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Abstract

In the UK, around one-third to one-half of the population are estimated to be affected
by persistent pain, a long-term complex condition which can have serious implications
for an individual’s everyday functioning and quality of life. A biopsychosocial approach
to care and pain management programmes can be adopted as a treatment option.

A growing body of research supports the effectiveness of Acceptance and
Commitment Therapy based pain management programmes. This research, however,
is based on analyses of pre-post changes in pre-defined outcome measures. Limited
qualitative research has focused on programme evaluation and the notion of
acceptance.

This study aimed to explore the individuals’ everyday experience of change as they
progressed through a pain management programme to enhance understanding of the
change process from the individuals’ perspective. This study also aimed to establish
how auto-driven photo-elicitation can support participants to articulate their pain
management journey.

Nine participants who were part of a six-week online pain management programme
were asked to generate weekly images representing a meaningful change in their pain
management. These images were discussed in photo-elicitation interviews at week
two, four and six of the programme. Transcripts were analysed using thematic
analysis.

The findings represented the way participants created meaning associated with
changes in their pain management across the three timepoints of data collection. The
significance of these time points in relation to pain management were constructed as:
(1) Insight and Awareness, (2) Integration and (3) Reframing. All participants
described a shift in their perspective towards pain, which appeared to be facilitated by
factors of ‘acceptance’ and ‘empowerment’. Auto-driven photo-elicitation was found
to ‘invite reflection’ and held ‘therapeutic value’ which facilitated the change process.

Photography was found to be an engaging and valuable method for helping individuals
articulate their pain management journey. This provides support for the adaptability
of pain management programmes and the use of photography to create therapeutic
opportunities.
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Chapter 1 - Introduction

You get so focused on what’s happening to you, why it's happening
to you? Consumed with pain and managing it. What can | do to stop
it? What can | do to change this? Who can help me? You forget
you’re supposed to live your life as well (Quote from Sarah)

1.1 Chapter Overview

For some individuals their everyday living is dominated by the experience of persistent
pain and this can have a significant impact upon their life. Pain can impact upon
mobility, mood, anxiety, sleep, ability to work and role within the family. Consequently,
there is a strong and growing need for a biopsychosocial approach to care with
emphasis on self-management (British Pain Society, 2013). However, it has been
nationally recognised that there are deficiencies in current knowledge and practise in
areas regarding pain management care (National Institute for Health and Care
Excellence, 2020). The limitations in this knowledge may have a negative effect not
only on those living with pain but also on service usage and costs. As a result, further
research is required to explore elements that could contribute to more effective pain

management care and ultimately support those living with persistent pain.

The aim of this chapter is to provide an overview of persistent pain and the significance
of the experience on the individual and wider society. It is through this overview that

| will establish my interest in the topic and provide an overview of this thesis.



1.2 Background and Context — Persistent Pain

Pain is defined as “an unpleasant sensory and emotional experience associated with
actual or potential tissue damage or described in terms of such damage” (International
Association for the Study of Pain, 2011, p.210). This is pain usually lasting fewer than
three months as within the normal healing time following illness or injury. Persistent
pain, sometimes termed chronic pain or long-term pain, is pain that exists beyond the
normal healing time of three months and is defined as “a common complex sensory,
emotional, cognitive and behavioural long-term health condition which occurs when
pain cannot be resolved by available medical or other treatments” (British Pain
Society, 2013, p.10). In this thesis, the term persistent pain is used, the term chronic
may have negative connotations. Persistent pain can be primary, that is, there is no
clear underlying condition and the pain appears to be out of proportion to any
discernible injury or disease, for example, fibromyalgia and musculoskeletal pain, or
secondary to underlying conditions, for example, osteoarthritis, rheumatoid arthritis

and endometriosis (National Institute for Health and Care Excellence, 2021).

Despite several national reports highlighting the significance of persistent pain in the
UK (British Pain Society, 2013; National Pain Audit, 2013), prevalence is unknown but
estimated to affect one-third to one-half of the population (Fayaz et al., 2016).
Prevalence alone does not capture the enormity of the healthcare burden with an
annual estimated £537 million spent on prescriptions for pain in 2016, almost half of
people having a diagnosis of depression and two-thirds of people being unable to work
(British Pain Society, 2013; National Institute for Health and Care Excellence, 2018).

Furthermore, with back pain accounting for one-third of all disability benefits claims in



the UK (National Institute for Health and Care Excellence, 2018). Thus, the costs of
persistent pain to the individual and society are vast and as such, this is cited as a

global public health priority (Goldberg and McGee, 2011).

The experience of living with persistent pain can be severely limiting and compounded
by a number of social, psychological and biological factors, for example, deprivation,
lack of access to services, anxiety, depression, psychological distress and previous
trauma (National Institute for Health and Care Excellence, 2021). As a result, current
treatment guidelines place a strong emphasis on these biopsychosocial
consequences of persistent pain and the need for multidisciplinary care (British Pain
Society, 2013; Faculty of Pain Medicine, 2015). Persistent pain can have severe
effects on an individuals’ quality of life (Williams, Eccleston and Morley, 2012), with
the principle aim of treatment to enable people to achieve a normal life as possible by

reducing physical disability and emotional distress (British Pain Society, 2013).

Those with persistent pain are often offered a treatment known as a Pain Management
Programme (PMP), which is a multidisciplinary led group intervention to promote self-
management, improve daily functioning and overall quality of life (British Pain Society,
2013; Faculty of Pain Medicine, 2015; National Institute for Health and Care
Excellence, 2020). However, guidelines (British Pain Society, 2013) generally do not
specify details of the content or delivery methods of PMPs, making it difficult for care
services to develop effective PMP delivery. Cognitive Behavioural Therapy (CBT)
theories and principles frequently underpin PMPs and there is an evidence base
suggesting some effectiveness (British Pain Society, 2013). CBT approaches

presuppose that the difficulties experienced from pain are cognitively mediated.



Consequently, if work is undertaken to change an individuals’ problematic thinking and

inaccurate beliefs then daily functioning will improve (Moseley and Butler, 2015).

Evidence is now emerging about the application of ‘third wave CBT’ therapies, such
as, Acceptance and Commitment Therapy (ACT) in pain management settings. ACT
is a structured therapeutic approach that moves beyond the more traditional cognitive
therapies by incorporating additional skills, for example, mindfulness and values
(Hayes, 2004). Whereas CBT works by identifying and changing negative thoughts,
ACT holds that pain and discomfort are a fact of life and encourages acceptance of all
distressing internal experiences rather than trying to change them (Luoma, Hayes and
Walser, 2007). Within persistent pain treatment, the aim is to help individuals develop
greater psychological flexibility in order to flexibly respond to pain, distress and related
experiences and move towards behaviour in line with goals and values (Dahl and
Lundgren, 2006; Thorsell et al., 2011). Chapter two will explore these processes in

greater depth.

1.3 Conceptualising Change During Pain Management

There is growing evidence to support the effectiveness of ACT for persistent pain
(Dahl, Wilson and Nilsson, 2004; Wicksell et al., 2008; Thorsell et al., 2011; Wetherell
et al., 2011; Steiner, Bogusch and Bigatti, 2013; Wicksell et al., 2013; Luciano et al.,
2014; Trompetter et al., 2014) and more specifically PMPs (Vowles, Wetherell and
Sorrell, 2009; McCracken and Gutiérrez, 2011; Veehof et al., 2011; McCracken, Sato
and Taylor, 2013). However, current research is largely based on self-report

measures which are open to respondent biases and confounding variables and



attempt to define processes in functional terms, but omit to explore any subjective
interpretations. As a result, what constitutes these processes and meaningful change
for individuals in a person-centred way is overlooked. It is important to explore the
subjective nature of the experience of persistent pain because only individuals within
this population can shed light on their own experiences (Egan et al., 2017). The
underlying philosophy of ACT-based treatment for persistent pain is to improve daily
functioning, participate in daily activities and engage in a valued meaningful life.
However, little is known about how this change transcribes into everyday life, such as,

how change becomes constituted through everyday living.

Whilst a few qualitative studies have explored meanings of acceptance of pain (Biguet
et al., 2016; Biguet, 2019; Casey et al., 2019; Casey et al., 2020) there is a distinct
lack of knowledge about the process of change. Qualitative studies have focused
upon the experience of attending a PMP, however, these have not directly considered
how clients experience and make meaning of their changes. This oversight suggests
the need for further research directly related to the clients’ journey that allows for the
emergence of all components that are individually meaningful and reflective of daily

living with persistent pain.

1.4 Rationale for the Current Study

Growing patient expectations for NHS services to be person-centred is driving a need
for change in the way that pain management services are organised and
commissioned (Faculty of Pain Medicine, 2015; National Institute for Health and Care

Excellence, 2018). In this regard, there has been a call for more research that could



contribute to the development of more effective PMPs that are tailored to understand
the qualitative needs of the individual and improve programme receptivity (National
Institute of Health and Care Excellence, 2020). One of the aims of qualitative research
in health care is to understand the experience of illness and make sense of the
complex processes involved which can enable clinicians to understand the relevance
and meaningfulness of interventions (Toye and Barker 2012). Through understanding
the change experience of those experiencing it, clinicians can be empowered to make
service level improvements to improve care and ultimately the lives of those living with

persistent pain.

As a psychotherapist working in a community pain management clinic my day-to-day
work involves delivering PMPs and individual pain management sessions. | have
regularly observed clients completing the necessary self-report measures that aim to
capture their changes quantitatively, but this is undermined by my observation of
random box-ticking with haste. What appears to be missing by these measures are
the daily living changes made during the programme. As a result, | have reflected
upon how clients use the tools and techniques we deliver on the programme and how
this translates to meaningful changes in their daily life and how this deeper
understanding might help to improve the content and delivery of PMPs. Individuals
living with persistent pain are experts in their own lives and understanding of change.
To develop this understanding, it became clear that the perspective of PMP clients
would be crucial. This approach has not been explored by the research field and
would help to make a unique contribution to the existing knowledge base on change
during an ACT-based PMP that may directly inform service delivery and ultimately

support those living with persistent pain.



1.5 Research Aims

The aim of this study is to explore the individuals’ everyday experience of change as
they progress through a PMP to enhance understanding of the change process from
the individuals’ perspective. For this study, the term ‘change process’ is defined by
activities and experiences that individuals engage in when they attempt to modify their
behaviours across the course of a PMP. This has the potential to be the first study to
use a temporal design to directly explore change as it emerges in the daily life of
individuals attending an ACT-based PMP. The proposed research will look to build
upon understanding and knowledge of the trajectory of change during pain
management. As a result, the purpose of the research is to directly inform clinical
practise by providing new understandings regarding patient experience and their PMP

treatment.

Chapter 3 explores how Auto-Driven Photo-Elicitation (ADPE) can be employed as an
innovative and creative research method. On the strength of this promise, this study
will be the first where ADPE has been used to understand change across the course
of an ACT-based PMP. Therefore, this study will also aim to establish how ADPE can

support participants to articulate their PMP journey.

1.6 Research Questions

The aim of this study is to explore the individuals’ everyday experience of change as

they progress through a PMP to enhance understanding of the change process from

the individuals’ perspective. The study will also aim to establish how ADPE can



support participants to articulate their PMP journey. The purpose of the research is to
directly inform clinical practise by providing new understandings regarding patient
experience and their PMP treatment. In order to address the aims of the study, the
following research questions were developed with an exploratory aim to guide the

study:

1. How do participants experience and make meaning of change within their

everyday life over the course of a pain management programme?

2. How does ADPE support participants to articulate their pain management

programme journey?

1.7 Overview of the Chapter Summaries

This thesis uses a traditional format utilising five remaining chapters to develop a
rational and methodological approach to take the reader on my journey within this

research.

Chapter 2 — This chapter presents the psychological theories and concepts relevant
to pain management and ACT. This functions to provide context, direction and
justification for the literature review and subsequent current research. A review of the
research field follows the analysed research-based publications that have examined
the clinical conceptualisation of change. Shortfalls in current understanding will be
highlighted along with an outline of the research questions and prospective

contribution to existing knowledge.



Chapter 3 — This chapter offers an overview of the philosophical and methodological
bases of the study, with particular emphasis on how philosophical positioning,
research approach, methods and analysis work to address the research questions. In
order to make my position explicit, | write myself into the study and outline
preconceptions and values that | brought to this research. An overview of visual
methodologies and in particular ADPE is offered, along with consideration of
alternative research approaches and justification for use. Study ethical considerations
will be outlined and followed by a comprehensive account of the various stages of the

research process.

Chapter 4 — This chapter presents the findings from the current study. Images will be

included to enlighten participant experiences where they support the narrative.

Chapter 5 — An in-depth critical discussion of the findings in parallel and in context to
the existing literature and research questions will follow. The theoretical model
introduced in chapter three will be presented with the current study findings integrated.
This will be followed by considerations of the methodological strengths and limitations

and the unique contribution to knowledge of the study.

Chapter 6 — The final chapter will summarise the practise, policy and research
implications of the study. Recommendations will be made for further research.
Dissemination of the research will be discussed and the video created to present the

findings will be available with the link https://youtu.be/sWDGBjzjQ5Y. Notably, this

research was affected by the COVID-19 pandemic, which will be outlined and reflected

upon in this chapter. Finally, closing reflections and conclusions will be offered.


https://youtu.be/sWDGBjzjQ5Y

I have found it useful as a reflective tool because | have thought less
about what | haven'’t achieved and more about what | have achieved
(Quote from Rosemary)
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Chapter 2 - Literature Review

It doesn’t mean | can’t do it at all, it means | have to start really slowly
like the snail [...] He just goes at his own pace and gets there (Quote
from Bella)

2.1 Chapter Overview

As illustrated in the introduction, prevalence studies have shown that persistent pain
is a severe and frequent healthcare problem in terms of human suffering and
healthcare needs. Consequently, the approach to treatment requires early
intervention and comprehensive PMPs based on biopsychosocial management to
meet the needs of the individual in a person-centred way (British Pain Society, 2013).
This chapter examines the theoretical and empirical literature relevant to ACT-based
PMPs to highlight gaps in current knowledge and justify the present study. Firstly,
theories and concepts relevant to pain management and ACT are explored to provide
context. Secondly, a critical appraisal of the empirical literature will be explored in
order to examine the strength of the evidence, synthesise knowledge and present any
gaps in current understanding (Ridley, 2012; Aveyard, Payne and Preston, 2016).
This will subsequently provide focus, context and justification for the current study
which aims to explore individuals’ everyday experiences of change during a PMP

which may be helpful to inform future pain management treatment.
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2.2 The Evolution of Psychological Theories Underpinning the Treatment of

Persistent Pain

Prior to the 1960s, persistent pain was predominantly viewed through a medical model
lens as a ‘physical’ problem (Main, 2013). Whereas now it's understood to be a
complex sensory, emotional, cognitive and behavioural long-term condition which
follows when medical or other treatments are futile (British Pain Society, 2013; Main,
2013). This paradigm shift is shaped by early theories of pain, for example, gate
control theory (Melzack and Wall, 1965), an alternative approach that links both
physical and psychological variables. Melzack and Wall (1965) depict the experience
of pain as a chain of events influenced by cortical and peripheral factors. Thus, as
pain signals are sent to the brain from the body, the process becomes moderated by
psychological, social and environmental factors that affect the subjective experience
and perception of pain. This was later advanced and known as neuromatrix theory
(Melzack, 2001) suggesting that patterns of nerve impulses can be triggered by a
painful stimulus, such as injury or illness, but similarly can be triggered by factors such

as chronic stress.

Linking psychosocial factors and broadly consistent with the gate control theory,
cognitive and behavioural theories underpin the use of CBT which have informed the
field of pain management. For example, the operant theory of pain behaviour
(Fordyce, 1976) describes that pain behaviours are likely to alter as a result of the
withdrawal of positive reinforcement and the avoidance of negative reinforcement
through operant conditioning. Advancing this understanding, the fear-avoidance
model (Lethem et al., 1983) proposes that an individual may avoid movement and

activities based on fear it will lead to increased levels of pain. The notion of fear is
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driven by catastrophic thinking whereby individuals make predictions about the nature
of, consequences of and ability to cope with pain, which can result in prolonged
avoidance of activity and subsequent physical deconditioning and increased pain-
related issues. Interestingly, this implies that pain associated fears may be more

limiting than the actual pain itself in parallel with other psychological factors.

Offering further psychological insight is the theory of self-efficacy. In the context of
persistent pain, self-efficacy can be considered as: one’s level of confidence in
successfully performing activities, in service of the desired outcome, despite the pain
(Bandura, 1977). Evidence suggests that self-efficacy is important in the adjustment
to living with persistent pain (Harrison, 2012; Purtill, 2016). Influenced by these
theories, the most current understanding is based on a biopsychosocial model (Engel,
1977; Turk and Okifuji, 2002) where the experience of pain is seen to be
multidimensional and caused and maintained by the interaction of biological,
psychological and social factors. As an alternative to the dominant medical model,
this approach has been significant to the development of PMPs for persistent pain

(Turk and Okifuji, 2002).

2.3 Pain Management Programmes

PMPs are offered in the UK as a multidisciplinary intervention for individuals with
persistent pain to improve daily functioning, quality of life and promote self-
management (British Pain Society, 2013; National Institute for Health and Care
Excellence, 2020). They typically use a biopsychosocial model of persistent pain and

CBT principles as recommended by the British Pain Society (2013), in tandem with
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core standards for highly specialised pain services in the UK (Faculty of Pain Medicine,
2015). PMPs are generally delivered in a group format to normalise the pain
experience and enable shared learning opportunities (British Pain Society, 2013) and
include interventions such as pain education, activity management, goal-setting and
psychological approaches to promote behaviour change and wellbeing (British Pain
Society, 2013). Clients practise these skills in their home and other environments to
become proficient and integrate them into their daily routines. However, little has been
reported to support how this might look in an individuals’ daily life, signifying the need
for further research to look more closely at the individual process of therapeutic

change.

In an update to a 2009 review, a systematic review of randomised control trial research
looked at the psychological therapies used in the management of persistent pain. It
found that the majority of PMPs were based on CBT, but their effectiveness was
inconsistent (Williams, Eccleston and Morley, 2012). However, CBT outcome effect
sizes on pain, disability and mood had been sustained from 2009. Interestingly, the
authors acknowledged little research considered the therapeutic process and what
specific features influenced change (Williams, Eccleston and Morley, 2012).
Consistent with this view, a more recent review by the National Institute for Health and
Care Excellence (2020) found benefits to quality of life were inconsistent and there
were no benefits observed in terms of physical function and psychological distress

during a PMP.

As noted above, evidence suggests inconsistent benefits of attending a PMP. One

possibility is the emerging application of ‘third-wave CBT’ therapies such as ACT in
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pain management settings. Evidence shows promising findings for the use of ACT in
pain management (Veehof et al., 2011) and maybe more beneficial for individuals
struggling to engage with traditional CBT due to high levels of avoidance (Chiesa and
Serretti, 2011). However, some suggest ACT is the same as CBT (Hoffmann, 2008;
Hofmann and Asmundson, 2008), which arguably could blur the boundaries in delivery
and make it difficult for researchers to determine specific content and features.
Research into PMPs is dominated by quantitative approaches which capture a limited
view of the individual experience of change that may not be quantifiable.
Consequently, this highlights the importance of gaining deeper insight into the
therapeutic process from the perspective of the individual to capture the subjectivity of
both the pain and change experience. This position is supported by the National
Institute for Health and Care Excellence (2020) who have recently called for further
research to help determine elements that could contribute to the development of an
effective ACT-based programme for individuals with persistent pain, to inform future

practise and ultimately support individuals suffering from pain.

2.4 Acceptance and Commitment Therapy

As introduced briefly in Chapter 1, ACT is an innovative treatment approach developed
within a contextual behavioural science framework that has gained increased attention
over the past 25 years. It integrates elements of acceptance, mindfulness and non-
judgemental awareness into traditional CBT approaches (Hayes, 2004; Harris, 2019).
Prior to describing ACT in more detail its philosophical and theoretical underpinnings

will be outlined to provide context and support this study’s theoretical framework.
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2.4.1 Functional Contextualism

ACT is grounded in the pragmatic philosophical view of Functional Contextualism (FC)
(Biglan and Hayes, 1996; Hayes, 2004). This philosophical position views
psychological events as ongoing interactions of the individual in and with situationally
and historically defined concepts (Hayes, Strosahl and Wilson, 2012). It assumes that
behaviours have a function and purpose which are dependent upon context and not
regulated by thoughts, memories and feelings (Hayes, 2004; Hayes et al., 2013).
Rather than changing the psychological experience to influence behaviour, as in CBT,
emphasis is placed on changing the situational context (Hayes et al., 2006), for
example, changing one’s relationship with thoughts and feelings. In particular,
individuals are encouraged to observe thoughts, feelings and sensations, for example,
pain, as they are, without trying to change them, whilst behaving in ways that are

consistent with a valued and meaningful life (Dahl and Lundgren, 2006; Harris, 2019).

2.4.2 Relational Frame Theory

ACT is grounded in the work of Relational Frame Theory (RFT) that is derived from
FC and asserts that most of the human suffering is attributable to the evaluative nature
of human language and cognition (Hayes, 2004; Hayes et al., 2006). Given the
complex nature of human behaviour, this theory proposes that networks of mutual
relations, namely, ‘relational frames’ guide human behaviour and form the basis of
human cognition and language. Explicitly to pain, an interoceptive stimulus is
associated with a number of other stimuli and the actions taken depend on the

psychological function of that relational network of stimuli (Wicksell and Vowles, 2015).
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To help illustrate this position further a seemingly minor situation may elicit very strong
reactions due to the associations being made. For example, a modest pain sensation
from the lower back might trigger thoughts like ‘pain in the back is bad’, which in turn
is related to ideas such as ‘it might be a fragile disc’ and ‘something is extremely
wrong’, that eventually leads to catastrophic conclusions like ‘I will end up unable to
walk’. Thus, even if the stimulus is modest, it may activate a relational network of very
adverse psychological functions (Wicksell and Vowles, 2015), creating psychological
distress. Notably, the initiation of such networks is often automatic and in fact, efforts
to control them, for example, trying not to think about the disc, may result in a

paradoxical increase of these thoughts, which can lead to further cognitive fusion.

2.4.3 Your Mind is Not Your Friend: Cognitive Fusion

In ACT, another way in which language creates suffering is through cognitive fusion
which refers to the human tendency to become caught up with thoughts and other
internal experiences as a result of a strong belief in their literal content (Bennett and
Oliver, 2019; Harris, 2019). However, from an RFT perspective, it is not what we think
that is problematic, it is how we relate to what we think. As noted above, for the
individual preoccupied with pain-related thoughts, this may influence behaviour and
prevent them from acting in line with their goals and values (Dahl and Lungdren, 2006;
Hayes, Strosahl and Wilson, 2012) and further intensifying experiential avoidance.
Experiential avoidance is considered to be the attempt to avoid or escape the form,
frequency or sensitivity of events such as thoughts, feelings or physical sensations

(Hayes et al., 1996).
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2.4.4 Your Suffering Inventory: Experiential Avoidance

From an ACT and RFT perspective, experiential avoidance is an automatic response
and a consequence of our ability to problem-solve, predict and avoid events (Luoma,
Hayes and Walser, 2007). For example, trying to avoid thoughts of pain is likely to be
unsuccessful because it might remind the individual of these very thoughts. Although
this may work in the short term over time this can be negatively reinforcing and
contribute to more psychological distress. The focus of ACT is to help people break
the cycle of experiential avoidance in order to be more psychologically flexible and

adjust to living with and despite persistent pain.

2.5 The Model of Change Underlying Acceptance and Commitment Therapy

ACT aims to enhance activity and function through an increase in psychological
flexibility, to “maximise human potential for a rich and meaningful life, while effectively
handling the pain that inevitably goes with it’ (Harris, 2019. p.3). Psychological
flexibility is at the core of ACT and is defined as “the capacity to persist with behaviour
change in a manner that incorporates conscious and open contact with thoughts and
feelings and that is consistent with one’s values and goals” (Scott and McCracken,
2015, p.1). Within the context of persistent pain, the aim is to help individuals develop
greater psychological flexibility in order to flexibly respond to pain, distress and related
experiences and move towards behaviour in line with personal values (Dahl and
Lundgren, 2006; Thorsell et al., 2011). Psychological flexibility is achieved through

six core change processes as illustrated in the ACT hexagonal model of change.
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Figure 2.1 illustrates this model and the interrelations between these change

processes.

Contact with the
Present Moment
Be Here Now

Acceptance Values
Open Up Know What Matters

Psychological
Flexibility
Be present, open up,
and do what matters

Defusion Committed Action
Watch Your Thinking Do What It Takes

Self-as-Context
The Noticing Self

Figure 2.1: The ACT Hexaflex Model of Change (Adapted from Harris, 2009)

2.5.1 What Do You Want Your Life to Stand For? Values

In essence, valued living is at the heart of ACT. Values are defined as “desired
qualities of physical or psychological action” (Harris, 2019, p.7). They represent what
is individually meaningful and how individuals want to act on an ongoing basis, unlike
goals they cannot be obtained (LeJeune and Luoma, 2019). Within pain management,
experiential exercises, such as completing a values compass, are used to empower
individuals to clarify and connect with their values, enabling them to move towards

acceptance and a rich and meaningful life.
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2.5.2 Looking for Mr Discomfort: Acceptance

The concept of acceptance is an alternative to experiential avoidance and involves
allowing the presence of all experiences, both internal and external and positive and
negative, precisely as they are in the moment without attempting to change them
(Harris, 2019). In pain management, individuals learn to relate differently and accept
the aspects of their pain they cannot change along with all of the difficult thoughts,
feelings and physical sensations that accompany it (McCracken, 1998). This reduces
the struggle and creates space to take workable actions aligned with values with

present moment awareness.

2.5.3 Contact with the Present Moment

Contact with the present moment involves experiencing internal and external events
as they are occurring, without evaluation or judgement (Luoma, Hayes and Walser,
2007). Mindfulness, commonly defined as “paying attention in a particular way: on
purpose, in the present moment and nonjudgmentally” (Kabat-Zinn, 1994, p.4) is used
to increase individuals’ awareness of their experience. This is also created through
the other core processes of acceptance, defusion and self-as-context. A mindful
approach to daily living can change the way an individual reacts to stress, often
changing the pain experience (Gardner-Nix and Costin-Hall, 2009) and leading to

active and purposeful behaviours through committed action.
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2.5.4 Walking the Path: Committed Action

Committed action involves an individual committing to engage in life-enhancing
actions that are values-led, whilst being willing to experience any arising discomfort
(Bennett and Oliver, 2019; Harris, 2019). Within the context of persistent pain,
individuals follow their valued actions with and despite the presence of pain. This is

also supported by self-as-context.

2.5.5 Self-As-Context

Self-as-context refers to the ‘observing’ self which is the part of us that is continuously
noticing thoughts, feelings and behaviour (Luoma, Hayes and Walser, 2007; McHugh
et al., 2019). Through experiential exercises, individuals are empowered to try to
observe their experiences, whilst not becoming attached to them, thus, nurturing the

other core processes of acceptance and defusion.

2.5.6 Defusion

Defusion refers to the ability to separate or detach from painful thoughts and emotions
(Harris, 2019). For example, individuals learn to notice or observe their thoughts as
they occur and without judgement, also enabled through contact with the present
moment. In pain management, experiential exercises are provided to help individuals
take a more mindful perspective on their thoughts, creating space to engage in daily

life despite the struggle with the pain experience.
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2.5.7 The Model of Change Underlying ACT Specific to Persistent Pain

Daily living with persistent pain can create a struggle and it is important to establish
the relationship between persistent pain and the ACT model. Figure 2.2 illustrates
both the control and avoidance cycle that individuals with persistent pain often

struggle with along with the ACT processes of change used to disrupt the cycle.

pefusion

Figure 2.2: Theoretical Model lllustrating the Control and Avoidance Cycle in

Persistent Pain Accompanied by the ACT Processes of Change (Adapted from Hayes
and Smith, 2005)
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2.6 Rationale for the Current Literature Review

As illustrated so far within this review, ACT theory is conceptualised as six core
therapeutic processes and subsequently, there is growing evidence to support the
effectiveness of ACT-based PMPs (Vowles, Wetherell and Sorrell, 2009; McCracken
and Gutierrez, 2011; Veehof et al., 2011; McCracken, Sato and Taylor, 2013; Baranoff
et al., 2016). Whilst evidence suggests ACT is not superior to CBT, ACT may offer a
preferred therapeutic approach to individuals with high levels of avoidance (Chiesa
and Serretti, 2011). However, current research is largely quantitative and focused on
treatment outcomes and measuring change in physical and psychological function.
Consequently, a review of psychological therapies relating to pain management called
for alternative research approaches to be undertaken to look more closely at the
processes underlying therapeutic change (Williams, Eccleston and Morley, 2012).
This was similarly echoed by the more recent review by the National Institute for Health
and Care Excellence (2020) who have called for further research to determine

elements that could contribute to the development of more effective PMPs.

Despite much research, the processes underlying therapeutic change remain unclear
(Wilson et al., 2017). Due to the subjective nature of the experience of pain, it has
been contended that only individuals within this population are able to shed light on
their own experiences (Egan et al., 2017). Consequently, quantitative pre and post
measures may be unsuitable to define individual and meaningful change. As a
consequence, this review will now focus on appraising the current qualitative (inc.
mixed methods with clear qualitative findings) literature concerning the clinical

conceptualisation of change during ACT-based PMPs. The decision to limit the review
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to qualitative studies is consonant with my own epistemological position and way of

understanding change. A review question was developed to guide the review;

How is the change process conceptualised during ACT-based PMPs?

2.7 Method

An integrative review approach was selected (Whittemore and Knafl, 2005) with the
aim to develop an understanding of how change is conceptualised within the literature
during ACT-based PMPs. The distinct feature of an integrative approach is exploring
a blend of research designs in combination with established theories and concepts in
order to synthesise findings and explore relationships (Whittemore and Knafl, 2005).
The integrative method process offers a framework that incorporates explicit and
systematic processes to ensure analytic rigour to address a clinically relevant question
(Aveyard, Payne and Preston, 2016). A thematic synthesis approach was considered
but excluded based on the inclusion of mixed methods studies (Thomas and Harden,

2008).

