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Portfolio Abstract

The psychological impact of SCI is well known and there is a growing body of evidence
supporting the effectiveness of Acceptance and Commitment Therapy (ACT) for people with a
spinal cord injury (SCI). However, the acceptability of the ACT approach for those with a SCI
and its underlying processes has rarely been considered. Furthermore, well known barriers to
accessing mental health support for those with SCI such as, inadequate transportation, financial

resources and stigma are significant. Therefore, self-help is suggested as a potentially useful
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intervention for providing support to this population as it has shown some efficacy in other
populations. This study utilised a qualitative design to explore acceptability of an ACT self-help
manual via 14 semi-structured interviews with those with a SCI, family members and
professionals working with SCI. Furthermore, it aimed to explore and understand the lived
experiences of those with a SCI and their relevance to the ACT model. The data gathered was
analysed using Reflexive Thematic Analysis. Three main themes were identified: (1) ACT
Concepts, with three sub-themes identified (i) Is acceptance important or achievable, (ii)
Cognitive Defusion, too airy fairy, (iii) Values important to rehabilitation; (2) Self-help, with
three sub-themes identified, (i) Self-help after adjustment, (ii) Self-help too labour intensive, (iii)
Language is the key to engagement; (3) Lived Experiences, with three sub-themes identified (i)
life is a battle, (ii) deal with it or hide away, (iii) different to the person | was before. The main
themes were discussed in the context of the wider literature and suggestions for adaptations to
the self-help manual, including simplification, personalisation, amending language use and
considering a hybrid approach including both self-directed and professional led modules were
considered to improve acceptability of the manual. Generally, participants deemed ACT to be an
acceptable and relevant approach based on their experiences after SCI. This study provides
information on the acceptability of ACT processes for those with SCI and has supported the
development of a self-help manual specifically designed for those with a SCI.

Statement of Contribution

All parts of this thesis were completed primarily by me, this included project design, applying
for ethical approval, recruiting participants which was completed via reaching out to charitable
organisations, professionals known to me or members of the University SUCAP panel, designing
project materials, arranging and conducting semi-structured interviews, arranging transcription
of interviews, data analysis and write up. I did have support via regular project supervision
sessions with Dr Danielle De Boos and Dr Mark Gresswell (Research supervisors and Course co-
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directors). During these research meetings we discussed any challenges | was having during the
process of the study and received support and guidance. | also asked for support during the initial
coding process, and we went through an initial interview transcript together to ensure | was
completing the process correctly. | also received guidance during the write up phase and
gathered feedback on my journal paper and sections of the extended paper.

Abstract

The psychological impact of SCI is well known and there is a growing body of evidence
supporting the effectiveness of Acceptance and Commitment Therapy (ACT) for people with a
spinal cord injury (SCI). However, the acceptability of the ACT approach for those with a SCI
and its underlying processes has rarely been considered. Self-help support could be a potentially
useful intervention for providing support to this population as it has shown some efficacy in
other populations. This study utilised a qualitative design to explore acceptability of an ACT
self-help manual via 14 semi-structured interviews with those with a SCI, family members and
professionals working with SCI. The data gathered was analysed using Reflexive Thematic
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Analysis (Braun & Clark., 2019). Two main themes were identified: (1) ACT Concepts, with
three sub-themes identified (i) Is acceptance important or achievable, (ii) Cognitive Defusion,
too airy fairy, (iii) Values important to rehabilitation; (2) Self-help, with three sub-themes
identified, (i) Self-help after adjustment, (ii) Self-help too labour intensive, (iii) Language is the
key to engagement. This study provides information on the acceptability of ACT processes for
those with SCI and has supported the development of SCI specific self-help manual.

Keywords: Acceptance and Commitment Therapy, Spinal Cord Injury, Self-Help, Acceptability,
Quialitative.

Conflict of interest statement: The author has no conflicts of interest to declare.

Funding information: This research was funded as part of a Doctorate in Clinical Psychology
by the University of Nottingham. The University of Nottingham had no involvement in the
development, implementation, or writing of this study.

Introduction
Spinal Cord Injury
Spinal Cord Injury (SCI) is a life-changing neurological condition resulting from damage

to the spinal cord or nerves at the end of the spinal canal. The damage results in a disruption of
sensory and motor signals that are conducted via the spinal cord, resulting in a loss of limb
function (National Institute for Health and Care Excellence [NICE], 2016). SClI is estimated to
impact 50,000 people in the UK, with 2,500 individuals sustaining injuries every year (Aspire,
n.d.). Rehabilitation after SCI is complex with focus often placed on improving physical health?.

1 See section 1.2 of the extended paper for more information on SCI.
2 See section 1.3 of extended paper for more information on rehabilitation.
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Psychological impact of SCI
The emotional impact of SCI is significant and struggles with social and self-stigma,

changes to relationships and financial pressures can result in social disconnection, reduced self-
efficacy and low mood (Craig et al., 2009; Dunn, 2010; Engblom-Deglmann & Hamilton, 2020;
Monden et al., 2020; Weber et al., 2021; Woolrich et al., 2006).

Low mood has links to poorer physical health outcomes and suicidal ideation is three
times higher than the general population. (Craig et al., 2009; Fann et al., 2011; Spinal Injury
Association; SIA, 2021). Many report their emotional needs are not met post-SCI due to
inadequate and inaccessible support services (Noreau at al., 2014; SIA, 2021)3. These
inadequacies have prompted recommendations for targeted support for mental health post-SCI
(SIA, 2021).

Investigators have attempted to determine what factors increase positive outcomes post-
SCI and acceptance was particularly important (Elfstrom et al., 2002). Acceptance is correlated
with personal growth and significantly predicts psychological quality of life (QoL) and reduced
psychological distress (Aaby et al., 2020; Elfstrom et al., 2002). Consequently, with acceptance
suggested as an important construct for improved outcomes post-SCI the development of an
acceptance-based intervention is important.

Acceptance and Commitment Therapy
Acceptance and Commitment Therapy (ACT; Hayes et al., 1999) is a “third wave”

cognitive behavioural therapy that aims to increase psychological flexibility, defined as our
ability to contact the present moment, then decide to change or persist in behaviour that serves
our values, rather than reacting to immediate thoughts and feelings (Hayes et al., 2006). ACT
aims to increase psychological flexibility via six core processes shown in figure one.

3 See section 1.4 of extended paper for more information on the psychological impact of SCI.
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Contact with the
Present Moment

Acceptance Values
Psychological
Flexibility
Defusion Committed
Action

Self as Context

Figure one: ACT Hexaflex (Hayes et al., 2006).
Ultimately, ACT suggests each process overlaps and intertwines in the pursuit of increasing
psychological flexibility (Hayes et al., 2006)%.

ACT can improve mental health in populations with long-term chronic conditions
(Graham et al., 2016). However, challenges faced after SCI are thought to be different from
chronic conditions due to their rapid onset and common plateau after a period of functional
improvement alongside complex social and psychological factors (Budd et al., 2022; Hall et al.,
1999). Furthermore, barriers to accessing therapy for those with SCI, such as, inadequate
transportation, financial resources and stigma are significant (Fann et al., 2011; Torabian et al.,
2019) indicating the need for a tailored approach.

Initial studies investigating therapist-delivered ACT for those with a SCI indicate
promising results in improving psychological flexibility, emotional regulation and mental health
(Khanjani et al., 2021; Torabian et al., 2016). However, these studies had small sample sizes and
do not provide commentary on participant drop out data therefore gaining information on how
acceptable participants found the interventions is unclear. The self-selecting sample within these
studies may also represent a population different from the typical. The primary researcher
initially aimed to investigate efficacy of an existing ACT self-help manual (Shepherd et al.,

4 See section 1.6 of extended paper for more information on psychological flexibility.
5 See section 1.7 of extended paper for more information on ACT.
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2022) for individuals with SCI but struggled with recruitment. Anecdotal information suggested
the existing ACT manual was too confronting indicating to the primary researcher that
acceptability of ACT interventions for those with SCI is poorly understood®.

Self-help” has been found to be effective in other populations (French et al., 2017,
Shepherd et al., 2022) however the ACT manual used in the latter study?® is a generalised manual
and not SCI specific. The SIA (2021) recommend psychological support should be informed by
first-hand knowledge of SCI. Given the described complexities, recommendations from the SIA
(2021) and importance of acceptance on positive outcomes post-SCI, further investigation into
the acceptability of ACT and adaptation of an acceptance-based self-help intervention specific to
SClI is an important step to reducing barriers and improving outcomes (Elfstrom et al., 2002;
Kennedy & Jones, 2017)°.

Study Aims
The study aimed to answer the following questions:

e Is ACT an acceptable therapeutic approach to meet the psychological needs of
individuals with a SCI, when delivered using self-help?

e Do the carers and family of people with a SCI perceive ACT to be acceptable and
meet their psychological needs when delivered using self-help?

o s the “ACTing towards better living” manual acceptable to individuals with a
SCI, their family or carers and professionals working alongside those with a SCI?

e What adaptations are required to increase acceptability of the “ACTing towards
better living” manual for those with a SCI.

Methods

Design
Initially, this study aimed to use an interventional single case study design to determine

the efficacy of an existing ACT self-help manual (Shepherd et al., 2019) in a population of
individuals with a SCI. However, due to difficulties with recruitment this study was amended to
utilise a qualitative design®®. Reflexive Thematic Analysis (RTA; Braun & Clark, 2021) was

6 See section 1.10 of extended paper for information on acceptability.

7 See section 1.9 of extended paper for information on self-help.

8 See section 2.4 of extended paper for further information on study materials.

9 See section 1.8 of extended paper for information on ACT and SCI.

10 Further information on this decision is discussed in section 1.8 of the extended paper.
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chosen as it allowed for both inductive and deductive coding. Both inductive and deductive
frameworks were important as this research aimed to explore participants experiences of using
an ACT informed self-help manual and therefore focused inductively on the participants
experiences of SCI and how these fit with this type of intervention and more deductively on their
opinions of the ACT concepts and format of using a self-help manual. RTA (Braun & Clark,
2021) posits analysis of qualitative data is subjective and occurs between the researcher, data and
wider context (Cowie & Braun, 2022). Analysis was informed by Critical; Realism (CR;
Bhaskar, 1975)*%. Ethical approval was granted by the Leeds East Research Ethics Committee,
IRAS project ID: 306658 (22/YH/0079; Appendix B)*? .

Recruitment

Recruitment cultivated participants from three groups, individuals with a SCI, their
family and carers and professionals working with SCI3. A purposive sampling method was used
via a poster (Appendix C) displayed on a Facebook SCI support group, Back-up’s twitter page
and in the SIA’s monthly newsletter, ‘The Voice’, to attract individuals with a SCI and their
family or carers. The poster described the study and how to contact the research team?4.
Organisations supporting those with a SCI were contacted by the primary researcher and given
the poster asking staff to take part.

Inclusion criteria
Participants were required to fulfil these criteria:

o Have a SCI.
o Be a carer or family member of someone with a SCI.
o Be a professional with experience of working with those with a SCI.

o Aged 18 or over.

Exclusion criteria
Participants were excluded if they were unable to take part in an interview, for example

due to difficulties communicating?®.

11 See section 2.1 of extended paper for more information on ontology and epistemology.

12 See section 2.8 of extended paper for more information on ethical considerations.

13 See section 1.9 of extended paper for further information on rationale for these participants.
14 See section 2.3 of extended paper for more information on participant recruitment.

15 See section 2.2 of the extended paper for rational of inclusion/exclusion criteria.
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Participants

14 semi-structured interviews were completed, this number was contingent upon the
quality of the data rather than data saturation which is not believed to be an appropriate method
for determining sample size in RTA (Braun & Clark, 2021). The primary researcher determined
the data received at participant 14 did not generate new ideas related to the aims of this study.
This research recruited participants from three groups however, the carers or family members
and professionals did not have opposing views and confirmed ideas generated by those with SCI
therefore further recruitment from these groups was not required. Table one details the
demographics of participants.

Table 1

Participant Demographic Information?6.

Categories Number %
N=14
Participant Individual with SCI 11 79%
Category Carer 1 7%
Professional 2 14%
Gender Male 8 57%

16 See section 2.3 of extended paper for further participant demographic information.
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Female 6 43%
18-28 1 7%
29-39 2 14%
Age 40-50 4 29%
51-61 1 7%
62-72 6 43%

Reflexivity and Positionality

A key aspect of quality reflexive qualitative research is understanding the positionality of
the researcher undertaking the research (Braun & Clark, 2021). The primary researcher has
worked within neurological settings and alongside individuals with brain injuries and spinal cord
injuries for six years prior to undertaking this research. Working with individuals with SCI in
several roles, from healthcare assistant to assistant psychologist, allowed the researcher to
understand some of the challenges and what life can be like. Understanding the psychological
impact of SCI is relatively understudied and this was shocking to the primary researcher. Some
participants described limited psychological support after injury and the manual offered has only
recently included any mental health or psychological support so developing this manual was
something deemed to be incredibly important. To ensure the primary researchers experience was
acknowledged during the coding process effort was taken not to take preconceived ideas but
instead construct meaning from the data. The primary researchers also discussed this with
research supervisors during regular supervision. Furthermore, the primary researcher went into
each interview with participants openly so as not to ask leading questions instead focusing on
keeping the interviews open ended.

Study Materials

The “ACTing towards better living” manual was used for this research (Shepherd et al.,
2022). Adaptations were made to this manual before participants reviewed it, including
amending wording to reference SCI and including boxes for participant comments to serve as
aide memoires during their interview?’.

17 See section 2.4 of the extended paper for more information on study materials.
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Procedure

Participants were a self-selecting sample that contacted the primary researcher and
provided informed consent (Appendix E for information sheet, Appendix F for consent form).
Four participants were contacted by the primary researcher via email following contact by a
person known to both the primary researcher and the participant*®. Following consent, an
appointment to complete a semi-structured interview either using Microsoft (MS) Teams (N=10)
or telephone (N=4) was arranged. Participants were sent a copy of the manual to read prior to the
interview. Upon completion of their interview (Appendix G) participants were sent a £10

shopping voucher?®®.

