quality papers 
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29th June – 4th July 2009 

Turku University 

Turku, Finland 

European Academy of Nursing Science 

Summer School for Doctoral Studies year 2 

5th July – 10th July 2010 

Witten-Herdecke University 

Witten, Germany 

European Academy of Nursing Science 

Summer School for Doctoral Studies year 3 

23rd November 2010 

Research Department 

University of Glamorgan 

Pete Moore Communication Ltd 

Planning & Writing Your Thesis – with Pete Moore 

2007- ongoing 

HESAS 

University of Glamorgan 

Student forum meetings 2007- 2013 

September 2011 

Maastricht University 

Maastricht, The Netherlands 

European Doctoral Nursing Conference 

September 2012 

Graz University of Health Care 

Graz, Austria 

European Doctoral Nursing Conference 

July 2013 

Nijmegen University 

Nijmegen, The Netherlands 

European Academy of Nursing Science 

Summer Conference 

Participation in Nursing Research 
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Appendix 9: Publications and Conference Presentations 

Publications 

Parsons, G, (2013) ‘Civilized Oppression in Chronic Pain: Results from the Participatory 
Action Research Study ‘Using a Learning Community to Manage Pain’ Verpleegkunde, 1, 
(March) p 38 

Parsons, G. (2011) ‘Pain prevalence at a Swedish university hospital: 65% of inpatients 
reported pain in the past 24 h’. Evidence Based Nursing (November 22nd) 

Book Publications 

Publication of a book on pain management which includes a chapter on chronic pain 
management: 

Parsons, G., Preece, W., (2010). ‘Principles and Practice of Managing Pain: A Guide for 
Nurses and Allied Health Professionals’. Open University Press, Maidenhead. 

Conference Presentations 

Parsons, G. (2012) ‘Civilized Oppression in Chronic Pain: Results from the Participatory 
Action Research Study ‘Using a Learning Community to Manage Pain’ The 13th European 
Doctoral Conference in Nursing Science, 14 September 2012, Medical University of Graz, 
Graz, Austria  

Parsons, G (2011) ‘Civilized Oppression in Chronic Pain Patients: Preliminary results from a 
Participatory Action Research Study’ Cwm Taf Health Board Annual Research and 
Development Conference 2011, Prince Charles Hospital Merthyr Tydfil 

Parsons G (2011) ‘Mastering communication about pain, an action cycle: Preliminary results 
from the participatory action research study: Using a learning community to manage 
chronic pain’, The 12th European Doctoral Conference in Nursing Science, 17th September, 
Maastricht University, Maastricht, The Netherlands 

Parsons G (2011) ‘Pandora’s Box is for closing as well as opening’, HeSAS Showcase 
Seminar, 9th February 2011, HeSAS, University of Glamorgan 

Parsons G (2010) ‘Access to Participants: Overcoming challenges in a participatory action 
research study’ Proceedings of the European Academy of Nursing Sciences. 
Witten/Herdecke University, Witten, Germany. 

Parsons G (2009) ‘Using a learning community to manage pain: Recruitment issues’ 
Proceedings of the European Academy of Nursing Sciences, University of Turku, Turku, 
Finland. 

Parsons G (2008) ‘Using a learning community to manage pain: A Participatory Action 
Research Study’ Proceedings of the European Academy of Nursing Sciences Doctoral 
Summer School, Dublin City University, Dublin, Republic of Ireland. 
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