Five stages guide the review drawing on the work of Whittemore and Knafl (2005).
The steps taken are outlined in Figure 2.3 (see page 25). The first stage of problem
identification has previously been outlined (see section 2.6). Data analysis and
presentation are merged for a more coherent synthesis and presentation of the

findings.
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Data Analysis

Data
Evaluation

Figure 2.3: Stages of the Integrative Review Framework (Adapted from Whittemore

and Knafl, 2005)

2.7.1 Literature Search Method

Key search terms were identified along with synonyms and alternative spellings (see

Table 2.1). The component of change was not applied to the search terms in order

not to limit the results and expand the search.

Table 2.1: Search Terms

OR
“acceptance and
commitment therapy”
act
“acceptance -based”
“acceptance based”
“contextual cognitive
behav* therapy”

And

OR
“pain management
program*”
interdisciplinary
multidisciplinary
“group-based”
“group based”
“treatment program

*

And

OR
“chronic pain”
“persistent pain”
‘long-term pain”
“‘long term pain”
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Well-defined literature search strategies are critical for enhancing the rigour of any
review because incomplete and biased searches can result in the potential for
inaccurate results (Ridley, 2012; Aveyard, Payne and Preston, 2016). Therefore, an
extensive electronic search across eight databases covering psychology and allied
health professions was conducted in September 2019. The search was limited to
peer-reviewed articles and published in English language. No date restrictions were
placed, so as to investigate any historical cohort effects within the literature.
PsychINFO, Psychology and Behavioral Sciences Collection, MEDLINE with Full Text,
CINAHL Plus with Full Text and SocINDEX with Full Text were searched combined
through EBSCOhost (Elton B. Stephens Co) as it facilitates searching several
databases simultaneously and employs wildcards, truncation symbols, Boolean
operators and automatic removal of duplicates. Other database searches included
ScienceDirect, ProQuest Nursing and Allied Health Database and Dissertations and
Theses and EThOS. OAlster and openDOAR were searched for any relevant grey
literature but yielded no results. A detailed review of reference lists was conducted to
identify literature not identified by the databases. Alert updates were set on all
searches and monitored throughout the study to submission of this thesis. Two

additional studies were included during this time.

Articles were subject to an inclusion and exclusion criteria which are outlined in Table
2.2 (see page 27). 11 studies in total met the criteria for final synthesis and a summary
of these studies can be found in Appendix 1. This element of the process was also
checked by a senior colleague working in pain management psychology to provide
verification of selected papers. Stages of the search are illustrated as Figure 2.4 (see

page 35)
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Table 2.2: Inclusion and Exclusion Criteria for the Review

Inclusion Exclusion
e Adults aged 18 and above e Quantitative design
e General persistent pain population, e Self-help and 1:1 intervention
including a diagnosis of fibromyalgia e Highly specialist populations
¢ Qualitative design or mixed method such as veterans, older adults,
with clearly identifiable qualitative cancer related pain,
findings neurodegenerative conditions
e Group delivered intervention ¢ Non-English language
incorporating ACT
e Make reference to change
e Peer reviewed (incl. student theses)

2.7.2 Data Quality Appraisal

In line with British Association for Counselling and Psychotherapy (2018a) guidelines
for research and integrative review approach, the Critical Appraisal Skills Programme
(CASP, 2018) qualitative research checklist was used as a quality appraisal
framework to evaluate the quality of the qualitative design studies (see Appendix
2Error! Reference source not found.). Table 2.3 (see page 28) provides information
on how each study was assessed using the CASP criteria. The two quantitative
papers included in the review were assessed for quality using the Mixed Methods
Appraisal Tool (MMAT) developed by Hong et al. (2018). This was a suitable appraisal
tool to assess the methodological quality of the mixed-method studies which seemed
important to the nature of the current study (see Table 2.4 page 33). Data appraisal
is presented interweaved throughout this chapter where each included study is

discussed in more detail.
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Table 2.3 Quality Measure of Qualitative Papers Included in Literature Review (CASP, 2018)

Paper Aims | Method RSZi%rgh Sampling Coll:l)eact:?ion Reflexivity | Ethical Issues ArE;?)t/zis Findings FyeaslgngL
Casey et Yes | Yes Yes, justified | Yes, Yes, focus No, Yes, ethical Yes, in- Yes, findings | Yes, discussed
al., (2019) qualitative purposive groups with | reflexivity approval. depth are explicit. the contribution

approach sampling. semi- not Yes, informed | descriptio | Yes, to the study
No, not structured discussed consent. n of the adequate makes to existing
discussed approach. No, effects of analysis discussion of | knowledge.
inclusion/excl | Yes, clear the study process. the evidence | Yes, identified
usion criteria. | how data during and Yes, clear | for and new areas of
No, not collected. after. how against the potential
discussed Yes, form No, themes researcher’'s | research.
why some of data is confidentiality | derived. arguments. No, discussed
participants clear Yes, Yes, whether or how
declined to explained | discussed findings can be
participate how data | credibility. transferred to
analysed. | Yes, findings | other populations
Yes, discussed in | or other ways the
researche | relation to research may be
rs own the research | used
bias question(s)
during
analysis
Caseyet | Yes | Yes Yes, justified | Yes, Yes, focus | No, Yes, ethical Yes, in- Yes, findings | Yes, discussed
al., (2020) qualitative purposive groups with | reflexivity approval. depth are explicit. the contribution
approach sampling. semi- not Yes, informed | descriptio | Yes, to the study
Yes, clear structured discussed consent. n of the adequate makes to existing
inclusion/excl | approach. No, effects of | analysis discussion of | knowledge.
usion criteria. | Yes, clear the study process. the evidence | Yes, identified
Yes, to how data during and Yes, clear | for and new areas of
discussed collected. after. to how against the potential
why some Yes, form No, themes researcher's | research.
participants of data is confidentiality | derived. arguments. No, discussed
declined to clear Yes, whether or how
participate explained findings can be
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how data | Yes, transferred to
analysed. | discussed other populations
Yes, credibility. or other ways the
researche | Yes, findings | research may be
rs own discussed in | used
bias relation to
during the research
analysis question(s)
Mathias, Yes | Yes Yes, justified | Yes, Yes, semi- | No, Yes, ethical Yes, in- Yes, findings | Yes, discussed
Parry- qualitative purposive structured reflexivity approval. depth are explicit. the contribution
Jones and approach sampling. interviews. | not Yes, informed | descriptio | Yes, to the study
Huws Yes, clear Yes, clear discussed consent. n of the adequate makes to existing
(2014) inclusion/excl | how data Yes, effects of | analysis discussion of | knowledge.
usion criteria. | collected. the study process. the evidence | Yes, identified
No, not Yes, form during and Yes, clear | for and new areas of
discussed of data is after. to how against the potential
why some clear Yes, themes researcher’s | research.
participants confidentiality | derived. arguments. Yes, discussed
declined to Yes, Yes, whether or how
participate explained | discussed findings can be
how data | credibility. transferred to
analysed. | Yes, findings | other populations
Yes, discussed in | or other ways the
researche | relation to research may be
rs own the research | used
bias question(s)
during
analysis
Thompson | Yes | Yes Yes, justified | Yes, Yes, group | Yes, No, ethical Yes, in- Yes, findings | Yes, discussed
etal, qualitative purposive qualitative reflexivity approval not depth are explicit. the contribution
(2018) approach sampling. comments. | discussed mentioned. descriptio | Yes, to the study
No, not Yes, clear No, informed n of the adequate makes to existing
discussed how data consent not analysis discussion of | knowledge.
inclusion/excl | collected. mentioned. process. the evidence | Yes, identified
usion criteria. | Yes, form No, effects of | Yes, clear | for and new areas of
No, not of data is the study to how against the potential
discussed clear research.

29



why some during and themes researcher’s | Yes, discussed
participants after. derived. arguments. whether or how
declined to No, Yes, Yes, findings can be
participate confidentiality | explained | discussed transferred to
how data | credibility. other populations
analysed. | Yes, findings | or other ways the
Yes, discussed in | research may be
researche | relation to used
rs own the research
bias question(s)
during
analysis
Biguetet | Yes | Yes Yes, justified | Yes, Yes, semi- | No, Yes, ethical Yes, in- Yes, findings | Yes, discussed
al., (2016) qualitative purposive structured reflexivity approval. depth are explicit. the contribution
approach sampling. interviews. | not Yes, informed | descriptio | Yes, to the study
Yes, clear Yes, clear discussed consent. n of the adequate makes to existing
inclusion/excl | how data No, effects of analysis discussion of | knowledge.
usion criteria. | collected. the study process. the evidence | Yes, identified
No, not Yes, form during and Yes, clear | for and new areas of
discussed of data is after. to how against the potential
why some clear No, themes researcher’s | research.
participants confidentiality | derived. arguments. Yes, discussed
declined to Yes, Yes, whether or how
participate explained | discussed findings can be
how data | credibility. transferred to
analysed. | Yes, findings | other populations
Yes, discussed in | or other ways the
researche | relation to research may be
rs own the research | used
bias question(s)
during
analysis
Biguet Yes | Yes Yes, justified | Yes, Yes, semi- | Yes, Yes, ethical Yes, in- Yes, findings | Yes, discussed
(2019) qualitative purposive structured reflexivity approval. depth are explicit. the contribution
approach sampling. interviews. | discussed Yes, informed | descriptio | Yes, to the study
Yes, clear Yes, clear consent. n of the adequate makes to existing
inclusion/excl | how data Yes, effects of | analysis discussion of | knowledge.
usion criteria. | collected. the study process. the evidence | Yes, identified

for and

new areas of
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No, not Yes, form during and Yes, clear | against the potential
discussed of data is after. to how researcher’s | research.
why some clear Yes, themes arguments. Yes, discussed
participants confidentiality | derived. Yes, whether or how
declined to Yes, discussed findings can be
participate explained | credibility. transferred to
how data | Yes, findings | other populations
analysed | discussed in | or other ways the
Yes, relation to research may be
researche | the research | used
rs own question(s)
bias
during
analysis
van Huet, | Yes | Yes Yes, justified | Yes, Yes, semi- | No, Yes, ethical Yes, in- Yes, findings | Yes, discussed
Innes and qualitative purposive structured reflexivity approval. depth are explicit. the contribution
Whiteford approach sampling. interviews. | not Yes, informed | descriptio | Yes, to the study
(2009) No, not Yes, clear discussed consent. n of the adequate makes to existing
discussed how data No, effects of | analysis discussion of | knowledge.
inclusion/excl | collected. the study process. the evidence | No, identified
usion criteria. | Yes, form during and Yes, clear | for and new areas of
No, not of data is after. to how against the potential
discussed clear No, themes researcher’'s | research.
why some confidentiality | derived. arguments. No, discussed
participants Yes, Yes, whether or how
declined to explained | discussed findings can be
participate how data | credibility. transferred to
analysed. | Yes, findings | other populations
Yes, discussed in | or other ways the
researche | relation to research may be
rs own the research | used
bias question(s)
during
analysis
Harrison Yes | Yes Yes, justified | Yes, Yes, semi- | Yes, Yes, ethical Yes, in- Yes, findings | Yes, discussed
(2012) qualitative purposive structured reflexivity approval. depth are explicit. the contribution
approach sampling. interviews. | discussed Yes, informed | descriptio | Yes, to the study
consent. n of the adequate makes to existing

discussion of

knowledge.
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Yes, clear Yes, clear Yes, effects of | analysis the evidence | Yes, identified
inclusion/excl | how data the study process. for and new areas of
usion criteria. | collected. during and Yes, clear | against the potential
No, not Yes, form after. to how researcher’'s | research.
discussed of data is Yes, themes arguments. Yes, discussed
why some clear confidentiality | derived. Yes, whether or how
participants Yes, discussed findings can be
declined to explained | credibility transferred to
participate how data | Yes, findings | other populations
analysed. | discussedin | or other ways the
Yes, relation to research may be
researche | the research | used
rs own question(s)
bias
during
analysis
Purtill Yes | Yes Yes, Q Yes, Yes, Q sort. | Yes, Yes, ethical Yes, in- Yes, findings | Yes, discussed
(2016) methodology | purposive Yes, clear reflexivity approval. depth are explicit. the contribution
justified sampling. how data discussed Yes, informed | descriptio | Yes, to the study
Yes, clear collected. consent. n of the adequate makes to existing
inclusion/excl | Yes, form Yes, effects of | analysis discussion of | knowledge.
usion criteria. | of data is the study process. the evidence | Yes, identified
No, not clear during and Yes, clear | for and new areas of
discussed after. to how against the potential
why some Yes, themes researcher’s | research.
participants confidentiality | derived. arguments. Yes, discussed
declined to Yes, Yes, whether or how
participate explained | discussed findings can be
how data | credibility. transferred to
analysed. | Yes, findings | other populations
Yes, discussed in | or other ways the
researche | relation to research may be
rs own the research | used
bias question(s)
during
analysis
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Table 2.4 Quality Measure using Mixed-Methods Appraisal Tool (Hong et al., 2018)

Q5.1: Q5.2: Q5.3: Q5.4: Q5.5:
Is there an Are the different Are the outputs of Are divergences Do the different components of the study adhere to
adequate components of the the integration of | and inconsistencies the quality criteria of each tradition of the methods
rationale for study effectively qualitative and between involved?
using a mixed integrated to quantitative quantitative and
method design answer the components qualitative results
to address the | research question? adequately adequately
research interpreted? addressed?
question?
Nanke and | Yes, clear Yes, measures | Yes, overall Yes, Qualitative
Abbey rationale and qualitative interpretations inconsistencies | 1.1) Yes, the qualitative approach is
(2017) provided interviews are provided. are discussed appropriate
compliment the | Descriptive 1.2) Yes, data collection methods are
aim and design | statistics and appropriate to address the research question
qualitative 1.3) Yes, thematic analysis and theme
themes are development discussed
provided 1.4) Yes, themes justified with participant

quotes

1.5) Yes, clear links evident between
collection, analysis and interpretation
Quantitative (Cohort)

3.1) Yes, sample relevant to target
population

3.2) Yes, variables are defined, and
measures are justified and appropriate
3.3) Yes, data incomplete but discussed
3.4) Yes, confounding variables discussed
3.5) Yes, intervention administered as
intended
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McCracken
et al.,
(2014)

Yes, clear
rationale
provided

Yes, measures
and qualitative
interviews

compliment the
aim and design

Yes, overall
interpretations
are provided.
Descriptive
statistics and
qualitative
quotes are
provided (no
themes)

Tensions noted
in quantitative
and qualitative
data, discussed

Qualitative
1.1) Yes, qualitative approach is appropriate
1.2) Yes, data collection methods are

appropriate to address the research question
1.3) No, themes identified/presented, coding

unclear

1.4) Yes, participant quotes are provided
1.5) Yes, clear links evident between
collection, analysis and interpretation

Quantitative (RCT)

2.1) Yes, discussion on randomisation
2.2) Yes, baselines discussed

2.3) No, incomplete data discussed

2.4) Yes, intervention discussed

2.5) Yes, participants adhered to assigned

intervention
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Records identified through
EBSCO host database search
(n=192)

MEDLINE with Full Text (n=74)
PsycINFO (n=65)

CINAHL Plus with Full Text (n=40)
Psychology and Behavioral
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SocINDEX with Full Text (n=3)

Records identified through other
database searches (n=925)
ProQuest (Nursing and Allied Health
Database/Dissertations and Theses
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ScienceDirect (n=258)

EThOS (n=6)
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Limit 1 applied to peer reviewed -
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A 4
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!

Records after duplicates removed
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Records excluded by title
(n=270)
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Records screened by abstract
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Records excluded by
abstract (n=48)

v

Full text articles assessed for
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Studies included for critical
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v

Additional hand search studies
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Full text articles excluded
(n=16)
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change (n=1)
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Review paper (n=1)
Sleep/Exercise focus (n=2)
CBT (n=1)

Thesis already included
(n=1)

Figure 2.4: Flowchart of Research Literature Selection for Review
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2.8 Data Analysis

2.8.1 Overview of the Studies

The small body of literature that has been gathered over the past 11 years taps into a
number of important ideas for understanding change and has highlighted important
issues to take into account for the effective delivery of PMPs for individuals with
persistent pain. However, following extensive review the available evidence does not
appear to be quite as extensive or encompassing and some key things stood out.
Firstly, most of the research has focused on conceptualising acceptance (Biguet et al.,
2016; Biguet, 2019; Casey et al., 2019; Casey et al., 2020) and values (Casey et al.,
2020). The evidence is somewhat inequitable, with the other five ACT processes of
change being underrepresented, thus giving an incomplete understanding of
psychological flexibility. Only three studies (Mathias, Parry-Jones and Huws, 2014;
Purtill, 2016; Thompson et al., 2018) directly explored processes of change, but are
open to limitations and methodological concerns. Evidently, there is a paucity of
research on all change processes of the hexaflex that requires attention. In the face
of a steady continued interest in ACT for pain management and given the need to
optimise care for individuals with persistent pain, an understanding of change relating
to all aspects of the hexaflex warrants further attention. Knowledge of all therapeutic
processes of change would be useful to inform the structure and delivery of PMPs and

ultimately support individuals suffering from persistent pain.

Second, current research has focused on understanding the individuals’ experience

of attending an ACT-based PMP post programme (van Huet, Innes and Whiteford,
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2009; Harrison, 2012; Mathias, Parry-Jones and Huws, 2014; McCracken et al., 2014;
Nanke and Abbey, 2017), supporting the theory that PMPs are an integral part of pain
management care (British Pain Society, 2013). However, to consider a balanced view
it is important to acknowledge that change may look very different to individuals post
PMP, particularly if the research takes place sometime after the intervention. ACT-
based PMPs have been described on a theoretical level, however, surprisingly little is
known about how the process of change, specifically, psychological flexibility develops
over the course of a PMP. Even less is known about how change naturally occurs
within the social environment. The underlying philosophy of ACT-based pain
management is to improve daily functioning and engage in a valued meaningful life.
However, little is known about what therapeutic change means to individuals and how
this transcribes into everyday life. This raises the question about the role of
acceptance and values in everyday life to an individual with persistent pain. The small
number of studies additionally place emphasis on facilitators and barriers of the
programme as opposed to actual change. This evidence is useful as it adds to the
knowledge on why some people benefit from a PMP and some not, which is reflective

of the quantitative findings.

From a methodological stance, there are notable similarities and limitations within the
studies. Most commonly, thematic analysis (van Huet, Innes and Whiteford, 2009;
Harrison, 2012; Thompson et al., 2018; Casey et al., 2020) and Interpretative
Phenomenological Analysis (IPA) (Mathias, Parry-Jones and Huws, 2014; Biguet et
al., 2016; Biguet, 2019; Casey et al., 2019) was used. Other qualitative methods, such
as Q methodology was adopted (Purtill, 2016) and two mixed methods studies

adopted thematic analysis for the qualitative component (McCracken et al., 2014;
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Nanke and Abbey, 2017). Significantly, most studies relied on purposive samples and
although fitting, this limits the potential transferability beyond the studies in context
(Bryman, 2012). The majority of studies were conducted in the UK which overcomes
some contextual factors that international studies encounter. The remaining five
originated from the Republic of Ireland (Rol) (Casey et al., 2019, 2020), Australia (van
Huet, Innes and Whiteford, 2009) and Sweden (Biguet et al., 2016; Biguet, 2019). The
study by Mathias, Parry-Jones and Huws (2014) summarised Mathias’s doctoral
thesis and as the study reports the same outcomes, only Mathias, Parry-Jones and
Huws (2014) was used in this review. Significantly, the studies vary in length and
content of PMP, which not only complicates synthesis of the findings but limits the
transferability beyond the studies in context (Merriam and Tisdell, 2016). Also,
retrospective accounts are vulnerable to distortion due to time and memory

(Brinkmann, 2013).

The findings of these studies will now be interpreted in more depth. A constant
comparative method was used to analyse and synthesise the findings of the above
studies to identify the distinction of patterns, themes and relationships (Whittemore
and Knafl, 2005; Aveyard, Payne and Preston, 2016). Each paper was read line-by-
line in order to reduce the text into manageable and meaningful text segments through
colour highlighting, those with similar patterns and themes were noted in relation to
the review question. Four themes are developed from this analysis, namely, ‘fifty
shades of acceptance’, ‘the growth of self’, ‘self-management skills’ and ‘barriers to
change’. Figure 2.5 (see page 39) illustrates an overview of these themes intentionally
presented around the ACT model of change to draw attention to the research shortfalls

identified within this literature review. Themes are not entirely independent of each
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other as some are interdependent, for example, acceptance and non-acceptance and

barriers to change.

2.8.2 Fifty Shades of Acceptance

As noted previously, the concept of acceptance refers to an individuals’ willingness to
open up and make room for private experiences such as, thoughts, emotions, urges,
impulses and physical sensations and experience them as they actually are, without
attempting to change them (Harris, 2019). During a PMP, individuals learn to reduce
unhelpful attempts to control/avoid their pain in order to focus on engaging in valued
activities with and despite the pain. Notably, acceptance of pain represents the most
reported on the concept and in congruence with theory studies suggest is a key
component of change (van Huet, Innes and Whiteford, 2009; Harrison, 2012; Mathias,
Parry-dones and Huws, 2014; McCracken et al., 2014; Biguet et al., 2016; Purtill, 2016;
Nanke and Abbey, 2017; Biguet, 2019; Casey et al., 2019; Casey et al., 2020). Three

studies directly explored meanings related to acceptance during an ACT-based PMP.

In a more recent study to elucidate the meaning of acceptance in relation to the lived
body, Biguet et al., (2016) utilised a longitudinal design and conducted semi-structured
interviews with nine individuals pre, middle and post PMP. Findings suggest that
individuals conceptualise and hold different meanings of acceptance of pain prior to
attending a PMP; ‘acceptance as a personal empowerment process’, ‘acceptance as
an equivocal and uncertain project’ and ‘acceptance as a threat and a personal failure’.
Pre and post PMP findings were similar but an additional layer was included post

programme; ‘acceptance as liberation’, ‘acceptance as acknowledging the need for
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change’, ‘acceptance as tolerating ambivalence’ and ‘acceptance as failure’. These
findings reflect similarities within the literature and may be reflective of the control and
avoidance cycle of persistent pain giving way to relinquishing the struggle and
developing acceptance (see Figure 2.2 page 22). Findings suggest that early
acceptance involves acknowledging the need to change. Certainly, the findings
highlight that for these PMP clients there is a complex, fragmented and co-constructed
nature to acceptance of pain. Each individual will embrace acceptance at their own
pace, facilitated by an embodied learning process, thus, influencing change (Biguet et
al., 2016). The strength of the study (Biguet et al., 2016) is that it overcomes some
of the contextual limitations that other studies encounter, for example, post
programme accounts. This was enhanced by the three-stage longitudinal design.
However, limitations are notable, firstly, due to the small homogenous sample in an
international context which limits the degree to which the findings can be generalised
beyond those studied (Savin-Baden and Howell Major, 2013). In addition, the focus
on acceptance provides a narrow view of psychological flexibility and limits a broader
understanding of change, however, future research should draw on and give equal

weight to all processes of change.

Other studies revealed similar findings (Casey et al., 2019, 2020) in relation to
individuals’ perspectives of acceptance. Casey et al. (2019) completed five focus
groups with 26 participants post-PMP and findings outline three different stages that
represent acceptance; ‘acceptance towards living well with chronic pain’,
‘contemplation of acceptance’ and ‘non-acceptance’, which echoes the findings of
Biguet et al. (2016). However, unlike the Biguet et al. (2016) study, participants were

asked directly about changes they had made as a result of the PMP which were
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associated with a changed self-identity, increased self-efficacy, contact with personal
values and for some, feelings of loss and perceived injustice that hindered change.
Casey et al. (2019) further added that in order for participants to move on from the
search for a medical cure to eliminate their pain, they needed to acknowledge that
there was no cure for persistent pain. This also concurred with the findings of Mathias,
Parry-dones and Huws (2014). Parallel with the theory of control and avoidance
(Hayes and Smith, 2005) this suggests this is potentially the first move towards
change. Furthermore, it also indicates that acceptance is more about where an
individual is on their pain journey, than the standardised theory and techniques
provided on the PMP. Despite this useful insight and consistency with other studies,
this study provides a narrow view of psychological flexibility and the retrospective
accounts of up to six months post-PMP may have introduced recollection bias
(Brinkmann, 2013). In addition, discussion on reflexive positioning was limited which
may weaken quality assurance, thus, findings should be interpreted with caution

(Etherington, 2004).

In relation to acceptance of pain, studies suggest that acceptance of pain can lend to
an increased sense of empowerment (Mathias, Parry-Jones, Huws, 2014; Biguet et
al., 2016; Purtill, 2016; Biguet, 2019; Casey et al., 2019; Casey et al., 2020). Mathias,
Parry-Jones and Huws (2014) note that acceptance of pain can create a sense of
freedom which allows for engagement in enjoyable activities. Similarly, Casey et al.
(2019) suggest an association between acknowledging the lack of cure for pain and a
subsequent sense of empowerment that follows. This indicates that an increase in

self-efficacy may provide confidence in the ability to apply self-management
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strategies. This suggests some change within the control and avoidance cycle (Hayes

and Smith, 2005) moving towards the development of psychological flexibility.

Whilst studies suggest characteristics of acceptance, non-acceptance of pain was also
reported as a key finding (Harrison, 2012; Biguet et al., 2016; Biguet, 2019; Casey et
al., 2019; Casey et al., 2020). Findings propose that acceptance is difficult for some,
which relates to feelings of abandonment by healthcare services, invalidation and
pain-related loss (Casey et al., 2019). Biguet et al. (2016) refer to non-acceptance as
perceived by participants as a ‘threat and failure’. Furthermore, Harrison (2012) found
that some barriers to acceptance related to societal attitudes towards pain resulting in
feelings of frustration which participants felt exacerbated their physical symptoms.
Such feelings may be reflective of the individuals’ readiness to undertake a PMP and
past experiences of pain management. This indicates the need for a robust
assessment process to consider individuals suitability for PMPs and further research
may wish to focus on the readiness to undertake a PMP in relation to psychological

inflexibility.

In summary, despite studies providing a useful understanding of the trajectory of
acceptance, there are a number of emerging patterns that indicate the need for further
investigation. Some of the characteristics and factors that contribute to developing
acceptance are valuable, however, exploration of the change that results requires
further research. This is reflective of the fact that studies have focused on asking
participants specific questions about acceptance, which may mean that the overall
usefulness of the findings related to the conceptualisation of change is limited.

Furthermore, studies suggest that acceptance of pain is a complex and continuous
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process, but very little research has been devoted to how this relates to daily living
and change over time. This reflects the need for further research to seek what we can
learn about the nature of transition through a PMP, which would hope to offer a more
detailed understanding of change and may be valuable to inform the future

development of PMPs.

2.8.3 The Growth of ‘Self’

As noted previously, given the close connection between persistent pain and suffering,
individuals may experience challenges to their sense of self (Dahl and Lundgren,
2006). A dominant theme within the literature is that change occurs in relation to self-
identity (Harrison, 2012; Mathias, Parry-Jones and Huws, 2014; Purtill, 2016;
Thompson et al., 2018; Biguet, 2019; Casey et al., 2019). Studies suggest this
involves moving towards a ‘new self’ with pain resulting in a sense of empowerment
and increased confidence and self-esteem. Casey et al., (2019) report that, in
accordance with the ACT processes, the changed self-identity entails seeing ‘self-as-
context’ which helps participants to separate themselves from the ‘conceptualised self

and these processes build a basis for learning self-management skills.

A UK qualitative study by Mathias, Parry-Jones and Huws (2014) on individuals’
experiences of an ACT-based PMP, found that participants changed their perception
of their pain experience which resulted in feeling more confident, having improved self-
esteem and being more motivated to live aligned with their values. IPA was used to
analyse data collected from six semi-structured interviews, other themes identified that

may contribute to change were also identified, such as, acceptance, feeling validated
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and supported within the PMP group, coupled with increased willingness to engage in
activity. This is one of the only three studies to directly explore change and findings
appear consistent with the ACT model and shed some light on helpful factors
associated with an ACT-based PMP. However, findings should be interpreted with
caution given some study limitations. The sample consisted of only British females of
a narrow age range who attended the same PMP, limiting transferability (Bryman,
2012). Harrison (2012) reported similar results in terms of acceptance, validation and
the benefits of group support. Reflexivity was considered by both researchers, along
with the use of a reflective journal to track processes (Gough, 2016), offering some

degree of internal consistency (Etherington, 2004).

Thompson et al. (2018) sought to evaluate participant’s perspectives regarding
important behavioural changes that occurred during an ACT-based PMP. Comments
were taken on the final day of the programme from across 16 groups with 104
individuals and 315 comments in total. Findings suggest that change occurred in
terms of the participants’ relationship to self, more specifically enhanced flexibility
which increased self-compassion. Further findings included changes in increased
activity and interacting with others. However, authors omit to discuss ethical
considerations and recruitment within this paper and it's possible that group comments
obtained on the final day of the PMP may have limited the findings at an individual
level (Merriam and Tisdell, 2016). Furthermore, the focus on adapted behavioural
changes may have limited exploration of other elements of psychological flexibility,

although one may well inform the other.

45



Equally, a study by Purtill (2016) to directly explore the active processes of change
within ACT-based PMP found a shift in psychological flexibility related to the
importance of self-compassion and subsequent feelings of empowerment. This study
utilised a Q methodology approach and ten participants took part in a Q sort of 48
statements related to factors of change developed by five clinicians involved in ACT-
based pain management. However, whilst capturing the voice of individuals to some
degree, it could be argued that a predetermined Q sort prepared by experts
specialising in pain management could draw a consensus in relation to ACT-based
pain management language and limit the results to theoretical components (Webler,
Danielson and Tuler, 2009), thus losing elements of subjectivity. Some degree of
internal consistency is offered through similarities within the findings offered by
Harrison (2012) and Mathias, Parry-Jones and Huws (2014). As a result, this indicated
that the next step is to explore active processes of change as they naturally occur,

offering a more detailed and nuanced approach that embraces subjectivity.