Analysis
The participants’ written transcripts were analysed by the primary researcher using RTA

(Braun & Clarke, 2019)%. Concurrent inductive and deductive coding was completed during data
analysis. A deductive framework was constructed prior to coding (Appendix H) based on the
“Theoretical Framework for Acceptability” (TFA; Sekhon et al., 2017) that allowed
identification of codes related to suggested concepts of acceptability?l. The primary researcher
initially read participant transcripts gaining familiarity with the data. Initial coding involved
reading each transcript and coding data related to the research questions or deductive
frameworks. The primary and secondary researchers discussed initial coding to ensure the codes
were effective and discussed emerging themes and reflections. Once initial coding was
completed the primary researcher clustered codes into initial themes and conducted checks to
ensure themes were reflected in the data (Braun & Clark, 2019). Initial themes were revised and
overlapping themes collapsed creating sub-themes where necessary. This ensured theme and
subtheme definition and selection were not guided by interview questions, but through
methodical coding and analysis of data. A thematic map was created?? and reorganisation
continued until the primary researcher believed themes were reflective of the data and answered
the research questions.

19 See section 2.7 of extended paper for more information the study procedure.
20 See section 2.6 of extended paper for more information on RTA.

21 See section 1.10 of extended paper for more information on TFA.

22 See section 2.6 of extended paper, figure one for thematic map.
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Results
Participants have been given pseudonyms and codes used to indicate groups; LE — lived
experience of SCI, F — a family member of someone with a SCI, or P — a professional.
Quotations were edited to omit hesitations or repetition using (...) but only when this does not
alter the meaning?:,
Themes

Two main themes were identified with six sub themes?4.

Theme one: ACT Concepts
This theme comprises discussion about perceived acceptability of aspects of the ACT
model (Hayes et al., 2006) as portrayed in the manual.

Subtheme 1a: ‘Is acceptance important or achievable?”.

Acceptance was a concept widely discussed by participants and conjured differing
viewpoints. Donald described his experiences post-SCI and said at one timepoint taking his own
life or acceptance were the only options, ‘you’ve got two choices, find yourself somewhere with
a gun or get on with it, that was part of the process’ (LE). Donald suggests acceptance is a
necessary part of moving forward with your life after SCI and this was also described by Greg, ‘a
degree of acceptance is necessary, you can’t get too bitter about it’ (LE). Acceptance was also
considered to be one of the building blocks of rehabilitation after injury and some of the
acceptance exercises included in the manual were ‘really, really good exercises to get people to
start accepting’ (Mark, LE). Mark also described the manual as the beginning of developing
acceptance, ‘so I think that’s the starting point of acceptance’ (LE). Acceptance was evidently an
important concept and how it was described in the manual was acceptable and even effective in
developing acceptance.

A conflicting view of acceptance was constructed with some participants suggesting
focusing too much on this concept within the manual could be damaging to people after SCI who
might become resigned to their situation.

23 The results section is formatted based on guidance from the Neuropsychological Rehabilitation Journal and APA
guidance on quotes https://apastyle.apa.org/style-grammar-guidelines/citations/quoting-participants.
24 See section three of the extended paper for the extended results.

BRP Thesis Research Portfolio 2024 20315255 09173015 16



‘I think saying to somebody you’ve got to accept this and live like this day by day; |
don’t think that’s going to be the best thing...I don’t think they’re going to accept it. I think
they’re going to fight against it” (Nicole, LE).

“Yeah. And just accepting it and sitting back. I mean you just do nothing, I think there is
balance to the situation as well, I think if you go too far and then you could make people feel you
know... become rather resigned to that situation rather than having any fight to continue, you
know’ (Greg, LE).

Participants suggested there is an element of fighting against the reality of life after SCI
that could be helpful or motivating because the alternative would be giving up. Potentially, these
beliefs could be a barrier to engagement with the acceptance concept and exercises discussed in
the manual. Paul described something similar when discussing his experiences after SCI.

‘Everything had changed, not just the injury, but my business would have to close
because obviously I couldn't do my job anymore. We have to move house because the house
wasn’t suitable for somebody whao's now probably in a wheelchair. Pretty much everything has
changed. That's a huge thing to deal with you kind of have to deal with it to a degree. You can't
really sort of set that anxiety free and say OK this has happened but I need to move on with my
life you know you need, you do need to have to go through that grief process’ (Paul, LE).

Paul indicated the gravity of changes to his life after injury would be difficult to accept
and a period of grieving is necessary before acceptance can be considered. Potentially, the
sudden and catastrophic nature of these changes to every part of life after injury for some people
can make developing acceptance particularly challenging. Others agreed with this view and
suggested acceptance could be unattainable for some, ‘.. .although there is still no such thing as
I've said earlier as full and complete acceptance even now at 42 years’ (Donald, LE), ‘There's a
few things in there, but it's the business of accepting the situation and that sort of thing. I'm not

sure I've ever accepted it” (Greg, LE),

‘For five years on. He can play again, but he's not good enough to be at their level. But
he's got other things that he's doing. This is part of the... charity team now. Yeah. So, they're all
different, but they're not all capable, I would have said of accepting’ (Callum,LE).

BRP Thesis Research Portfolio 2024 20315255 09173015 17



These quotes suggest there is balance required between developing acceptance and
becoming defeated by your circumstances. People described individual differences regarding
their experiences of acceptance after injury with some suggesting that it would be too difficult.
This could impact acceptability of the manual however, acceptance within ACT is not an
endpoint but something to work towards therefore ensuring this is effectively communicated is
important to this population.

Other factors for improving acceptability of the manual were discussed such as the

importance of timing. Nicole and Mark gave their opinions:

‘No, I don't think they'll be able to get round acceptance...that very early stage, no.
Absolutely not” (Nicole, LE), “You know, there are some people that it takes years, yeah, to
accept what's happened. I've got a lady at the moment, she's eight years post injury and she's only
just. I need to face what I've what's happened to me, yeah’ (Mark, LE).

Nicole and Mark suggest that it is more difficult to begin accepting earlier on but for
some the process could take years to feel ready. However, there is no consensus with suggestions
from professionals and those with lived experience between one and six years after injury,

‘reach a year before changes or even just before a year, yeah, before the acceptance. And
you know the values of still continuing to enjoy life. And changes will be much, will be more
clear to them’ (Rachel, P), ‘I don't know. I think there's a use for it, but maybe 6 plus years down
the line’ (Nicole, LE).

This illustrates the variability of time required for people to begin accepting after SCI and
this differed between those with lived experience and professionals. Implications for offering the
manual after an initial adjustment period post-rehabilitation may improve acceptability.

These quotes illustrate a person’s acceptance is personal and variable however, offering

support when people have undergone their initial rehabilitation, left the spinal centre and are

settled back at home might be the most opportune time to foster acceptance. Greg agreed that a
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period of adjustment to both physical and mental changes is required, ‘People would need a
period of adjustment before they're even in a position to start accepting. Physically and mentally,
yes’ (Greg, LE).

Recommendations for the manual related to the tone of the acceptance section were also

constructed with Greg and Donald.

‘OK. It has to be said in the way look. This has got to happen in order for you to feel a
little bit more fulfilled and so on and so on at some point in your journey as a wheelchair user.
Spinal patient, yeah, listen to it if you can. But don't dismiss it out of hand. Yeah, yeah, that, that
sort of tone’ (Donald, LE), ‘Don't bother fighting it, because you know there's nothing you can
do about it, right? And you don't want that. You know, you, at that stage you really want to be

saying, you know, I'm gonna make the most of this’ (Greg, LE).

This suggests the message of acceptance as communicated in the manual should aim to
inspire hope with an indication of necessity even if it feels unachievable. Potentially, describing
acceptance as an aspiration achieved by action is important to consider when amending the
acceptance section of the manual.

In conclusion, acceptance is an important and necessary concept in rehabilitation with
evidence to suggest how it is described in the manual is acceptable and prompts development.
Despite this, others suggested acceptance could be difficult to develop or even damaging due to
the nature of sudden changes post-SCI. Evidently, how acceptance is initially introduced is
important due to pre-existing beliefs. Recommendations for a hopeful tone and considering

timing were offered.

Subtheme 1b: ‘Cognitive Defusion, too airy fairy?”.

Cognitive Defusion as described in the “ACTing towards better living” manual was
discussed by Lee and Callum, they suggested this strategy could be challenging for individuals’
post- SCI due to experiencing ‘big worries’ that are often all consuming.
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‘I've got a ramp to get in the house. How do | get upstairs? poor fella. The people spinal
cord injured late in life similar sort of age. His problem was he lived in a terraced house and they
couldn't do anything for him to get him upstairs we had to sell his house you know all at the
same time as dealing with spinal cord injuries. So going to him and saying you know put your
put your problems on the leaf send them down the is beyond me’ (Callum, LE), “If I had a
dentist appointment, I'd tell myself, don't even think about it till an hour before the appointment.
Yeah, but when it's something like the bowels, bladder pressure, sores, spasms. Pain
management, falling out your chair, being able to move those things can't be put on the back
burner’ (Lee, LE).

Callum and Lee suggest the impact of distressing thoughts is too large for cognitive
defusion and indicate the exercises described in the manual would not be helpful. Mark agreed
and believed offering these strategies could result in disengagement, ‘But you've got a lot of stuff
that's going on... for some people it's gonna be unreasonable to try... That could result in people
not engaging’ (Mark, LE). The thoughts Callum and Lee are describing require action and the
manual describes ‘cognitive fusion’ as “treating all our thoughts literally” but suggests
“cognitive fusion isn’t always a problem, sometimes it is helpful to have opinions about events
and act accordingly” (Hayes et al., 2006). Bringing emphasis to the idea that cognitive fusion can
be useful with thoughts that require action and planning, within the manual may alleviate these

concerns.

Evidently, challenges with negative thoughts are present after SCI with Donald and Mike

describing a ‘battle’ and experiences of being on ‘autopilot’.

‘But again, that battle with our thoughts is a continuous one. And you know the
circle...you'll get less and less of a circle and you move on’ (Donald, LE), “I'm in a Tesla
sometimes, not that | can afford one, but you know, the Tesla autodrive thing, yeah, it was like
my body wants to do the...autopilot and I can't do it because physically I just literally can't do it.
So | think definitely when it comes to stepping back from your thoughts...understanding where
your thoughts come from’ (Mike, LE).
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Cognitive defusion techniques may be useful to this population when battling challenging
thoughts is continuous and taking time to understand our thoughts and providing a strategy to
help manage the ‘battle’ in the manual could be useful. The type of cognitive defusion strategies
offered needs to be considered as Mark and Callum indicated some of the exercises were too
abstract.

“The concept of putting your troubles on the leaf and keep sending them down is just
beyond me. You know? It's yeah, so. Looking at your cup of tea and working out. Wow, it's got
whoa, it's gone. You know all that? It's too hairy fairy for me, that’ (Callum, LE), ‘Engrained,
probably atypical male Yorkshireman. From a working-class family, you know. That sort of
detaching yourself from your thoughts can be quite difficult. Yeah, it's almost, it's not the norm’
(Mark, LE).

These quotes suggest that the activities discussed in the manual such as, ‘leaves on a
stream’ (Appendix J) could be difficult to engage with. Suggestions that the “cognitive defusion”
practices could have cultural connections and males from working-class backgrounds may find
these activities particularly challenging because of their abstract nature. Acknowledging these
opinions and validating this may be useful in increasing engagement. Including a section in the
“ACTing towards better living” manual on cognitive defusion is necessary based on the
described experiences of participants but focusing on less abstract strategies might increase
acceptability. Mark suggested incorporating a check-in with a professional might improve this
section of the manual, ‘Every couple of weeks, um, this is probably where every couple of weeks
it. A check-in would come in useful, yeah. That's that was one of the areas that I've struggled a
little bit” (Mark, LE). Providing the manual as part of a guided process requires consideration
and offering the manual via professionals already involved with participants to provide support
could increase engagement with cognitive defusion.

In conclusion, cognitive defusion and the way it is described in the manual could be
challenging for some people to engage with. Despite this, cognitive defusion also seemed
relevant given the descriptions of an all-consuming battle with thoughts post-SCI. Suggestions
that some of the cognitive defusion exercises were abstract and unfamiliar particularly to

working-class males, which is known to be a high percentage of those with SCI, could result in
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disengagement from this section of the manual. Less abstract cognitive defusion activities
(Appendix K), and validation that some thoughts require action may increase acceptance of
cognitive defusion ideas.

Subtheme 1c: ‘Values important to rehabilitation’’.
Values are described within ACT as principles that guide the way we would like to live

and unlike goals cannot be accomplished. Mike suggested ‘Living a meaningful life, stepping
forwards, making different choices, learning what matters, what new values and concepts... |
think that's really important” (LE). Donald agreed and suggested focusing on what you can still
do after injury is also important,

‘I'd planned to climb Mount Everest or I'd planned, you know...those sort of hopes and
aspirations. OK, well, you perhaps. No, you can't do that. But what are you able to do?
Figuratively or physically? Yeah. And again, understanding the levels of disability. What? What
can a c5 like me do? What can a T1 and so on?> (LE)

This indicates the section focused on values within the manual has ideas relevant and
acceptable to those with a SCI that are particularly important to focus on. The “learning what
matters” section within week five of the manual describes the difference between values and
goals and suggests values are an internal compass and goals are steppingstones along the way.
Donald discussed his previous goals that became unattainable after SCI and the impact the injury
has had on what he can now achieve. He identified that focusing on new goals in the context of
values could provide a meaningful framework that deters from focusing on now unachievable
goals. It was surmised that focusing on values could be vital as they remain stable despite any

changes to a person’s physical ability post-SCI.

One metaphor described in the manual which enables people to clarify their values is the
‘Magic Wand’ (Appendix L) metaphor. The magic wand metaphor encourages participants to
imagine their painful thoughts and feelings have disappeared and to imagine what their lives
would be like. This conjured strong opinions for Donald who stated,

2 See section 1.2 of extended paper for further information on types of SCI.
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‘I didn't think that that would work. I don't think...people could imagine. I mean, if I
could even begin to think about, imagine what | know what I'd wish for. But it isn't going to
happen. Yeah, really something that's totally not fanciful...It's not a useful tool to have. I think
them as you want, you know. Well, you know, you gonna tap me and up? Stand up out of my
chair. Well, yeah, you said. Yeah, don't use those phrases because...You know if they’re angry

and bitter, that’s not going to help at all’. (Donald, LE).

Donald indicates this could be distressing for people to imagine post-SCI, especially for
those who are angry or in denial which could result in disengagement with the manual.
Removing of this technique in favour of other values clarifying techniques may improve the
manual for those with a SCI. Mark suggested moving values earlier in the self-help manual and
combining this with therapeutic goals could increase the positive impact of these techniques,

‘So, if the mental side is missing, then the therapy side is probably going to be missing
and the person's not going to get to where they want to be and that goal setting that’s in these”,

“Put those later ones earlier...And start to get the goal setting earlier’ (LE).