2.8.4 Self-Management Skills

As previously discussed, the general aim of a PMP is to enable individuals with
persistent pain to achieve a normal life as possible by reducing physical disability and
psychological related distress, improve the ability to self-manage pain and ultimately
reduce reliance on healthcare resources (British Pain Society, 2013). PMP clients
practise the taught skills in their home and other environments to integrate them into
their daily routines. Consequently, it is not surprising that study findings suggest
changes related to daily living, including activity management (van Huet, Innes and

Whiteford, 2009; Mathias, Parry-Jones and Huws, 2014; Thompson et al., 2018;
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Casey et al, 2019), valued-based living (van Huet, Innes and Whiteford, 2009;
Harrison, 2012; McCracken et al., 2014; Purtill, 2016; Nanke and Abbey, 2017; Casey
et al., 2019; Casey et al., 2020) and mindfulness practise (Mathias, Parry-Jones and

Huws, 2014; Purtill, 2016; Casey et al., 2020).

Casey et al. (2020) incorporated the construct of values into their second study that
aimed to explore individuals’ views related to the process of acceptance. They
conducted four focus groups with 11 participants post ACT-based PMP and findings
suggest that by means of new coping strategies, the participants were able to change
to engage in more meaningful activities, such as family and self-care, social activity
and work. Encouragingly, this is one of the only studies to explore more than one
process underlying the ACT therapeutic model. However, despite this useful insight,
this study is based on a sample chosen from a randomised group attached to a larger
treatment trial which may mean that the sample was already positive towards the PMP
(Savin-Baden and Howell Major, 2013). Furthermore, the study was conducted in
Ireland which may impact the potential transferability of the results to a UK context
due to potential differences in pain management policy and guidance (British Pain

Society, 2013).

Similarly, Mathias, Parry-Jones and Huws (2014) found evidence that increased
meaningful activity helped participants increase their sense of control over their pain.
This may be related to the theory of acceptance, for example, when the pain no longer
dominates daily life, adjustment to pain is possible which involves re-engagement in
life (Dahl and Lungdren, 2006). This could reflect the interruption of the control and

avoidance cycle (Hayes and Smith, 2005) and the start of the change process which
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is interwoven throughout this integrative review. It could be argued findings are
restricted by research focusing on individual elements of psychological flexibility and

that a holistic approach to change is a significant area that deserves exploration.

Findings of the studies reviewed suggest that practical strategies and tools learned
during PMPs become important catalysts of change within everyday life. In the earliest
study, van Huet, Innes and Whiteford (2009) conducted individual interviews with 24
PMP participants to explore factors within narratives that predicted long-term pain
management. They found that pacing, a common strategy to pace daily activities by
limiting or increasing action (British Pain Society, 2013), was employed dependent
upon its observed previous usefulness. Suggesting this could differ vastly depending
upon where the individual is in their pain journey, for example, some may have more
experience of employing pain management strategies and may have undertaken other
PMPs. To explore a balanced perspective of therapeutic change, there is a need for
more longitudinal research that takes into account where individuals stand at the start

of treatment and what changes occur throughout the programme.

2.8.5 Barriers to Change

Despite growing evidence to support the efficacy of ACT-based PMPs (Vowles,
Wetherell and Sorrell, 2009; McCracken and Gutiérrez, 2011; McCracken, Sato and
Taylor, 2013; Baranoff et al., 2016), inherently treatment may not be of benefit to
everyone when working with individuals who experience persistent pain. Studies
suggest there are factors that hinder the change process, such as, negative

experiences of participating in a group PMP (Harrison, 2012; Thompson et al., 2018).
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Harrison (2012) conducted semi-structured interviews with 12 PMP participants post
programme to explore experiences of attending an ACT-based PMP. Participants
reported positive aspects of the group experience, for example, mutual support and
understanding. However, they also highlighted negative aspects of the group they felt
hindered their progress, such as, feeling intimidated and seeing others in pain. This
may be reflective of the selection process and the suitability of some individuals for
the group approach (British Pain Society, 2013). The strength of this study like others
is the use of semi-structured interviews which permitted the flexibility to pursue issues
not anticipated by the researcher (Savin-Baden and Howell Major, 2013). However,
retrospective accounts might have been clouded by the participants’ pain experience

at the time of the interview (Brinkmann, 2013).

This study by Harrison (2012) supports the findings of a mixed-method design study
by McCracken et al. (2014) regarding the negative experience of attending a PMP, for
example, emotional distress whilst talking about difficult issues. Little emphasis is
placed on the study by McCracken et al. (2014) as researchers focused more on
examining the feasibility of conducting a full-scale randomised controlled trial of ACT
as opposed to change experienced as a result of the programme. This may not be
applicable to the wider conceptualisation of change. Moreover, the core component

was supplemented by limited qualitative findings with no cited themes.

2.9 Rationale and Relevance of the Current Study

This review highlights some interesting findings regarding understanding the trajectory

of change as summarised in Figure 2.5 (see page 39), however, there are a number
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of shortfalls in knowledge which indicates key areas that require research. Studies
provide some contribution to understanding how the process of change within ACT is
conceptualised in clinical practice; however, this is somewhat incomplete as it pertains
to only two processes of the hexaflex (see Figure 2.1 page 19). Very little is known
about change across all six processes, highlighting a distinct deficit in knowledge and
the need to address other features. Casey et al. (2020), in particular, suggest that
future studies would benefit from exploring all six change processes and that this may
be feasible to undertake via individual interviews, rather than focus groups.
Furthermore, there is a call for ongoing research to determine elements that could
contribute to developing a more effective PMP and ultimately support individuals
suffering from persistent pain (National Institute for Health and Care Excellence,
2020). Given the review parameters, there are no qualitative studies that directly

explore all components of change flexibility during an ACT-based PMP.

The summary of the review in Figure 2.5 (see page 39) also identifies that change,
more specifically related to acceptance, conveys a complex, fragmented and co-
constructed nature, considering that each individual will embrace change at their own
pace (Mathias, Parry-Jones and Huws, 2014; Biguet et al., 2016; Biguet, 2019; Casey
et al., 2019; Casey et al., 2020). Research in this area also appears to indicate that
for individuals who lack acceptance of their pain, change may not occur at all
(Harrison, 2012; Biguet et al., 2016; Biguet, 2019; Casey et al., 2019; Casey et al.,
2020). As a result, questions arise in relation to what happens as PMP clients
transition across the course of a PMP. The studies reviewed relied upon retrospective
accounts post programme, which realistically may not be the best way to try to

understand change and there is a clear need for further work centred on the
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understanding of change as it occurs. This concurs with the view of Mathias, Parry-
Jones and Huws (2014) who recommended further research focus on change
throughout a PMP. PMP clients are expected to practise taught skills in their home
and other environments to integrate them into their daily routine (British Pain Society,
2013). However, very little research has attempted to try and capture these changes

within the social environment.

Anecdotally, from my own clinical experiences of facilitating PMPs, changes made by
individuals are so subtle they can go unnoticed. This results in clients feeling like they
have made no changes at all. Capturing change in the moment might be particularly
salient and therapeutically beneficial for participants to monitor and track their
progress. None of the studies reviewed used a temporal design to directly explore
change as it emerges within the daily life of individuals attending an ACT-based PMP.
This more detailed understanding of change may contribute to the future structure and
delivery of PMPs. Therefore, the present study aims to explore the individuals’
everyday experiences of change as they progress through a PMP. Furthermore, to
establish how ADPE can support participants to articulate their PMP journey. The
following research questions were established in order to guide the study and meet

the aims of the research;

1. How do participants experience and make meaning of change within their

everyday life over the course of an ACT-based pain management programme?

2. How does ADPE support participants to articulate their pain management

programme journey? (included once the research approach had been chosen).
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2.10 Chapter Summary

From this literature review, it is evident that previous research has gathered a number
of important ideas for understanding change and has highlighted important issues to
take into account for the effective delivery of PMPs for individuals with persistent pain.
However, the evidence is somewhat inequitable and there is a need for ongoing
research if change is to be better understood from a more holistic perspective. It is
hoped this will directly inform clinical practice by providing new understandings
regarding patient experience and their PMP treatment and ultimately support those

living with persistent pain.

It’s that mindset of getting myself to the point where | say you’re not
going to take over me, | can do this (Quote from Karen)

52



Chapter 3 - Methodology and Methods

Trying to explain things can be hard to get across, that’s why | can see
the benefit of the photos [...] and | do think that is a really good thing
(Quote from Karen)

3.1 Chapter Overview

The aim of this study was to explore the individuals’ everyday experiences of change
as they progress through a PMP and furthermore to establish if ADPE can support
participants to articulate their journey. This chapter provides an overview of the
philosophical and methodological bases of this study. Emphasis is placed on how the
study’s philosophical positioning, research approach, methods and analysis worked
together to address the research questions. The innovative use of a visual research
approach is presented, the sampling and recruitment procedure, participant
information, ethical considerations and data analysis. Throughout, | write myself into
the research journey, making explicit the preconceptions and values that | bring to this

research.

3.2 The Master Storyteller: The Philosophical Story Behind the Research

The fundamental nature of research is to generate new knowledge and insights into
our world (Welford, Murphy and Casey, 2011). Key principles and areas of
consideration that are required when generating new knowledge are the metaphysical
beliefs about the nature of reality, in other words ‘what is’ (ontology) and knowledge,
in other words ‘what it is to know’ (epistemology) which are philosophically aligned
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(Chinn and Kramer, 2010; Scotland, 2012). Documenting the underpinning
philosophy of this study functions to evidence my worldview as a researcher, thus
maintaining congruency in the research design (Holloway and Wheeler, 2010;
Welford, Murphy and Casey, 2011). Therefore, throughout this thesis, | have drawn
upon my philosophical position as a psychotherapist and researcher to reflect

transparency in thought and share processes and challenges with others.

3.2.1 Positioning Myself as a Researcher

It is widely recognised that historically psychological research has seen an increase
in the search for ‘truth’ and an understanding of how people change (Feltham 1999;
Cooper, 2012). This field is dominated by quantitative research methods anchored
in positivist and postpositivist research paradigms. This perspective typically assumes
an epistemological position of objectivism whereby knowledge is considered to be
value-free. Research methods are value-neutral and primarily concerned with the
prediction and control of variables whereby observations and measurements are
subject to statistical testing (Clark, 1998; Scotland, 2012). Whilst therapy has shown
to be efficacious, there is a reliance on positivism and little evidence to support one as
a more effective therapeutic approach (Cooper et al., 2006; Stiles et al., 2006;
Wampold, 2009). Highlighting the need to retreat from a positivist approach and more
towards a position that views humans subjectively whose change experiences are

related to individual everyday life and meaning.

As a practitioner-researcher, my philosophy is one that embraces humanistic values,

whereby my focus is on individuality within a therapeutic or research relationship, thus
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maintaining ethical and intellectual integrity. Consequently, | consider value-free
knowledge to be impossible, emphasising social science as intrinsically value-laden
with researchers always bringing their own preconceived ideas and experiences to
their research (Scotland, 2012). A qualitative approach was considered appropriate,
whereby reality is considered a fluid entity; “it changes and develops according to
people’s experiences and the social context within which they find themselves”
(Porter, 2000, p.143). As a consequence, subjective meanings are conveyed
intentionally, socially and historically. In contrast to quantitative methods, which
attempt to remove the influence of the researcher, qualitative approaches
acknowledge the researcher is entwined within the research process (Ritchie and
Ormston, 2014). This complemented the aim of this study; to understand the meaning
created from individuals’ everyday experiences of change in the realm of their social

environment with me as a researcher intrinsically embedded within the journey.

Over the course of my doctoral journey, | have grappled with qualitative philosophical
perspectives and have found it challenging to choose a paradigm that reflects the
assumptions | hold towards the intricacy of human nature. The philosophical stance |
draw on sits within psychological constructivist ideas, that is, the idea that our
understandings of the world are individually constructed through a unique experience,
reflection and active meaning-making. The seeds of constructivism can be traced
back to the beliefs posited by scholars such as Kant, Glaserfield, Piaget, Vygotsky
who paved the way for a new approach to thinking about the theory of knowledge.
Despite theoretical variations, their work highlights a central tenet of constructivist
thinking; that humans are engaged in meaning and knowledge-making, not knowledge

acquisition (Raskin, 2002). Postmodern notions of subjectivity posit the idea that
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reality is a product of one’s own creation advances the premise that knowledge
construction is active rather than passive and lies in the minds of individuals who
construct meaning of their experiences based on their belief systems (Navarro, 2013;
Savin-Baden and Howell Major, 2013). Adopting a constructivist approach challenged
the dominant idea that change can be measured, with a move towards change being
viewed and understood as an active process based upon individual experience, values

and meaning in everyday life.

A consequence for viewing therapeutic change through the lens of constructivist
theory centres on the contextual nature of everyday life (Watts, 2003). Important
within social constructionist ideas critics argue that an individuals’ cognitive
construction can disregard the social setting and relational factors (Raskin, 2002;
Adom, Yeboah and Ankrah, 2016). In this study, individual change was not considered
a ‘social construction’, | regarded change as contextually bound, that is, life occurs
outside of the PMP and it’s in everyday life where people experience change. As a
consequence, this required a stance that emphasised the importance of the individual,
for experiences to be understood within the context they occur and knowledge

recognised as socially and relationally embedded.

A relational constructivist position was taken, which provides a bridge between
cognitive constructivist and social constructionist approaches (Botella and Herrero,
2000; Neimeyer, 2009). Adopting this position assumed the value of the individual
participant involved in creative self-reflectivity and construction of knowledge but
within a socially embedded context (Watts, 2003). This epistemological position

particularly suited ADPE since it allowed for participants to reflect and give meaning
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to their unique experiences, allowing for the opportunity to gather a richer
understanding. As | encountered each participant, my intention was to maintain
openness to understand individual experiences of change and curiosity about social

context.

3.2.2 Walking a Similar Path: Insider/Outsider Positioning

Locating myself within this study, specifically my interest and motivation stemmed from
a reflexive position as a psychotherapist working in a pain clinic and delivering PMPs.
| viewed my position as that of an insider in the professional context. The influence of
my experience and prior knowledge, as well as my beliefs and values pertaining to
chronic iliness, could not be neglected. It was the experience of facilitating PMPs that
fuelled interest and inspired the focus of this study. However, | considered myself as
an outsider as | do not experience persistent pain, which enabled me to take a broader

perspective during the interview and data collection process (Breen, 2007).

Many potential benefits have been associated with insider status, including ease of
access to participants, minimisation of the power differential and building of rapport
(Blythe et al., 2013; Ross, 2017). Specifically, participants may be more open with
insider researchers due to a mutuality of common experience which increases the
depth of data (Dwyer and Buckle, 2009; Fleming, 2018). Being immersed in the
system helped identify a topic worthy of research and provide a valid justification for
the study. Insider research was particularly useful for this study as it enabled easier
access to participants in the time of a global pandemic. Furthermore, possession of

advanced counselling skills and a broad understanding of persistent pain provided
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additional resources to draw from to support the research process. This appeared
helpful to establish a level of trust and rapport within the researcher/participant
relationship (Gair, 2012; Fleming, 2018). Past research emphasises that individuals
with persistent pain can experience feelings of embarrassment and humiliation within
a social context (Arnold et al., 2008) and negative self-appraisal caused by perception
and or anticipation of negative reactions from others because of their pain (Waugh,
Byrne and Nicholas, 2014). Consequently, an insider status in which the researcher-
practitioner position embodied a supportive role was also considered a useful means
to access rich data. However, the balance of being a psychotherapist and a
researcher was also considered with respect to the conducting of the interviews in
order to try to avoid slipping into an interview style that may have been more clinically

focused than research-focused.

The approach to researching change within PMPs raised some considerations in
relation to a lack of objectivity, potential bias and power differential which can impact
upon the research process (Greene, 2014; Merriam and Tisdell, 2016). As a
researcher with a dual role of co-facilitator of the PMP and researcher within the same
context, a perceived power imbalance might have influenced the information provided
by participants who may have wanted to please. Also, it was conceivable that
participants could have thought their responses might influence future treatment or
care. Practically, co-facilitating the PMP which was also the focus of the research
could have created personal and professional conflicts. To manage the risk of these
| took a stance of acceptance, transparency and monitoring to acknowledge my
position within the research (Etherington, 2004). As a psychotherapist, | have always

engaged in ongoing self-reflection and reflexivity in relation to my dual roles of a
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researcher and a psychotherapist. | discuss this in subsequent sections along with
steps taken to manage the challenges of being an insider researcher whilst
maintaining ethical and professional boundaries (British Association for Counselling

and Psychotherapy, 2018a).

3.2.3 Tracking Thoughts in Time: Reflexivity

Taking a relational constructivist position, my dual role as psychotherapist and
researcher required complete transparency to ensure trustworthy and credible
research. This reflected my active presence within the study and required a
commitment to the practise of reflexivity. Researcher reflexivity refers to the “capacity
of the researcher to acknowledge how their own experiences and contexts (which
might be fluid and changing) inform the process and outcomes of inquiry” (Etherington,
2004, p.31). Willig (2013) differentiates between two types of reflexivity, namely,
‘personal’ and ‘epistemological’. Similar to Wilkinson (1988) | regarded these as
intrinsically intertwined and seen as fundamental from the pre-research phase to the

write up of this thesis.

As a healthcare professional and researcher my core values and beliefs are deeply
entwined within this study. As a practitioner, | understand persistent pain to require a
biopsychosocial view that considers physiological processes as well as psychological
and socio-contextual variables that may cause and perpetuate persistent pain (Turk
and Okifuji, 2002). | have direct experience of seeing the suffering that persistent pain
can bring and | have a vested interest in helping individuals to live a meaningful life

with and despite their pain. Thus, the intent of my research became to gain a detailed
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understanding of the pain management journey. Central to this research was valuing
subjectivity and contextual factors in order to enrich and expand upon what was
already known and perhaps gain insight into the use of ADPE within this context. In
tandem with professional values, it became important to me that the research would
attempt to hold some therapeutic value and that participants were empowered and

given space to voice their unique experiences.

Academic and clinical supervision, field notes and reflexive research journaling (see
Appendix 3) were three strategies utilised that enabled me to become introspective
with regard to examining my active presence, perspective and impact throughout the
research. Consistent with the visual elements of the study, | kept a photographic
journal to capture my own journey. It was also important to consider the impact of the
research on the participants, with particular attention to dual roles, dependence and
power imbalances (British Association for Counselling and Psychotherapy, 2018a).
Here the use of ADPE was seen as advantageous because participants were
empowered to construct their own data away from the influence of the researcher,
thus, reducing the power imbalance (Bates et al., 2017). The aim was not to eliminate
preconceptions as this would be impossible, rather to encourage and make visible my
conscious awareness. | subsequently discuss the research approach, methods and

ethical practice whilst retaining a reflexive stance.
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3.3 Visual Research Methodologies

To see a World in a Grain of Sand
And a Heaven in a Wild Flower,
Hold Infinity in the palm of your hand
And Eternity in an hour
(Quote from William Blake)
The visual medium, yet often taken for granted, is how most people understand and
interact with their world and in many cases, meanings conveyed by photographs,
images, paintings, drawings and video are important aspects of society, culture and
daily life (Rose, 2016; Edmondson and Pini, 2019). The accessibility and
advancement of visual technology and communication through systems such as
smartphones and social media has reinforced this visual experience (Bates et al.,
2017). Consequently, the case for using visual research methodologies is timely and
increasing with two main approaches, namely, photovoice and photo-elicitation
offering an alternative approach to traditional methods. In this alternative approach,
images are used to facilitate communication and narrate the everyday life of

participants to add depth and richness to data (Pain, 2012; Edmondson and Pini,

2019).

Photovoice, conceptualised by Caroline Wang and Mary Ann Burris in the early 1990s,
was developed as a participatory action research means to gain insight into the views
of the health of rural women in China. Originally termed Photo Novella, meaning
‘picture stories’, it was redefined by Wang and Burris (1997), to ‘photovoice’ and
described as “a process by which people can identify, represent and enhance their
community through a specific photographic technique” (Wang, 1999, p.185). The

social action of photovoice, however, did not fit with the epistemological position, study
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aims or research questions. Alternatively, a photo-elicitation approach seemed to
address the aims of this study to explore individual experiences and meaning inside a

relational constructivist position.

3.3.1 Photo-Elicitation

Identifying a qualitative approach that supported creative and flexible methods of data
collection was an important element of the exploration of change with PMPs. This had
to be balanced against considering the disability and wellbeing of the participants. It
was important that the method was considered not too onerous and held reported
benefits for those involved. With this in mind, a constructivist lens steered me towards
photo-elicitation as an innovative and interesting method to meet the aims of the study.
Photo-elicitation as a visual method has a growing literature base within health and
illness research (Frith and Harcourt, 2007; Oliffe and Bottorff, 2007; Fritz and Lysack,
2014; Balmer, 2012). John Collier (Collier and Collier, 1986) is credited as being the
founder of photo-elicitation when, in the late 1950s, he developed the technique to
gain insight into environmental factors affecting service users with psychological
problems. Photo-elicitation, as the name implies, is “based on the simple idea of
inserting a photograph into a research interview” (Harper, 2002, p.13) to facilitate
verbal discussion. This method reflects the notion that “it is the reflexivity between the
image and verbalisation which produces the data” (Harrison, 2002b, p.864). This
reflective opportunity meant that participants could create a deeper level of

understanding, allowing the opportunity for more interesting and richer data.
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Typically, there are two approaches to photo-elicitation, firstly, where the researcher
selects the images for discussion and the participants comment on the significance to
them (Harper, 2002). Secondly and the one adopted for this study, where participants
generate their own images based on what is meaningful to them to discuss at
interview, namely, auto-driven photo-elicitation or ‘reflexive’ photography, that is, the
participant ‘drives the interview’ (Heisley and Levy, 1991; Copes et al., 2018), thus,
creating space for participants’ voice. The latter suited the aim of the study to
understand the change from the participants perspective and to address the research
questions. In the study context, the Photo Elicitation Interview (PEI), based on the
images supplied by the researcher or participants, is considered to evoke a deeper
level of human consciousness than words alone, which can result in richer accounts
(Harper, 2002). Consequently, photo-elicitation techniques have since proven to be
attractive and have been broadly used in the social sciences in a range of health-
related sensitive areas including, cancer (Frith and Harcourt, 2007; Oliffe and Bottorff,
2007; Balmer, 2012), mental health (Han and Oliffe, 2016), end of life care (Tishelman

et al., 2016) and chronic iliness self-management (Fritz and Lysack, 2014).

There are many benefits reported of adopting a participant-driven photo-elicitation
approach, including expression and communication of complex issues like pain,
facilitation of emotional reactivity and a positive and reflective research experience
(Harrison, 2002a; Balmer, Griffiths and Dunn, 2015; Edmondson and Pini, 2019).
Harper (2002) suggests the use of images can enable and empower participants to
consider what is important and meaningful to them. Choosing a method that enabled
participants to give meaning to their individual and unique experiences of change was

a central methodological consideration in order to address the research questions in
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this thesis. As a result, ADPE provided participants with the flexibility to control their
participation by selecting their own images and leading the direction of the interview
(Bates et al., 2017), thus attempting to reduce any perceived differences in power and
knowledge. ADPE also supported inclusivity within the research for those with a
limited reading and writing ability and particularly for those with limited hand dexterity

due to pain, swelling, and numbness.

Photographs can transport the researcher into the world of the participant, thus,
allowing the researcher to explore a phenomenon in-depth and within real-life context
(Balmer, Griffiths and Dunn, 2015). “As a method, it is empowering and emancipating
participants by making their experiences visible” (Oliffe and Bottorff, 2007, p.850). It
has been suggested this method is particularly useful to reveal progress or a shift in
participants’ capabilities and understandings over time (Hatten, Forin and Adams,
2013). Therefore, ADPE was particularly suited to explore change emerging in the
moment in daily life over the course of the programme, combined with interviews to
dynamically explore reflective understandings, rather than the end product of

recollections.

There is also evidence the use of photographs within research interviews can have
potential therapeutic benefits by facilitating opportunities to reflect on and make sense
of experiences (Pain, 2012; Balmer, Griffiths and Dunn, 2015; Han and Oliffe, 2016).
Oliffe and Bottorff (2007) found the use of photos helped men to talk more openly
about their experiences of health and illness with some participants reporting finding
discussing their photos to be therapeutic. This echoes the participants’ experience

during this study and the method was found to enable communication, invite reflection
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and facilitate expression of emotions which was reported as enjoyable and
therapeutic. Therefore, participants were found to be engaged within the research
process which served to strengthen the findings and trustworthiness. Conversely,
there are documented challenges to using this approach which include ethical,
analytical and practical concerns (Pain, 2012; Edmondson and Pini, 2019). These
issues are discussed in subsequent sections below. At times visual research and in
particular PEI has been criticised for lacking unity in approach. In recognition of these
potential risks in this thesis a framework suggested by Bates et al. (2017) was partly

adopted for this study (see Figure 3.1 page 66) to guide the research process.

3.3.2 Application of Alternative Approaches

As noted above, whilst there has been an increase in the use of visual methods it was
important to consider other approaches to best meet the study aims and research
questions. Other than photovoice and photo-elicitation, other visual methodologies
such as drawing have been utilised (Guillemin, 2004; Hall and Mitchell, 2008; Kirkham,
2015). Methods incorporating drawing and journaling were contemplated to allow
flexibility and the opportunity for the participants. However, it was felt drawing was too
limited to capture change in the moment and journaling might exclude individuals with
limited reading and writing ability. Moreover, there are limited studies that have
adopted these approaches; thus, it was felt ADPE offered a more widely used

evidence-based approach.
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Philosophical/Epistemological Position

Relational Constructivist

Knowledge is actively created
Personal agency of creative and self-
reflective individuals within a socially
embedded nature of individual human
knowledge

Explore and understand individuals
experience and meaning-making

Participant-Driven
(Open) Briefing

Participants invited to gather images that
reflected a meaningful change in their daily
life each week for six weeks

No further guidance given

Incorporation of magazine/internet images
for inclusivity

Consent obtained for images separately to
the study

Limited to abstract images for confidentiality
and anonymit

Image Collection

Sufficient time allowed for participants to
collect images

Photo-Elicitation Interviews

Participant-driven open interview
Open-ended interview questions (see page
79)

Week Two, Four, Six

Data Analysis

Reflexive Thematic Analysis (Braun and
Clarke, 2013)

Dissemination

Use of images as per consent
Video illustration of findings (participant
feedback)
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Figure 3.1: Visual Model of the PEI Design (Adapted from Bates et al., 2017)
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A narrative approach was also considered as an alternative to visual methods.
Narrative inquiry focuses on the subjective experiences and stories of individuals
(Riessman, 2008), providing an understanding of how human beings make sense of
their world (Speedy, 2008). Polkinghorne (1995) argues the main purpose of narrative
research is the production of narrative accounts of how individuals understand
meaning in their lives. Consequently, this approach would have provided some
interesting insight into the journey through pain management through narrative and
storying. However, in this thesis, the research question focused upon how participants
gave meaning to change as most important to them, as opposed to the structure and
function of their narrative. The attention was that the images generated through the
research would connect participants with potentially subtle changes within everyday
life that may be overlooked (Erdner and Magnusson, 2011; Fritz and Lysack, 2014) to
elicit richer accounts of change. This study is potentially the first to use ADPE to

understand the trajectory of change during an ACT-based PMP.

3.4 The Study

3.4.1 The Study Setting

The study took place in a primary care adult community pain management service,

delivered within the independent sector. Referrals are received from General

Practitioners and secondary care services.
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3.4.2 The Pain Management Programme

In response to the COVID-19 pandemic, the original nine-week face-to-face PMP was
replaced with a six-week self-led online programme. The programme content was
based on a biopsychosocial model of persistent pain and ACT principles
commensurate with the British Pain Society (2013) and in tandem with the core
standards for highly specialised pain services in the UK (Faculty of Pain Medicine,
2015). The programme content can be found in Appendix 4. The six-week self-led
PMP was delivered by an interdisciplinary team, including psychological therapists
and specialist physiotherapists. Participants were invited to view a series of virtual
videos and handouts every week for six weeks, combined with a thirty-minute
telephone consultation from a clinician at weeks two, four and six (see Figure 3.2 page
71). Clinician consultations were rotated between physiotherapist and psychological
therapist and the content of the consultation was specific to the resources provided for
that individual week. Level of knowledge and understanding of the content was
established, discussed in relation to the participants life and goals and participants
were given the opportunity to ask questions. | was involved in a limited amount of
clinician calls. However, these were undertaken separately to ensure boundaries were
maintained between the programme and the research study. The ethical

considerations are discussed below.

3.4.3 Study Inclusion and Exclusion Criteria

Participants recruited for this study were individuals with a diagnosis of persistent

pain and had been put forward for the PMP based on recommended inclusion and
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exclusion criteria for attending a PMP (British Pain Society, 2013). If an individual
met the criteria for the PMP, they met the criteria for inclusion in the study. This

criterion is presented in Table 3.1.

Table 3.1: Pain Management Programme and Study Eligibility (Adapted from the
British Pain Society, 2013)

Inclusion Criteria Exclusion Criteria
Client is able to communicate in English | Client has moderate to severe cognitive
impairment (for example; learning
Client is willing to participate in a group | disability, dementia, neurological

environment (not online PMP) disorder that impacts learning and
memory)

Client is motivated to practise strategies

at home Client has overriding complexities that
will make engagement in a programme

The presence of persistent pain is difficult. This can include severe

having a negative impact on quality of depression, severe anxiety, psychosis

life and daily functioning or interpersonal difficulties

Client is able to participate in the Client has suicidal ideation/self-harm

physical aspects of the programme
Client is drug or alcohol dependant
Client is able to engage with digital
resources (online PMP) Client has attended a PMP in the last
two years

Client has a limited life expectancy or
rapidly progressive disorder

Client reports no significant impact of
pain on everyday functioning

Client is unable to access equipment to
view digital resources (online PMP)

3.4.4 Participant Sampling and Recruitment

Once university ethical approval was granted, the initial stages of sampling and
recruitment were commenced. This process involved stages that are illustrated in

Figure 3.2 (see page 71). Participants were selected using a purposive sampling
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method, typically employed to gain insight and understanding from a homogenous
group related to the phenomenon (Patton, 2015). Little is formally documented about
ADPE research processes, however, similar studies report between five and ten
participants as appropriate (Radley and Taylor, 2003; Fritz and Lysack, 2014; Maratos
et al., 2016; Burton, Hughes and Dempsey, 2017). Therefore, a sample of up to eight

participants was aimed for.

Invitation to undertake the PMP was managed by a regional referral centre, | had no
involvement in this part of the process. Individuals who had accepted their place on
the PMP were then approached via post (see Appendix 5) ahead of attending week
one of the programme. In this initial communication, | advised there was some
research attached to the PMP and that they were invited to participate if they wished
and provided with the information sheet (see Appendix 6Error! Reference source
not found.). This complied with professional guidance recommending that no
untoward pressure or coercion is applied to potential participants when making their

choice (British Association for Counselling and Psychotherapy, 2018a).

During week one of the PMP, individuals were contacted via telephone and offered
the opportunity to ask any questions. The study consent form and consent paragraph
(see Appendix 7Error! Reference source not found.) was emailed to individuals
willing to participate in the study. This is discussed in more detail in the ethical

considerations section below.

During the first phase of recruitment, all eight individuals signed up to the PMP were

invited to take part in the study, four expressed interest to participate and were
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recruited. During the second phase, again all eight individuals signed up to the PMP

were invited to take part in the study, five expressed interest and were recruited. A

total of nine participants were recruited for this study.

| Standard PMP Practice

|

Research Activity

Safeguarding/Boundaries

Clients identified as suitable for
PMP and added to waiting list
managed by a regional referral

centre
v

Invited to attend PMP via letter by
regional referral centre. Clients
confirm attendance directly with
regional referral centre

Identified as attending the PMP.
Invited to participate in the research
via post within two weeks prior to

v

the PMP
v

Client participates in week one of the
PMP. They are sent relevant
resources and videos by a regional

Following PMP week one,
researcher telephones participant,
offering the opportunity to ask

referral centre. They also receive a i questions and if willing email
30-minute te'fﬁ’h‘?”_e call from a pain informed consent form and email
management clinician
(Physiotherapist, Psychological S o
Therapist)

¢ A 4

During week two at the participants

Client participates in week two of convenience, photo-elicitation
the PMP. They are sent relevant lp| telephone interview will take place
resources and videos by a regional and asked to allow 20 minutes.
referral centre Facilitated by researcher

v
Client participates in week three of
the PMP. They are sent relevant
resources and videos by a regional
referral centre. They also receive a
30-minute telephone call from a
pain management clinician
(Physiotherapist, Psychological
Therapist)

+ \ 4

During week four at the participants

Client participates in week four of convenience, photo-elicitation
the PMP. They are sent relevant » telephone interview will take place
resources and videos by a regional and asked to allow 20 minutes.
referral centre Facilitated by researcher

v
Client participates in week five of
the PMP. They are sent relevant
resources and videos by a regional
referral centre. They also receive a
30-minute telephone call from a
pain management clinician
(Physiotherapist, Psychological
Therapist)

v v
Client participates in week six of the During week six at the participants
PMP. They are sent relevant convenience, photo-elicitation
resources and videos by a regional ® telephone interview will take place

referral centre. They are also sent
outcome measures to complete

and asked to allow 20 minutes.
Facilitated by researcher

If a PMP or research
participant discloses risk to
themselves or others, suitably
qualified colleagues,
independent from the research
will report this to appropriate
individual, typically GP (in line
with local policy).

Also, if a research participant
reveals distress during a
telephone interview, they will

—» be offered a follow-up call from

suitably qualified colleagues

They will be directed to the
support resources on the
information sheet

independent from the research.

v

Researcher has awareness of
dual role and measures have
been taken to maintain
boundaries within the role of
co-facilitator and researcher. A
reflexive research journal will
be used and both academic
and clinical supervision as a
resource to discuss reflections

Figure 3.2: Flowchart lllustrating the Stages of Sampling, Recruitment, Data
Collection and Safeguarding Plans
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3.4.5 Participant Information and Allocated Pseudonyms

To provide context for each participant Table 3.2 presents the demographic details of
each participant, along with their pain diagnosis and time lived with pain. Participants
attended all six PMP sessions. It is important to note, there was limited access to
males. Of the 16 potential participants, only one was male and declined the invitation
to participate. Characteristically, a high female population reflects the typical PMP
cohort. However, given the study’s aims and research questions did not relate to the
gendered experience of pain this was not viewed as relevant, although this could be

considered a limitation of the study.

Table 3.2: Participant Details

Participant
Pseudonym Age Pain Diagnosis Time Lived with Pain
Jayne 35 Widespread' 6 years
Bella 37 Widespread 2 years
Sarah 37 Widespread 12 years
Karen 44 Widespread 10 years
Beth 51 Widespread 8 years
Rosemary 52 Widespread 10 years
Fiona 53 Arthritis 17 years
Emma 54 Arthritis 18 months
Elizabeth 60 Widespread 37 years

! Widespread pain is characterised by long-lasting pain in multiple body regions and is associated with other
physical symptoms such as fatigue, concentration problems, and psychologic distress (Mansfield et al., 2017)
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3.5 Ethical Considerations

Ethical considerations are an essential aspect of research and integral to the work of
psychotherapists. It was imperative my own values were aligned with ethical
considerations and the consistent honest, trustworthy and respectful ways in which |
respond to my clients and others was equitable with the research participants.
Throughout the research process, | followed the ethical guidelines for research from
the British Association for Counselling and Psychotherapy (2018a) and the British
Psychological Society (2021). The ethical issues raised by visual research are distinct
from those raised by textual data, for example, the copyright of images. Therefore,
alongside previous research views, | also followed the guidelines for ethical visual
research methods by Cox et al. (2014) to support the development of the study’s

methodology to ensure the research was ethically appropriate.

3.5.1 Ethical Approval

This research study was initially granted ethical approval by The Faculty of Education,
Health and Wellbeing (FEHW) Ethics Panel at the University of Wolverhampton on
11t March 2020 (see Appendix 8Error! Reference source not found.). Permission
and access were also granted by the participating organisation (see Appendix 9). Due
to the impact of the COVID-19 pandemic and the requirement to change some
elements of the study | submitted minor amendments to the Chair of the FEHW Ethics
Panel at the University of Wolverhampton on 4™ April 2020 and received approval on
ot April 2020. Refer to Appendix 10 for ethical approval letter. Permission and access

were again granted by the participating organisation (see Appendix 11). Due to the
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participating organisation being an independent service, advice was obtained from the
Chair of the NHS Black Country Research Ethics Committee and it was determined
Health Research Authority and National Health Service permission was not required

(see Appendix 12)

3.5.2 Informed Consent

Participants were provided with an information sheet (see Appendix 6) which detailed
the aims of the study, advantages/risks of taking part, explicitly what was required of
them and how confidentiality and anonymity would be preserved. Participants were
invited to ask any questions prior to agreeing to participate and prior to every interview.
They were advised that participation and consent were entirely voluntary and they
were free to withdraw consent at any time without giving a reason or it influencing the
standard of care they received (British Association for Counselling and

Psychotherapy, 2018a).

Due to the COVID-19 pandemic, it was necessary to complete study consent remotely.
Based upon guidance from the British Psychological Society (2021) and the
supervisory team, participants were asked to complete two layers of consent; one
online password protected informed consent form and a second involving them
emailing a standard paragraph indicating their consent (see Appendix 7Error!
Reference source not found.). Additionally, consent was confirmed verbally prior to
every interview. In visual research methods, it is equally as important to consider the
collection, presentation and dissemination of images (Cox et al., 2014). Close (2007)

recommends gaining consent for individual images separately to allow the participants
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to choose if and what images they want to share. Therefore, participants were invited
to share their images and further two-layered consent was taken for every image
shared (see Appendix 13). Participants were advised they owned the image copyright
(Cox et al., 2014). No issues were encountered, participants completed the online

consent forms with ease, returned the consent email and shared their chosen images.

3.5.3 Confidentiality and Anonymity

In addition to the participants choosing their own pseudonym, all data collected was
anonymised by using codes on audio-recordings, interview transcripts and images.
All data was managed in accordance with the Data Protection Act (2018) and the
University of Wolverhampton Research Data Management Policy (2020). This
involved electronic encrypted storage and any printed items kept in a lockable cabinet.
Any emails received from participants containing consent paragraphs or images were

deleted.

There is much debate within visual research methods regarding anonymity, use of
images and what limitations if any, should be employed (Balmer, Griffiths and Dunn,
2015). Rigorous ethical practice would have required asking participants to obtain
additional consent for any images that contained others. It was decided this was too
onerous for the participants and limits were placed to abstract images only to protect
the confidentiality of both participants and non-participants. Participants were advised
of these restrictions within the information sheet and also advised if they shared
images that either identified themselves or others these would be deleted. Evidence

suggests that maintaining a visual identity can be important for participants (Prosser,
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Clark and Wiles, 2008), however, given the participant population it was important to
offer anonymity. Whilst this was offered, all the participants in the study followed the

brief and there was no requirement to delete any images.

3.5.4 Participants’ Wellbeing

The risk of suicide or serious self-harm is low during a PMP as most clients who
identify with risk are unsuitable for this clinical intervention. However, participants
were advised of the limitations of confidentiality; disclosure of any risk of suicide or
serious self-harm to themselves or the safety of others (British Association for
Counselling and Psychotherapy, 2018b). The dual role of co-facilitator and researcher
meant if participants disclosed any reportable risk there was a safeguarding plan in
place for this to be managed by suitably qualified colleagues to enable me to maintain

boundaries, illustrated in Figure 3.2 (see page 71).

The potential for distress during the PEI was considered no greater than that during
the PMP, although it was recognised that discussing images may create connections
to difficult emotions and experiences (Edmondson and Pini, 2019). All participants
were reassured if they felt distressed during the PEI, there was no obligation for them
to continue. If distress occurred, there was a safeguarding plan in place to offer the
participant a follow-up call from a suitably qualified colleague independent from the
research. The participant information sheet also contained resources related to
psychological and pain support that participants could access with ease. However,
during the PEIs none of the participants reported any risk or signs of distress so no

follow-up calls or referrals to support services were required.
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3.6 Procedure

3.6.1 A Pilot Review of Participant Documents

On the recommendation of the ethics panel, the purpose of using a pilot was to clarify
the information being given to the potential participants and to be aware of any issues
within the documents. An invitation letter and information leaflet were given to two
colleagues with no knowledge of the study. An individual, in-person feedback session
was conducted with each pilot participant, where | asked them to explain what they
thought the invitation letter and information sheet were asking the study participants
to do. The pilot participants conveyed a good understanding of the study and no

revisions were made.

3.6.2 The Photo-Elicitation Interviews

At times visual research and in particular PEI has been criticised for lacking unity in
approach, therefore, the framework proposed by Bates et al. (2017) was adopted for
this study to guide the design (see Figure 3.1 page 66). Aligned with the
epistemological view of this study, the participant briefing was open and participants
were asked to capture an image of a meaningful change that reflected each week
across the six weeks of the programme. This left the participants to choose images
they deemed important to them. Through a relational constructivist lens, it was crucial
that change and meaning were driven and understood from the participants
perspective. However, the images were limited to one per week over six weeks to
prevent the data set from becoming unmanageable. Moreover, to enable inclusion,
participants were advised they could use images from magazines or the internet if they
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didn’t have the capacity to take photographs. Only one participant presented an
internet image, this reflected an upcoming car purchase. Overall, each participant

captured between three and seven images each, resulting in a total of 46 images.

Once formal consent had been received, PEI interviews were conducted via telephone
due to the COVID-19 pandemic. Participants were advised to allow up to 20 minutes
for each interview at weeks two, four and six; subsequently characterised as time point
one, two and three. Refer to Figure 3.2 (see page 71) illustrating the stages of PEls.
The analysis of literature in chapter two suggested three interviews across the PMP
would aid a temporal understanding of change and also complemented by the reflexive
understanding within the interview. At the start of every interview, participants were
fully informed about the study, given the chance to ask questions and provided the
opportunity to consider if they wanted to participate. The PEI reflected the process
outlined by Bates et al. (2017), which uses a participant-driven open interview and is
largely unstructured to allow the participant’s experience to emerge without the
influence of my pre-existing beliefs. The PEI questions focused on the themes related
to the research questions, as illustrated in Table 3.3 (see page 79). Probing questions
were used to help participants elaborate on the issue being discussed, for example,

‘can you tell me more about that?’ and ‘how did you feel about that?’

Questions were prepared in the event a participant did not have an image to discuss,

illustrated in Appendix 14. This was not utilised as all participants offered images to

discuss.
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Table 3.3: Image Interview Schedule

Interview Questions (Image)

Tell me a little about yourself (only time point one)

Tell me about your persistent pain condition (only time point one)

Please can you talk through your image/s and why you chose them?

How do you think it captures change and how is this being applied in your life?
Why is it important to you in your everyday life?

How did you feel when you were taking it?

Were there other images you could have taken/chosen?

How have you found the process of taking the images to illustrate and discuss
your change experience?

Which image is the most important from those you captured? (only time point
three)

NGNS

©

It has been suggested a limitation of a photo-elicitation approach exists at the level of
representation, that is, what the photographer chose not to photograph and what might
have been left out (Wang and Burris, 1997; Hodgetts, Chamberlain and Radley, 2007).
With this in mind, participants in this study were asked about images they might have
taken or chosen. A common response to this question was that the participants were
content with the images they had captured and discussed. What is left out can be
unconscious, but this selection was not central to the understanding of change and it

was the conscious representation of change the study was aiming to explore.

Interviews took place between July and August 2020 and lasted between 12 and 46
minutes, time point one interviews were longer due to participants conveying their pain
story. Overall, as planned 27 interviews were conducted. During the interview
process, | was aware of the fact that with some of the participants there was a
relationship that extended beyond the interviewer-interviewee relationship. The
participant-driven format of the PEI supported this dual role (Bates et al., 2017). Each

interview was audio-recorded and stored on an encrypted drive ready for transcription.
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Following each interview, both field notes relating to any immediate reactions from the

interview and my personal reflections were documented and kept separately.

3.7 Data Analysis

There is limited guidance on how to analyse data collected from visual methods and
many studies adopt a range of analytic procedures. Within health-related studies,
most commonly, thematic analysis (Tishelman et al.,, 2016; Glaw et al., 2017)
grounded theory analysis (Drew, Duncan and Sawyer, 2010; Fritz and Lysack, 2014)
and layered analysis (Balmer, Griffiths and Dunn, 2015). Some studies are not explicit
about their data analysis approach, perhaps due to vague guidance. Polytextual
thematic analysis has been developed as a way of capturing and analysing both visual
and verbal data (Gleeson, 2011). However, analysis of images was excluded given
the epistemological position of the study; it was never my intention to attempt to
analyse participant images and their meaning. Images provided a tool for participants
to capture and provide reflective understandings within the PEI. ACT already has an
overarching theory of change that precluded the privilege given to data generated in
grounded theory. Reflexive thematic analysis was chosen for this study as it offered
a more detailed and nuanced approach (Braun and Clarke, 2006, 2013) congruent

with the study’s aims and research questions.

3.7.1 Reflexive Thematic Analysis

Braun and Clarke (2006, 2013) define reflexive thematic analysis as “a method for

systematically identifying themes and patterns of meaning across a data set in relation
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to a research question” (Braun and Clarke, 2013, p.175). A seven-phase analysis
approach was used (Braun and Clarke, 2013) as illustrated in Table 3.4. This involved
the iterative process of systematically reading and coding the data until themes were
generated. The flexibility of this approach and emphasis on transparency and
reflexivity suited the epistemological position and aims of this study. It also offers an
appropriate method for a visual approach where images were incorporated into the
interviews but not analysed themselves. Braun and Clarke’s (2013) 15-point criteria
for good thematic analysis (see Appendix 15Error! Reference source not found.)
served as a guide throughout the data analysis and write-up stages.

Table 3.4: Stages in Conducting a Thematic Analysis (Adapted from Braun and
Clarke, 2013, p.202)

Stage Task
Stages 1 — 6 were completed individually for all three time points

1. Transcription Data preparation and transcribing

2. Reading and familiarisation Reading the data
Noting initial thoughts and ideas

3. Coding Systematically coding pertinent parts of
the data
Reviewing the entire data set

4. Searching for themes Organising codes into themes
Ensuring data relevant to each theme is
collated

5. Reviewing the themes Ensuring themes relate to extracts from

the data and the dataset as a whole
Developing a thematic map

6. Defining and naming themes Name and define the themes
Consider the narrative of the data
7. Writing — finalising analysis Ensuing the final report contains extracts

from the data

Linking the analysis of the data to the
research questions and prior
research/theory
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3.7.1.1 Stage One - Transcription

All audio recordings were transcribed independently to allow for data immersion.
Transcription software ‘Express Scribe’ was utilised to enable the pace to be slowed
to support the accuracy of the transcription process. Ungrammatical expressions such
as ‘erm’ and idiomatic statements such as ‘you know’ were removed to promote the
intelligibility of the spoken word. Emphasis was on what participants said as opposed
to how they said it, therefore, non-semantic sounds such as false starts, pauses and
laughter were left out (Braun and Clarke, 2013). Each interview transcript was given
a code, for example, PMP1.1 and stored confidentially. An example is presented in

Appendix 16.

3.7.1.2 Stage Two — Reading and Familiarisation

This stage of the process involved reading and rereading the transcripts, also
accomplished by listening to each audio recording while reading the corresponding
transcript. Initial views and things that stood out were recorded in the field notes
journal. Subjectivity in the way that the recordings were perceived and interpreted
was acknowledged, consistent with a relational constructivist perspective (Savin-
Baden and Howell Major, 2013), thereby aiding reflexivity. Questions suggested by
Braun and Clarke (2013) (see Appendix 17) were used to guide the familiarisation,

coding and theme development process.
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3.7.1.3 Stage Three — Complete Coding Across the Entire Dataset

A manual coding process was selected, rather than using computer software in order
to remain connected to the data. Adopting an iterative process, transcripts were coded
line by line with colours to establish anything pertinent to answering the research
questions, informed by a relational constructivist position. | focused on anything
associated with the change experience and reflections on the use of ADPE. In line
with constructivist ideas, a relationship was assumed between meaning, language and
experience, therefore, meanings were intertwined with experiences. The same coding
procedure was followed for all three time points to ensure consistency. As advocated
by Braun and Clarke (2013), | tried to code using phrases where possible, so codes

represented the data and attempted to summarise patterns of meaning.

In order to try to remain true to the data, the initial coding process was inductive which
allowed for semantic themes derived from the data to be closely linked to the content
(Braun and Clarke, 2013). However, as noted by Braun and Clarke (2013) it is not
always possible to be fully inductive, as the researcher always brings a part of
themselves to the data set. At times | was drawn to a more deductive approach,
drawing on ACT theory and concepts. | wrote about this in my reflective journal
(Appendix 3) in attempts to make the process of analysis transparent as possible. |
also shared a participant transcript with my clinical supervisor who coded it herself so
we could clarify the codes, enabling rich exploration of the data (Braun and Clarke,
2019). |lllustrative extracts for codes were collated and reviewed by two clinical

psychologists who have experience in thematic analysis. Feedback resulted in the
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identification of some overlaps and enabled broader codes to be constructed to reflect

the subject (Braun and Clarke, 2013).

3.7.1.4 Stage Four and Five — Searching and Reviewing Themes

Following coding from all three time points, the next part of the process involved
searching for broader patterns across the data set guided by the research questions.
This was done manually using a piece of A3 card and visually mapping out the
common ideas and relationships in relation to the research questions. During this
process of constructing themes, | tried to adhere to Braun and Clarke’s (2013)
recommendation of moving back and forth with the data, whilst reflecting on the
process. At this time initial themes were constructed. Each time point was
provisionally labelled to reflect the sub-theme content and each sub-theme given a
name, using photography terms to capture the essence of each theme and the visual
nature of the study. ‘Acceptance’ and ‘empowerment’ were understood to be
supportive themes that reflected the entire data set. The two themes related to the
use of ADPE were also consistent across all three time points. An initial thematic map
was produced to show the relationship between the themes and served as a tool for

organising the themes into a framework (Braun and Clarke, 2013).

3.7.1.5 Stage Six — Labelling and Defining Themes

Stage six consisted of reviewing the themes for quality purposes (Braun and Clarke,
2013). The literature was referred to at this stage and emphasis placed on the notion

of developing a consistent narrative to ensure coherence (Braun and Clarke, 2013).
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It was important to ensure there was coherence within any given theme and that
themes were distinct from one another (Braun and Clarke, 2013). Discussions with
the supervisory team involved further refinement to themes at time points two and
three and themes were renamed where necessary. | reflect on these changes in more
detail within the reflective journal (see Appendix 3). A final thematic map was
produced (see Figure 4.1 page 92) once | had confirmed the themes reflected the data

set as a whole. Appendix 18 illustrates themes and associated codes.

3.7.1.6 Stage Seven — Writing and Finalising the Analysis

The main focus in the findings and discussion chapters was to tell the participants’
story, answer the research questions and situate this study within the wider literature.
Within this stage, data extracts were used both illustratively and analytically and
participant photographs were included where they complimented the participants

narrative.

3.8 Assessing Quality Within the Research

The need to assess and evaluate the quality of qualitative research is generally
considered an important step in the research process (Mays and Pope, 2000; Braun
and Clarke, 2013). For this study, given the novel use of ADPE it was important to
consider the theoretical underpinnings and the quality of the methodology. Whilst the
Critical Appraisal Skills Programme (CASP, 2018) framework served as a guide for
the literature review, for this study the set of questions proposed by Mays and Pope

(2000) served as a guide to reflect on the quality of this thesis, illustrated in Table 3.5
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(see page 87). This framework offered a more applied approach that suited the

creativity of the ADPE method to guide my reflections.

3.9 Chapter Summary

This chapter has established how this study’s philosophical positioning, research
approach, methods and analysis worked to address the aims of the research and the
research questions. To support transparency and replicability the research design has
been presented. My interest and position in the research have been presented to
share my ontological and epistemological position in relation to the study. A rationale
for the use of ADPE has been explored to support an understanding of this innovative
and creative research method. Findings of the current study are presented and

discussed in the findings and discussion chapters that follow.

It makes me think more about what | am doing and why [...] It helps
me see how far | have come [...] | think it's good to be able to reflect
on the changes you have made. | think you’re more likely to sustain
the changes (Quote from Bella)
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Table 3.5: Quality Review of Current Study (Mays and Pope, 2000)

Sufficient
Quality Criteria Evidence Discussion
Provided
Worth or relevance — was this piece of Yes Developing a more detailed and nuanced understanding of the change

work worth doing at all? How has it
contributed usefully to knowledge?

process, rather than what we assume based upon outcome measures is
essential to the ongoing optimisation of pain management care. Whilst there
is evidence that highlights a number of important ideas about change, this
is somewhat inequitable and change as a whole is underrepresented.
Deeper insight into change may be beneficial to inform the structure and
delivery of PMPs and ultimately support individuals living with persistent
pain. This study also offers a methodological contribution, ADPE was found
to be an engaging and valuable method for helping individuals articulate their
pain management journey. The use of photography/images created
therapeutic opportunities which supported change and engagement during
the programme.

Clarity of research question—if not at the
outset of the study, by the end of the
research process was the research
qguestion clear? Was the researcher able
to set aside his or her research
preconceptions?

Yes

The research questions were clearly identified following engagement with
existing literature and specified at the start of the study. | attempted to be
explicit about my philosophical positioning, relationship to participants, pre-
conceptions and values; the study was designed with this in mind and | made
attempts to acknowledge how this might have affected decisions throughout
the research. A reflexive journal incorporating photography was used along
with academic and clinical supervision.
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Appropriateness of the design to the
question—would a different method have
been more appropriate? For example, if
a causal hypothesis was being tested,
was a qualitative approach really
appropriate?

Yes

Using ADPE proved to be an interesting and engaging method that suited
the aims and epistemological position of the study. The participants reported
benefits beyond the research that suggests that photography may provide
an engaging therapeutic opportunity within pain management.

Context—is the context or setting
adequately described so that the reader
could relate the findings to other
settings?

Yes

The context/PMP is outlined to the point of not mentioning the service to
maintain confidentiality.

Sampling—did the sample include the full
range of possible cases or settings so
that conceptual rather than statistical
generalisations could be made (that is,
more than convenience sampling)? If
appropriate, were efforts made to obtain
data that might contradict or modify the
analysis by extending the sample (for
example, to a different type of area)?

Yes

Purposive sampling was appropriate given the need to be enrolled on a
PMP. One site was used; however, participants were recruited across two
programmes.
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Data collection and analysis—Were the
data collection and analysis procedures
systematic? Was an “audit trail” provided
such that someone else could repeat
each stage, including the analysis? How
well did the analysis succeed in
incorporating all the observations? To
what extent did the analysis develop
concepts and categories capable of
explaining key processes or
respondents’ accounts or observations?
Was it possible to follow the iteration
between data and the explanations for
the data (theory)? Did the researcher
search for disconfirming cases?

Yes

There is transparency describing steps taken from the start of the research
study to the development and reporting of findings. Diagrams and
associated appendices demonstrate clear steps. Braun and Clarke (2013)
were adhered to at all stages. ‘Critical friends’ were used to help with code
and theme development to strengthen data.

Reflexivity of the account—did the
researcher self-consciously assess the
likely impact of the methods used on the
data obtained? Were sufficient data
included in the reports of the study to
provide sufficient evidence for readers to
assess whether analytical criteria had
been met?

| attempted to be explicit about my philosophical positioning, relationship to
participants, pre-conceptions and values; the study was designed with this
in mind and | made attempts to acknowledge how this might have affected
decisions throughout the research. A reflexive journal incorporating
photography was used along with academic and clinical supervision.
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Chapter 4 - Findings

I am enhancing my life [...] | know now it’s not going to go away but
it’s not going to be the thing that defines me or dictates my life (Quote
from Fiona)

4.1 Chapter Overview

This chapter presents the findings of the reflexive thematic analysis. The chapter
begins by summarising the themes to provide an overview. To convey the story of the
data and analysis, detailed and rich accounts of participants’ experiences of change
across the course of a PMP and the use of ADPE will be presented. Throughout, all
themes were supported by data extracts from the PEls to evidence analytic claims.
Participant images were brought to life during the interviews and are included where

they support the narrative.

4.2 Summary of Themes

The reflexive thematic analysis followed the approach of Braun and Clarke (2013).
For each time point, themes were constructed to capture the participants’ overall
experience of change in response to the research question. In line with constructivist
ideas, a relationship was assumed between meaning, language and experience, thus,
meanings were intertwined with experiences within the findings. Overarching themes
were constructed to reflect each time point and threads of data that were closely
aligned. In order to present results in an organised and coherent way, Braun and

Clarke (2013) advise not to develop too many layers of themes which may reduce the
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depth of analysis. The same analytic process was applied across all three time points
and three overarching themes contributed to understanding participants’ narratives of
change: ‘Insight and Awareness’, ‘Integration’ and ‘Reframing’. In line with a relational
constructivist position, time points should not be considered to be entirely independent
of each other as some sub-themes are interdependent and reflect the PMP journey as
a whole. For example, ‘acceptance’ and ‘empowerment’ were seen as supportive
themes that ran throughout all three time points (see Figure 4.1 page 92). These
themes are woven throughout each time point. In response to the second research
question relating to the use of ADPE, two themes were constructed that related to all
three time points: ‘inviting reflection’ and ‘therapeutic value’. Figure 4.1 (see page 92)

illustrates the final thematic map.

The presentation of illustrative quotes draws on the guidance from Braun and Clarke
(2013), that is, shorter extracts are embedded within the main text and longer extracts
shown in their own separate paragraph separate from the main text. The symbol [...]

indicates the removal of any repetitions or hesitations.

4.3 Time Point One: Insight and Awareness

This overarching theme for time point one captured an important change process of
participants developing an increased insight and awareness about themselves and
their pain and is underpinned by two sub-themes, ‘who is running my show?’ and
‘bringing internal and external experiences into focus’. Participants spoke of
developing understanding and explanations of their current relationship with pain,

thoughts, emotions and behaviour patterns based on past experience. As part of this
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process, participants began to recognise ‘acceptance’ might be important but there
was a sense of ambivalence evident. This suggests some uncertainty and fear about
change. This appeared to occur simultaneously with participants experiencing a
sense of ‘empowerment’ after seeing pain from a new perspective which was
associated with an increase in confidence, motivation and hope. Increased insight and
awareness appeared to give way to a new understanding of their difficulties and
openness to new possibilities, suggesting a willingness to change. Furthermore,

ADPE supported participants to reflect, express and make meaning of this emerging

awareness.
L = )
Timepoint One | | Timepoint Two | | Timepoint Three
Insight & Awareness Integration Reframing
Who is running my
show? Exposing thoughts
Bringing internal and The Magic Hour:
external experiences
cultivating mindfulness
into focus
and compassion
. vy

N

Placing pain
management in
perspective

Figure 4.1: Thematic Map to Show the Relationship Between Themes
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4.3.1 Who is Running My Show?

All participants had lived with pain for a number of years and they highlighted feeling
like the pain had been dominating their life. Participants spoke of a growing
awareness of the struggle and difficulties of moving forward, that living with pain
created: “you’re fighting this battle and not only trying to take care of yourself but
sometimes you’re fighting” (Emma). The use of metaphors and strong imagery “brick
wall’, “real barriers”, “chains weighing me down” and “clouds your mind so much it's
black with pain” evoked this feeling of struggling and the all-encompassing nature of
pain. For most, this insight included the recognition of strategies they had employed

in an effort to try to control and eliminate their pain. Sarah reflects on her pursuit for

a cure as a barrier to living her life:

You get so focused on what’s happening to you, why it's happening
to you. Consumed with pain and managing it. What can | do to stop
it? What can | do to change this? You forget that you’re supposed to
live your life as well.