By introducing values earlier in the manual and practically to inform rehabilitation goal
setting the applicability and acceptability could be increased.

In conclusion, participants suggested clarifying values was important post-SCI and this
could improve a person’s mindset and willingness to engage with rehabilitation. Focusing on
values to guide goals could ensure the focus is on what people can do post-SCI versus cannot,
which many reported was a common worry. Furthermore, it was inferred that values were
particularly useful because they are not related to physical ability. Considering a person’s
physical ability is likely to change post-SCI, re-aligning individuals with their values is relevant
and could be moved to an earlier section to increase engagement.

Theme two: Self-help

This theme discusses the format of self-help and considers the challenges of this
approach for those with a SCI.
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Subtheme 2a: ‘Self-help after adjustment’

The timing of receiving the ACT manual was discussed and considerations around when
it might be best received were suggested. Nicole and Greg suggested receiving the manual after a
period of adjustment and physical mobilisation might be most beneficial.

‘But I just, I think it's useful, but not for your early stages... For people who once they're
out of hospital and they're settled” (Nicole, LE), “Probably after. Couple of months” (Greg, LE),
“they're probably immobilised for a lot less these days, but until you actually get going, | would
think you'd find it hard to. Take this stuff in” (Greg, LE).

These quotes describe that readers may engage more with the manual once they have
settled back at home and are familiar with the changes to their life. Paul indicated having this
time would enable processing and increase ability to engage with the manual, ‘Mine was seven
years ago now, so yeah...So, I have the headspace to engage with it” (LE). Paul discussed
‘headspace’ as a factor suggesting in the early stages post-injury emotional distress is high
making engagement with psychological work challenging. Similar views were expressed by
Nicole who discussed an initial trauma inhibiting someone’s ability to engage, ‘So personally, I

just don't think that you can do it when you're in the throes of trauma’ (LE).

In conclusion, offering this self-help manual to individuals after a period of adjustment
and rehabilitation might be more acceptable increasing engagement, it was suggested that the
initial trauma response post-SCI may hinder engagement. However, given access to self-help
manuals cannot be policed this could be challenging. A statement at the beginning of the manual
to this effect may be useful.

Subtheme 2b: ‘Self-help too labour intensive’

Participants commented on the volume of text in the manual and the impact this could
have on engagement. Donald, Lee and Mark each suggested the manual was, ‘too wordy’
(Donald, LE, Lee, LE) and ‘there is too much there’ (Mark, LE). These participants indicated the
impact of this amount of text meant the manual became ‘very, very heavy going’ (Mark, LE) and
‘labour intensive’ (Donald, LE). Based on these findings considerations around reducing the
amount of text to increase engagement are important. Jenny and Greg suggested why this amount
of text might be particularly challenging after SCI stating,
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“Sorry | didn't get through it all and some of them 1 just thought they were too long to
read and | have a problem with reading anyway because I've got my backbone is sort of falling
apart and so I can't bend over reading pretty easily” (Greg, LE), ‘So that somebody doesn't look
at it and all they can see is, oh God, there's just 20 pages of text... the vast majority of people,
particularly in this situation, will just be overwhelmed by it” (Jenny, LE).

Suggestions that difficulties engaging with the manual could be related to both physical
and cognitive factors were constructed. Reading was challenging due to physical limitations
post-SCI for Greg and given the common occurrence of pain and other physical sequalae post-
SCI these difficulties are likely to be common. Cognitive factors were also identified with
suggestions the amount of text would be overwhelming and could impact engagement.

Mark suggested the amount of text in the manual became a barrier to the useful parts of
the manual.

‘I just think some of the blurb before you get to the useful stuff...it's a little bit too long’
(Mark, LE), ‘there's long sections and you seem to be trawling through these sections and then
you get to the... useful fun stuff” (Mark, LE). This quote indicates the theoretical explanation
within the manual is too long and becomes a barrier to accessing the practical activities that were
deemed to be the most useful aspects of the manual. Callum, Lee and Jenny suggested how the
text could be reduced,

‘Bullet point type as opposed to you've got some really long paragraphs’ (Callum, LE),
‘when there's given examples looking, reducing it down from lots of examples, just one or two.
Pertinent ones’ (Lee, LE), ‘maybe breaking it down into smaller chunks’ (Jenny, LE).

In conclusion, the volume of text within the manual became burdensome, especially post-

SCI due to both physical and cognitive factors, which decreased acceptability. Reducing
examples, smaller paragraphs, and using bullet points were suggested remedies for the manual.
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Subtheme 2c: ‘Language is the key to engagement’.
Participants commented on language within the manual and discussed both the positive
and negative aspects. Four participants stated the language was easy to understand and concepts

were well explained without complex terminology.

‘Again, the wording itself was quite good...I thought they explained it really well.
Particularly one was about the next-door neighbour, the annoying neighbour coming to the party’
(Lee, LE), ‘I think because they'll just get the layman terms out of it, you know what |
mean?...So | think the way you set it out has been easier to understand, especially for people
without medical backgrounds’ (Mike, LE), ‘This is a really good for me it was a really good
level” (Mark, LE), ‘I understood the language that was being used’ (Jenny, LE).

These quotes suggest the explanations of metaphors within the manual, such as “the
annoying neighbour” (Appendix M) were well explained and easy to understand and the way
ACT is explained is at an understandable level without complex jargon. Participants commented
on the perceived tone of the language and stated the wording humanised their experiences post-
SCI and was not patronising or intrusive. There were suggestions that the language was
motivating and encouraged focus.

‘The way you've actually set it up and you the language you use... it's more humanised |
think’ (Mike, LE), ‘it's not patronising, it just gets you to focus your thoughts in a specific in a
particular area...I didn't find it. Um, intrusive...I just looked at it and thought, you know what

this is a really. This is a really good for me it was a really good level’ (Mark, LE).

These quotes suggested the language used prompted focus to engage with the activities
which may increase its acceptability for those with a SCI.

Participants provided commentary on negative aspects of the language in the manual.

‘The next one actually made me laugh, which was willingness, learning how to

jump. And again, as a spinal cord injured person, when | read that, it made me giggle because
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I've been 25 years in the chair. So, I still find things that when people say to me take a seat, I still
find myself in my head going, It's alright, | brought my own’ (Lee, LE), ‘Go and find a nice
comfy chair and find somewhere quiet to sit. Well, they're in a wheelchair...So again, that needs
to be looked at and...You could say, you know, if you are a wheelchair user, you know, find
somewhere quiet’ (Donald, LE).

Physical language used within the manual requires adaption and while some found this
amusing, others may become frustrated and disengage. Using inclusive language for wheelchair
users is a simple change likely to significantly impact engagement. Finally, two participants
talked about the use of negative wording that requires adaptation.

‘Section 4 still the word suffering and a lot of that in in that particular one. And it was
about our past...And | mean, OK, again from the 80s and crippled, you know, all those sorts of
words which are now viewed as not politically correct. It didn't really bother me. It still doesn't
bother me now. But some people today might think, well, I'm not suffering in a sense, suffering
to me describes something in agony, in pain, which emotionally they are, but you know, they’re
hiding that or they're still in denial.... So a better choice of word in respect’ (Donald, LE). ‘You
know worries or concerns or some softer, more explanatory... In my mind, I'm not
psychologically struggling. I've got worries and concerns’ (Callum, LE), ‘Keep it simple. Lead
them by their hand. Yeah, forget all the big words...use simple words rather than big ones and

stick to the same terminology for this’ (Callum. LE).

Both participants suggested that the word “suffering” or “psychologically struggling”
could be viewed as harsh or offensive and called for a better choice of wording. Callum
suggested simplifying the language by replacing “psychologically struggling” with “worries or
concerns” to reduce the impact of this language and demonstrate a more empathetic approach.

In summary, there were both positive and negative comments on the use of language
used. Some viewed the language as easily understandable and not patronising. However, others
stated the use of physical and negative language was inappropriate and could trigger distress
requiring adaptation to increase the manuals acceptability.
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Discussion
This study aimed to explore whether the “ACTing towards better living” manual was
acceptable to those with SCI. Adaptations to increase acceptability of this manual were
suggested by participants because certain aspects of the “ACTing towards better living” manual
were challenging to accept and the manual requires key adaptation.

Study findings indicated acceptance was deemed an important concept for those with SCI
but difficult to attain, with timing identified as a key factor to achieve this. Reactions to
acceptance were positive and negative, which was found in research investigating ACT for
chronic pain and irritable bowel syndrome (IBD) (Casey et al., 2020; Wilkin et al., 2023).
Participants with chronic pain and IBD liked acceptance but considered it abstract but something
to aim towards, whereas others likened it to giving up, similar to the findings of this study
(Donahue & Levin., 2024); Wilkin et al., 2023). Acceptance likened to ‘giving up’ can be
common amongst participants and could indicate a conflict between the understanding of
acceptance between authors and participants which may be a barrier for interventions aiming to
develop acceptance. Suggestions the language used is crucial and rebranding acceptance as
willingness within the manual may reduce some of the negative reactions to the concept of
acceptance in ACT for this population (Kanter et al., 2006).

Timing was identified as key to development of acceptance, in particular time since the
event causing their SCI. Considering timing seems SCI specific as it acknowledges there is a
time before and after SCI. Monitoring timing of introducing ACT interventions for those with
SCI in future research may be useful in determining whether acceptance is looked at favourably
or if this influences efficacy. The qualitative findings of this research suggested developing
acceptance too early in this population could be damaging. This raises a challenging point for the
rationale of using self-help materials for SCI as there would be no way to determine when
participants were accessing the manual. A hybrid approach involving check-ins with a
professional to monitor progress and engagement could be critical. The input of a professional

could mitigate timing challenges by assessing readiness. Including a message within the manual
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expressing the importance of monitoring their own progress and engagement, with
recommendations to make adaptations (e.g., returning to acceptance sections of the manual later
and focusing on other aspects of the manual) is important.

The relationship between time since injury and level of acceptance was suggested by
participants and indicated those who have had a recent injury might be less likely to accept their
new reality and some of the ideas suggested in the “ACTing towards better living” manual.
There is limited research suggesting the optimal time for introducing acceptance post-SCI, which
is likely related to many factors and personal. However, some research suggests when
considering positive outcomes fostering acceptance within the first year post-SCI is correlated to
increased QOL, but this was not so closely correlated when this time moved up to two years
(Aaby et al., 2022). Introducing the manual within the first two years is likely to be most helpful
if aiming for improved QOL. This may be related to the suggestions around valued living and if
acceptance is fostered earlier, experiential avoidance is reduced, and you are more likely to be
living within values sooner positively impacting QOL. However, this does not suggest the
manual will be unhelpful to those with more time since injury and was suggested to increase

engagement and acceptance by participants in this study.

Research suggests ‘accepting your new reality’ may not be enough if not linked to ‘value-
change’, particularly when considering the impact of acceptance on positive outcomes over time
(Aaby et al., 2022). The section of the manual based around values was particularly acceptable to
those with a SCI and the results of this study found this may be related to the reduced impact of
physical ability on values as opposed to goals. The understanding of values work for those with a
SCl is limited, with one study investigating individual ACT processes (Waldron-Perrine et al.,
2022). Research suggests clarifying intrinsic values and committing to action based on this can
modify an individual’s perception of their disability in a positive way (Khanjani et al., 2021).
Modifications were suggested by participants, such as, removing the magic wand question
(MWQ) which was believed to be damaging to those with a SCI. Research on MWQ in SCI is
limited but research from CAMHS has been found to be positive (Wells & McCaig, 2016),
however, it is likely these results are not generalisable due to significant differences between
these populations. Using a different exercise to clarify values and intertwining this throughout

other sections could improve the manual. Furthermore, multicollinearity found between values
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work and committed action provides a rationale for condensing the ACT model within the
manual (Waldron-Perrine et al., 2022). The ACT triflex model (Harris, 2009) compresses the six
core processes of ACT in to three dyadic processes, open up (acceptance and defusion), be
present (contact with the present moment and self as context) and do what matters (values and
committed action).

This study’s findings indicated battling with thoughts was a common experience post-
SCI and fusion to negative thoughts can increase distress. Participants found manual sections
relating to cognitive defusion conjured negative reactions. Previous research found when fusion
to thoughts decreases via psychological flexibility post-SCI, people become less prone to the
negative effects of common stigma’s (Khanjani et al., 2021). Evidently, reducing cognitive
fusion has a positive impact on distress but likelihood of engagement with interventions is poorly
understood (Khanjani et al., 2021). Participants found some of the suggested cognitive defusion
strategies in the manual “airy fairy” and did not take in to account the severity of their situations
which could result in disengagement. One adaptation for the manual is distinguishing between
thoughts requiring action which is likely to be validating. Furthermore, potentially defusion is a
complementary process. Research into those with SCI found defusion was not uniquely linked to
quality of life and suggested significant multicollinearity between defusion and acceptance
(Waldron-Perrine et al., 2022). Using the ACT triflex (Harris, 2009), could combine less

acceptable concepts such as defusion with other concepts increasing acceptability.

Participants discussed the burdensome nature of the “ACTing towards better living”
manual in its current state. The amount of text became a barrier as many participants stated they
struggled to read the full manual. The burden potentially impacted participants ability to provide
commentary on the manual and suggested it was “too long and wordy”. Participants stated
several reasons for difficulties engaging with this amount of information after SCI. Guided self-
help manuals rely on written text rather than verbal information as in one-to-one therapy.
Considering whether guided self-help is appropriate for this population is necessary, and
reducing the reliance on written text by using video or pictures could be a solution. Furthermore,
as previously suggested condensing the model and using the ACT Triflex (Harris, 2009), could
reduce and simplify the manual. Combining a simplified manual with the previously mentioned
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hybrid approach to monitor progress is likely to improve acceptability and is seen as best-
practice when using self-help material (Shafran et al., 2024).

Finally, language within the manual requires adaptation due to complexity and
ambiguity. Using terms such as “let’s go for a walk” to someone who is a wheelchair user is not
offensive, however the use of physical terms within this manual was deemed inappropriate by
participants (Muehe, 2003). Using metaphors for those with physical disabilities has been found
to contribute to development and maintenance of mental health difficulties (Holmes et al., 2007).
Considering techniques within this manual could increase acceptability by avoiding unnecessary
metaphors. Participants suggested the complexity of some language could be disengaging
therefore when adapting the manual simplifying and avoiding physical language is important.