Subsequently, reflection highlighted patterns of avoidant behaviours and daily life
restrictions, which was considered to be associated with anticipating pain and
experiential avoidance: “/ stopped socialising, stopped seeing my family, stopped
hobbies, stopped anything | enjoyed” (Bella), “I used to walk everywhere and | don't
walk anywhere now” (Sarah) and “/ didn’t want to move or go anywhere” (Karen). The
negative impact this can have is evident when Emma reflected on her sense of

hopelessness: “/ wasn’t able to cope with anything and see people, | couldn’t function”.
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This led to an appreciation that avoidant behaviour could be an unhelpful barrier to
engaging in a meaningful life. Participants spoke of being able to take a more adaptive
and realistic approach to thinking about pain where adjustment was possible,
suggesting early contemplation of change and a pivotal moment in the change
process. For example: “I realised | was looking for something to stop the pain, | have
thought about this and | know | am probably not going to stop the pain” (Emma), “/
have a disability and | know | can’t carry on how | was” (Bella) and “I don’t want to just
give up, | want to carry on” (Beth). Meaning created from this new perspective
appeared to be empowering, relieving the struggle of trying to fight pain, enabling the
process of acceptance and giving rise to increased confidence, motivation and hope

which was reflected across the course of interviews.

Not surprisingly, for some this early process of acceptance came with some difficult
emotions, uncertainty and ambivalence. For Karen, this was challenging but came

with a sense of realism:

I know there’s loads of things | am going to have to learn to accept
[...] that | won’t be able to do like | used to but at the moment it’s just
that realisation that | know this is what it’s like now.

Participants frequently spoke of a recognition that pain is not going to go away,
indicating early acceptance. For Jayne, an image of a snow globe (see Image 4.1
page 95) enabled her to understand and express her sense of stuckness whilst trying

to adjust to life with pain:
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| am stuck in a place where | don’t want to be physically and mentally
[...] that's how [ feel, trapped. The wings make me want to fly away
and | can't fly away from the pain as it's always going to be there.
There’s no cure.

Image 4.1: Snow Globe (Jayne)

Equally, for Emma it was also about acceptance by others to help relieve her felt
burden: “It’s so important for other people to just accept it and the people around me
understand they can’t help, they can’t actually do anything, they just need to allow you
to be who you are and support you”. Expression of the words “be who you are”

suggested the importance of a sense of authenticity and self-acceptance.

The meaning attributed to acceptance was significant in creating the ability to
contemplate the onset of pain as an uninvited experience holding no blame. Jayne
reflects on this change: “I haven’t done anything to make this happen. |think accepting
that as well, that it isn’t my fault. | haven’t purposefully done this to myself’. This was
echoed by Sarah: “it’s a lot to cope with and to try and accept because you're not

prepared forit. No one asks you if you want it, it just happens, and everything changes
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like a whirlwind”. This was also considered an important step towards developing self-

compassion as evident in time point three.

This theme illustrated the power and importance of understanding the struggle
associated with living with persistent pain and the impact of this on day-to-day living
as a precursor to change. An acknowledgement of pain not going away highlighted
the importance of acceptance and the positive influence of empowerment. This

appeared to facilitate increased awareness of internal and external experiences.

4.3.2 Bringing Internal and External Experiences into Focus

With an increased understanding of how pain has dominated their life, participants
portrayed an ability to become more aware of their emotions, thoughts and behaviour
patterns. This was defined as a key aspect of change that created choice. For several
of the participants, an increased awareness was supported by learning to recognise
and hold emotions without judgement and a shift in the way they expressed
themselves was evident. Karen shared an image and metaphor of a pinecone and
stone (see Image 4.2 page 97) which conveyed emotional insight and meaning: “that
is sometimes how | feel inside, really vulnerable [...] but telling people how | am feeling
and allowing myself to have that vulnerability and get support”. Similarly, Jayne
normalised her emotions which appeared to reduce her distress: “It’s made me realise
that what | feel is normal, | can feel angry. It’s okay to feel angry [...] | suppose that’s
lessened the anger and frustration”, signifying a shift away from experiential avoidance

towards acceptance and psychological flexibility.
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Image 4.2: Pinecone and Stone (Karen)

Consequently, the experience of opening up to emotional awareness was significant
with recognition of self-criticism and feeling judged by others: “you tend to judge
yourself harshly [...] start to feel worthless” (Sarah) and “it’s like I'm lazy, or faking it,
making it up” (Emma). In this context, acceptance appeared difficult to contemplate
and attributed to further self-judgement and lack of self-compassion: “acceptance is
hard, and | can beat myself up about it’ (Bella). This suggested an identity fused with
thoughts, emotions and judgements which was considered in keeping with a degree

of psychological inflexibility.

Through identifying and exploring the way pain interrupted and inhibited their lives,
participants commonly spoke of a shift in awareness of their thinking patterns which
was accompanied by a sense of willingness and empowerment. This was coupled
with a realisation this was a slow and gradual process: “it’s just changed my mindset
[...] that perhaps | can do small things” (Sarah) and “I didn’t think | could ever change
the way | thought but now | realise | can. It’s going to take time and it’s not going to
be quick’” (Jayne). For Emma, the image of stacked boxes (see Image 4.3 page 98)
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was symbolic of the meaning she attributed to observing the influence of her thoughts:
“I think if you’re not careful with pain you can become locked in one way of thinking
and feeling [...] and think | couldn’t manage something yesterday so, therefore, | can’t
manage it today”. Explanations of this kind highlighted the importance of the ability to

attempt things with and despite the pain, recognised as an important change.

Image 4.3: Stacked Boxes (Emma)

Parallel with an increased insight of emotions and thoughts, participants reported an
appraisal of their behaviour patterns as an important change. This translated into
accommodating ‘another way’, which provoked an interest in behaviour modification,
signifying further plans to change. Emma attributed meaning to her desire to change:
‘I know | can change and find other ways [...] it's made me realise there’s a way to
compromise, get around things”. Similarly, participants contemplated alternative
ways: “it’s the realisation of yes this is what it means so let’s look at a way of either
trying a way around it or find a new way completely” (Karen) and “it’s just a case of
finding things | can do” (Beth). This suggested the development of some change in

psychological flexibility to modify behaviours even in the presence of pain.
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For a few, awareness extended to experimenting with change by making some small
behavioural adjustments. Sarah proudly captured the image of her foot and a dog lead
(see Image 4.4) to illustrate having re-engaged in exercise which she had avoided to
not provoke pain: “/ walked with the dog [...] it wasn'’t a huge walk, but for me it was
huge”. Similarly, Elizabeth reflected on her experience of seeking support to help with
her day-to-day living “/ went to a mobility shop to see what they had to assist [...] that
was a big step to actually walk through the door’. For others, change was described
as learning to recognise the difference between overexertion as a strategy to control
and avoid pain and slowing down which overlaps marginally with the theme of
‘adjusting the lens on daily life’ in time point two. Comments encapsulated this change
in awareness: “I am still learning the signs and it is taking time to stop pushing my
body to the limits that | shouldn’t be pushing it to” (Jayne) and “it’s just about stopping

and taking some time” (Fiona).

Image 4.4: Foot and a Dog Lead (Sarah)

Participants often held a favourable and optimistic outlook on their practise of
connecting with their internal and external experiences, with all recounting a sense of
achievement and accomplishment. This provided motivation and hope which was key

in facilitating change: “/ felt proud. I got a real sense of achievement’ (Sarah), “it really
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raised my role that | could do things [...] feeling that | was still able to do something”
(Rosemary), “proud of myself for a change, | am pleased that | felt like that as well’
(Beth) and “I felt really pleased and happy [...] | am not always going to feel this good,

but | haven't felt this good for a long time. | felt like there was hope” (Bella).

This theme illustrated the interconnectedness of a cognitive behavioural cycle; the
importance of connecting with thoughts, emotions and behaviours associated with
persistent pain in the early stages of change. There was the importance of awareness
of behaviours and how they may reinforce the struggle within the control and
avoidance cycle. The power of images and ADPE supported emotional expression.
These early changes at the start of the programme paved the way for moving to

integrate some behavioural changes into daily living.

4.4 Time Point Two: Integration

This overarching theme captured how over time participants started to define a shift
in their relationship with pain through taking action to integrate behavioural changes
into their daily lives. Itis underpinned by three sub-themes, ‘adjusting the lens on daily
life’, ‘developing self-management strategies’ and ‘no filter: connecting with values’.
Equally, as part of this change process participants developed a more embracing
attitude towards their pain, suggesting ‘acceptance’ is an ongoing and changeable
process. Seen across all interview time points was a sense of ‘empowerment’ which
seemed to facilitate change. Changes to daily life were further supported by the use

of ADPE which enabled reflection and visualisation.
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4.4.1 Adjusting the Lens on Daily Life

As the programme continued participants appeared to move from a place of
contemplating a change to understanding their limits and incorporating small
adjustments to make space for pain in their life. Participants spoke of a more

accommodating and realistic approach to doing things:

I am trying to think okay | couldn’t do it to the full extent that | used to,
but | can slightly tweak things so | can do part of it [...] otherwise |
would just sit and do nothing (Elizabeth).

Other comments echoed this change whereby meaning was constructed with a sense
of accountability: “/ have to think about how to do stuff differently and to accommodate
that info my life and day” (Emma) and “it’'s about taking ownership and having to do
those activities in an easier way [...] go for a walk with the dog, but go for a shorter
walk” (Fiona). These small adjustments to daily life were significant in enabling
change and led to more effective coping by being able to engage in things, contributing

to feelings of empowerment as reflected throughout all time points.

Some participants spoke of change that involved a recognition that slowing down could
also be an alternative approach without having to act on autopilot. Importantly, Karen
reflected on the need to prioritise and manage her time more effectively: “I need to
stop and process what | am doing [...] ask myself do | need to do this”. Similarly,
Jayne gave new meaning to her experience: “I couldn’t keep pushing myself anymore
[...] | had to switch off in a different way”. Participants spoke of a rising awareness of

how their internal experiences influenced their reactions. Emma sketched the words
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‘fight fire with grace’ (see Image 4.5) which held personal resonance and gave
meaning to this different way of responding: “I can choose how to respond rather than
react[...] it's a massive change [...] | was really proud of myself’ suggesting a growing
mindful awareness. Similarly, Beth gave meaning to her experience of feeling
stressed and instead of pushing on she took some time out in her garden (see

Image 4.6): “I was able to think more clearly [...] by taking that time | then felt more

refreshed and went back to it with a fresh pair of eyes”.

Image 4.5: Fight Fire with Grace Doodle (Emma)

Image 4.6: Garden (Beth)

Consequently, an increasing attitude of acceptance appeared to facilitate a willingness

to include others by asking for help and communicating needs, which was defined as
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a meaningful change. Participants spoke of asking for help as a more effective coping
strategy: “Concentrating on sharing things and asking for help [...] this is a better way
of coping [...] just saying | need some help please” (Elizabeth) and “it’s him supporting
me as well, that’s a big change [...] to help me manage” (Bella). This shift in behaviour

from struggling ineffectively was considered as contributing to improving resilience.

This theme illustrated the importance of learning to make adaptations to daily life to
allow for the presence of pain, whether that be doing things differently or slowing down.
The power of communicating needs and asking for help facilitated opportunities for
change. Consequently, the use of practical pain self-management strategies was

integrated.

4.4.2 Developing Self-Management Strategies

Whilst incorporating adjustments to daily life, participants spoke of integrating practical
pain self-management strategies acquired through the programme into their day-to-
day living. Participants referred to moving past their focus of finding a medical solution
to eliminate pain which was reflected in time point one to a sense of taking
responsibility and applying self-management skills. Some felt encouraged to reduce
their medication which was subsequently recognised to have very little impact upon
their pain: “I want to make changes by reducing my medication and | have already
started’ (Sarah). For Rosemary, this assigned meaning and the greater acceptance
that followed involved stopping the need for pharmacological support. She conveyed
a powerful image of her medications in a bin (see Image 4.7 page 104): “that image is

very important to me and | have literally thrown them in the bin [...] | feel quite
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empowered by that’, signifying an increase in autonomy and ability to self-manage

pain.

Image 4.7: Medications in the Bin (Rosemary)

Others reflected on the ability to modify their sleep routine whereby meaning was given
to routine: “I am trying to go to bed at the same time and wake up at the same time no
matter what” (Sarah). Participants conveyed change by describing activity
management as a new and effective strategy which was also accompanied by
acceptance. Bella captured the image of a snail (see Image 4.8 page 105) to illustrate
her understanding and practise of pacing: “it doesn’t mean | can’t do it at all, it means
I have to start really slowly like the snail [...] he just goes at his own pace and gets
there”. Feeling equipped with some practical skills, participants reported an increase
in confidence in their ability to self-manage pain, which increased feelings of
motivation, hope and empowerment. Comments encapsulated this construction of
meaning: “having these new things to try has given me some hope and that bit of
determination” (Sarah), “there is a future and it’s half full rather than half empty”
(Elizabeth), “it’s given me a boost to think | can do it, it wasn'’t that bad” (Jayne) and
“It’s revolutionary, | am putting myself first” (Fiona). This was considered to be related
to the concept of committed action whereby participants describe a flexible pursuit of

their goals and values even in the face of difficulty.
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Image 4.8: Snail (Bella)

This theme further illustrated the importance of making changes in daily life but related
to practical pain self-management strategies, rather than relying on medical
interventions during periods of increased pain. Additionally, the power of making small

changes transcribed into feelings of motivation, hope and empowerment.

4.4.3 No filter: Connecting with Values

It was found that through integrating self-management principles into their daily lives,
the participants spoke about change as being able to engage in more valued activities
they had previously enjoyed but avoided due to their pain. For Emma, an image of
her crochet (see Image 4.9 page 106) helped her to reflect and appreciate how valued
activity enhanced her mood: “/ was feeling a bit down so | thought I'd do some crochet,
that was your go-to and it will make you feel better’. Similarly, Jayne reflected on her
positive re-engagement with flower arranging (see Image 4.10 page 106): “it has given
me that incentive again to start enjoying things | used to enjoy”. She went on to speak

about how this change had given her increased confidence and a sense of normalcy.
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Image 4.9: Crochet (Emma)

Image 4.10: Flower Arrangement (Jayne)

For some this was about being open to other possibilities such as engaging in new
hobbies and interests which seemed to emphasise a sense of connection as
important: “there’s a lovely little wood so | can walk there and sit and listen to the birds”
(Elizabeth) and “I have been doing yoga with my husband, that’s been a really big
change as we have done any exercise together” (Bella). This interrelated with the
theme ‘adjusting the lens on daily life’ which encompassed participants making small

adjustments to accommodate change, suggesting change was being applied more

frequently throughout their day-to-day living.
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Paradoxically, although participants had previously acknowledged their life wouldn’t
be the same, engagement in previously enjoyed valued activities seemed to facilitate
participants to re-establish and strengthen their sense of identity outside of pain.
Participants described distinguishing an identity from pain with a sense of familiarity
and authenticity: “/ can still be me and you can like me as me” (Emma), “you want to
be seen for who you are and not the fact you’re not very well’ (Elizabeth), “I can be
myself and | am actually okay” (Karen) and “it was nice to have that sense of feeling
like | used to” (Jayne). This positive self-concept was considered to be related to

clarification of values and the development of psychological flexibility.

An attitude of acceptance, of psychological flexibility, runs throughout all time points
as a continuous process that supported the development of change. Participants
reflected on the notion that pain was going to be there regardless and it was possible
and empowering to coexist with pain: “the pain is always going to be there so let’s stop
the pain taking over my life and | take my life back” (Fiona), “I don’t like it but | have
accepted it and chosen to react in a way that is me” (Emma) and “it’'s that
empowerment | mentioned, | can do this [...] | feel hopeful” (Sarah), which was

considered to be associated with developing self-efficacy.

In line with relational constructivist ideas, this theme illustrated the importance of
understanding an individuals’ change and meaning based on beliefs and values within
a relational context. Also, how pain management interventions can be delivered in a

way that is individually meaningful and intentional to each client.
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4.5 Time Point Three: Reframing

This overarching theme refers to how participants spoke of a move towards a
willingness to reframe to create intention and meaning within their lives rather than
being dictated by pain as seen in time point one. It is underpinned by three sub-
themes, ‘exposing thoughts’, ‘the golden hour: developing mindfulness and
compassion’ and ‘placing pain management in perspective’. Intentional living
alongside a greater sense of regaining independence appears to support further
acceptance which is experienced as empowering together with a sense of optimism
for the future. This was further supported by the use of ADPE as a powerful reflective
method. For example, it helped to facilitate thoughts about their progression which

was confidence-building.

4.5.1 Exposing Thoughts

As the programme approached completion participants frequently spoke of taking an
active role in responding differently to their thought patterns, seeing thoughts as
thoughts rather than reality. Changes were notable from time point one whereby
participants described learning to simply notice their thoughts in real-time as they were
happening. Strong language was used to portray critical thoughts “useless”,
“‘worthless”, “lazy” and “a burden” representing a connection with the inner critical
voice. Participants shared an understanding of the impact of getting caught up with
unhelpful thoughts: “I think honestly that the constant negative thoughts and the worry
of judgement really holds me back” (Sarah). This enabled participants to judge the

helpfulness and impact of a thought: “/ was actually able to recognise [...] unhelpful
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thoughts that | have, and these are not going to be helpful for my pain or energy”

(Bella).

Participants reflected on how they had integrated techniques learned on the
programme to take a mindful approach to thinking. Sarah reflected on her image of a
floating carrier bag (see Image 4.11) she captured whilst referencing a thought
defusion technique: “I like the idea that the bag represents those negative thoughts
but then also | have a technique to let them blow on by”. Similarly, Emma gave
meaning to her experience of being able to create a distance between her and her
thoughts: “I was outside in the garden and it struck me that we’re just on this constantly
moving stream with leaves on [...] you don’t have to get tied up in that one moment’.
Consequently, this seemed to facilitate the ongoing process of acceptance: “You're
not always going to feel positive. The pain won'’t go away so equally the negative
thinking won't just go [...] that doesn’t mean they have to be all encompassing or the
dominant theme” (Sarah) and “you can apply the way of thinking I feel really bad but
change it to | feel really bad today, that’s the difference” (Rosemary), which was

empowering and therapeutic.

Image 4.11: Floating Carrier Bag (Sarah)
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This theme illustrated the power of not only being able to notice thought patterns, as
noted in time point one, but further change being the capability to adopt a mindful and

compassionate approach to thinking.

4.5.2 The Magic Hour: Cultivating Mindfulness and Compassion

Demonstrating openness and willingness to experience undesirable thoughts was
experienced in tandem with integrating a more mindful and self-compassionate
approach to daily living. A sense of feeling ‘grounded’ seemed important and helpful
for some: “it was a nice day, a lovely tree and something about connection with the
earth” (Elizabeth) and “taking the time to feel grounded really helps’ (Beth).
Furthermore, participants spoke of finding ongoing mindfulness practise helpful in
managing their pain, which seemed a strong motivator to continue the practise. Jayne

described this new experience with a quality of acceptance:

| have had a pretty bad week and | went into the garden and did some
breathing exercises that made me feel better. | felt a lot more peaceful
by just taking in the air and sitting with the uncomfortable feeling.
Which is something | would have never done before.

In time point one, the pain was considered a ‘struggle’ whereas now participants
described their pain as being integrated within a mind-body connection: “I don’t think
| had realised, you become so focused on the pain and the physical effects of pain [...]
you don’t consider the mental side of things” (Sarah). Stress was described as a
useful construct to explain the link between the mind and the body, as participants

J

recognised the physical effects of stress. Beth attributed meaning to this: “it’s

important because again that will have a direct impact on my stress levels [...] create
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a worse pain effect and fatigue as well’. She captured an image of her feet on the
sand (see Image 4.12) to illustrate this understanding: “just taking the time to notice
when | am feeling in a certain way [...] just trying to manage the effects on my health”

(Beth), enabling the on-going process of acceptance.

Image 4.12: Feet on the Sand (Beth)

Expanding their focus internally seemed to facilitate a shift to learning to focus on
themselves. An evolving recognition to prioritise and look after their own needs were

deemed an important change:

| just sat there for the rest of the day [...] everything has not got to be
done today, it will still be there tomorrow [...] this is hugely positive for
me [...] | am learning to put myself first (Sarah).

Elizabeth captured the image of a tree (see Image 4.13 page 112) and reflected on a
day whereby she had engaged in self-care and something meaningful to her: “it was
a good day and a good reminder of feeling better [...] it just goes to show that the little
things can help when you least expect it’. Participants also spoke of how they had

incorporated this into their daily lives:
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It’s like stopping and taking a deep breath is now a definitive part of
my day. Taking my medication, sitting in the quiet, taking the dog for
a walk, sitting and having coffee with my friend. Those are the things
that are going to define me rather than the pain (Fiona).

Image 4.13: Tree (Elizabeth)

For some, the ability to prioritise needs seemed to fall instinctively with developing a
more self-compassionate approach. There was a sense of revelation that other people
shared the same experience which was meaningful and validating: “it was nice to know
that you are not on your own and you’re not the only one feeling certain things” (Karen)
and “hearing other people felt the same as well [...] | don’t feel as alone and that there
are other people struggling too” (Jayne). Conversely, increasing self-compassion was
seen as an ongoing process: “I need to cut myself some slack a bit and realise | am
going to have these moments but what | do to move forward matters” (Sarah). Karen
captured the image of metal hearts (see Image 4.14 page 113) which were symbolic
of learning to put herself first: “/ thought that’s what | need to start learning to do, it’s a

case of learning to love me with all my little faults”.
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Image 4.14: Metal Hearts (Karen)

The connection of mind and body merged in this theme, represented with learning how
to integrate mindfulness and self-compassion into daily living to place their pain

management into perspective to support change.

4.5.3 Placing Pain Management into Perspective

A mindful intentional approach to living supported participants to view pain
management in a more logical and realistic way that enabled them to recognise pain
management was an ongoing journey. For some, there was a sense this was the start
of the journey. Sarah reflected on the meaning she attributed to this: “/ can make
these changes and | am trying. | know that it can’t happen overnight, but | am trying
not to be too disheartened that it’s not immediately happening, | have strategies now”.
There was a strong sense of freedom from pain taking over and being able to move
forward towards a life with and despite, the pain. Emma captured the image of a path
(see Image 4.15 page 114) and reflected on the “strong sense of allowing” she
experienced when she captured it: “the path is going somewhere like the pain
management journey [...] | could actually see there was a valuable life still to be lived
with pain”. Jayne echoed this sense of direction: “/ am ready to look forward, | don’t
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feel like | am as trapped and can move forward”. This involved acknowledging
obstacles as part of this process: “I can get myself through these flare-ups, | have a
plan in place, and | do feel more prepared” (Sarah), suggesting further committed

action.

Image 4.15: Path (Emma)

Paradoxically, participants acknowledged life would never be the same as they found
a balance between hope and reality: “not that my life is ever going to be the same as
it was, but it doesn’t have to be bad, it’s just going to have to be different and | can still
enjoy things” (Jayne). This extended to contemplating their future life with pain with a
sense of optimism since embracing change. Rosemary visualised the image of a new
car (see Image 4.16 page 115 ) and talked about making plans: “you know I am still in
the game [...] | want a big car like | have always had to go on adventures [...] let go of
what was and embrace what is”. Similarly, Emma talked about her future plans: “/
would like to travel more and learn to drive [...] just the fact | can be thinking about

that is a big change”.
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Image 4.16: New Car (Rosemary)

Making plans seemed to instil recognition that life could still be valuable in the
presence of pain, which was a marked difference from time point one. Reflecting on

her journey was meaningful for Jayne:

| was just existing and not really taking in what was important and
what wasn’t important. | was just functioning. Where now | would
rather go and spend the day with my children and then yes granted, |
might be in pain the day after, but | still enjoyed it.

The willingness to embrace and accept the pain experience was empowering for
participants: “/ can just accept that the pain is going to be there. So, I just have to try
and live fully with that” (Sarah) and “It doesn’t change my situation and | am in no less
pain and no less fatigued, but | do see within that there is an opportunity | wasn’t
allowing myself before” (Rosemary). Fiona reflected on a pivotal moment of change
with the image of her hand holding coins (see Image 4.17 page 116), this encapsulated
moving to a more accepting stance: “I am enhancing my life [...] | know now it’s not
going to go away but it’s not going to be the thing that defines me or dictates my life”.
Participants spoke of a level of autonomy and independence that held meaning for

them: “not only does it give you that independence it also helps reinstate your self-
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esteem as you can do things. You can do it, and it’s very meaningful to me” (Elizabeth)
and “realising that not every decision is someone else’s, there are some things you
can take back control of’ (Rosemary). Emma’s remark encapsulated the complete

eminence of her pain management journey:

It’s like one of those machines that you put the pennies in, and all the
coins come out, it’s like a cascade and everything just fitted into place.
| felt quite excited by that.

Image 4.17: Holding Coins (Fiona)

This power of acceptance and the importance of realising the pain management
journey emerged here as a lifelong process that also involved opportunities to engage
in a meaningful life with and despite the pain. ADPE featured as a potential means to

support this process of acceptance and management of pain.
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4.6 Participant Reflections on the Use of ADPE

During the interviews across the three time points, | asked all participants the question,
“How have you found the process of taking the images to illustrate and discuss your
change experience?” | wanted to try and understand if this method had been valuable
for participants. Two themes, ‘inviting reflection’ and ‘therapeutic value’ (see Figure
4.1 page 92) are presented merged across the three time points as no dissimilarities
were identified to warrant presenting them individually. This is potentially the first
study to use ADPE to explore the experiences of individuals during pain management.
To contribute to developing a richer and more in-depth understanding of the role of

ADPE, illustrative quotes are somewhat longer and are kept in their entirety.

Images were an opportunity for participants to both capture in the moment change
experiences and to reflect on and make further meaning through discussion with
myself during the ADPE interviews. The images, therefore, helped encourage
meaning-making. All participants commented on enjoying the photography element
of the research, these comments are reflected throughout this section. Furthermore,
all participants described the positive effects of taking and reflecting on their images,

echoing what the method can offer.

4.6.1 Inviting Reflection

Participants described their images as valuable ‘visually’ which was important for

exploring meaning and reflection. Sarah illustrates this: “to have a visual aid to look
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at, it’s useful to assess your life and what matters to you”. Emma spoke of her

experience in wonder with a sense of individuality:

That visual representation and what that provokes in your mind is
really helpful and something | enjoy. How amazing is that, everyone
will see something different. My pictures have prompted completely
different thoughts and emotions. And how wonderful that we're all so
different.

Participants described a more profound level of reflective thinking which they reported
as helpful, indicating this experience may have cast new light on their difficulties. This
also highlighted that meaning-making processes hold temporality are not necessarily

restrained by the time and place an image is created:

| liked taking the photographs. You take them for a particular reason
but then each time you look at it or think about it spurs another
thought. It takes you a bit further, | find (Emma).

It's made me reflect on it, whereas perhaps | wouldn’t have thought
about those things. As | say it made me feel quite positive about things
that | may have just carried on with and not thought about that deeply
(Beth).

These examples suggest that ADPE can offer more than just a creative visual
approach to engage clients in PMPs. ADPE has the potential to invite deeper

reflection that extends to life beyond this study to a therapeutic role in PMPs.
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4.6.2 Therapeutic Value

For some, capturing and discussing their images was a new and helpful way of

explaining pain, suggesting both communicative and therapeutic value:

Before now when people have asked me about my pain, and | sort of
said imagine a sound like a humming and then convert that info a
pain. That was the only way | could try to get through to them. So,
being able to actually take photos and explain them is a great way
(Karen).

Jayne’s reflection prompted her to go further and emphasise more positive
experiences in her life: “I have found it really helpful to be able to talk about things in
a different way and look at the positives of things instead of feeling negative all the

time”.

Participants regularly referred to the role of image production in capturing potentially
overlooked changes. Sarah reflected on the effectiveness of her image production to

explore experiences outside of pain:

| think it’s easy to forget things. You just don’t think about things so
much when you’re focusing on your pain and everything else going
onin your life. [...] that has been really useful for me to actually notice
things | had not noticed before.

Similarly, Elizabeth echoes this perspective: “things you take for granted or why you’ve

done something. It puts a slightly different slant on things”.
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For most of the participants, images served as a catalyst for experiencing emotional
connection and expression. Karen conveyed her transformative experience through

the combination of the PMP and use of ADPE:

I guess it was that realisation, | felt sort of, it sounds bizarre, but | felt
a real connection. Does that make sense? When | saw it, | thought
actually yeah, that’s the connection on how [ do feel.

Similarly, Bella reflected on the emotional impact of one of her images: “/ felt really
happy. That’s why | put the sponge there with the smiley face on (see Image 4.18). |
felt | enjoyed the task and | felt really happy, almost like | had turned a corner’ In this

context the use of ADPE was considered to facilitate catharsis.

Image 4.18: Sponge with a Smiley Face (Bella)

Participants described the experience of ADPE as reaffirming their change
experience, capturing something important about the therapeutic benefits of using this

method within the pain population. Emma’s comment illustrates this perspective:
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Once | have taken them and gone back over them, | can think of
what’s behind them. The whole thing about the visual is a brilliant
thing to be doing. You can’t always verbalise things, but a picture can
help you react on an instinctive level. For me my picture will always
reaffirm that change.

Interestingly, Bella reflects on the importance of subjectivity within her pain

experience, creating utility for the method:

When the surveys come up about how you feel and you have to go
on the scale | don’t really feel that | put that much effort in. Really you
could ask me an hour later and | would fill it out completely differently.
But the photo | feel that's more me and | feel like that’s me sharing
what the change has been and the impact of pain management on
my life.

Participant descriptions went beyond defining ADPE as an engaging and valuable
research method for helping participants to articulate their pain management journey.
Accounts also implied utility for the use of photography to create therapeutic
opportunities within pain management. Participants described images as helpful to

measure and maintain their changes:

To be able to go back and track. The taking photographs experience
for me has brought a completely different aspect that | hadn’t thought
about. | usually write poems. | am finding the visual aspect of it really
fascinating and more meaningful than | thought it would be to be
honest (Emma).

It makes me think more about what | am doing and why. It makes me
think about changes that | have made. It helps me to see how far |
have come [...] | think you’re more likely to sustain the changes when
you have thought about it. | have really enjoyed it (Bella).
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For most this enhanced confidence and instilled feelings of empowerment, which was
considered to be related to increased self-efficacy. Jayne’s comment emulates this:
“as soon as | did it, | thought that’s what | wanted. It came naturally. It’s given me the
confidence to do it again as well’. Conversely, Elizabeth illustrates using her images

to visualise her goals which she found consoling:

I am trying to use the images to sort of say this is where | want to be,
and this is what | want to do, and it is making me feel better just
knowing that | can do that soon. It does a lot for me on a bad day.