Strengths and Limitations

Many studies investigating ACT focus on efficacy (Huang et al., 2021; Khanjanie et al.,
2021; Dorenkamp et al., 2023). This study focuses on acceptability using semi-structured
interviews to understand what we can learn to tailor a guided self-help intervention for SCI. The
findings provide a clearer idea about aspects of ACT that are acceptable to those with a SCI and
those likely to result in disengagement.

This research could be improved by amending the methodological design. The ‘ACTing
towards better living’ manual was difficult for participants to engage with as they described the
manual generally and did not focus on particular aspects. More focused discussion by offering
the manual to participants in sections and focusing on each in multiple semi-structured
interviews might have increased our ability to adapt specific sections. Discussing the manual as a
whole in one interview meant the discussion was general. Conducting multiple interviews was
not done initially due to not wanting to burden participants with multiple interviews.

Participants were recruited from three separate groups, those with lived experience,
carers and professionals working with those with SCI. The groups recruited were unbalanced
meaning conclusions from each separate group could not be constructed. However, it was

deemed the largest group comprising those with lived experience were dominant within this
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research and the other participants voices did not diverge from the dominant perspectives

indicating convergence across the three groups.

Conclusion

The findings suggested key areas of relevance to this population; focusing on values,
acceptance and committed action. It is recommended the manual be adapted to mirror the ACT
Triflex Model (Harris, 2009) more closely to simplify and reduce the burden of text. By
combining less desirable aspects with more acceptable concepts acceptability of this manual
could be improved. A hybrid approach combining check ins with a guide alongside self-directed
models could be the most useful way to approach self-help for a population of those with SCI
due to the complexities following this type of injury. Further research should focus on making

the adaptations to the manual and piloting in a population of individuals with a SCI1%,

Word count: 7907, excluding tables, figures and appendix information.
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Extended Paper
This extended paper is written to provide supplementary information to complement the
journal paper. The aim of this document is to provide further information on concepts or ideas
that could not be included in the main journal paper. Consideration of wider themes within the

results and discussion section that were not deemed by the primary author to be a key part of the
journal paper are also included.
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1. Extended Introduction

The extended introduction section provides further information regarding the background
literature relevant to this study. This section will provide a rationale for the chosen publication
journal, a more detailed explanation of the types of Spinal Cord Injury (SCI) and demographic
information, an explanation of the physical symptoms that often accompany a SCI alongside
discussion regarding what rehabilitation after SCI can involve. Finally, there is further
explanation of Acceptance and Commitment Therapy (ACT), its uses within a population of
individuals with SCI, and the development of the self-help materials. By providing further
expansion on the key points of the introduction section from the journal paper a clearer context
for the journal paper is offered.

1.1. Rationale for Target Journal
The journal paper was prepared for submission in the Neuropsychological Rehabilitation

Journal?’. This journal was selected as they publish human experimental or clinical research
related to rehabilitation and recovery of function. They have previously published papers related
to rehabilitation after SCI and psychosocial wellbeing and it was felt to be an appropriate journal
for publication of this paper. Furthermore, the focus of many of the published papers within this
journal is to inform clinical practice which aligns closely with the purpose of the journal paper.

1.2. Spinal Cord Injury
The spinal cord can become injured at any point and the site of the injury interrupts nerve

signals travelling up and down, resulting in differing abilities based on the location of the injury
(National Institute of Neurological Disorders and Stroke [NIH], 2023). The cervical spine, also
called C1-C7, is the part of the spine located in the neck. This part of the spine and surrounding
nerves control the back of the head, the neck, shoulders, arms, hands and diaphragm (NIH,
2023). The thoracic spine, also called T1-T12, lies within the upper to mid back and controls the
chest muscles, muscles of the back and many organ systems (NIH, 2023). The lumbar spine
referred to as L1 — L5, is in the lower back, abdomen and buttocks and send signals to some parts
of the genitals and leg (NIH, 2023). Finally, the Sacral spine, known as S1-S5 is in the low back
and controls signals to the thighs, lower parts of the leg, feet, genitals and anus (NIH, 2023). The
location of the injury impacts the use and control of each of the associated areas and disrupts the
transmission of nerves impacting sensation and function below the point of injury. Injuries that

occur higher up the spinal cord can impact more of the function within the body, quadriplegia or

27 Author guidelines available:
https://www.tandfonline.com/action/journalinformation?show=aimsScope&journalCode=pnrh20
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tetraplegia are terms used to describe paralysis in most of the body, legs and arms (NIH, 2023).
The term paraplegia is used to describe an injury lower down in the spinal cord that affects the
function of the lower body and legs (NIH, 2023).

SCI can be traumatic or non-traumatic in nature. Traumatic SCI (T-SCI) occurs when
external forces impact the spinal cord, such as in a road traffic accident, causing injury. Non-
traumatic SCI (NT-SCI) occurs following acute or chronic disease, such as tumors (Ahuja et al.,
2017). SCl is categorised based on the permanence of the damage; complete injury means
damage is permanent, and nerve transmission is completely disrupted below the point of injury,
often resulting in paraplegia or tetraplegia (Shepherd Centre, n.d.). Incomplete injury is partial
damage, meaning some nerve messages still reach the brain and partial sensation below the
injury site is retained (NIH, 2023). Incomplete injuries result in varying levels of disability
dependent on the location and severity of the injury (Shepherd Centre, n.d.). Young men were
most reported to have SCI’s however, a rising number of older people, both male and female are
commonly suffering from SCI’s following periods of illness (McCaughey et al., 2016). Despite
this occurrence, young and middle-aged men and older women still tend to be at highest risk of
SCI, with road traffic collisions, falls, violent attacks, sporting injuries and domestic accidents
being the most common causes within the UK (National Institute for Health and Care Excellence
[NICE], 2016). The cost of SCI to the UK government is high, estimated to average £1.12
million across an individual’s post-SCI lifespan comprising healthcare costs, loss of employment
and the cost of providing care (McDaid et al., 2019).

1.3. Secondary Complications and Rehabilitation after SCI
Secondary complications after SCI are common and complex requiring ongoing

rehabilitation and treatment. Secondary complications can be related to breathing difficulties,
blood clots, autonomic dysreflexia (AD), pressure sores, chronic pain and bladder and bowel
dysfunction (NIH, 2023). These complications can impede functional progress and impact
rehabilitation trajectory and quality of life post-SCI (Ataoglu et al., 2013; Costa et al., 2001;
Richards et al., 2004). Many individuals with a SCI require temporary or permanent support with
breathing (NIH, 2023). Most commonly, breathing difficulties occur in injuries between the C1-
C4 area of the spine due to the nerve connections to the diaphragm and lungs (NIH, 2023). A
person’s ability to breathe post-SCI can result in respiratory infections, such as pneumonia,
which is the leading cause of death post-SCI (NIH, 2023).
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Changes to circulation from decreased movement in the legs post-SCI can result in further
complications including arrythmias and blood clots requiring close monitoring and anti-
coagulant medications (NIH, 2023). Pressure sores also commonly occur when areas of the skin
break down due to continuous pressure and reduced blood flow, those with paraplegia or
tetraplegia require frequent changes in position to prevent sores (NIH, 2023). Autonomic
dysreflexia (AD) is a life-threatening reflex, that involves symptoms such as, flushing, sweating,
headache, anxiety and a sudden increase in blood pressure that can be life-threatening and often
occurs most commonly in those with an injury to the neck or upper back. Neurogenic pain can
occur post-SCI in parts of the body that have lost all sensation and can present as an intense
burning or stinging sensation which can be constant or fluctuating (NIH, 2023). Chronic pain
treatments involve long-term use of medications, acupuncture and surgery; however, no
treatment has been found to be fully effective for long-term neurogenic pain management (NIH,
2023). Bladder and bowel dysfunction is common due to the disruption of nerve messages to
lower parts of the body and many individuals require catheterisation increasing the risk for
infections (NIH, 2023). Sexual function can also be significantly impacted after SCI and
treatment options are varied, but often require the input of a urologist (NIH, 2023).

Rehabilitation post-SCI involves stabilising physical health complications in order to
begin mobilisation via aids, such as a wheelchair (Sezer et al., 2015; Wyndaele & Wyndaele,
2006). Specialist rehabilitation centre can offer this type of support however, there are only
eleven spinal centres within the UK designed to provide the complex rehabilitation required
post-SCI. Rehabilitation combines physical therapy with skills building activities and
counselling to improve an individual’s independence and quality of life and is carried out by a
multi-disciplinary team including, psychologists, occupational therapists, nurses, doctors and
physiotherapists (NIH, 2023).

1.4. Psychological Impact of SCI
The emotional impact of SCI can be significant and poor mental health is common, with

up to 91% of individuals struggling with anxiety and depression post-SCI (Craig et al., 2009;
Woolrich et al., 2006). A complex intertwining of biopsychosocial factors, such as chronic pain,
impact of stigma and social disconnection, often related to changes in relationship roles, can
impact mental health post-SCI and a person’s ability to manage life stressors (Dunn, 2010;
Engblom-Deglmann & Hamilton, 2020; Jeyathevan et al., 2019; Monden et al., 2020; Tough et
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al., 2022; Weber et al., 2021). Accessing employment post-SCI can be challenging for several
reasons, such as transportation difficulties, physical inaccessibility and workplace discrimination
(Inge et al., 2018; Wilbanks & Ivankova, 2015). Disruptions in employment can result in
financial strain related to lost income for both the individual and their carers further exacerbating
psychological stress (Budd et al., 2022).

The impact of poorer mental health on functional outcomes is well known, with untreated
low mood linked to longer hospital stays, increased pain, increases in pressure ulcers and poorer
quality of life (Craig et al., 2009; Fann et al., 2011). The Spinal Injuries Association (SIA)
(2021) found that suicidal ideation was three times more likely in those with SCI than the general
population and up to 28% of those with SCI have thoughts of suicide. Furthermore, suicide
accounted for between 5.8 and 11% of deaths after SCI (Kennedy & Garmon-Jones, 2017).
Many individuals reported their emotional needs are not met post-SCI, with only one third
accessing the appropriate mental health support and 68% stating support services do not meet
their needs (Noreau et al., 2014; SIA, 2021).

Counselling and emotional support is purported to be a priority within rehabilitation
services however, the reality of availability can vary. Accessing specialist support for emotional
health post-SCI can be challenging with a recent report from the Spinal Injuries Association
(SIA, 2021) finding 68% of those that accessed standard mental health services withdrew from
treatment early without experiencing gains or resolving their mental health difficulties and some
found services worsened their issues. Furthermore, up to 63% of individuals state they were
discharged to the community with non-specialist community rehabilitation that did not meet their
needs (SIA, 2021).

1.5. Relational Frame Theory
Relational Frame Theory (RFT) posits that our communication is heavily reliant on our

ability to identify and create relational links between stimuli and this skill is the basis of all
human language (Hayes et al., 2001). RFT also describes how psychological distress can be
maintained through normal language processes (Blackledge, 2003). Relational networks are
created during language development and allow us to connect words and meaning and widen
language repertoires through relational frames (Hayes et al., 2001). A relational frame refers to a
pattern of relational responding that we learn through reinforcement by our verbal and social
communities (Gross & Fox, 2009). An example given is that of a child seeing many types of
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birds and is told each type is a bird, the child can then identify a bird they have never seen before
because they have developed the relational frame that animals with beaks and wings are birds
(Hayes et al., 2001).

There are three types of relational frames that explain how relationships can be formed,
mutual entailment, combinatorial entailment and transformation of functions. Mutual entailment
is the process whereby an individual might notice that A relates to B in a certain way and
therefore can determine the relationship between B and A (Gross & Fox, 2009). Combinatorial
entailment is the process of noticing that if A has a relationship to B and B has a relationship to
C then A must have a relationship to C, such as displaying an apple next to a watermelon
because the apple is smaller and then placing a cherry next to the apple because it is smaller, you
would then learn the watermelon is larger than the cherry without comparing the two fruits
directly (Gross & Fox, 2009). Finally, transformation of functions is the process whereby certain
stimuli can acquire behavioural functions based on their involvement in verbal relations with
other events (Gross & Fox, 2009). Research in to RFT posits that relational responding serves
important functions, such as problem solving, but can be detrimental when applied to our private
experiences (Hayes et al., 2001).

1.6. Psychological Inflexibility, Experiential Avoidance and Cognitive Fusion
Suggestions that there are underlying components to many different mental health

difficulties has been indicated by recent research. Comorbidity is high in many mental health
difficulties indicating the potential presence of a common pathological process, furthermore,
when treatments focusing on one symptom inadvertently improve symptoms of an unintended
difficulty more evidence for this hypothesis is gathered (Borkovec et al., 1995; Kessler et al.,
2005; Tsao, 2002). Based on these findings many have created transdiagnostic models to treat
mental health difficulties, such as ACT.

The suggested transdiagnostic process underlying mental health difficulties according to
the ACT model is psychological inflexibility (Levin et al., 2012). Psychological inflexibility is a
term used to describe patterns of behaviour that are influenced by our thoughts, emotions and
other internal experiences with the aim of actively avoiding internal experiences at the expense
of more meaningful behaviours (Levin et al., 2014). Cognitive fusion and experiential avoidance
are processes believed to foster psychological inflexibility (Levin et al., 2014 et al., 2017).
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Cognitive Fusion

Cognitive fusion is a process whereby people equate their thoughts with reality and are
unaware of the process of thinking, they miss the distinction between the content of their
thoughts and themselves as the thinker (Levin et al., 2014 et al., 2017; Xiong et al., 2021).
Individuals that are cognitively fused tend to believe the literal meaning of their thoughts rather
than viewing them as transient internal states (Greco et al., 2008). According to RFT, cognitive
fusion perpetuates mental health difficulties when an individual is unhelpfully guided by the
content of thoughts rather than their direct environmental experiences (Levin et al., 2014 et al.,
2017). The relationship between cognitive fusion and presence of mental health difficulties has
not been heavily researched, however some research has indicated the presence of a link to
anxiety, depression, health anxiety, body dissatisfaction and eating disorders (Fergus, 2015;
Gillanders et al., 2014; Trindade & Ferreria, 2014). This research suggests cognitive fusion could
have some transdiagnostic importance in understanding the underlying mechanisms of mental
health difficulties and provide a target for intervention.