Participants reported being more proactive in the pain management process,
suggesting photography as a potential therapeutic opportunity to maximise

programme engagement:

I have really enjoyed this, and it’s really helped. I think the fact that |
have got to take these photographs has also made me more proactive
in the process rather than just sitting and watching a video or looking
at a handout. | have actually had to think about it and do something,
so | think that’s been really helpful (Beth).

It is a good way of thinking every day about what | had learnt in pain
management that week. | was always looking for photographs and the
opportunity. It is a good reminder throughout the week of
remembering the task that you should be doing to help yourself
(Bella).

This theme not only illustrated ADPE as an engaging and influential research method
but also a therapeutic means to support the pain management journey. Furthermore,
the use of photography to facilitate and maximise engagement and proactivity during

a PMP.

122



4.7 Diagrammatic Representation of the Findings

Figure 4.2 provides an illustration of this study’s findings in combination with the PMP

content delivered. Notably, the PMP intervention did not necessarily lead the findings.

For example, acceptance was covered in week three but reported by participants

throughout.

Suggesting that other concepts covered facilitated acceptance.

Mindfulness was covered in weeks two to six but was reported towards the end.

Compassion was not covered at all yet appeared towards the end of the PMP.
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Figure 4.2: Diagram lllustrating Findings with PMP Weekly Content
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4.8 Chapter Summary

The thematic analysis enabled a rich and in-depth understanding of how participants
construct meaning of the change process from their unique perspective. This analysis
also highlighted how ADPE can help participants convey their experiences. The value
of ADPE for both research engagement and therapeutic significance during pain
management is emphasised. The inclusion of participant images bought narratives to
life as a way of ‘seeing’ the change process within the pain management journey.
These findings are discussed in detail in relation to the existing literature in the

discussion chapter which follows.

It’'s been a really interesting journey. | love the photography part of it,
and it ties in brilliantly (Quote from Emma)
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Chapter 5 - Discussion

| feel trapped [...] | can’t fly away from the pain; it’s always going to
be there. There is no cure forit[...] | don't like it, but | can accept it a
bit more (Quote from Jayne)

5.1 Chapter Overview

The aim of this study was to explore and understand individuals’ everyday experiences
of change as they progress through a PMP. This is potentially the first time an ADPE
approach has been used to directly explore the trajectory of change throughout an
ACT-based PMP. ADPE was also employed with the aim to capture change within
the moment and provide reflexive understandings within participant interviews. In
order to address the aims of the study, the following research questions were

developed to guide the study and are now reconsidered:

1. How do participants experience and make meaning of change within their

everyday life over the course of a pain management programme?

2. How does ADPE support participants to articulate their pain management

programme journey?

In this chapter, the findings from this study will be discussed in relation to the research
questions and existing research on PMPs. This will provide the context to consider

the strengths, limitations and potential contributions of the study, which are discussed.
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5.2 Summary of the Findings

The findings from this study suggest there are three distinct stages of change within
the PMP journey that are meaningful to participants, that may be helpful to inform the
structure and delivery of future PMPs and support individuals living with persistent
pain (see Figure 4.2 page 123). Understanding experiences of change does not
appear as simple as asking individuals retrospectively what they felt they changed.
Anecdotally, individuals often experience change, but this can be subtle and go
unnoticed, potentially missing opportunities for increased self-efficacy and impetus for
further change. The importance of capturing change in the social environment where
it naturally occurs has been highlighted within the findings of this study. The positive
response of the participants to the use of ADPE suggests it to be an engaging and
valuable method for helping individuals to articulate change and their pain
management journey. Images provided by the participants illustrated the changes that
held meaning to them and this was further enhanced by reflective understandings in
the PEI. Participant descriptions portrayed image production as a means to add value

to the therapeutic process and to foster engagement and motivation during PMPs.

The findings indicate processes of change that closely relate to the findings from prior
research into ACT-based PMPs for persistent pain. Change processes also converge
with the theoretical concepts of ACT. However, the uniqueness of this study conveys
a deeper understanding across three time points which also allows for consideration
of wider psychological theory, such as behavioural change. The concepts of
acceptance and empowerment are present throughout all the time points, however,

for the purpose of this chapter they will be discussed separately.

126



The findings and recommendations from this study are set against the background of
unprecedented change that is currently affecting the world in terms of COVID-19. ltis
important to consider that due to the nature of the PMP running during restrictions,
some findings may differ from those reported previously within the literature. | will

reflect on this and offer some ideas and feasible justifications.

5.3 How do Participants Experience and Make Meaning of Change within their

Everyday Life over the Course of a Pain Management Programme?

In order to support my answer to this research question, it is important to reflect back
on the persistent pain and ACT theoretical model presented in the literature review
(see Figure 2.2 page 22). This model was adapted from Hayes and Smith (2005) to
illustrate the control and avoidance cycle alongside the six ACT core processes of
change. The findings from the current study have been incorporated within this model
to provide an updated visual representation of findings from the current study (see
Figure 5.1 page 128). The three distinct stages of change are illustrated along with
the supportive themes of acceptance and empowerment and the facilitating role of
ADPE. This research question is answered using the three distinct stages of change
and two supportive themes of acceptance and empowerment that run throughout the

time points. This gives each stage and supporting theme credibility in its own right.
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5.3.1 Time Point One - Limbering up for the Journey: Insight and Awareness as

an Integral Part of Early Pain Self-Management

Introspective of participant narratives, the theme of insight and awareness was
expressed as the acquisition of new understanding. Participants considered early
meaningful change experiences as developing a heightened understanding of the
leading role that pain had played in their life. This included the recognition of strategies
they had employed in an effort to control and eliminate their pain. Identifying patterns
of avoidant behaviour was seen as a particularly meaningful starting point to work
through their pain issues and take a more adaptive and realistic approach to pain.
These findings align with and build upon the literature suggesting that individuals can
get caught up in a control and avoidance cycle whereby the same patterns of
behaviours are repeated in order to try to avoid and escape pain (Hayes and Smith,
2005). Furthermore, unwillingness to experience unpleasant internal experiences,
i.e., experiential avoidance can result in negative reinforcement and contribute to more
psychological distress and maintain the cycle (Dahl and Lungdren, 2006; Luoma,
Hayes and Walser, 2007). These findings emphasise the importance of taking the
time to effectively support PMP clients to understand their own control and avoidance
cycle in the early stages of pain management. This may predispose clients favourably
towards disruption of the control and avoidance cycle and as an impetus for further

change.

Findings support the notion that acknowledging and abandoning attempts to control
pain, namely, the ‘control agenda’, is closely related to the concept of acceptance
(McCracken, 1998; Dahl and Lungdren, 2006). Notably, acceptance has been defined

as acknowledging pain, giving up unproductive attempts to control pain, acting as if
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the pain does not necessarily imply disability and being able to commit to one’s efforts
towards living a satisfying life (McCracken, 1998). As a result, an initial step towards
cultivating acceptance and willingness is recognising and reviewing strategies used to

control and avoid pain, i.e., the control and avoidance cycle (Hayes and Smith, 2005).

In this study, participants portrayed the importance of acknowledging the struggle
associated with pain and the suffering this created. Acknowledging the lack of cure
for persistent pain appeared to be meaningful for moving forward with pain
management. This provided an increased sense of empowerment that appeared to
link with increased self-efficacy (Bandura, 1977). These findings align with those of
Casey et al. (2019) in which letting go of the pursuit for a medical cure to eliminate
pain was seen as a key part of acceptance and necessary to move forward. This
suggests there are benefits to exploring these factors in the early stages of a PMP to
help support acceptance and enable change. An example might be to utilise the clean
and dirty pain activity suggested by Dahl and Lungdren (2006) through which PMP

clients are encouraged to differentiate between pain (clean) and suffering (dirty).

Different ways of understanding pain held meaning for participants, which, in turn,
seemed to engender a move towards considering the change. Notably, change
happened at a different pace for participants at this time point, which was congruent
with divergent levels of acceptance (Biguet et al., 2016; Biguet, 2019; Casey et al.,
2019; Casey et al., 2020). For example, Sarah and Elizabeth reflected on
experimenting with small behavioural changes, whereas other study participants
described something more akin to the contemplation of change. The notion of

readiness for change does not feature in ACT theory because it is centred around
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psychological flexibility as an overarching model of transformation (Hayes, Strosahl
and Wilson, 2012; Harris, 2019). As the six core processes overlap and interrelate,
change can happen at any of the processes, not following a linear course, or requiring

engagement with every process (Luoma, Hayes and Walser, 2007).

The findings of this study suggest there are benefits to taking time to effectively
support PMP clients to develop an awareness of their relationship with pain, which
may contribute to facilitating change in the early stages of pain management. As a
result, there may be advantages to using the six core processes of change more
intentionally during pain management. For example, introducing acceptance as an
alternative to control and avoidance may support PMP clients to make meaning of
their pain experiences. This aligns with previous research which highlights the ability
to abandon the fight with pain as a supportive process to enable acceptance (Harrison,
2012; Mathias, Parry-Jones and Huws, 2014). However, previous research has
acknowledged acceptance can relate to feelings of abandonment by healthcare
services, invalidation and pain-related loss (Casey et al., 2019) and threat and failure
(Biguet et al., 2016). Abandoning the fight with pain in pursuit of a valued life would,

therefore, need to be approached sensitively.

Despite the ACT model of psychological flexibility not representing a linear change
course, this is potentially the first study to use a temporal design to directly explore
change as it emerges within the daily life of individuals attending an ACT-based PMP.
This allows change to be conceptualised through a stage model that recognises a
multi-theoretical framework and biopsychosocial approach such as the

Transtheoretical Model (TTM) (Prochaska and Norcross, 2014). There are three core
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constructs to the TTM: processes, stages and levels of change — covering how to
change, when to change and what to change (Prochaska and Norcross, 2014). The
stages of change have been the most researched, to the point where the TTM is
known for little else in the field of behavioural sciences (Armitage, 2009). Stages
represent a ‘cycle’ in which people proceed (and recycle) through a series of 6 stages
over time when trying to modify their behaviour: pre-contemplation, contemplation,
preparation, action, maintenance and termination. Each stage represents distinctive
attitudes, intentions and behaviours related to an individuals’ position in the change
cycle (Prochaska and Norcross, 2014). The aim is to facilitate movement, to which
end, ten theoretically derived processes operate at different stages. Specific change
strategies associated with different therapeutic models can be applied to target these
processes, for example, ‘conscious raising’ and ‘cathartic relief is applied to the
person in the contemplation stage and ‘stimulus control’ in later stages for planning

and initiating action (Prochaska and Norcross, 2014).

The findings suggest a trajectory of change consistent with this theory. For example,
increased insight and awareness of the control and avoidance cycle suggests
‘consciousness raising’ (Prochaska and Norcross, 2014), which in turn, increased
impetus to change. Findings at time points two and three appear to mirror the ‘action’
stage of the model (Prochaska and Norcross, 2014). This suggests aspects of the
TTM may be important for clinicians to consider when planning and facilitating PMPs.
Specifically, consciousness-raising interventions may be favourable towards
facilitating change in the early stages of a programme. An example of one particular
approach might be creative hopelessness, a technique used to help individuals make

contact with the costs of their avoidant behaviours (Luoma, Hayes and Walser, 2007)
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It may also be argued that conceptualising change may benefit participants during the
introductory weeks of the programme to validate the individuals’ experience of the

futility of their struggle to control pain and reduce barriers to change.

It is important to highlight that despite its popularity and abundance of research, the
TTM has been widely criticised on a number of issues, focusing on the notion that
people progress through distinct stages to achieve change. First, studies examining
the difference between people in different stages only offer weak inferences of the
processes facilitating movement from one stage to the next (Ogden, 2012); further,
evidence suggests that stages are inappropriate categorisation of what is essentially
a continuum (Bandura, 1998; Sutton, 2001). Second, the notion of stage-matched
interventions, though considered revolutionary, has not received support in the
literature as a basis for behaviour change or for facilitating stage progression (Bridle
et al., 2005). Much of the research conducted with the TTM in physical health has
been associated with addictions and therefore, it is difficult to assess its full benefit
within pain management. Therefore, whilst this finding should be viewed as
preliminary, it suggests an avenue for future research to look more closely at the TTM

during pain management and its influence in facilitating change.

An early change was associated with an increase in awareness of internal
experiences; typically, thoughts, feelings and bodily sensations. Participants
portrayed how an increased awareness of emotions and thoughts provided a space
for reflecting on and considering ‘other ways’ which, in turn, accompanied a sense of
empowerment, that appeared to link with increased self-efficacy (Bandura, 1977). For

some participants, connecting with emotions was difficult and they spoke of a sense
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of vulnerability, self-critical thoughts and feeling judged by others, although this ability
to acknowledge these thoughts and feelings was considered a positive change. The
notion of experiential avoidance may help to interpret these findings. Human suffering
can be accounted for by experiential avoidance. For example, attempts to avoid or
alter the form, frequency, or situational sensitivity of unwanted internal events; even
when doing so is inconsistent with one’s values and may therefore lead to
psychological distress (Hayes et al., 1996; Luoma, Hayes and Walser, 2007). The
alternative to this avoidance is willingness and acceptance (Harris, 2019). Findings
support the assertion that confronting the experiential control agenda, for example,
the negative emotions that accompany pain may encourage psychological flexibility
and the willingness to experience unpleasant difficult internal experiences (Dahl and
Lungdren, 2006; Luoma, Hayes and Walser, 2007). For participants, it felt important
to engage with difficult emotions connected to their pain experience. This suggests
that techniques to effectively support PMP clients to process and connect with their
internal experiences may contribute to more effective self-management and in doing

so, facilitate change.

The approach of ADPE was positively related to explaining pain and expression of
emotions. Participants captured images that were reflective of their emotions, for
example, Karen conveyed feeling vulnerable which was captured in the image of a
pinecone. This aligns with previous research that suggests that using visual methods
within research can often generate emotional responses (Oliffe and Bottorff, 2007;
Balmer, Griffiths and Dunn, 2015). Similarly, other studies using visual methods have
shown photography as helpful for emotional self-expression (Frith and Harcourt, 2007;

Edmondson, Brennan and House, 2018). Methodologically, this illustrates the
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opportunity afforded by ADPE to explore reflective understandings which provided
more nuanced and richer accounts of change. The findings of this study suggest using
photography in pain management may hold therapeutic opportunities and work
favourably to facilitating change. For example, monitoring and maintaining progress

which may enhance motivation.

5.3.2 Time Point Two - Daily Life at the Middle Ground: Integrating Self-

Management Strategies

In contrast to contemplating what to change at the start of the PMP, during the middle
time point of the study the participants focused on making significant behavioural
changes to incorporate pain into their life. Congruent with making small adjustments,
for example, modifying activities of daily living and using practical pain management
strategies, participants felt this facilitated engagement in more values-aligned
activities. Incorporating others into the process, for example, asking for help, was also
portrayed as a difficult but important change. This aligns with and builds upon the
guidance suggesting that the content delivered during a PMP should be targeted to
promote behaviour change and support emotional wellbeing (British Pain Society,
2013). This includes methods to enhance acceptance and psychological flexibility, for
example, mindfulness, activity management for pacing activities, advantages and
disadvantages of medication, managing setbacks and education of the psychological
influences of pain (British Pain Society, 2013). PMP clients practise these skills in
their home and other environments to become expert in their application and in
integrating them into their daily routines (British Pain Society, 2013). In this study, it
was of particular interest to see how these strategies were practised and integrated
into daily life outside of the programme.
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Behavioural modification held meaning for participants, expressed as increased
confidence and impetus for further change, suggesting psychological flexibility (Scott
and McCracken, 2015; Harris, 2019) and increased self-efficacy (Bandura, 1977).
However, this varied depending upon individual lifestyles. For some participants,
behaviour modification was about making adjustments to support routine living,
implying some degree of pacing. For example, for Emma and Sarah, modifying their
approach to daily tasks allowed for an increase in activities. Previous research
suggests that being able to accept limitations facilitates the process of making
adjustments to daily living, which consequently may contribute to feelings of

empowerment (Harrison, 2012; Thompson et al., 2018).

In contrast, current study findings suggest that slowing down can also be an effective
alternative approach. Interestingly, for Beth and Jayne doing things more slowly was
an important change. This may be conceptualised through the theory and principles
of present moment awareness. This key component of the ACT core processes of
change model involves experiencing internal and external experiences as they occur,
without the presence of evaluation or judgement (Luoma, Hayes and Walser, 2007).
This allows clients to clearly perceive thoughts, physical sensations, emotions and
events at the moment they occur without reacting in an automatic or habitual way
which is aligned with the theoretical modes of ‘doing’ and ‘being’ (Burch and Penman,
2013). Doing mode consists of problem-solving, analysing the situation and thinking
of ways to get things done. It can be very useful to create habits and certainly, for the
participants, this appeared to support navigating daily tasks more successfully.

However, when the problem can’t be solved it can add to feelings of stress and

136



unpleasant sensations within the body, which was recognised by some participants as

an ineffective way of coping.

Automatic pilot in doing mode can result in individuals living in their head rather than
the physical world and can automate behaviours and social interactions (Burch and
Penman, 2013). For Emma, it felt important to doodle the term ‘fight fire with grace’
which she related to consciously choosing to react to situations in a more effective
way. This was experienced as validating which subsequently increased her sense of
self-worth, suggesting psychological flexibility (Harris, 2019). This reflects the
uniqueness of individuals’ daily lives and differing needs, highlighting the importance
of the biopsychosocial approach (Turk and Okifuji, 2002). Consequently, this
emphasises the need for clinicians to accommodate these differing multi-contextual
factors when planning and facilitating PMPs. Theoretically, the assumption of pain
management is to facilitate participation in daily activities and enhance the quality of
life (British Pain Society, 2013). However, this should not be assumed and for some
PMP clients, supporting them to ‘slow down’ to maintain daily living may be required.
This is considered further during time point three whereby the practise of mindfulness

was found helpful to manage difficult thoughts.

During the middle of the programme strategies such as managing medications, sleep
hygiene, pacing and breathing techniques were seen as meaningful changes to
support day-to-day living. The application of practical pain management strategies
was accompanied by a sense of responsibility which was experienced as empowering
and appeared related to psychological flexibility (Luoma, Hayes and Walser, 2007)

and self-efficacy (Bandura, 1977). These practical strategies are perhaps understood
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as the more ‘traditional’ components of a PMP, thus don’t feature significantly in the
theoretical literature. In this study, the findings suggest that integration of practical
self-management strategies contributes to change and meaning represents the
advantages and disadvantages based upon the impact on daily living. For Sarah and
Rosemary, the side effects of their medication were weighed up against the potential
benefits of being medication free. Others made meaning of routine, which
subsequently enabled change to sleep patterns which resulted in less fatigue. This
aligns with previous research that suggests that pacing, a common activity
management strategy may be employed dependent upon its observed usefulness in
practise (van Huet, Innes and Whiteford, 2009). The concept of psychological
flexibility may account for this, suggesting that willingness to experience pain in pursuit
of behaviour change may relate to motivation to improve daily functioning (Scott and
McCracken, 2015). This suggests the importance of effectively supporting PMP
clients to make changes aligned with their individual goals as opposed to the more

generic changes perhaps suggested during pain management.

The confidence gained from the ability to integrate practical strategies into daily living
inspired participants to engage in valued activities they had previously avoided due to
pain, for example, crochet, baking, flower arranging and walking. Participants took
great pride in capturing and reflecting on some images of these meaningful activities
associated with their values, for example, creativity and appreciation. Theoretically,
values are chosen paths that the individual defines as important and meaningful,
reflecting who individuals want to be on an ongoing basis, how they want to treat
others and the world around them (Harris, 2019). Values are not like goals that can

be completed or achieved, they are qualities we want to cultivate and in essence lie at

138



the heart of ACT. Consequently, values work features prominently in ACT-based

PMPs and are frequently revisited every session.

Unsurprisingly, values-based living features in previous research and suggests the
importance of values aligned with family, self-care and engagement in social activity
(van Huet, Innes and Whiteford, 2009; Harrison, 2012; McCracken et al., 2014; Purtill,
2016; Nanke and Abbey, 2017; Casey et al., 2019; Casey et al., 2020). In particular,
Casey et al. (2020) are the only researchers to attempt to directly explore individuals’
views related to the concept of values post PMP. They suggest that the importance
of values relate to engagement in a wider social circle related to social activities and
work (Casey et al., 2020). In the current study, participants described engagement in
what could be described as more independent valued activities which may have been
associated with social distancing and lockdown restrictions. It is plausible that
lockdown restrictions provided individuals with time to reflect on what activities were
meaningful and enjoyable to them rather than something regarded as more socially

acceptable like exercise and social engagement.

Findings suggest that engagement in valued activity positively relates to the re-
establishment of a sense of identity aligned with the values of authenticity and
freedom. Narratives encompassed meaning: “/ can still be me” (Emma), “you want to
be seen for who you are” (Elizabeth), “I can be myself’ (Karen) and “It was nice to
have that sense of feeling like | used to” (Jayne). This was experienced with feelings
of familiarity and authenticity which was portrayed as empowering. Interestingly,
previous research points towards a ‘changed self-identity’ and ‘new self with pain’

which positively relates to increased acceptance and the ability to move forward
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(Mathias, Parry-Jones and Huws, 2014; Casey et al., 2019). However, it appeared for
the participants in the current study that reinforcing a ‘pre pain’ identity held more

meaning, aligned with the value of authenticity.

Theoretically, ACT proposes two distinct parts to the self, the ‘thinking self and the
‘observing self’, namely, self-as-context (Luoma, Hayes and Walser, 2007). Within
self-as-context an individual is no longer defined by the content of their internal
experiences, they are simply the crucible that contains them (Stoddard and Afari,
2014). Within the context of pain management, recognising pain as an event that
happens to individuals as opposed to ‘pain being them’ is important. It is feasible that
engagement in meaningful activities and connection with values may have
reconnected participants with aspects of their experience previously overshadowed
by pain. This suggests the importance of taking time to effectively support PMP clients

to explore aspects of self, aligned with values, external to a pain-related identity.

5.3.3 Time Point Three - Coming Home: Reframing to Create Meaningful and

Intentional Living

Approaching the end of the PMP journey, participants considered a meaningful
change to be finding more intentional ways of living and purposeful engagement in
more effective behaviours. Consistent with ACT theory, findings suggest that a
willingness to experience internal experiences is maintained by practising techniques,
such as cognitive defusion and mindfulness exercises (Bennett and Oliver, 2019;
Harris, 2019). This is in contrast to the beginning of the programme whereby change
was reflective of the ‘conscious awareness’ of noticing negative thoughts and
emotions. During this end-time point, strong language was used to portray reason-
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governed thinking and negative judgements, however, the meaning was attributed to
being able to lean into unpleasant and unwanted thoughts and emotions by taking a
more mindful approach, suggesting psychological flexibility and acceptance
(McCracken, 1998; Harris, 2019). Some described practising cognitive defusion
techniques taught on the programme, for example, a bag representing thoughts and
leaves on a stream. This supports the ‘defusion’ therapeutic process of ACT whereby
individuals are able to take a step back from their thoughts and observe their presence
(Harris, 2019). Whilst not explicit to defusion, findings are akin to those of Mathias,
Parry-dones and Huws (2014) who suggest the ability to distance ones-self from pain
is a positive factor in facilitating change. This suggests that cognitive defusion is
important during a PMP, but it may be a more advanced technique that is taught in the

later stages of the programme.

Findings suggest that living with more intention involved adopting a more mindful and
compassionate approach. This was in contrast to the middle of the PMP where
behaviours were modified to accommodate pain and slowing down was seen as
meaningful to sustain daily living. A mind-body connection was acknowledged as
meaningful to help better support the effects of stress and pain on general physical
health. Active engagementin grounding techniques and ongoing mindfulness practise
were used by participants to counteract the effects of stress. Acknowledgement that
some restrictions were negatively associated with limiting thoughts suggests
processes consistent with ACT theory and the ongoing process of acceptance (Harris,
2019). This is aligned with the findings of Mathias, Parry-Jones and Huws (2014) who
suggest mindfulness-based interventions are helpful to refocus attention intentionally,

which in turn, can positively impact mood. Findings confirm the importance of mind-
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body awareness through psychoeducation to help PMP clients reflect on their overall
physical health and not simply pain. Mindfulness practise is seen as important to help

achieve this and should be a key component of pain management.

Participants in this study reported meaning in being able to prioritise their own needs
and adopt a more self-compassionate approach. Particular importance was given to
knowing other people shared their experience, for example, Karen and Jayne
specifically referred to ‘not feeling as alone’. PMPs are usually delivered in a group
format to normalise the pain experience and maximise the possibilities of learning from
others (British Pain Society, 2013). Previous research supports the notion of positive
shared experiences of a group ACT-based PMP, namely, being understood, mutual
support, increasing confidence (Harrison, 2012; Purtill, 2016). However, Harrison
(2012) further reported negative group experiences and barriers to change, such as
seeing others in pain as unhelpful and feelings of intimidation within the group. The
findings of this study are interesting given the online nature, lack of group peer contact

and group facilitation of the current PMP programme.

It could be suggested that what participants are describing is a sense of common
humanity; an important part of self-compassion. Neff (2011) defines self-compassion
as consisting of three core components: self-kindness (being gentle and
understanding rather than critical and judgemental), recognising common humanity
(feeling connected with others in the experience of life) and mindfulness (holding
experience in awareness). By the practise of mindfulness and present moment
awareness, it is feasible participants were able to view the more relational aspects of

their suffering and pain experience (Neff, 2011). This is akin to the findings of
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Gooding, Stedmon and Crix (2020) who suggest there are benefits to a compassion-
focused approach to facilitate self-reassurance, more effective ways of coping and
increased acceptance.  Consequently, this suggests a compassion-focused
perspective may support an ACT approach in helping PMP clients to be beside their
experience of pain and respond to it using skills of compassion (Gilbert, 2009) which
may facilitate further change. It suggests that pain management services may benefit
from considering the use of some of the principles of a compassion-focused approach,
which may address the multifaceted and unique experience of persistent pain. This
may also benefit working with the self-critic that participants spoke of during the end

of the programme.

Findings also suggest that the ability to visualise a future with pain was meaningful in
moving forward. This was in contrast to the beginning of the programme where an
awareness of the control and avoidance cycle was important. Participants described
a sense of realism, which acknowledged pain self-management as an ongoing journey
and for some, this was the start of that journey. For many, contemplating their future
and making plans was experienced as empowering and prompted feelings of optimism
and independence. Sarah, Emma and Jayne described a feeling of freedom from pain
taking over. For Jayne, she spoke of not feeling as trapped compared to “stuckness’
expressed at the start of the programme, suggesting acceptance (Harris, 2019). Both
Rosemary and Emma portrayed making future plans which created meaning that life
could still be valuable with and despite the pain. Psychological flexibility; the main
construct overarching ACT and put simply the ability to be present, open up and do
what matters (Harris, 2019) would appear to support these findings. Overall, a

willingness to embrace acceptance and enhance the ability to visualise a life outside
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of pain (Scott and McCracken, 2015). For Fiona, she reflected on a pivotal moment
of change when she expressed pain as not going to be the thing that dictates her life.
This seemed to epitomise the true meaning of acceptance and pain self-management.
It could also be suggested that what is described here was a sense of committed
action; an important element of psychological flexibility (Bennett and Oliver, 2019).
Through skill acquisition, taking responsibility for change and an increased level of
acceptance participants had initiated the process of moving towards values-based
living. This suggests that committed action is associated with the later stages of a

PMP.

5.3.4 Acceptance as a Continuing Process

This study contributes towards the growing body of literature regarding the process of
acceptance during an ACT-based PMP (van Huet, Innes and Whiteford, 2009;
Harrison, 2012; Mathias, Parry-Jones and Huws, 2014; McCracken et al., 2014; Biguet
et al., 2016; Purtill, 2016; Nanke and Abbey, 2017; Biguet, 2019; Casey et al., 2019;
Casey et al., 2020). However, as this is potentially the first study to directly explore
change as it emerges within the daily life of individuals attending an ACT-based PMP,
a more in-depth understanding of the trajectory of change is needed. Consistent with
ACT theory, acceptance was understood as a supportive theme and consequence of
the meaningful changes that participants recounted; thus, it is intertwined into the
themes within the findings chapter. Acceptance is part of the psychological flexibility
model that underpins ACT (see Figure 2.1 page 19) and involves the willingness to
experience unwanted thoughts, feelings and sensations without trying to control or

change them (Harris, 2019). From a quantitative perspective, outcome studies have
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demonstrated strong associations between pain acceptance and lower levels of
depression, pain-related anxiety and physical disability (McCracken, Vowles and
Eccleston, 2005; Vowles, McCracken and Eccleston, 2007; McCracken, Sato and

Taylor, 2013).

During the initial weeks of the PMP, findings suggest that acceptance of the long-term
nature of pain is acknowledged as important but there may be ambivalence in the
ability to achieve this and in doing so, compromise change. This finding aligns and
builds upon previous research suggesting that contemplation of acceptance and non-
acceptance can feature in pain management (Biguet et al., 2016; Biguet, 2019; Casey
et al., 2019; Casey et al., 2020). Moreover, this is consistent with the early stages of
behavioural change outlined by the TTM where ambivalence might be present
(Prochaska and Norcross, 2014). This further supports the notion that during the early
stages of pain management PMP clients should be effectively supported with
interventions that promote contemplation and preparation (Prochaska and Norcross,
2014), for example, exploration of the control and avoidance cycle (Hayes and Smith,
2005). In addition, spending time with PMP clients to effectively support them to reflect
on the experience of pain-related suffering and pursuit for a medical cure may
contribute to early change. This is akin to previous research that suggests acceptance
encompasses letting go of a pursuit of a cure to relieve the struggle against pain and

facilitate change (Casey et al., 2019; Casey et al., 2020).