Experiential Avoidance
Experiential avoidance is defined as an unwillingness to remain in contact with aversive

experiences including, painful thoughts, emotions, memories, images and bodily sensations
(Hayes et al., 2006). People also attempt to alter the content of internal experiences even when
this causes behavioural or emotional harm (Levin et al., 2014 et al., 2017). Research suggests
that attempting to avoid, control or inhibit unpleasant thoughts or feelings can be effective in
managing distress in the short-term, for example, avoiding anxiety provoking situations is likely
to be reinforced by the immediate alleviation of aversive thoughts and feelings (Levin et al.,
2014). However, in the long-term continuing to use this strategy rigidly and inflexibly actually
increases the frequency of distress (John & Gross, 2004). Other identified avoidant actions are,
thought suppression, distraction, expressive suppression, avoidance coping, wishful thinking and
cognitive reappraisal (Cutuli, 2014; Li et al., 2017; Magee et al., 2012; Penley et al., 2002).
Experiential avoidance of unwanted thoughts and feelings at the expense of engaging in valued
actions is considered critical to the development and maintenance of mental health difficulties,
such as anxiety and depression (Hayes et al., 1996). This explanation suggests many mental
health disorders may develop initially as avoidant and psychologically inflexible strategies to
adjustment that eventually become more rigid and severe over time (Levin et al., 2014).
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A direct relationship has been identified between psychological inflexibility and mental health
difficulties, such as anxiety, depressions, substance use, eating disorders and psychosis
(Goldstone et al., 2011; Hayes et al., 2006; Levin et al., 2012; Rawal et al., 2010; Venta et al.,
2012). However, much of this research has focused on self-reported symptoms rather than
clinical interview which may influence the validity of this research. Furthermore, the link is
correlational rather than causal indicating other factors could have also influenced these findings
(Levin et al., 2014).

1.7. Acceptance and Commitment Therapy
As discussed, Hayes et al. (2006) suggests psychological inflexibility is a maladaptive

coping strategy that comprises both cognitive fusion and experiential avoidance and is a key
process in the development and maintenance of mental health difficulties. The ACT model
suggests developing psychological flexibility may alleviate mental health difficulties, although
this is not the core aim (Hayes et al., 2006). ACT attempts to increase psychological flexibility
by using the concepts of acceptance and mindfulness to develop more flexible patterns of
responding to psychological struggles (Levin et al., 2014). Reducing the impact of thoughts and
self-conceptualisations on behaviour moves the person towards contact with actual experiences

and increases values-based behaviours (Levin et al., 2014).

The six core processes within the ACT model are suggested as positive psychological
skills and are believed to be interconnected and often overlap (Levin et al., 2014).
The six ACT processes can be categorised into acceptance and mindfulness practices, such as
contact with the present moment, acceptance, cognitive defusion and self as context (Prevedini et
al., 2011). There are also processes related to behavioural change, values and committed action
(Prevedini et al., 2011).

Acceptance
Acceptance is embracing both positive and negative aspects of human life and is the

opposite of experiential avoidance. Individuals are encouraged to drop the struggle with their
difficulties and instead embrace their challenging feelings, thoughts and emotions without
attempts to change their frequency or form, especially when this is likely to cause psychological
harm (Hayes et al., 2006). Acceptance is not suggested to be an end point but a way to increase
values-based action (Hayes et al., 2006).
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Cognitive defusion
Cognitive defusion is the process of learning to observe our thoughts rather than

attempting to change them. Cognitive Defusion techniques are used to alter our relationship or
the way we interact with our thoughts rather than trying to change their form, frequency or
situational sensitivity (Hayes et al., 2006). Cognitive Defusion techniques attempt to create
contexts in which the unhelpful functions of our thoughts are diminished and there are many
different techniques designed for different clinical presentations (Hayes et al., 2006; Hayes &
Strosahl., 2005). Such techniques could be things like, repetition of a word until only the sound
remains, externalisation of a thought by giving it a size, shape colour etc., or labelling the
process of thinking e.g., “I am having the thought that...”. These techniques aim to reduce the
quality of the thought and often decrease believability and attachment rather than a reduction in
frequency (Hayes et al., 2006).

Present Moment Awareness
Present moment awareness is the ability to be in contact with the present moment non-

judgmentally rather than ruminating on the past or future. ACT suggests that being present or
having non-judgmental contact with our psychological and environmental experiences as they
occur increases flexibility in terms of behaviour and potentially allows more contact with values
(Hayes et al., 2006). By being present we can exert more control over our behaviour by using
language as a tool to notice and describe events rather than predicting and judging events (Hayes
et al., 2006).

Self as Context
Self as context involves developing both the “observing self”, the part of us that does all

the observing of our inner and outer world, but also developing our ability to be flexible and
consider different perspectives. Self as context is a viewpoint from which we can observe our
thoughts and feelings and a place that we can observe our experience without being caught up in
it (Hayes et al., 2006). There is growing evidence to suggest this perspective is important in the
development of empathy, sense of self and theory of mind (Mchugh et al., 2004). Self as context
is deemed to be very important in ACT as it suggests we can be aware of our experiences
without attachment to them meaning defusion and acceptance can be fostered (Hayes et al.,
2006). Self as context is often explained using metaphors such as “the weather”, which suggests
our internal experiences are like the weather and our self-as context perspective is like the blue
sky always there and allows us to see our changing thoughts, and emotions (Hayes et al., 2006).
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Mindfulness exercises and experiential exercises are also used in ACT to help us develop this
perspective (Hayes et al., 2006).

Values
Values are freely chosen and verbally constructed; they can never be fully achieved but

give us a direction to work towards in the present moment. Values are chosen and offer a
framework for ongoing action that guide us towards what we feel is important to us (Hayes et al.,
2006). Values in themselves can never be obtained as an object but can be expressed by our
behaviour choices moment to moment (Hayes et al., 2006). Values are clarified within ACT
using a variety of exercises to determine a person’s values in particular areas such as, family,
relationships and work life, identifying our values also helps us to see when we are making
choices in life based on avoidance, social compliance or defusion (Hayes et al., 2006). The other
processes within ACT such as, defusion, acceptance and being present are not the main goal but

increase a person’s ability to lead a values consistent life (Hayes et al., 2006).

Committed Action
The goal of ACT is to develop patterns of behaviour that are aligned with the other core

processes within ACT and these behaviours are defined as committed action. In this way ACT is
aligned with more traditional behavioural therapy meaning many of the methods used for
behavioural change can be used when delivering ACT, such as exposure or goals setting (Hayes
et al., 2006). Values are used within ACT to inform short, medium and long-term goals that can
be achieved and to inform behaviour change during therapy, the behavioural change can at times
result in psychological barriers that are addressed through other ACT processes such as,
defusion, acceptance or contact with the present moment (Hayes et al., 2006).

Many of the core ACT processes are often overlapping and closely related and each come
together to increase a person’s psychological flexibility. More recently the six core processes of
ACT have been condensed in to three overarching processes called the ACT triflex; open up
(acceptance and defusion), be present (contact with the present moment and self as context) and
do what matters (values and committed action). (Harris, 2009). This has helped to increase the
applicability of these processes and has allowed measurement of psychological flexibility as a
multidimensional rather than a unidimensional construct that has increasing empirical evidence
(Rogge et al., 2019).
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1.8. Rationale for ACT and SCI
SCI can be particularly difficult to manage as it is an irreversible long-term health

condition that combines both a high level of impairment and frequent and complex comorbidities
(Onaetal., 2023). SCI has been found to generate the highest needs and costs within the
healthcare system despite its low incidence and this is thought to be due to the high dependency
on a range of services, including paramedics, general physicians and both specialised and
community care (Pacheco Barzallo, 2018; Scelza et al., 2007; World Health Organisation
[WHO], 2013). When considering the risk of mortality there is significant variations depending
on the geographical location and in some developing countries the lifespan post-SCI is much
shorter, with death often occurring straight after injury or because of preventable health
conditions (WHO, 2013). In comparison, those with SCI living in more developed countries
often live more than 20 years post-injury (Ona et al., 2021; WHO, 2013). This variation indicates
the significant impact healthcare can have on life span post-sci but also the need for specialised
interventions that focus on improving quality of life post-SCI.

Evidence for the need to develop specialised psychological interventions for those with a
SCI comes from research investigating factors that can impact longer term outcomes. Many
assume ability to cope post-SCI is linked to the level and severity of injury, with beliefs that the
higher the level of injury and more severe, the harder it is to cope. However, research suggests
these beliefs are untrue and positive coping in the longer-term post-SCI is more heavily linked to
factors such as an individual’s perceptions of the situation, their beliefs around ability to cope,
social support and ability to continue engaging with meaningful activity (National Health Service
[NHS]., n.d.). Clearly, developing and delivering psychological interventions that aim to focus
on these factors should be a priority. This provides a rationale as to why it is important to ensure
the psychological interventions developed for this population focus on these factors and are
specifically developed to provide support in the context of complex biological, psychological
and social difficulties. Research has often focused on therapist delivered ACT for those with
SCI, which has been found to have positive effects, however the acceptability of ACT and
considerations around modifications specific to this population have received little focus in the
research (Schulz et al., 2022).
1.9. Rationale for including professional and family/carers in intervention development

Whilst the focus for this research was around the perspectives of those with lived
experience it was also deemed necessary to include insights into the acceptability of the manual
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from both families and professionals. It was believed that recruiting participants from
professional and family groups may provide a different perspective on acceptability of the ACT
manual given they are reading the manual from a different viewpoint to those with lived
experience. Furthermore, it was thought that the adapted manual may be supported by
professionals in spinal injury centres within the UK, therefore considering their perspectives
about what would be practical would likely be useful.

1.9. Self-Help
Self-help (SH) is as a continuum of approaches designed to help someone to help

themselves, generally this work is completed individually and relies to varying extents on
support from professionals or non-professionals (Harwood & L’abate., 2010). SH is commonly
used in populations of individuals struggling with their mental health but can also be aimed at
general development of skills for individuals without mental health difficulties (Harwood &
L’abate., 2010). Self-help material is increasing in popularity and given that these materials are
often an attempt by those with a particular problem to take control and reduce aversive
experiences and more formal mental health support services are overstretched this growth is
inevitable (Harwood & L’abate., 2010). Research investigating SH indicates the psychological
benefits can be related to increasing competence, self-acceptance, self-efficacy, autonomy and a
decrease in anxiety and depression (Watkins, 2007).

1.10. Acceptability and Theoretical Framework for Acceptability
Acceptability has developed into a key consideration when considering the design,

evaluation and implementation of healthcare interventions (Sekhon et al., 2017). Acceptability is
intertwined with effectiveness as it is necessary to achieve efficacy but acceptability alone is not
sufficient to ensure efficacy (Sekhon et al., 2017). The content, context and quality of care can
impact the acceptability of health care interventions, and it is suggested that adherence is likely
to improve if participants deem an intervention to be acceptable (Sekhon et al., 2017).
Definitions of acceptability greatly vary within the research and describe differing aspects such
as, social acceptability, described as the “patients’ assessment of acceptability, suitability,
adequacy and effectiveness of the intervention” and treatment acceptability, described as the
interventions appropriateness to address the clinical problem (Sidani et al., 2009; Staniszewska et
al., 2010). It is deemed important to create interventions that are acceptable in order to increase

efficacy and treatment adherence.

BRP Thesis Research Portfolio 2024 20315255 09173015 49



The Framework for Acceptability
There are differing frameworks defining acceptability in healthcare however, The

Framework for Acceptability (TFA, Sekhon et al., 2017) is one model that provided a
comprehensive theoretical framework that was kept in mind when interpreting responses about
acceptability of the “ACTing towards better living” manual. The TFA suggests acceptability is a
multi-faceted construct consisting of seven areas which reflect the extent to which people either
delivering or receiving a healthcare intervention consider it to be appropriate based on their
experiential or anticipated cognitive and emotional responses to the intervention (Sekhon et al.,
2017). This was a key factor in the identification and use of this framework as it considered the
views of both the individual delivering and the individual receiving the intervention and this
study asked both professionals and those with a SCI and their families about the acceptability of
the “ACTing towards better living” intervention. The seven key areas described within the TFA
are shown in table two below.

Table 2

The Framework of Acceptability

Framework Item Description
Affective Attitude How a person feels about the intervention.
Burden The perceived amount of effort required to

participate in the intervention.

Ethicality The extent to which the intervention is a good

fit for the intended audience’s value system.

Intervention Coherence The extent to which the individual
understands the intervention and how it
works.

Opportunity Costs Meaning the extent to which benefits, profits
or values must be given up when engaging in
the intervention.

Perceived Effectiveness The extent to which the intervention is
perceived as likely to achieve its purpose.

Self-efficacy The participants confidence that they can
perform the behaviour required to participate
in the intervention.
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(Sekhon et al., 2017)

1.11.Extended Aims
The extended paper also aimed to:
o Explore and understand the lived experiences of individuals with a SCI
and consider their relevance to the ACT model.

.2. Extended Method

2.1. Ontology and Epistemology

Critical Realism
This research adopted a critical realist approach (Bhaskar, 1975), because critical realism

is an approach that distinguishes between “real” and “observable” worlds and suggests our world
is constructed from our perspectives and experiences. Our experiences and the meanings we
draw from our experiences can be causal according to critical realists because meanings can
impact our behaviour and therefore our perception of reality (Edgley et al., 2016). This position
has been adopted for this study as the methods used acknowledge that data analysis cannot be
independent of the authors perspective and aimed to explore the unobservable reality of
individuals with a SCI and consider their experiences and how this impacts their view of the
“ACTing towards better living” manual” (Braun & Clarke, 2013). Furthermore, CR suggests
context is important and causal explanations are not about deterministic patterns but the
activation of causal influences under certain conditions (Tsoukas, 1989).

Functional Contextualism
ACT itself is grounded in Functional Contextualism which aims to identify variables that

both predict and influence the behaviour of individuals or groups (Zettle, 2016). Functional

Contextualism comes from pragmatism and aims to identify ongoing interactions of the
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individual alongside the historical and actual contexts of behaviours. Furthermore, functional

contextualism suggests understanding the functions of behaviours is key to understanding the

behaviour and associated experiences (Biglan & Hayes, 2016). This emphasis on the function of

behaviour rather than the topography (e.g., the shape or frequency) is believed to enable a change

in the variables of the context that are linked to “negative” behaviours (Hayes et al., 2006).

2.2. Rationale for inclusion and exclusion criteria
Please see table three below for further information on the inclusion and exclusion

criteria for this study with the associated rationale.

Table 3
Inclusion and exclusion criteria with rationale

Inclusion Criteria

Rationale

Have a SCI.

The study is interested in exploring the
opinions of those with a SCI on the “ACTing

towards better living” manual.

Be a carer or family member of an individual
with a SCI.

The study is interested in exploring the
opinions of carers of those with a SCI on the

“ACTing towards better living” manual.

Be a professional with experience of working
with individuals with SCI.

The study is interested in exploring the
opinions of carers of those with a SCI on the

“ACTing towards better living” manual.

Aged 18 or over.

The study was focusing on adults which are
determined to be 18 or over.

Exclusion Criteria

Rationale

Participants were excluded if they were not

able to engage in a semi-structured interview.

The study was reliant on gaining opinions of
the manual based on a semi-structured

interview.

2.3. Recruitment and Participant Information.

Recruitment was completed via a purposive sampling method either via posting the

research advert on social media SCI support pages, tweeting by The Back-up trust to their

Twitter page or advertisement in ‘The Voice’ publication. The Back-up Trust is a charitable
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organisation based within the United Kingdom that provides guidance and support for
individuals with a SCI. The Back-up trust has been supporting individuals with SCI and their
families for thirty years with the aim of rebuilding independence after SCI. ‘The Voice’ is a
monthly newsletter created by the Spinal Injuries Association (SIA) and sent monthly to their
members. This newsletter involves information for SIA members on different topics and events

and research happening within the SIA.

A total of 14 participants were recruited for this research. Of all participants, three
participants contacted the primary research after seeing the adverts posted on Facebook SCI
support groups, five participants contacted the primary research after seeing the advert in ‘The
Voice’ newsletter and two participants were contacted by the primary researcher and asked if
they would like to take part because they were coordinators for the SIA and their details were
passed over by people known to the primary researcher. Two participants were contacted by the
primary researcher and asked to take part as they were known to work professionally alongside
individuals with SCI. Two participants contacted the primary researcher after hearing about the
study through their contact with the university and doctorate programmes in clinical psychology
within the UK. Information on participants injuries and time since injury can be found in table
four below.
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Table 4
Participant injury information for participants with a SCI

Number %
T12 1 7%
T2 1 7%
C5/6 3 21%
Level of injury T7c 1 7%
C3-7 1 7%
C5 1 7%
L3/4 1 7%
T4 1 7%
1-5 years 4 29%
6-11 years 2 14%
Time since injury 12-30 years 2 14%
30-40 years 1 7%
40 — 50 years 2 14%

2.4. Study Materials
This study used a previously created self-help manual that was amended from the “get

out of your mind and into your life” book created by Stephen Hayes. Please see information on
the “ACTing towards better living” manual in table five below. The “ACTing towards better
living” self-help manual was used as the base material for this research and was obtained from
previous research completed by Shepherd et al. (2022). The manual was previously used in an
experimental study with those with Covid-19 (Shepherd et al., 2022) and there were minimal

amendments completed prior to using the manual in this research. Amendments completed
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involved removing any wording related to covid-19 however the content and ACT material
within the manual remained the same.

Table 5

Summary of content within the “ACTing towards better living” manual
Section title Facet of psychological Summary

flexibility/ACT hexaflex
ACTing towards better N/A Overview of all sections.
living, week 00, Identifying therapy focus.
Introduction
ACTing towards better Acceptance Problems and benefits of
living, week 01, Acceptance experiential avoidance and
and Willingness acceptance.
ACTing towards better Cognitive defusion Difficulty with thought
living, week 02, Defusion fusion and cognitive
stepping back from thoughts defusion activities (e.g.,
‘leaves on a stream’).

ACTing towards better Self as context Introduction to three senses
living, week 03, If I’'m not of self, ‘the conceptualised
my thoughts who am 1? self’, ‘self-awareness’ and

‘the observing self’.
Summary of previous

weeks.
ACTing towards better Attention to present moment Introduction to mindfulness
living, week 04, and mindfulness activities
Mindfulness (e.g., breathing techniques
or activity engagement).
ACTing towards better Values Activities to aid in
living, week 05, Learning clarifying values,
what matters explanation of difference
between values and goals.
ACTing towards better Committed action Choice point explanation.
living, week 06, Doing what Goal setting.
matters Barriers to values-based
living.

(Shepherd et al., 2022)
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2.5. Design
A qualitative design was used for this study as it was determined to be the best method to

answer the research questions. The study was initially designed to be a two-phase process, the
first phase involves a qualitative exploration of acceptability of the ACT manual as described in
this study. The second phase would involve creating the adapted ACT manual and conducting
focus groups to determine if the amended ACT manual was deemed to more acceptable based on
the adaptations made. It was decided that due to time restraints the first phase would be
completed in this study and the second phase would be suggested for future research. This study
was primarily concerned with exploring whether the ACT Model and the “ACTing towards
better living” manual in particular was acceptable for individuals with a SCI and what
adaptations could be made to improve the manuals acceptability and increase its utility for the
difficulties described by this population. It was assumed the responses to this question would be
complex, intertwining and difficult to understand therefore a qualitative approach focused on
interpreting and making meaning from responses was thought to be the most appropriate
(Tenney et al., 2022). The primary researcher took an active role in the interpretation of the
information gathered from those with SCI, their carers and professionals that work in settings
supporting those with SCI and constructed suggested adaptations for this manual based on this
data. The data gathered was analysed using a Reflexive Thematic Analysis (RTA) approach and
the themes were then used to inform the adaptations to create a SCI specific ACT informed
guided self-help manual. Further information on RTA is discussed below.

2.6. Reflexive Thematic Analysis
Reflexive Thematic Analysis (RTA) is an approach developed by Braun and Clarke

(2019) in response to misinterpretations of their earlier papers describing thematic analysis (TA;
Braun & Clarke, 2006). Braun and Clarke (2006) acknowledged their previous papers
incompletely defined TA and suggested there were areas that could be left to interpretation. RTA
is differentiated from other thematic approaches as it deems the research has an active role in
knowledge production rather than information being extracted from the data (Braun & Clarke,
2019). In RTA, codes are believed to represent the researcher’s interpretations of patterns across
the dataset with the interpreted analysis conducted at the intersection of the dataset, theoretical
assumptions of the analysis and the resources and skills of the researcher (Braun & Clarke,
2019). Due to this, Braun & Clarke (2019) suggest it is unlikely for a different researcher to
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create a similar analysis further implicating the active role of the researcher as paramount in the

analysis process.

Braun and Clarke (2006; 2012; 2013; 2019), created six key phases within their analytical
process that require completion when using RTA. The six phases are described linearly below
however, in practice these phases are often more iterative and fluid movement back and forth
between phases is common. A commentary on how the primary researcher followed each stage is
also offered below.

Phase One: Familiarisation with the Data
The first phase is ‘familiarisation with the dataset’, this phase involves reading and re-

reading the interview transcripts. The interview transcripts were read through in their entirety
whilst listening to the audio of the interviews to correct any mistakes in the transcribed
interviews. Once this was completed the transcriptions were again read through by the primary
researcher to reach familiarisation with the data. The primary researcher made initial notes and
reflections regarding parts of the data that stood out to them.

Phase Two: Generating Initial Codes
Codes are the necessary building blocks to develop themes and coding involves turning

the data into succinct descriptive or interpretive labels to begin categorising information that
could be useful to answer the research questions (Byrne, 2021). The primary researcher worked
systematically through the data set, with each data item being considered equally and codes were
created for data deemed relevant to developing themes related to the research questions (Byrne.,
2021). Codes were initially created using the comments function in Microsoft Word enabling
easy viewing of the code and associated text from the transcript. Iterations of coding were
completed and tracked during this process. The codes were initially grouped and transferred to a
Microsoft excel spreadsheet.

Phase Three: Generating Themes
Phase three begins once all chosen items within the data set are coded. In this stage, the

focus changes to interpretation of meaning across the dataset (Byrne, 2021). The initial codes
were reviewed and analysed by the primary researcher with a focus on how they could be
grouped based on shared meaning. This process was done via Microsoft Excel however to aid
fluidity and movement the primary researcher switched to printed codes to begin grouping
(Appendix I). At this point an initial thematic map was created. See figure one below.
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Thematic Map V6

ACT

Concepts "Cognitive

Defusion, too
airy fairy?
"Self-help after
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Is acceptance rehabilition” .

important or Self-help too

achievable" . labour intensive
Lived

Experiences

"Life is a battle"
“Different person
to who | was
before"

"Deal with it or
hide away"

Figure 1: Final version of thematic map.

Phase Four: Reviewing Potential Themes
Phase four involved reviewing initial themes to ensure they provided meaning relevant

for answering the research question and were indicative of the data set. Further checks for
coherence and ensuring themes were backed up by the data by tracking back was completed.
Braun and Clarke (2006) recommend completing a dual review, ensuring items and codes inform
the themes and that themes are indicative of the dataset. The idea of a dual review was held in
mind by the primary researcher during this phase and based on this some revisions or collapsing
of themes into subthemes and further iterations of the thematic map were completed at this stage.
This process was discussed amongst the wider research team who provided support to the
primary researcher to ensure this process was being completed correctly.

The primary researcher constructed themes related to participants experiences post-SCI.
This was relevant to understanding the context as to why developing a self-help manual like this
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was important and what problems existed for those with SCI. On reflection it was determined
that whilst this meaning was important it was not key to answering the research question,
therefore this analysis has been included in section three of this extended paper. At this point
iterations of previous phases were completed to ensure themes were indicative of the data set and
answered the research questions. An example of these iterations was that initially language sub-
themes were separated, but then it was understood by the primary researcher that these sub-
themes conveyed meaning on the same subject and became too thin when separated, so were
collapsed in to one theme that describes the impact of language use on acceptability of the

manual overall.

Phase Five: Defining and Naming Themes
At this stage Braun and Clarke (2006) suggest each theme should provide a coherent

account of the data that cannot be told by other themes with all themes coming together to create
a narrative consistent with the dataset and informative to the research question. The names of
themes were also revised at this point and final theme names were constructed. Generally, theme
names were extracted from the data and quotes or words that demonstrated the meaning of each
theme and sub-theme were used.

Phase six: Writing-up
The final phase of the six-phase process is to write up the process and results. This was

completed by the primary researcher with some guidance being offered from the wider research
team during this process.

2.7. Procedure
Favourable opinion was gained for this research via the Leeds East Research Ethics

Committee (REC), REC reference: 22/YH/0079 (Appendix B). One amendment to this study
was completed in November 2022 and was granted which changed the focus of the study from an
interventional design to a qualitative design focused on amending an existing ACT self-help
intervention for a population of people with a SCI (Appendix B.i).

Once favourable opinion was achieved the research poster was displayed in several
places as described in section 2.3 of this research paper. Interested participants then used
information contained in the poster to email the researcher and request to take part. Participants
were sent a pre-planned email message (see appendix D) and a copy of the participant
information sheet along with a link to an online consent form. Four participants were contacted
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by the researcher via email after this research was discussed with them by someone known to
both the researcher and the participant. This was the case for the two professionals involved in
this research and two individuals who had lived experience of a SCI but also worked for
charitable organisations in support roles. Their information was passed to the primary researcher
by the charitable organisations when the primary researcher requested to advertise the research

poster.

Once participants provided consent via the online form, they were contacted by email to
arrange a suitable time for their remotely conducted interview. Participants were offered the
options of conducting the interview by telephone or MS Teams and were sent the “ACTing
towards better living” manual to review. The “ACTing towards better living” manual was
amended by the primary researcher to include notes sections that participants could write their
thoughts in as they reviewed the manual. It was hoped these sections of the manual would serve
as aide memoires during their semi-structured interviews. A reminder email was sent the day
before the interviews to ensure participants were still able to attend. Participants provided verbal
consent for their interviews to be recorded when on the call whether this was via MS Teams (10)
or telephone (4). Interviews typically lasted for 1 hour and took place between January and April
2023. During the interviews participants were asked several questions about the manual.

Once the semi-structured interviews were completed participants were thanked for their
input and sent a £10 shopping voucher. The recordings of the semi-structured interviews were
converted to MP4 files by the primary researcher and uploaded to the University of Nottingham
auto transcription service which provided a written transcript of each interview. Each interview
was checked against the original recording file by the primary researcher to confirm their
accuracy. The recordings and transcripts were stored on a university approved cloud drive in line
with university policy and as approved by the REC.

2.8. Ethical considerations
This study was conducted in accordance with the University of Nottingham (UoN) ethical

framework (UoN., n.d.), British Psychological Society Code of Human Research Ethics (BPS,
2010) and received favourable opinion from the Leeds East REC (see more information in

section 2.7 above).
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Ethical considerations were important when designing this study as they are believed to
hold particular importance in qualitative research, especially when using methods such as semi-
structured interviews involving discussing emotive topics (Arifin, 2018). This was considered by
the primary researcher when designing the research posters to ensure participants were aware the
focus was to gather opinions on the self-help manual not provide psychological support for
emotional distress. An initial email and the information sheet described the purpose and process
of this research and was sent to all potential participants prior to them providing consent to
ensure this was fully informed. Any people who mistakenly emailed the researcher requesting
psychological support were sent an email encouraging them to contact their General Practitioner
(GP) and given the information of national charities such as SIA and Back-up that offer this type
of support.

Another ethical decision to be considered was conducting the semi-structured interviews
by telephone or MS teams. Considerations around whether this was appropriate due to the nature
of the research and concerns participants could become distressed when discussing their
experiences. It was decided that the focus of the semi-structured interview questions involved
exploring opinions of the existing self-help manual and this would be unlikely to cause distress.
Furthermore, the primary researchers own training in managing the emotional wellbeing of
others was believed to be sufficient if any distress occurred. It was therefore deemed acceptable
to conduct the semi-structured interviews by video or telephone due to low risk of distress and
many of the participants geographical locations meant this would be impractical for completion
to be in person. Participants were also asked to arrange the telephone call or MS teams calls at a
time that was suitable for them and the primary researcher was flexible to participants requests.
One example involved a participant stating they would be having a two-week period of intensive
rehabilitation and they requested to be contacted after this period. This was agreed by the
primary researcher and the participant to ensure the research request did not add any undue stress
to the participants lives. This was considered for all participants to ensure that taking part in this
research felt manageable for them. It was also explained to participants that they could withdraw
from the research at any point. No participants withdrew from this research or reported that it
caused any emotional distress.
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2. Extended Results

The extended results section below comprises a complementary theme related to
participants lived experiences post SCI. It was important to understand the context participants
were approaching the self-help manual from but on reflection it was decided this theme did not
provide enough direct recommendations about acceptability of the manual for it to be included in
the journal paper. Participants pseudonyms are used throughout this results section. Codes were
used to decipher which category participants fell in to e.g., LE — someone who has lived
experience of having a SCI, P — professional working with those with a SCI and F — family of
someone who has a SCI.