Previous studies suggest that acceptance is difficult for some, which relates to feelings
of abandonment by healthcare services, invalidation and pain-related loss (Casey et

al., 2019). Biguet et al. (2016) suggest that non-acceptance is perceived as a ‘threat
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and failure’. However, non-acceptance did not feature in participant narratives in the
current study, but this was not a construct directly explored like other studies.
Importantly, the current study suggests acceptance was facilitated by a recognition of
pain as an uninvited experience that held no personal blame. This is aligned with the
findings of Mathias, Parry-dJones and Huws (2014) who report cure seeking as
associated with self-blame. This provides further support for the use of a compassion-
focused approach, particularly for those who may experience a high level of pain-

related shame and self-criticism.

As the PMP progressed participants described a more embracing attitude towards
their pain experience. This was represented by participants’ motivation to make
adjustments to their daily lives and engage in valued activity. Theoretically, this
suggests an increase in psychological flexibility where change signifies a ‘willingness’
to engage in valued activity in the presence of pain (Scott and McCracken, 2015).
Through engagement with previously enjoyed meaningful activities, participants were
able to re-establish a sense of past identity that was familiar and comforting. Notably,
there was a recognition that pain was going to be there regardless and it was possible

to co-exist with pain.

Findings of this study also suggest the trajectory of acceptance developed through to
the end of the PMP, which resulted in considerable gains for living a life with persistent
pain. Participants shared the strategies they had learned on the programme provided
them with a sense of freedom from pain taking over, which consequently allowed them
to visualise and make plans for a future with and despite the pain. These findings are

consistent with the purpose of a PMP and processes consistent with the theory of ACT
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(British Pain Society, 2013; Harris, 2019). However, this study builds upon the
literature by highlighting the trajectory of change and the complex nature of
acceptance and from the individuals’ perspective. Overall, as noted previously, this
suggests the importance of effectively supporting PMP clients with specific
interventions at specific time points during the PMP to predispose individuals

favourably towards experiencing change.

5.3.5 Empowerment as an Important Passenger on the Journey

A feeling of empowerment was a key theme within the findings of this research. No
variances were noted across the three time points. Throughout the PMP journey,
participants considered empowerment as enabling meaningful change and playing a
key role in increasing motivation, confidence and feelings of hopefulness, which
appeared to relate to increased self-efficacy (Bandura, 1977). Empowerment was
frequently expressed as ‘| can do this’. This aligns with previous research that
suggests that acceptance of pain can lend to an increased sense of empowerment
(Mathias, Parry-Jones, Huws, 2014; Biguet et al., 2016; Purtill, 2016; Biguet, 2019;
Casey et al., 2019; Casey et al., 2020). Mathias, Parry-Jones and Huws (2014)
suggest that acceptance of pain can create a sense of freedom which allows for

engagement in enjoyable activities, which links with the current findings.

Similarly, findings in this study suggest that increased confidence through learned
skills, facilitate the ability to overcome obstacles and promote a sense of
empowerment. This aligns with previous research by Biguet et al. (2016) and Biguet

(2019) who suggest acceptance is characterised by a personal empowerment
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process, namely, ‘the only way forward’. Equally, current findings echo that of
Harrison (2012) who suggest self-efficacy to be influential in the adjustment to pain
during group pain management. Methodologically, this illustrates the creative
opportunities offered by the ADPE approach. Previous research by Oliffe and Bottorff
(2007) suggests that using photography to gain insights into the personal health
experience can be enlightening and empowering. This suggests that the ADPE
approach may contribute to increased motivation and confidence experienced by the

participants in the current study.

5.4 How Does ADPE Support Participants to Articulate their Pain Management
Journey?
In response to the second research question, this study contributes to the growing
body of literature documenting photo-elicitation as an increasingly effective research
approach within health, wellbeing and illness research (Frith and Harcourt, 2007; Oliffe
and Bottorf, 2007; Erdner and Magnusson, 2011; Fritz and Lysack, 2014). Findings
from the current study align and build upon existing evidence that demonstrates ADPE
as a valuable and engaging method, although explicitly for this study for exploring the
trajectory of change within the PMP journey. During the interviews, | asked
participants the question, “How have you found the process of taking the images to
illustrate and discuss your change experience?” All participants had access to a
camera and considered the experience easy and enjoyable and described the positive
effects of it. Only one participant discussed an internet image and this was related to
a new car purchase not yet received. This was supported by complete compliance at

all interviews and no attrition during the PMP. One of the initial aims for using ADPE
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was to try and safeguard the participants with a method that was not too onerous and

might provide some benefits. The findings support this initial idea.

The findings of this study indicate that capturing and reflecting on images during a PEI
can create a new and helpful way of explaining pain. Previous research suggests
that persistent pain can be regarded as an ‘unseen’ experience (Clarke and Iphofen,
2008; Ojala et al., 2015). Therefore, it is possible visual methods are a good way of
making this experience more explicit and visible, thus, easier to describe. Participants
also described capturing images as a useful means to explore experiences beyond
pain. For example, for Sarah and Elizabeth, this was about creating another focus
outside of pain which allowed them to capture potentially overlooked and taken for
granted changes. This is akin to previous research that suggests that photo-elicitation
is useful for enabling potentially vulnerable individuals with long-term health conditions
to communicate experiences, for example, subtle changes within every day that may

be overlooked (Erdner and Magnusson, 2011; Fritz and Lysack, 2014).

Capturing and discussing images created a more profound level of reflective thinking
which enabled participants to uncover meaning and think about their difficulties in a
different way, which was described as empowering. This suggests that photography
within pain management could be therapeutic within itself. It has been suggested that
the distance between the photographer and the images naturally creates a space for
deeper reflection and more meaningful interpretation of events and circumstances
(Dennis et al., 2009). This is consistent with the literature and there is strong evidence

the use of photographs within research interviews can have potential therapeutic
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benefits by facilitating opportunities to reflect on and make sense of experiences (Pain,

2012; Bates et al., 2017).

Participant descriptions went beyond defining ADPE as an engaging and valuable
research method for helping participants to articulate their pain management journey.
Accounts in the study implied a utility for the use of photography to create therapeutic
opportunities within pain management. Images were seen as a way to connect and
creatively express emotions which appeared particularly therapeutic. It could be
suggested that images provided an opportunity to externalise emotions. Thus,
findings support suggestions that visual methods can help participants who find it
difficult to express themselves verbally (Pink, 2008; Pain, 2012; Edmondson and Pini,
2019). The experience of taking photographs has been reported as therapeutic and
having a positive effect on those with ill-health and reduced quality of life (Fritz and

Lysack, 2014; Burton, Hughes and Dempsey, 2017).

Participants reported their experiences of ADPE as equally helpful to track and
maintain change, consequently, this reaffirmed the changes made. Some considered
that the photography element increased engagement and proactivity during the PMP.
It is reasonable to suggest this may have also been facilitated by the meaning-making
and reflective understandings during the PEI. This aligns with previous research by
Fritz and Lysack (2014) who suggest that self-reflection can facilitate and promote
change in long-term health condition self-management. This unexpected and exciting
finding suggests that PMP clients may benefit from the use of photography as a

creative tool during a PMP.
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5.5 Research Methodological Considerations

Having answered the two research questions in detail, the methodological
considerations of this study are now addressed. Overall, it was felt the research
design was epistemologically aligned and allowed the research questions to be
answered. However, this innovative study has methodological strengths and
limitations, which will now be considered in detail. It is important to emphasise that
findings and recommendations from this study must be set against the background of

unprecedented change that is currently affecting the world in terms of COVID-19.

There are strengths to this study. Firstly, the use of a qualitative temporal design
allowed for exploration of different time points of change as it occurred rather than
relying on retrospective accounts. Typically, this area is studied by quantitative
approaches to examine change using predetermined pre and post measures
(McCracken, Vowles and Eccleston, 2005; Vowles, McCracken and Eccleston, 2007;
McCracken, Sato and Taylor, 2013) losing the opportunity to explore the subjective
experience from the individuals’ perspective, thus, reinforcing the medical model. This

is of particular relevance to this group whose voices are seldom heard.

Secondly, the use of ADPE facilitated a flexible, interesting and inclusive approach to
enable participants to capture change in the moment within their social environment
and explore reflective understanding with the PEls. Participants responded positively
to the use of ADPE and it was found to be an engaging and valuable method for
helping individuals to articulate their changes and PMP journey. This enabled a rich

and more in-depth understanding with no participant attrition. APDE proved a creative
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approach to convey the social world of the participants through their images with

additional reflexivity and meaning-making.

This research also has limitations. Firstly, it is important to consider that exploring the
trajectory of change across three PMP time points for nine participants resulted in 27
interviews which may have reflected too many transcripts for a thematic analysis
undertaken by a novice researcher. Although, analysis followed a meticulous
approach as suggested by Braun and Clarke (2006, 2013) within a timeframe of over
six months and using ‘critical friends’ and the supervisory team to support coding and
theme construction. On reflection, | perhaps might have limited the temporal aspect
to pre and post at two time points, although the full journey would then have been

absent.

The limitation of being an insider researcher is also acknowledged, although this also
has its benefits which are discussed in chapter three. | have aimed for complete
philosophical and methodological transparency throughout the entire research
process, but | am aware that my own position within the research may have influenced
the findings. Moreover, the study sample of females and use of one centre places
limitations on the breadth of the study findings and it cannot be assumed that the
experience of change has been captured in its entirety. Characteristically, a high
female population reflects the typical PMP cohort at this community clinic. However,
the epistemological position of this study helped to address this concern by taking a
perspective that reality is a product of one’s own creation and knowledge lies in the

minds of individuals who construct meaning of their experiences based on their belief
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systems (Navarro, 2013; Savin-Baden and Howell Major, 2013). Hence, it is

recognised individual characteristics may be unimportant for this particular study.

Finally, it is acknowledged that placing restrictions on the images might have limited a
visual identity that is believed to be important for participants (Prosser, Clark and
Wiles, 2008). Abstract images might only represent a snapshot of change. However,
it felt important to safeguard not only the participants but others not involved in the
research. ADPE provided participants with the flexibility to control their participation
by selecting their own images and leading the direction of the interview (Bates et al.,
2017), thus attempting to reduce any perceived differences in power and knowledge,
despite the restrictions assigned. The images remain a representation of their

changes from their perspective.

5.6 A Unique Research Contribution

This study contributes to knowledge through advancing the understanding of the
trajectory of change during an ACT-based PMP from the perspective of the participant.
Findings highlight new evidence of change as it occurs in the moment within the social
environment. Furthermore, to address shortfalls relating to the dominant overreliance
on retrospective accounts, this study has captured change as it happens in the
moment in the daily lives of those undertaking a PMP. This study was designed to
address the underrepresented and incomplete understanding of all processes of
change, that is, psychological flexibility. By giving equal weight to all processes of
change this study has developed a wider view of psychological flexibility. Previous

research has tended to focus on understanding individuals’ experience of attending
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an ACT-based PMP (Harrison, 2012; Mathias, Parry-Jones and Huws, 2014). By
directly exploring change, the findings of this study offer insight to develop into future

practise and support individuals suffering from persistent pain.

This research also contributes to a growing body of literature documenting photo-
elicitation as an effective research approach within health, wellbeing and illness
research (Frith and Harcourt, 2007; Oliffe and Bottorf, 2007; Erdner and Magnusson,
2011; Fritz and Lysack, 2014). It was important to me that participant disability and
wellbeing was a priority consideration and as such the research method was not too
onerous and held reported benefits for participants. With this in mind, a constructivist
lens steered me towards photo-elicitation as an innovative and interesting method to
meet the aims of the study. The use of ADPE makes a meaningful methodological
contribution by facilitating an understanding of change over the course of a PMP. As
a result, it offers useful insights for future research with individuals who experience
persistent pain and other long-term health conditions. Previous research has
proposed that visual methods can have a therapeutic effect, for example, expressing
emotions (Pink, 2008; Pain, 2012; Edmondson and Pini, 2019). The findings of this
study suggest that photography has the potential to increase engagement and
proactivity during a PMP. As a result, the study has important implications for clinical

practice which are discussed in the final chapter.

5.7 Chapter Summary

This is potentially the first study to use a temporal design to directly explore the

trajectory of change throughout an ACT-based PMP, using ADPE to capture change
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within the moment and provide reflexive understanding. Research questions have
been fully addressed and study findings align with and shed further light on the process
of change, that is, psychological flexibility and contribute to new knowledge that
photography may facilitate increased engagement and proactivity during a PMP.
Strengths, limitations and potential contributions of this study were presented to reflect
transparency, share processes and challenges with others and discuss the

contribution to knowledge.

| think the fact that | have got to take these photographs has made
me more proactive in the process rather than just sitting and watching
a video or reading a handout (Quote from Beth)
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Chapter 6 - Conclusion and Recommendations

It’s like one of those machines that you put the pennies in, and all the
coins come out. It’s like a cascade and everything just fitted into place.
| felt quite excited by that (Quote by Emma)

6.1 Chapter Overview

In this concluding chapter, insight into the practise, policy and research implications of
this study will be offered. Recommendations for further research will also be
discussed. The thesis will conclude with some final reflections as the journey draws

to a close.

6.2 Research Insights

The findings of this study illustrate that living with persistent pain is a multifaceted,
subjective and continuous journey that is contextually bound; therefore, it is important
that change is understood from an individuals’ point of view. This study suggests
individuals attending a PMP experience and make meaning of change within their
everyday lives through three distinct stages within the journey, namely, insight and
awareness, integration and reframing. This is also facilitated by acceptance and
empowerment along the journey. This poses opportunities for pain management as
certain interventions may support change as a prerequisite for further adjustment.
This is important for the structure and design of future PMPs to ensure PMP clients
are effectively supported with timely and resourceful interventions, such as

photography used in ADPE.
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ADPE is a flexible, inclusive and valuable research approach that can support PMP
clients and research participants to articulate their pain management journey through
reflection and therapeutic opportunities, for example, exploring meaning, explaining
pain and emotional expression. Whilst previous research has proposed that visual
methods can have a therapeutic effect, i.e., expressing emotions (Pink, 2008; Pain,
2012; Edmondson and Pini, 2019), this study suggests that photography might
increase engagement and proactivity during a PMP. This presents opportunities for
clinicians facilitating PMPs to consider using photography in the design and delivery

of their groups.

6.3 Clinical Recommendations

This study offers new clinical and methodological insights, however, caution should be
applied in extending these to service contexts, for example, pain management

services, beyond that in which they were studied.

6.3.1 The Importance of the Experience for Individuals Living with Persistent

Pain

This research supports the importance of talking to individuals living with persistent
pain about their experience as a means of informing care. For individuals experiencing
persistent pain, this may involve talking about how pain affects their life, the skills they
have for managing their pain and their views on living well. These discussions may
be helpful to inform individual priorities, treatment expectations and pain management
care. This study highlights that the journey to effectively self-manage pain and make
meaningful changes has a staged approach. Individuals living with persistent pain
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who may wish to engage in pain management interventions, such as a PMP, will likely
benefit from considering the intervention as a journey and something they need to be

motivated to achieve to obtain the best possible benefits and outcomes.

This research suggests that for those individuals undertaking a PMP, finding creative
ways to capture and implement aspects of the PMP, such as, photography, may aid
the journey and therapeutic change. This may be a beneficial way for PMP clients to
inform discussions and share their experiences with their healthcare team.
Documenting the journey may also help to motivate, empower and engage in all

stages of the process.

6.3.2 Implications for Practitioners Facilitating PMPs

Currently, in the UK the British Pain Society (2013) alongside the core standards for
highly specialised pain services in the UK (Faculty of Pain Medicine, 2015) suggest
evidence-based guidance to support PMP provision. This guidance is broad in terms
of client selection, content and delivery, therefore, PMP structure is determined by
individual pain management services. This study demonstrates the complex nature
of the trajectory of change and suggests three distinct stages that PMP clients may
transition through during the PMP journey. For most participants, in the early weeks,
it was important to gain insight and awareness into their control and avoidance cycle
(Hayes and Smith, 2005) as an impetus for further change. This has been
conceptualised as the development of early psychological flexibility (Harris, 2019) and

likened to the ‘consciousness raising’ stage of the TTM (Prochaska and Norcross,
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2014). Participants found this a valuable experience to support early acceptance of

pain, empowerment and change which further developed throughout the programme.

Towards the middle of the programme participants progressed towards integrating
more practical pain management strategies into daily life and making small
adjustments to make space for living with pain. At the end of the programme,
participants spoke of engaging with negative thoughts, mindfulness practise and self-
compassion in addition to acknowledging their experience of pain management as an
ongoing journey. Future ACT-based PMPs in pain management services may benefit
from considering how education and clinical interventions at different stages may
effectively support clients through stages of change in the design and facilitation of

their groups, the TTM may support this (Prochaska and Norcross, 2014).

The findings of this study highlight the complex nature of the relationship with
persistent pain and consequently, it would be important for clinicians facilitating groups
to spend time exploring this relationship particularly at the commencement of the PMP.
This research was implemented with an ACT-based PMP, however, other PMPs
incorporating more traditional elements of CBT may also benefit from exploring
relationships with pain in their initial stages. The importance of initial recognition of
relationships with pain all has the potential to be relevant to individual pain
management work undertaken by specialist pain management physiotherapists and
psychological therapists. In response to this study, the community-based PMP
employed as the basis of the research has been redeveloped to incorporate the

findings. An example of this use of the study insights is illustrated in Appendix 19.
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Findings suggest the use of images/photography as a powerful tool that might increase
engagement and proactivity during a PMP. Participants reported the experience of
capturing images as enjoyable and beneficial to monitor and maintain changes. This
meaningfulness subsequently contributed to increased motivation and proactivity.
PMP groups may benefit from considering the use of therapeutic photography to

support clients on their pain management journey.

The significance of the impact of the insights obtained from this study for future PMPs
are illustrated in Appendix 19. A PMP schedule has been developed to take into
account the staged approach to change, suggested stage-matched interventions and

supportive elements of therapeutic photography.

6.3.3 Implications for Clinical Supervisors Working with Clinicians Facilitating
PMPs

The findings highlight that the use of photography during a PMP may offer a
meaningful therapeutic intervention. It would be important for clinical supervisors
facilitating supervision in services adopting this approach to be familiar with and
understand the features of therapeutic photography. Also, to provide a safe space for
practitioners utilising the approach to reflect upon the emotional impact of the
intervention on their own wellbeing. Clinical supervisors may want to consider using
creative methods, such as photography, with their supervisees as a way to embrace

experiential learning, aid reflection and understanding within clinical supervision.
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6.3.4 Implications for Healthcare Providers of PMPs

It is recognised that some NHS services can be stretched with service constraints.
This research acknowledges the importance of a staged approach to pain self-
management to achieve meaningful change over the course of time. It would be
important for services providing PMPs to consider this in the design and facilitation of
their groups. This raises the question of intensity, duration, components and structure

of PMPs.

For services facilitating PMPs using therapeutic photography, it would be important to
ensure education is provided as part of good clinical practice. Furthermore, given the
sensitive nature of using photography, it would be fundamental that adequate

safeguarding regarding the safe use of photography is considered.

6.3.5 Implications for Wider Policies and Guidelines

This study offers a complete view of psychological flexibility across the course of a
PMP. As a result, it offers the scope for additional guidelines to be developed to impact
future policy, service design and practise of health care professionals, specifically, the
significance of delivering timely education and interventions. Such impact has already
initiated change across the nationwide organisation that provided the context for this

study.
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6.4 Research Implications

6.4.1 Conducting Research with Individuals with Persistent Pain

This research supports exploring clients’ individual experiences as an important
means of informing care. Continuing effort should be employed to capture high-quality
feedback to support pain management care. This study has illustrated that an ADPE
approach can provide a valuable research approach for participants experiencing
persistent pain, in addition to offering therapeutic benefits, such as, inviting reflection
and exploring meaning. Previous research is dominated by quantitative research
methods anchored in positivist and postpositivist research paradigms. Qualitative
approaches to the study of pain management may be less prolific due to uncertainty
of how to involve and safeguard individuals with persistent pain in the research
process. Integrating more creative research methods, such as those used in this
study, may offer researchers the chance to design studies that offer opportunities to

participants as well as researchers.

6.4.2 A New Research Journey

Building on the ideas discussed throughout this study a number of areas for possible

further research have been identified.

o Firstly, it would be important to repeat this study outside of the global pandemic

and national lockdown restrictions to explore comparability between findings.
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A face-to-face full-length PMP would offer the opportunity to explore this aspect

of the findings in further depth.

It would be beneficial to repeat the study with another centre ACT-based PMP
to explore breadth and applicability. This would provide the opportunity to

consider wider incorporation to other pain management populations.

It would be beneficial to consider the use of the TTM and stages of change
within a PMP and more general pain management. This would provide the

opportunity to explore the applicability of stages of change in more depth.

It would be interesting to link participant experiences with programme
facilitators views of what changes are experienced. This could be implemented
via direct observation and critical incident writing and triangulated with ADPE
and PEls. This may offer the opportunity to capture further change unnoticed

by participants.

It would be interesting to focus specifically on the therapeutic benefits of
images/photography to explore the pain management journey. This would

provide the opportunity to investigate ADPE in more detail.

It would be beneficial to repeat the study removing the restrictions placed on
images/photography. This may be of particular importance to exploring and

expressing changes in identity as identified in previous research.
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o This study was completed over a six-week period. It would be beneficial to
investigate the longer-term impact of change alongside the use of
images/photography. For example, exploring the role of images/photography

in facilitating change and supporting the ongoing pain management journey.

6.5 Pathways to Impact

6.5.1 Participant Feedback

Participants were thanked for their participation via a thank you card and poem entitled

‘A Prelude to the Dance’ (see Appendix 20). Study findings have been made into a

video to music (which can be viewed with this link https://youtu.be/sWDGBjzjQ5Y) and

feedback will take place once the pandemic restrictions are lifted and when it is safe
to do so participants will be invited to attend the pain management clinic for feedback
on the study and its findings. Face-to-face was the preferred method of feedback as
participants felt they had missed out on this form of contact with other participants

during the PMP.

6.5.2 Research Dissemination

Throughout the study, | have attempted to share my work with a wider audience to
raise awareness of the research and use of ADPE. The aim of this dissemination has
been to share some of the features of change whilst undertaking an ACT-based PMP.
Dissemination outputs to date are illustrated in Appendix 21Error! Reference source

not found.. During a presentation delivered at a national Musculoskeletal conference
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in November 2020 particular interest was shown from another pain management
service in Torbay South Devon to support the implementation of the therapeutic
photography element into their PMP. There has also been notable interest in the
therapeutic and research uses of ADPE. Following completion of the thesis module,
the next steps will be to work through the study and make decisions as to what sections
can be developed for publication. Possible suitable journals include the British Journal
of Pain and Journal of Applied Arts and Health. Working collaboratively with the

supervisory team will maximise the impact of future publications.

6.6 Retelling Your Own Story: Researcher Reflections

This thesis highlights the many decisions | have made in my doctoral journey over the
past two years. | can honestly say | am in a very different place than | expected to be,
but | feel | am developing into a researcher based on my own personal philosophy and
specialist area, a major part of the professional doctoral journey. As | have travelled,
my identity has shifted through questioning my worldview and philosophy of
professional practise. This includes being able to articulate my own assumptions and
develop independent and critical thinking. | have learned the value of being a
practitioner-researcher in the creation of a study | am passionate about and the
challenges associated with maintaining professional and ethical boundaries within this

role.

| have reflected on great length upon my position as a practitioner-researcher and how
this impacts on my role as a psychotherapist specialising in pain management. In

relation to my clinical practice, | have made changes to integrate the research findings
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into my clinical practice, for example, therapeutic photography. It is important that |
continue to reflect on this and become aware of how this study continues to influence

my professional practice.

6.6.1 Fighting the Wave: The Impact of COVID-19

The most significant challenge faced during this research study was the impact of the
COVID-19 pandemic. National restrictions meant that the nine-week face-to-face
PMP moved to an online six-week programme. The design of the study was changed
to include the online version and individual telephone interviews as opposed to weekly
focus-groups. As such, | conducted 27 individual interviews as opposed to nine focus
group interviews, which | highlighted as a potential limitation in chapter five. However,
| am thankful | was able to continue with the research and gain access to participants,
particularly in the light that all research across the NHS was temporarily curtailed.
This has led me to reflect on the importance of being responsive and proactive as a
research student. Similarly, living with the struggles, insecurities, uncertainties and
change is now the place | recognise as a space in which creativity and personal growth
occurs. At times this experience has felt very isolating, which has led me to reflect on
how much | value being able to work as part of a team and being able to meet with
colleagues and participants face-to-face. Moreover, | recognise the need for self-
discipline, resilience, motivation and demonstrating perseverance in the face of

setbacks and obstacles.
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6.6.2 The Heroes: Final Researcher Reflections

Throughout this study, | have been struck by the willingness of the participants in this
study to share their experiences. They were willing to collect images and take the
time to reflect upon these at three PEIs across the course of the PMP during a global
pandemic. All participants were insightful about their experiences, the changes they
were making and the meanings this held for them. | was also struck by their
enthusiasm and willingness to share their images, despite some of these being
representative of painful experiences. Throughout this process, my key aspiration has
been to accurately convey their experiences of change and it is hoped this has been
achieved and | have done this justice. This experience is something | will always

remember.

6.7 Conclusion

The aims of this study were to explore individuals’ everyday experiences of change as
they progressed through an ACT-based PMP. ADPE was employed to explore its role
in supporting participants to articulate their PMP journey. Following 27 PEls with nine
participants, findings suggest that there are three distinct stages of change that are
meaningful to individuals living with persistent pain on their pain management journey
which is supported by ongoing acceptance and empowerment. ADPE was found to
be both a research method and therapeutic tool to support the pain management
journey. This poses the opportunity for both clinicians and services delivering PMPs
to develop and offer a more tailored programme with further therapeutic opportunities

to meet the needs of those living with persistent pain.
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I have decided that | am going to continue taking pictures that mean
things to me [...] I have enjoyed it and it really makes you think. Things
you take for granted [...] It puts a different slant on things (Quote from
Elizabeth)
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London, of the usefulness Analysis (n=12) male) group, eight | attending an expectations of findings
UK of a group-based (Doctoral Semi- Mean age 50 | weeks ACT 2) Living with pain | Retrospective,
Acceptance and thesis) structured years programme for | — outlook on risking recall
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Purtill Meaningful living Qualitative; Qsortdata | n=10 (80% Acceptance | Explore active Three factors: Limited
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Midlands, of Acceptance and | sectional Q n=6 (initial male) group, four change and accepted and of findings
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Appendix 2: CASP Qualitative Study Appraisal Tool (CASP, 2018)
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Appendix 3: Reflective Journal Excerpts
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Appendix 4: Online Pain Management Programme Structure and Content

PMP Week

Content

Week 1

Introduction
Understanding pain
Pre-measures

Week 2

Understanding values
Patient champion story
Benefits of exercise
Introduction to mindfulness

Week 3

Movement and pain
Acceptance and willingness
Medication

Mindfulness

Week 4

Sleep

Values and goal setting
Committed action
Mindfulness

Week 5

Role of thoughts
Flare-ups
Mindfulness

Week 6

PMP reflections
Post-measures
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Appendix 5: Letter for Participants

v UNIVERSITY OF
I WOLVERHAMPTON

Research Study: Reflections beyond words: Using auto-driven photo-elicitation to
explore the pain management programme journey

Dear

My name is Suzanne Roberts and | am a Psychotherapist in Pain Management
employed by [ 2nd a Post Graduate Research Student at the University
of Wolverhampton. | am writing to invite you to participate in a research project | am
conducting as part of my doctoral research. You have been invited to participate in
this current study as you are due to undertake an online Pain Management
Programme (PMP) at h within the next few weeks and you may be able
to be involved in the study. By sharing your experiences, you could help us to further
understand the needs of individuals living with persistent pain and how best to optimise
pain management care.

If you choose to take part in the study, you will be offered the opportunity to take one
photograph every week on your mobile phonefiPad/digital camera of a meaningful
change in your daily life that reflects your week. This will start during the introductory
week and then for the further five weeks that the PMP runs.

You will then be invited to take part in a telephone discussion with myself the
researcher at your convenience during weeks two, four, and six. You will be able to
talk about your images and what meaningful change they represent for you. The
images will determine what you discuss and you will only select the images you are
willing to share. You can choose how much or little you share. The telephone
discussion is expected to take no longer than 20 minutes each time. The telephone
discussions, with your permission, will be audio-recorded. If you do not have a mobile
phone with a facility to take photographs, iPad or digital camera this does not preclude
you from taking part in the study as you can use images from magazines or the internet
that represents how you feel.

If you choose to participate, it is vital for you to understand how your images will be
used. Your images will only be used in the discussion as a tool for you to talk about
your experiences. Additional consent will be sought if you choose to share your images
for inclusion in the research thesis or study dissemination. There is no obligation to
share any of your images. If you do choose to share any of your images consent will
only be taken for images of inanimate objects and whereby you are not identifiable in
any way.

This study has been reviewed and given full approval by the University of
Wolverhampton Health Professions, Social Work and Social Care Research Ethics
Panel and also |IIIEEE. This research is supervised by Dr Debra Cureton a
Psychotherapist, Professor Megan Lawton who is a specialist in the research
methodology and Dr Sarah Sherwin a Nursing specialist.

04.04.2020
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The research will follow all legal and ethical practice guidelines and all information
obtained will remain confidential and anonymous within the limits of confidentiality.
Please be informed that if during the research study you disclose any risk of suicide
or serious self-harm to yourself or the safety of others, a suitably qualified member of
the pain management team independent from the research will share this accordingly,
typically with your GP. Where possible we would discuss this with you first. This
remains consistent with the usual management of risk and safeguarding within any
individual consultations and the PMP within the pain clinic.

The research study is detailed in the enclosed Participant Information Sheet. | would
be grateful if you would read this information before deciding whether you would be
willing to participate in this research. The information sheet also outlines what your
role in the research would be, if you agree to participate.

Any participation in this research project is entirely on a voluntary basis. If you choose
not to participate the care and service you receive will not be affected. If you do decide
to take part you have the right to withdraw from the study at any point without a reason,
and this will not affect the standard of care that you receive.

If you have any questions, | would be happy to answer these before you make up your
mind. My contact details are included in the information sheet.

During the introductory week of the PMP, you will be contacted by myself and provided
with an opportunity to ask any questions you may have.