Theme three: Lived Experiences

This theme describes the lived experiences of people post-SCI. It was important to
understand this information to explore the impact these experiences could have on a person’s
ability to engage with the self-help manual. This theme contains three subthemes, “life is a
battle”, deal with it or hide away” and “different to who I was before” that describe challenges

that could hinder engagement with the “ACTing towards better living” manual.

Subtheme 3a: “Life is a battle”
Participants discussed the extent to which their lives had changed post-SCI and the impact

this had on their experiences of day-to-day life. They discussed experiencing strong emotions
and struggling with the idea of recovery, which was considered to be a potential barrier to
accessing the self-help manual.

Seven participants described life after SCI in negative ways such as, “a battle” (Donald,
LE), “business-like” (Nicole, LE) and “like throwing a grenade in my life” (Paul, LE). Strong
emotional reactions were described, and anger was the most common, “I saw a lot of people
there who were angry in the first few months™ (Greg, LE), “you go through the anger process”
(Mike, LE). Suggestions that anger stemmed from facing a new reality and grieving what has
been lost post-SCI were made, “focus tends to be on what you’ve lost and what you can’t do”
(Mark, LE), “my life is unrecognisable” (Paul, LE), “my life as I saw it was going in that
direction of an army career” (Donald, LE). The meaning made from the discussions with
participants indicated how life-changing a SCI is and often has catastrophic consequences for
planned life trajectories, resulting in feelings of loss, grief and anger.
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Donald suggested that initially anger was challenging to overcome but became
motivational in some way, and ‘fuel’ for an everyday battle, “you need that...(anger) to try again
and try somewhere else” (Donald, LE). Donald offered this quote when describing his pursuit in
accessing pubs without adequate disabled access in his wheelchair. In this scenario becoming
angry and frustrated with the lack of access meant Donald didn’t give up but continued to try
other establishments eventually resulting in access. Donald’s suggestions that his anger was a
helpful alternative to other emotions which enabled him to keep trying could be useful when
considering how strong emotions are framed within the self-help manual. Anger is commonly
viewed as a negative emotion by many due to the often-associated negative consequences
(Kjaervik & Bushman., 2024). ACT views anger not as an emotion to be struggled with but as a
normal healthy emotion that only becomes problematic when the anger feeling is then reacted
too with angry behaviours (Eifert et al., 2006). Framing anger in this way in the manual is likely
to be useful when anger is such a common experience post-SCI. Ideas around dropping the
struggle such as in the “psychological quicksand metaphor” (Appendix N) as mentioned in week
0 of the manual could be particularly helpful. This section could be improved by describing the
types of scenarios likely to be experienced by people with a SCI that could result in anger, such
as lack of access described by Donald.

Recovery was discussed by participants and Donald suggested this could be unattainable
after SCI, “The emotional trauma that's going on within any spinal problem and... any length of
time, and there's no such thing as recovery I can imagine” (Donald, LE). Whilst recovery isn’t
something the self-help manual aims to achieve there is a connotation that these materials aim to
provide support to improve people’s lives and wellbeing with a range of techniques. These
beliefs that recovery is unattainable post-SCI could present as a barrier to engaging with self-
help materials and this point was suggested by Greg, “So that was my first impression. What?
What was? Whether somebody would even want to read it...it’s a question of whether they could
accept it” (LE). Being aware of the beliefs around recovery and acceptance of support post-SCI
and how this could present as a barrier to engagement with self-help is important. Greg also
discussed experiences of denial after his injury, “I think everybody is in denial for a short time
after they're injured” (LE). Understanding that after SCI people can feel very angry or in denial
and struggle to believe recovery or change is an option is important when considering adaptions
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for the manual. These types of beliefs and emotions are likely to present as significant barriers to
engaging with the self-help manual and ensuring to normalise these experiences and
incorporating the ACT ideas around dropping the struggle with these experiences is likely to be
useful in increasing engagement for this population.

In summary, the experiences described by the participants in this study evidence the need
for psychological support after SCI and the type of challenges expressed also fit with the aims of
the ACT manual and the ACT approach. Despite this some barriers specific to the lived
experience of participants post-SCI which could make engaging with this type of manual
challenging, including experiences of anger, denial and ideas of unattainable recovery.
Suggestions to normalise and name these experiences and describe the ACT approach of
‘dropping the struggle’ (Appendix N) with these experiences is likely to be helpful.

Subtheme 3b: ‘Deal With it or Hide Away’
Mark and Donald described observing avoidance in people they had met post-SCI or

using this strategy themselves:

“You’ll come across people who won’t go out. And it's sometimes it's fear of being seen
in a wheelchair. And what? What are other people gonna think, um?” (Mark, LE), “Yeah. It's
like a child and go up and touching something and hurting themselves and learning. I'm not
gonna do that. Perhaps I've gone through that. There are so many things. | thought, no, avoid
that. Not helpful” (Donald, LE).

These experiences were understood to be what ACT terms experiential avoidance.
Experiential avoidance is when individuals avoid experiences, thoughts, emotions, memories or
physical sensations that are aversive (Hayes et al., 2006) and suggests using this strategy in the
long-term serves to move people away from living a valued life. Evidently people do use
experiential avoidance as a coping strategy post-SCI and Nicole suggested this enabled her to
continue working after her injury.

“But after my accident, I locked everything away for 16 years now...It enabled me to do
3 degrees work at the BBC for six years and cope with severe, unrelenting, overwhelming pain

by just. Bulldozing my way through it” (Nicole, LE).
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Nicole’s quote suggests by ignoring any pain or difficult emotions she was able to carry
on with her life, however later suggested this only worked for a period of time, “It did eventually
come out...inevitably after locking it away and then when it all started coming to the surface,
there was no out” (Nicole, LE). It became clear that as suggested by the ACT manual
experiential avoidance can be successful for a period of time but increases distress in the long-
term which was an experience Nicole described. Dawn described a similar experience:

“Because so much is taken away in a practical sense...Your independence and things.
You quickly want to get back in charge. Yeah. So you think...You don't actually want to stop
and. Have to go all the way back and look at who you really are and. Where you need to get
to...So that's quite tough” (Dawn, LE).

Dawn suggests an urge to get back in control of your life fuels the urge to move forward
without processing any challenging feelings or thoughts after injury. She suggests encouraging
people to do this could be difficult within the manual but despite the difficulty other participants
suggested it was important to ensure this message is communicated. Paul suggested rather than
avoiding his difficult emotions processing them through talking to others was helpful for him:

“This happened to me and talking about it, the advice | would give to anybody, is
just...Just talk to people hasn’t got to be health professionals or anything like that. Just talk to,
you know your next-door neighbour your postie anybody you can you need to get these things
out. You can't. You just need to. You need to confront it. You need to deal with it rather than to
hide it away” (Paul, LE).

Evidently, experiences of experiential avoidance post-SCI are common and many people
have engaged in this technique only to realise it became harmful for them later down the line.
Whilst Paul’s experiences indicated talking to others helped him, the ACT concepts and ideas
around experiential avoidance contained in the self-help manual are likely to provide some
benefit to participants too. Potentially, the pull to avoid could be particularly strong for those
with SCI due to painful memories of what has been lost. This was suggested by Donald who
threw away old sports trophies of past sporting achievements after his injury but later realised
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this was unhelpful, “Yeah. I remember the time when I spoke about my injury. I remember the
time where | reflected on my past and realised that that wasn't helping when I got rid of stuff and
so on” (Donald, LE).

Using real-life examples such as those described by participants within the “ACTing
towards better living” manual and describing the negative impact experiential avoidance can
have post-SCI would improve this section of the self-help manual. The ideas within the self-help
manual provide an alternative to experiential avoidance that is believed to increase psychological
flexibility, which is often linked to increased emotional wellbeing (Marshall & Brockman,
2016). However, it was also suggested by participants that avoidance can be helpful straight after
injury to succeed in doing things without becoming too overwhelmed and this might be a helpful
point to consider as people might need support to begin engaging with self-help material in the
first place if their initial reaction is to avoid confronting difficult emotions. Potentially, a
message suggesting inclusion of family members to encourage engagement with difficult
emotions could be useful at the beginning of the “ACTing towards better living” manual or by
incorporating use of this manual within a hybrid approach supported by professionals may
reduce the likelihood of this avoidance.

Subtheme 3c: ‘Different person to who I was before’
The impact on a person’s identity post-SCI was something discussed by many

participants and Jenny felt she was “quite a different person to the person I was before. I hope I
will get back to that” (Jenny, LE). It is unclear based on Jenny’s quote what might have made her
feel different post-SCI but Callum suggested being treated differently by others made him feel
different:

“They think I'm a. An idiot, you know they, they talk to the person what's wrong with
him, right. And that sort of thing. Yeah. You know, when they talk to you, you know, yeah, that
thing doesn't take. Yeah. Does he take sugar? Have you heard that one?” (Callum, LE).

It seems that being treated differently by others can make us feel different and reinforces
the changes experienced post-SCI that can so often be intertwined with our sense of self and
identity. The concept of Self as Context (SAC) within ACT suggests we have a part of our selves
at our core that remains static despite any external experiences even when our thoughts, feelings
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and emotions are ever-changing (Hayes et al., 2006). The concept seems particularly relevant to
those with SCI based on what is understood from participants comments about feeling different
after their injury.

Paul talked about not being able to do the things he used to do since being in a wheelchair
stating, “I'm watching somebody else do it. I've become a spectator of my own life” (Paul, LE).
It seems in this instance Paul is indicating how he has moved to the periphery of his own life and
when our ability to do things we used to do changes, it can impact our sense of self. Mark and
Rachel discussed another factor that they believed had a strong link to sense of self:

“Can I support. My family, can I still pay the mortgage, can we still live in the house that
we own. Because you do have questions about where do | fit into society, where am | gonna,
what's my fit gonna be? Now, what does this look like?”” (Mark, LE).

“Changes of role within the society, changes of role within the family, you know, all
those kinds of stuff” (Rachel, P).

Both Mark and Rachel discuss sense of self being linked to roles within the family, but
also within wider society and when these roles can no longer be fulfilled a person’s sense of self
and identity can become uncertain. The link between sense of self and roles is suggested by those
with lived experience and professionals. Callum also stated that his sense of self became

intertwined with his disability, “you become a patient for life (Callum, LE).

In conclusion, participants discussed how their SCI impacted their sense of self because
they were treated differently by others and could no longer engage in activities or roles they
previously did because of their disability. Using the self-help manual to develop ideas around
SAC could be very beneficial to those with SCI as it would build a sense of self that is separate
from physical ability or the roles we fulfil which seems particularly relevant based on some of
the experiences described by participants. Within the self-help manual currently there is a section
on self as content and by personalising this section to explain that we are more than the things we
do and the roles we fulfil would aid further exploration of these ideas which participants seem to
be fused with currently. By adapting this section, the ideas around SAC would likely be much

more concrete and by developing a stable SAC individuals will hopefully be able to transcend
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difficult internal experiences related to their change in identity that causes distress (Hayes et al.,
2006).

4. Extended Discussion
This section includes a discussion about the extended results and will consider the
findings of this research study in the context of existing literature. A further exploration of ideas
for future research and how the findings of this study will contribute to clinical practice will also
be offered.

It was clear from participants descriptions that life after SCI comes with significant
changes and challenges that can result in strong emotions such as anger and denial. Literature
exploring ACT and anger suggests that those who experience anger are more likely to be fused to
anger provoking thoughts and are attached to the belief that they cannot control their anger
indicating fusion to the conceptualised self (Eifert & Forsyth, 2011). Anger has also been found
to provide a protective function related to experiential avoidance by providing an opportunity for
people to avoid other unpleasant emotions by feeling angry instead (Eifert & Forsyth, 2011).
This was also illustrated by participants in this study who described feeling angry when unable to
access particular establishments and reported the anger helped them keep trying. Potentially
anger is a more acceptable emotion than experiencing a sense of loss and grief after SCI or this
could be part of the process of grieving post-SCI.

The Kubler-Ross Grief Cycle (1969) suggests a grieving individual will go through the
stages of denial, anger, bargaining, depression and acceptance whilst processing their grief.
Potentially, considering the experiences of those with a SCI in the context of the Grief Cycle
(Kubler-Ross, 1969) and understanding that ACT can provide a protective function could be
useful to explain within the self-help manual. There are caveats as The Grief Cycle (Kubler-
Ross, 1969) has been criticised for being too simplistic and lacks empirical evidence (Stroebe,
2017). Furthermore, it must be understood that these stages are not always completed linearly
and moving through these stages is individual for each person (Tyrell et al., 2023). Despite these
criticisms, describing The Grief Cycle (Kubler-Ross, 1969) in the manual could help to
normalise the experiences of individuals post-SCI potentially increasing engagement and
offering an opportunity to explore where someone is in this cycle and encouraging them to

consider different parts of the manual depending on their stage.
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ACT could be a useful approach to support the difficulties related to anger and grief
described by participants post-SCI especially in understanding the protective functions of anger.
ACT aims to increase acceptance of difficult experiences alongside fostering greater
psychological flexibility to encourage proactive engagement with your life (Dindo et al., 2017)
which seems particularly relevant to the types of experiences explained by participants. ACT has
already been found to have a medium to large effect on depressive symptoms, anxiety, quality of
life, grief and psychological flexibility for those with a neurological disorder and SCI (Han et al.,
2023) but investigating ACT via self-help methods would be useful.