Thank you for taking the time to read this letter.
Kind regards

Suzanne Roberts
Psychotherapist in Pain Management/Post Graduate Research Student in Health and

Wellbein
*University of Wolverhampton

Tel: MAARNNS

Enc. Participant Information Sheet

v2.0
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Appendix 6: Participant Information Sheet

v UNIVERSITY OF
WOLVERHAMPTON

Participant Information Sheet

Research Study:

Reflections beyond words: Using auto-driven photo-elicitation to explore the pain
management programme journey

You are being invited to take part in a research study. Before you decide it is important
for you to understand why the research is being done and what it will involve. Please
take time to read the following information carefully and discuss it with
friends/relatives. Ask the researcher if there is anything that is not clear or if you would
like more information. Take time to decide whether or not you wish to take part. Thank
you for taking the time to read this information.

What is the purpose of the research?

The purpose of the research is to explore Pain Management Programme (PMP)
client’'s experiences and journey of change during a PMP. The study will explore
aspects of change as they occur in everyday life. Due to COVID-19 this will currently
be delivered as an online programme. The information gained will help to inform and
develop more effective services to meet the needs of individuals who live with
persistent pain.

Why have | been chosen?

You have been invited to participate in this current study as you are due to undertake
an online Pain Management Programme (PMP) at * within the next few
weeks and you may be able to be involved in the study. By sharing your experiences,
you could help us to further understand the needs of individuals living with persistent
pain and how best to optimise pain management care.

Do | have to take part?

It is up to you to decide whether or not to take part. Any participation in this research
study is entirely on a voluntary basis. You have the right to withdraw from the study at
any time. If you change your mind during the data collection just let the researcher
know, you do not need to give a reason for this. It important for you to know that if you
choose not to take part or withdraw from the study this will not affect the standard of
care that you receive.

What will happen if | decide to take part?

If you choose to take part in the study, you will be offered the opportunity to take one
photograph every week on your mobile phone/iPad/digital camera of a meaningful
change in your daily life that reflects your week. This will start during the introductory
v2.0
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week and then for the further five weeks that the PMP runs. If you do not have a mobile
phone with a facility to take photographs, iPad or digital camera this does not preclude
you from taking part in the study as you can use images from magazines or the internet
that represents how you feel.

You will then be invited to take part in a telephone discussion with myself the
researcher at your convenience at weeks two, four and six. You will be able to talk
about your images and what meaningful change it represents for you. The images will
determine what you discuss and you will only select the images you are willing to
share. You can choose how much or little you share. The telephone discussion is
expected to take no longer than 20 minutes each time.

The type of questions the researcher will ask are as follows;

Please can you talk through your image and why you chose it?

How do you think it captures change and how is this being applied in your life?
Why is it important to you in your everyday life?

How did you feel when you were taking it?

Were there other images you could have taken/chosen?

aRwN~

The telephone discussions, with your permission, will be audio-recorded. After the
telephone discussion the researcher will type the audio recording into written format
and will then analyse all the information and draw out the key themes.

Restrictions on photography

We have a duty of care to protect those not involved in the study, for example, family,
friends and work colleagues. We feel the additional consent of taking consent from
other individuals would be a burden for you, so due to confidentiality we ask you to
avoid taking photographs that others. If any images contain others they will not be
used.

What are the potential benefits and risks of taking part?

Although no risks are anticipated, if in the unlikely event discussing your images
causes any distress, then with your permission a member of the pain management
team can contact you after the telephone discussion to offer any support you may
need. However, the researcher is part of the programme and a qualified
psychotherapist, and therefore trained to respond to distress.

This study cannot guarantee any benefits to you and you will not be reimbursed for
your participation. However, there is potential for this to be a positive and reflective
experience, other studies involving individuals with ill-health and disability have
reported the therapeutic benefits of using this method. This method is considered as
not too onerous and may be an enjoyable experience.

v2.0
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What if there is a problem?

Taking part in this research is not intended to cause you any problems. However, if
you come across any problems during or after the telephone discussions, there are
relevant services you may access (resources listed below).

If you have any problems regarding the conduct of the research, please do hesitate to
contact the researcher. Formal complaints about any aspect of this research should
be addressed to;

Professor m
Dean of Research and Independent Chair
University of Wolverhampton

]

]

|

Will my taking part in the study be kept confidential?

Please be informed that if during the research study you disclose any risk of suicide
or serious self-harm to yourself or the safety of others, H (Consultant
Clinical Psychologist) or | ] I (Advanced Pain Management Physiotherapist
and Non-Medical Prescriber), both staff in the pain management team and
independent from the research will share this accordingly, typically with your GP.
Where possible we would discuss this with you first. This remains consistent with the
usual management of risk and safeguarding within any individual consultations and
the PMP within the pain clinic.

If you choose to participate, it is vital for you to understand how your images will be
used. Your images will only be used in the telephone discussion as a tool for you to
talk about your experiences. Additional consent will be sought if you choose to share
your images for inclusion in the research thesis or study dissemination. There is no
obligation to share any of your images. If you do choose to share any of your images
consent will only be taken for images of inanimate objects and whereby you are not
identifiable in any way.

All data will be managed in accordance with the General Data Protection Regulation
(GDPR), Data Protection Act (DPA) (2018) and University of Wolverhampton
Research Data Management Policy (2018). After the interviews the audio-recording
will be listened to and transcribed. Data will be anonymised by using codes on
interview transcripts and images. Data will be protected in a secure facility (e.g.
encrypted folder on University system, locked filing cabinet at clinical site). The data
from the study will be stored in accordance with GDPR guidance and then destroyed
confidentially (three years following study completion).

As this research is being completed as part of an academic course, the other people
that will see the anonymised transcripts and images will be the university research
supervisors, Dr Debra Cureton, Professor Megan Lawton and Dr Sarah Sherwin.

v2.0
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If you wish to make a complaint relating to breaches of data protection legislation or
you have concerns about the processing of personal identifiable information you may
do so in writing and contact details are as follows;

Data Protection and Freedom of Information Officer

Offices of the Vice Chancellor

University of Wolverhampton

MA214, Wulfruna Building

Waulfruna Street

Wolverhampton

WV1 1LY

or by emailing: dataprotection@wlv.ac.uk

What will happen to the results of the research study?

The results of the research study will be included within the researcher’s doctoral
thesis. It is hoped the findings of this research study will be published so that it will be
made available for other professionals and services to view. The researcher will be
happy to provide you with a summary of the research at the completion of the study.

Who has reviewed the study?

This research has been reviewed and approved by the University of Wolverhampton
Health Professions, Social Work and Social Care Research Ethics Panel to ensure
participants’ interests are protected. This study has also been reviewed and approved
oy I

If | decide to take part what do | have to do?

If you decide you would like to participate in this research study, the researcher will go
through the information sheet again to allow you to give informed consent to take part.
If you consent to taking part in the research you will be asked to complete a brief online
consent survey and in addition email the researcher to confirm your consent and full
understanding of why the research is being completed, and what is expected of you.
The researcher will go through this process with you.

If you would like to discuss anything or have further questions at any time, please
contact Suzanne Roberts, Researcher.

Suzanne Roberts
Psychotherapist in Pain Management/Post Graduate Research Student in Health and

Wellbein
ﬁUniversity of Wolverhampton

Tel:

Thank you for taking the time to read this information. This information sheet is for you
to keep.

v2.0
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Various resources are also available from:

NHS Helpline
Telephone: 111

Mind (mental health charity)
Telephone: 0300 123 3393

www.mind.org.uk

Cruse Bereavement Care (bereavement care charity)
Telephone: 0808 808 1677
WWW.Cruse.org.uk

Carers UK (help and advice for carers)
www.carersuk.org

British Pain Society (support for patients with pain)
https://www.britishpainsociety.org

Pain Concern (support for patients with pain)
http://painconcern.org.uk

Headspace (mindfulness app)
https://www.headspace.com/

Frantic World (mindfulness)
http://franticworld.com

v2.0
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Appendix 7: Qualtrics Online Informed Consent Form and Accompanying
Email

Please enter your full name in the box below

1 confirm that | have read and understand the information sheet dated 04.04.2020 Version 2 for the study ‘Reflections beyond words: Using auto-driven photo-elicitation to explore the pain management
programme journey’. | have had the opportunity o consider the information, had the opportunity to ask questions and have had them answered satisfactorily
| understand that my participation is voluntary and that | am free to withdraw without giving a reason and without any medical careflegal rights w:h_bcmg affected
{3 I agree
1 understand that my data will be stored securely and confidentially and that | will not be identifiable in any report or publication. Please note: | understand the exception to confidentiality and if | disclose any
L}  riskof suicide or serious harm to myself or the risk to the safety of others this will be shared with an appropriate individual
1 agree
1 understand the researcher may want to publish this study and any results found, for which | give my permission
o I ogree
| agree for my participation to be audio-recorded and for the data to be used for the purpose of this study
x | agree
1 understand the restrictions around images outlined in the sheet and | will 10 not take any s of others. | u if | do this they will not be used
o agree
| consent to take part in the above study
b0 | consent
To Participant X Bec
Cc

Welcome to the research study: Reflections beyond words

Dear (participant)
RE: Reflections beyond words: Using auto-driven photo-elicitation to explore the pain management programme journey.
Following our telephone conversation, thank you for agreeing to participate in the above research study.

If you click on the link below and enter the password pain2020 this will take you through to the consent form. If you could kindly read the questions and click ‘I agree’ if you are in
agreement. By clicking all of the responses and completing the form you are consenting to participate in the above study.

Could you please also reply to this email with the following statement included:

| confirm that | have completed the online study consent form and | consent to participate in the research study ‘Reflections beyond words: Using auto-driven photo-elicitation to
explore the pain management programme journey’

Thank you for taking the time to complete this consent process and for your participation in the above study. By sharing your experiences, you could help us to further understand the
needs of individuals living with persistent pain and how best to optimise pain management care.

Click here for link to the consent form - Study Consent

Best wishes

Suzanne

Psychotherapist in Pain Management/Post Graduate Research Student in Health and Wellbeing
I niversity of Wolverhampton

Te!: I

Contact email: INEEEEG—
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Appendix 8: University of Wolverhampton Letter of Ethical Approval 1

UNIVERSITY OF

WOLVERHAMPTON

Dr Alexandra Hopkins RN PhD MSc MBA RNT RCNT DANS
Dean of the Faculty of Education Health and Wellbeing

University of Wolverhampton
Walsall Campus

Gorway Road

Walsall

WS1 3BD

United Kingdom

Telephone Codes
UK: 01902 Abroad: +44 1902

Switchboard: 321000

Internet: www.wlv.ac.uk

11* March 2020
Suzanne Roberts / Debra Cureton

University of Wolverhampton
FEHW

Dear Suzanne

Re: Reflections beyond words: Using auto-driven photo-elicitation to explore the pain
management programme journey submitted to the Chair Faculty of Education, Health and
Wellbeing Ethics Sub-panel (Health Professions, Psychology, Social Care & Social Work)
resubmitted on the 9" March 2020.

Upon review by the Chair of the Ethics Sub-panel your Resubmitted Research Proposal was
passed and given full approval (Code 1 - Pass). You are free to continue with your study. We
would like to wish you every success with the project.

Yours sincerely
Angela Clifford

Dr Angela Clifford (BSc, MSc, PhD, FHEA)
Chair — Ethics Panel

THE UNIVERSITY OF OPPORTUNITY
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Appendix 9: Research Site Permission 1

Fwd: Research proposal

@ Suzanne Roberts <suzanneroberts@_>
To:

To protect your privacy, some pictures in this message were not downloaded

Get Qutiook for 10S

From:

Sent: Thursday, January 23, 2020 10:00:49 PM

To: Suzanne Roberts N
Subject: Research proposal

Dear Suzanne,

| just wanted to confirm that | agree in principle to you conducting your Doctoral research within the _ Pain Management Service. This is subject to you gaining ethical approval via the University ethics board.

Best wishes,

Consultant Clinical Psychologist and National Lead for Psychology
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Appendix 10: University of Wolverhampton Letter of Ethical Approval 2

UNIVERSITY OF

WOLVERHAMPTON

Dr Alexandra Hopkins RN PhD MSc MBA RNT RCNT DANS
Dean of the Faculty of Education Health and Wellbeing

University of Wolverhampton
Walsall Campus

Gorway Road

Walsall

WS1 3BD

United Kingdom

Telephone Codes
UK: 01902 Abroad: +44 1902

Switchboard: 321000

Internet: www.wlv.ac.uk

Re: Minor Amendments to Study
9th April 2020

Suzanne Roberts
University of Wolverhampton
Faculty of Education, Health & Wellbeing

Dear Suzanne

Re: ‘Reflections beyond words: Using auto-driven photo-elicitation to explore the pain
management programme journey submitted to The Faculty of Education, Health and
Wellbeing Ethics Panel (Health Professions, Psychology, Social Work & Social Care)

The Faculty Ethics Panel (Health Professions, Psychology, Social Work & Social Care) has
considered and reviewed your proposed minor amendments submitted on 7t April 2020.

On review your Revised Research Proposal was passed and the Panel believes that the ethical
issues inherent in your study remain adequately considered and addressed. Therefore the
Panel is giving you full ethical approval for your revised study (Code 1 - Approved). We would
like to wish you every success with the project.

Yours sincerely
Angela Clifford

Dr Angela Clifford (BSc, MSc, PhD, FHEA)
Chair — Ethics Panel

THE UNIVERSITY OF OPPORTUNITY
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Appendix 11: Research Site Permission 2

From: [
Sent: Friday, April 3, 2020 10:42:37 AM

To: Suzanne Roberts <suzanneroberts @ || GccNNGTGTGNG-

Subject: PMP Research

Dear Suzanne,

| would just like to confirm that considering the changes that we're making to our Pain
Management Programmes (offering online versions), | am still very keen for you to
complete your PhD research with our PMP participants.

We have discussed the alterations that you will need to make to the research and |
fully support them.

Best wishes,
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Appendix 12: Ethical Approval Query

("2 RE: Query regarding ethical approval

Pmiagua.ﬂilary(brh_ Menday, 13 Jasuary 2020 at 2039

Yoo Suzanne Roberts

You raplied 10 this message on 160172020, 2100 Show Ruply
This message is flagged for follow-up.

H

Seems that way to me. Jast need 1o be sure yoer onganisation has complete authonty over e oece oo the premises.
1)

Hisey

—Ongeul Mewage—

Froax Surmee Rodens [puiiy s overs ¢ (D
Sent: 13 Jamsary 2020 1300

To: Paiagsa, Hilary (Dx)

Sabjoct: Re: Query neganding etical appeoval

Hi
Thank you. m-n-m;mmd-:pm“u-qmmmmnmmnmmnm,qumnmmmm-mm‘
My thasis,

Serase

Sent from mry (Mhose

>maum.mn.nqumm|m(-m

>

>N

>t depends what you mean by commussioned by NHS. If they want you %0 Jook at B¢ paticnts a5 if NHS thea you will aced REC from the NMS. ¥ these ase just NHS patients scea in 2 éifernat capacity on non NHS premises Sen n0. REC approval will be needed.
> Hope that belps?

>EW

> Hixy

>
>hn§mlm1mm-
> Sent: 13 Rassary 2000 1351

> Tox Pasiagea, Hiley (D)

> Sayecr: Query mpasding ethical appeonal

>

> M My

>

> 1 5ope this email Snds you wrll. | jast Save a quick question sogasding cthucal appeaval for my stady. | will be carrying out e study in 2 500-NHS orpanisation that is commisssonnd % so¢ NHS paticats. So | Save no NHS R&D, | have spproval Som my organsation peading univmsty and ofher formal appeavals, | have spoben %0 the HIRA w0 woor sasase what appeaval | would soguine.
Can you help please? | 3 thisiing possably just RECT

>

>Muny thanks,

>

> Suramne
>
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Appendix 13: Qualtrics Online Image Consent Form and Accompanying Email

Q6 Please enter your full name in the box below

'Q z

Q1 | confirm that | have read and understand the information sheet dated 04.04.2020 Version 2 for the study
‘Reflections beyond words: Using auto-driven photo-elicitation to explore the pain management
programme journey'. | have had the opportunity to consider the information, had the opportunity to ask
questions and have had them answered satisfactorily

| agree

Q2 | understand | own the copyright for this image but give my permission for its use in any research and
dissemination outputs from the study

| agree

Q3 | understand consent will only be taken for inanimate objects whereby | am not identifiable in any way
| agree

Q4 | understand any images of others will not be used in order to protect those not involved in the study

& O 1agree

Qs | agree to email the researcher a copy of my image to a secure email address

-Q O 1agree

To  Participant X Bec
Ce
Reflections beyond words (Image Consent)

Dear (participant)
RE: Reflections beyond words: Using auto-driven photo-elicitation to explore the pain management programme journey.
Following your recent telephone interview, thank you for agreeing to share your images for inclusion in the above research study.

If you click on the link below and enter the password pain2020 this will take you through to the consent form. If you could kindly read through the questions and click 'l agree'’ if you
are in agreement. By clicking all of the responses and completing the form you are consenting to share your images in the above study.

Could you please also reply to this email with the following statement included:

| confirm that | have completed the online image consent form and | consent to share my images in the research study ‘Reflections beyond words: Using auto-driven photo-elicitation
to explore the pain management programme journey’

If possible, can you attach your images to the reply email, or you can send them separately.
Thank you for taking the time to complete this consent process and for sharing your images in the above study.

Click here for link to the image consent form - Image Consent

Best wishes

Suzanne

Psychotherapist in Pain M: /Post Graduate R h Student in Health and Wellbeing
HUnivefsity of Wolverhampton

Tel:

I
Contact emil: I

v2 04.04.2020
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Appendix 14: No Image Interview Schedule

Interview Questions (No Image)

> W

. Please can you talk through what image you might have taken and why?

How do you think it captures change and how this is being applied in your
life?

Why is it important to you in your everyday life?

How do you feel when talking about this?

How have you found the process of talking about the image to illustrate and
discuss your change experience?
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Appendix 15: A 15-point Checklist of Criteria for Good Thematic Analysis

(Adapted from Braun and Clarke, 2013. p.287)

Process

Criteria

Checked

Transcription

The data have been transcribed to an
appropriate level of detail, and the
transcripts have been checked against the
tapes for ‘accuracy’

v

Coding

Each data item has been given equal
attention in the coding process

v

Themes have not been generated from a
few vivid samples (an anecdotal approach),
but instead the coding process has been
thorough, inclusive and comprehensive

\

All relevant extracts for each theme have
been collated

Themes have been checked against each
other and back to the original data set

Themes are internally coherent, consistent
and distinctive

Analysis

Data have been analysed - interpreted,
made sense of — rather than just
paraphrased or described

Analysis and data match each other — the
extracts illustrate the analytic claims

Analysis tells a convincing and well-
organised story about the data and topic

10

A good balance between analytic narrative
and illustrative extracts is provided

NENEN NN ENEN

Overall

11

Enough time has been allocated to complete
all phases of the analysis adequately,
without rushing a phase or giving it a once-
over-lightly

\

Written
Report

12

The assumptions about, and specific
approach to, thematic analysis are clearly
explicated

13

There is a good fit between what you claim
you do, and what you show you have done
— i.e., described method and reported
analysis are consistent

14

The language and concepts used in the
report are consistent with the
epistemological position of the analysis

15

The researcher is positioned as active in the
research process; themes do not just
‘emerge’
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Appendix 16: Example of Interview Transcript
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Appendix 17: Questions Utilised to Guide the Reflexive Thematic Analysis

(Adapted from Braun and Clarke, 2013, p.205 and p.226)

Questions to During Familiarisation

N

How does a participant make sense of their experiences?

Why might they be making sense of their experiences in this way (and not
in another way)?

In what different ways do they make sense of the topic discussed?

How ‘common-sense’ is their story?

How would | feel if | was in that situation? (Is this different from or similar to
how the participant feels, and why might that be?)

What assumptions do they make in talking about the world?

What kind of world is ‘revealed’ through their account?

Questions to Guide Theme Development

wnh =

Is this a theme (is it just a code or subtheme)?

Is there a central organising concept that unifies the data extracts?

What is the quality of this theme? Does the central organising concept tell
me something meaningful about a pattern in the data, in relation to my
research question?

Can | identify the boundaries of this theme? What does it include and
exclude?

Are there enough (meaningful) data to support this theme? Is the theme too
‘thin’?

Is there too much going on in the theme, so that it lacks coherence? Are the
data too diverse and wide-ranging? Would using subthemes resolves this
problem? Or should it be better split into two or more themes, each with
their own central organising concept?

How does this (potential) theme relate to other (potential) themes? Is the
relationship between (potential) themes hierarchical or linear?

What's the overall story of my analysis? How does the theme contribute to
that overall story?

Is the central organising concept reflected in the title | have given to the
theme?
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Appendix 18: Codes to Themes Chart

Time Point One Overarching Theme — Insight and Awareness
Basic Codes Sub-theme Summary/Content
e Exploring the struggle Who is running my show? e Participants recognise their part played in
e Acknowledging avoidance maintaining the control and avoidance cycle
¢ |dentifying life restrictions ¢ Pain just happens, its unwanted, it's a
e Appraisal of coping battle/struggle
e Searching for a cure e Pain has dominated life
e Preoccupation with pain e Trying to eliminate pain is normal
e Awareness of e Strong imagery/language to highlight the all-
impact/consequences consuming nature of pain
e Recognising non-acceptance e Controlling pain may not be the answer
¢ Avoidance might be counterproductive
¢ |dentification of restrictions and past coping
strategies
e Change in mindset Bringing internal and external e Cognitive and emotional appraisal of life with pain
¢ Recognising emotions experiences into focus e Understanding emotions
e Normalisation of emotions ¢ Negative thoughts/emotions of self-criticism and
e Expressing emotions judgement
¢ Noticing self-criticism e Positive thoughts/emotions, there is another way
e Feeling judged ¢ Acknowledging vulnerability
e Exploring behaviours e Awareness of behaviours and how they might
e I|dentifying something to work reinforce the struggle/stuckness
on e Interest in behaviour modification
e Valued activity* e Testing out small changes
e Testing out e Experiential avoidance
e Not as bad as expected*® e Start of some degree of psychological flexibility
e Encouragement to do more*

4* Denotes a crossover in codes
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Change is possible

Time Point Two Overarching Theme - Integration

Basic Codes

Sub-theme

Summary/Content

Making conscious choices

Adjusting the lens on daily life

Making adjustments to develop/restore balance

e Adjusting approach e Changes in daily life/routine

¢ Doing things e Exploring ways to accommodate pain into life

e Overdoing things e Some do more and some do less

e Slowing down is a better e Recognition of the impact of changes
approach ¢ Building resources

e Respond rather than react e Incorporating others into the process

e Seeking support e Effective communication of needs

e Communicating needs ¢ Relational context of sharing

e Openness to share e Taking personal responsibility for changes

e Taking responsibility*

e Taking responsibility* Developing self-management ¢ Reducing healthcare reliance

e Medication management strategies e Sense of ownership towards self-management

¢ Understanding sleep e Integration of strategies into daily routines

e Breathing e Recognising the benefits

e Activity management
(boom/bust/pacing)

Not as bad as expected*
Recognition of the benefits
Encouragement to do more*

Valued activity* (code
condensed from walking,
connecting with nature,
baking, crochet, flower
arranging)

Having a go

Sense of normalcy

No Filter: connecting with
values

Participation in previously enjoyed valued activity
Sense of normalcy from engagement in past
activities

Reinforcing/reclaiming self-identity

A self that exists outside of pain

‘| feel like | used to’
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e Reinforcing identity

Connecting with values of creativity, appreciation,
freedom and authenticity

Time Point Three Overarching Theme - Reframing

Basis Codes

Sub-theme

Summary/Content

e Impact of thoughts

e Negative thinking is normal

e Recognising unhelpful
thinking patterns

Exposing thoughts

Difference here between TP1, using techniques
and not using noticing thoughts
Normalisation/acceptance of negative thinking
Mindful approach to thinking

e Using thought defusion ¢ Loosening judgemental thought content
e | am not my thoughts
e Mindfulness The Magic Hour: cultivating e Accepting internal experiences
e Feeling grounded mindfulness and compassion e Mindfulness and feeling grounded is helpful
e Mind/body awareness e Connection between stress and health/wellbeing
e Perioritising own needs ¢ Developing a more self-compassionate approach
e Developing self-compassion e Common humanity
e |lam notalone
e Pain management is ongoing | Placing pain management in e Pain management is an ongoing process/journey
e Gaining a sense of direction | perspective e Sense of coming unstuck
e Moving forward e Making space for pain
e Contemplating the future e Change in perspective on pain
e Making plans e Pain does not define individuals
¢ Acknowledging setbacks ¢ Making plans
e Feeling more prepared e Having a direction/vision
e Embracing change
e Valued life with pain
Acceptance

Time Point One — Insight and Awareness

Time Point Two - Integration

Time Point Three - Reframing

e Painis invisible
e Painis real

e Pain is not going away*
¢ It's not my fault*

e Recognition of lack of control*

e Pain is not going away*
e Some days will be bad but that’s
okay
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Normalisation of the pain
experience

Pain is not going away*

It's not my fault*

Recognition of lack of control*
Acceptance is difficult
Ambivalence around acceptance
Acceptance from others is
important*

e Acceptance from others is
important*

e | can cope better now

Empowerment ‘I can do this’

Time Point One — Insight and Awareness

Time Point Two - Integration

Time Point Three - Reframing

Empowerment*
Autonomy*

Sense of achievement*
Feeling proud*

Hope*

Increased motivation*
Increased confidence*

Empowerment*
Autonomy*

Sense of achievement*
Feeling proud*

Hope*

Increased motivation*
Increased confidence*
Feeling determined

Empowerment*
Autonomy*

Regaining independence
Sense of freedom
Optimism

Increased self-esteem
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Facilitating Role of ADPE — Inviting Reflection

Time Point One — Insight and Awareness

Time Point Two - Integration

Time Point Three - Reframing

Catalyst for reflection*
Exploring meaning*®

Visual aid*

e Catalyst for reflection®
e Exploring meaning*
e Visual aid*

e Catalyst for reflection®
e Exploring meaning*
e Visual aid*

Facilitating Role of ADPE — Therapeutic Value

Time Point One — Insight and Awareness

Time Point Two - Integration

Time Point Three - Reframing

Explaining pain*

Emotional expression®
Subjectivity of experience*
Overlooked change*

Useful to monitor and maintain
change*

PMP engagement*

e Explaining pain*

Emotional expression*
Subjectivity of experience*
Overlooked change*

Useful to monitor and maintain
change*

e PMP engagement®

e Explaining pain*

Emotional expression*
Subjectivity of experience*
Overlooked change*

Useful to monitor and maintain
change*

e PMP engagement®
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Appendix 19: Overview of PMP Based on Current Study Findings

Supportive Photography/Creative

Week Title Content Specific Activities El
ement
One We are Introductions Sharing of individual story e Collage to support
all in this Aim of the PMP Psychoeducation on the individuals’ story
together Group rules pain cycle e Discuss optional use of
Building rapport and images to support the PMP
establishing trust journey
Client story
Understanding pain and the
pain cycle
Two Your Group check-in Clean and dirty pain e Room 101 - discuss
suffering Introduction to ACT Group work on control and images to reflect dislikes to
inventory Control and avoidance cycle avoidance cycle (individual inform planned change
in persistent pain support also provided) and goal setting
Introduction to mindfulness Creative hopelessness
Patient champion story Mindfulness exercise
Goal setting appropriate for week
Set individual goal
Three | What do Group check-in Review of goals e Digital memory machine -
you want Introduction to values-based Theatre metaphor review of images on phone
your life living Mindful movement to establish values and
to stand Introducing acceptance and Mindfulness exercise what would like to do
for? willingness more/less of

Movement and persistent
pain

appropriate for week
Set individual goal
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Four The Group check-in Review of goals Image to discuss weekly
hungry Stress and persistent pain Group work on nutrition change/goal attainment
tiger Nutrition Mindfulness exercise

Medication appropriate for week
Set individual goal

Five Stand Group check-in Review of goals Image to discuss weekly
and Return to values Values compass change/goal attainment
commit Activity management activity/card sort

Sleep Mindfulness exercise
Seeking support appropriate for week
Set individual goal
Six Welcome Group check-in Review of goals Hopes and fears — images
anxiety Anxiety Cognitive defusion to represent and support
Unhooking from thoughts exercises expression of difficult
Mindfulness exercise internal experiences
appropriate for week
Set individual goal

Seven | The Group check-in Review of goals Image to discuss weekly
bubble in Flare-up planning DIMS/SIMS exercise change/goal attainment
the road Wellness toolkit Mindfulness exercise

appropriate for week
Set individual goal

Eight Be where Group check-in Review of goals Exploring the self — one

you are Relationships and persistent Three circles image that represents self

pain
Self-compassion

Mindfulness exercise
appropriate for week
Set individual goal

and another that
represents how they think
others see them
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Nine

Living
beyond
your pain

Group check-in
Participant reflections
The ongoing journey

Review of goals
Mindfulness exercise
appropriate for week
Passengers on the bus
exercise

A day in the life — final
images or transitional
object to sum up the PMP
journey

Possible to add to collage
if PMP permits
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Appendix 20: Prelude to the Dance Poem
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Appendix 21: Research Dissemination

Date Meeting/Output Location Di Typg Of. Audience
issemination
June 2020 Annual University of Poster Health & Social
Research Wolverhampton | Presentation Care
Conference (3" prize Academics
winner)
November 2020 | Journal of N/A Creative article | Health & Social
Health & Social titled ‘Adjusting | Care
Care the Lens on Academics
Improvement Change During
Publication Acceptance &
Commitment
Therapy Based
Pain
Management’
November 2020 | National Online 60-minute Allied Health
Musculoskeletal verbal Professionals
Conference presentation on
research study
December 2020 | Considering University of 30-minute Health & Social
Diversity — Wolverhampton | presentation on | Care
Enhancing research study | Academics
Lives for
Diversity
History Month
June 2021 Annual University of Participation in | Health & Social

Research
Conference

Wolverhampton

symposium
‘Levelling the
playing field:
using
methodology to
reduce the
power
imbalance in
the research
field’ 30-minute
presentation

Care
Academics
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