The findings of this study indicated experiential avoidance can be a common coping
strategy post-SCI to manage difficult experiences. This is consistent with previous research that
also linked avoidant coping behaviours to increased depression and hopelessness in those with
disabilities, chronic conditions and SCI (Ho et al., 2004; Kortte et al., 2009; Murberg et al.,
2004; Pollard & Kennedy, 2007;). The high likelihood of avoidant coping strategies post-SCI
could present as a challenge considering the manual is self-help as participants may be unlikely
to engage with this type of material in the first place. Potentially, guided self-help comprising
both self-directed and therapist-led modules might be most beneficial for this population given
the evidenced difficulties with experiential avoidance. Research suggests incorporating therapist
led modules for those with chronic conditions increased accountability and reduced non-
adherence (Wilkin et al., 2023) providing further evidence for the inclusion of therapist-led
modules in the self-help manual. The ACT self-help manual aims to foster psychological
flexibility through six core processes and ACT suggests that acceptance is the opposite of
experiential avoidance (Hayes et al., 2006). Developing a guided self-help manual specifically
for the challenges described by individuals with a SCI seems very relevant due to the aims of
ACT related to decreasing experiential avoidance which is clearly a difficulty for many after
SCI.

The process of acceptance as described within the “ACTing towards better living”
manual was identified as something likely to be particularly useful to a population of individuals
with a SCI. The belief that acceptance is likely to be helpful in rehabilitation has been previously
shown in the existing research alongside evidence to suggest acceptance has a significant link to
increased quality of life post-SCI (Aaby et al., 2020; Dunn, 2016). However, this research did
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not control for symptoms of anxiety and depression therefore it is unclear if acceptance improves
quality of life over and above a reduction in symptoms of depression and anxiety or if acceptance
alone improves quality of life (Aaby et al., 2022). Some suggestions that the sections of the
manual that discussed accepting a new reality and not engaging in avoidant behaviour could be
particularly difficult if not impossible for some to engage with post-SCI. Research suggests that
‘letting go of control’ is weakly correlated to quality of life potentially due to the interplay of
physical factors post-SCI that influence a person’s ability to let go, which is congruent with the
views of participants in this study (Aaby et al., 2022). ‘Letting go of control’ comprises
psychological factors such as, trying to avoid difficult emotions or thoughts which may reveal
why these facets of acceptance are more challenging post-SCI. There were suggestions there is a
strong pull post-SCI to avoid difficult emotions and focusing on clarifying values was identified
as a more helpful strategy which fits with wider research into this area that this might be easier to
engage with initially (Aaby et al., 2022). Providing links between the acceptance and values
sections and intertwining ideas in these sections is likely to alleviate concerns and improve the
usefulness of the manual.

Our sense of self and identity is developed in childhood by approaching varied contexts
and experiences and pervades into adulthood, with links to our relationships, roles, employment
and abilities (Erikson, 1980). The psychosocial impact of SCI is well known and has been found
to negatively impact relationships, finances, employment, living situations and community
integration which can result in poorer self-esteem and sense of self (Budd et al., 2022;
Kalpakjian et al., 2015). The findings of this study also found a similar relationship with
participants describing that their sense of self was impacted after SCI due to being treated
differently by others, being unable to fulfil roles within the family or society and being unable to
do activities they previously engaged with. It was understood that the sense of self that
participants described in this study was closely related to what Hayes (2006) describes as the
conceptualised self — which is who we think we are and who we think we should be. The
conceptualised self (Hayes, 2006) is described as the verbal content that we tell ourselves we are
based on our life experiences. When we become fused to these ideas our ability to be
psychologically flexible reduces particularly when the narrative supports a negative
conceptualised self (Zettle., 2016). When our ability to fulfil our self-conceptualisations changes
such as in SCI, distress can occur and was described by participants who talked about no longer
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being “the breadwinner” which negatively impacted their sense of self and self-esteem post-SCI.
Self as context (SAC) is the ACT concept that aims to teach participants by developing
awareness a person can identify that they have a sense of self that is separate from their internal
experiences (Hayes et al., 2006). The findings suggested by this population indicate self-identity
can be strongly linked to physical ability which can change post-SCI. Potentially, developing the
SAC sections within the manual is particularly important to increase the definition of self-
identity to encompass more than physical roles and responsibilities for individuals post-SCI.

The section of the ACT manual that focuses on developing SAC is general and uses
exercises to develop the observing self, describes the conceptualised self and uses exercises to
develop self-awareness. By explaining SAC in the context of the examples and experiences
given in this study, e.g., losing roles such as “I am no longer the breadwinner” and tailoring this
section to describe how we can feel different because our ability has changed post-SCl is likely
to improve this section and make the ideas more concrete, relevant and accessible to this
population. SAC has a strong theoretical basis however empirical research to support the use of
this concept in clinical treatment is limited (Godbee & Kangas, 2020; Zettle, 2016). Despite this,
exploring SAC in individuals with a SCI could be an interesting topic for future research given
its relevance as identified by the findings of this study.

In conclusion, the findings of this study indicate the presence of significant challenges
post-SCI such as, experiencing anger, loss and grief. By understanding these experiences, we can
modify the self-help manual to cater for these SCI-specific experiences. Potentially, including
information from grief cycle literature could enhance personalisation which has been found to be
a key motivator in increasing acceptability of and engagement with self-help materials (Walsh &
Richards, 2015). Experiential avoidance was discussed as a key coping strategy post-SCI, which
is in-keeping with prior research (Skinner et al., 2010). The presence of experiential avoidance
indicates the need for this manual to be developed as ACT has been found to be a useful
approach in reducing experiential avoidance (Zakiei et al., 2021), however this research was
conducted with a different population. Experiential avoidance in those with SCI could present as
a barrier to engaging with the self-help manual but inclusion of therapist-led modules could
increase engagement with the manual and should be considered. Finally, the findings identified
that potentially being fused to the conceptualised self can cause distress post-SCI, therefore
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developing SAC could be useful approach. Adaptations to this section could focus on describing
the potentially damaging fusion between physical ability and identity, with activities focusing on
developing a sense of self that transcends our physicality, roles and relationships which could be
a helpful way forward post-SCI.

4.1. Contribution to Clinical Practice

This study aimed to understand whether ACT self-help was an acceptable approach for
psychological support post-SCI. By gathering opinions on the acceptability of an existing ACT
informed self-help manual conclusions were drawn about the acceptability of this approach and
necessary adaptations to increase acceptability were also discussed. The findings of this study
have provided an insight in to whether the ACT approach is deemed acceptable to those with SCI
and no other research has focused on this subject as its sole aim. Much previous research has
focused on efficacy of ACT with different populations but focusing on its acceptability could
result in specific adaptations to the ACT model for specific populations that may increase
engagement with the model and therefore potentially its efficacy. The second phase of this
research will be to use the findings of this study to create a guided ACT informed self-help
manual that could be specifically designed for the psychological challenges often faced after
SCI. Previous research suggests psychological support can be challenging to access post-SCI
(Fann et al., 2011) therefore developing a SCI specific ACT guided self-help manual could
provide an effective and accessible way to support people psychologically after SCI.

4.2 Future Research

Areas for future research should involve adapting the existing self-help manual to create
a SCI specific self-help manual and initially conducting focus groups to assess whether the
acceptability has changed based on the findings and adaptations suggested by this research.
Research should then focus on assessing the efficacy of the SCI specific manual in a population
of adults with SCI. Based on the findings of this study incorporating therapist-led modules
alongside check-ins to monitor progress and increase engagement is suggested as the best
approach for those with SCI. It is hoped that by developing this resource individuals with SCI
would have psychological support specific to them that could be delivered and accessed widely

amongst spinal injury centres or within SCI community support services.

BRP Thesis Research Portfolio 2024 20315255 09173015 72



Reflection

Reflective thinking is a key part of the research process, it enables us to continuously
improve practice and is a key proficiency in the role of a clinical psychologist (Health & Care
Professions Council; HCPC, 2023; Mortari, 2015). Furthermore, reflecting on our own clinical
practice enables us to make sense of our place in the world, understand our strengths and
weaknesses and determine our place within any clinical and research work undertaken (Koshy et
al., 2017). Below is a reflective piece of writing describing my experience of completing this
research and the challenges and steps taken to work through my challenges.

From Single Case Design to Qualitative Research

The idea for this thesis initially began as a single case design study to explore efficacy of
an existing ACT informed self-help intervention in a population of adults with a SCI. The
rationale for this study came from an identified need for psychological support for this
population and a belief that ACT self-help, which has had success in many other populations
could be useful (French et al., 2017; Noreau et al., 2014; Shepherd et al., 2022). | received
favourable opinion for this study from an ethics board and began my search for recruitment in
the same manner that | recruited for this study however the outcome was very different. |
struggled to recruit and had very little interest, with the one individual | recruited deciding they
did not want to continue the intervention after week one. This participant said they found the
intervention too confronting, and it was very distressing for them. At this point | knew I had to
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abandon my project and my options were to find another project or to change my existing project
in some way. | began to reflect on the lack of response from my recruitment efforts alongside the
response from the participant who decided not to continue. | realised that there must be
something about this type of approach that alienated this population and maybe concerns about
the existing manual could be too confronting and potentially unacceptable. I understood the lack
of responses | received to be a research question when the same approach had been used in other
chronic health conditions and recruitment had been successful. | began to wonder whether there
was something different about the opinions of those with SCI on the acceptability of this type of
psychological support.

| conducted a literature search and there was a dearth of literature in this area however
some qualitative research had focused on exploring perspectives of those with chronic pain and
irritable bowel disease on the ACT processes (Casey et al., 2020; Wilkin et al., 2023). | decided
a qualitative approach to explore the opinions of this population on the existing self-help manual
and the ACT informed ideas within it would be a better approach. Given that the idea for this
new project came from both exploring the literature and finding little research exploring this area
but also my own real-life experiences with this population, it was important for me to be aware
of any pre-conceived ideas | could be bringing to this research.

| began writing a reflective journal with all my thoughts and this was useful to refer to
and ensure the meaning made in this research wasn’t overly influenced by these preconceptions.
| also used my research supervisions as a place to reflect on any developing themes and thoughts
and to ensure this was coming from the available data rather than unconsciously trying to make
data fit my preconceived ideas. This was a very useful experience, and both my research
supervisors asked many questions to enable me to reflect on this which was very useful. |
recognise the importance of having others involved in your research as a sounding board and to
consider and reflect on preconceived ideas or unconscious biases. One initial reflection from my
reflective diary that | was aware of was that during the interview process | noticed that when
asked if participants had tried out any techniques many said they had not and were reading it
from a proofreading perspective. | thought this was an interesting reflection that indicated

participants potentially required a degree of separation from the techniques discussed in the
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manual. | made sure to be aware of these reflections during my analysis, but this process led
towards indications that high levels of experiential avoidance can be present post-SCI.

Qualitative Research

Another challenge for me was that | have not had a lot of experience conducting
qualitative research so the process was very different and something | had to learn through doing.
| have previously never considered why | have favoured quantitative research in the past
however, through completing a piece of qualitative research | believe some of my own
personality factors might have played into these decisions in the past and | was not aware.

The main challenge for me during this research was to let go of my positivist informed
beliefs of right and wrong and uncovering the truth that exists within the data and instead
become an active meaning maker within the process of my research. Initially, this was almost
paralysing for me during the coding process and caused heightened anxiety which led to either
avoidance or regular checking in with my supervisors to check I was doing things “right”. These
behaviours hindered my research progress, and it took me some time to realise this was an
anxiety response due to lack of confidence in my own abilities. | used the ACT model to
conceptualise my difficulties and engaged in defusion techniques and mindfulness strategies to
help me engage with my research. | often adopt a curious approach when engaging with clients
in therapeutic settings and this was useful for me to remember when engaging with my research
too. Another strategy that helped me to view things less concretely during the coding process
was moving away from the laptop. When working on the laptop it was harder for me to change
my initial thoughts and ideas as it felt more concrete. | decided to print off my individual codes
and begin grouping them into themes and sub themes on my kitchen table (see appendix | for
images of this process). For me by doing the theme generation in this way it allowed me to
visualise the dataset as a whole but also it felt much easier to be fluid and move codes or
compress codes and themes until | felt happy with them and felt they were well represented by
the data.

| believe having this qualitative research experience has developed both my research and
clinical skills as it has helped me develop in confidence and own my active role in whatever task
| am engaging with. I think this will also help in my clinical work and allow me to reflect more

on my influence with clients and that this is often a key part of the process as long as you are

BRP Thesis Research Portfolio 2024 20315255 09173015 75



aware of the unconscious impact and can justify and reflect on this that is useful. | adopted a
Critical Realist (CR; Bhaskar, 1986) position and there was some anxiety | experienced using
this unfamiliar approach and understanding that any initial meaning made is provisional. It was
also important to be reflective because my own experiences working in neurorehabilitation
services and being aware that my past experiences may bias any meaning made from participant
data. This is part of the RTA process, but | was clear to be aware of my preconceived ideas
rather than ignoring them (Finlay, 2009).

During the qualitative analysis process, | realised | was taking a lot of time to code every
piece of data. After a while I realised data from participants fell in to two categories, some data
clearly referenced the manual within the interviews. Some of the comments participants made
described direct adaptations which resulted in a more semantic analysis (Braun & Clark, 2019).
In contrast participants discussed their experiences post-SCI and the impact this had on their life
and ability to re-engage with their lives and relationships given the significant physical changes
after their injury. These types of quotes required a latent analysis by the primary researcher to
construct the meaning of their experiences and apply this to the manual and decide whether these
quotes resulted in an acceptable manual for this population (Braun & Clark, 2019). These types
of quotes often described experiences that felt very relevant to the ACT hexaflex or even
described experiences such as experiential avoidance. When | began to understand this
difference, | was able to begin switching the focus of my analysis to ensure | was focusing on
data that answered my research questions which helped to speed up the process.

Wordcount: 13413 (excluding references, tables, figures & appendix).
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Appendix

Appendix A: Journal Submission Author Guidelines

This paper is formatted for submission to the ‘Neuropsychological Rehabilitation” Journal.

Guidelines for authors planning to submit to this journal can be found via the hyperlink below:

https://www.tandfonline.com/action/authorSubmission?show=instructions&journalCode=pnrh20
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Appendix B: Favourable Opinion Letter

Dear Dr De Boos,

Study title: The effectiveness and acceptability of a guided self-help
ACT intervention for individuals with a spinal cord injury
(SCI).

REC reference: 22/YH/0079

Protocol number: 21806

IRAS project ID: 306658

Thank you for responding to the Research Ethics Committee’s (REC) request for further
information on the above research and submitting revised documentation.

The further information has been considered on behalf of the Committee by the Chair.
Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basis described in the application form, protocol and supporting documentation
as revised, subject to the conditions specified below.

Good practice principles and responsibilities

The UK Policy Framework for Health and Social Care Research sets out principles of good
practice in the management and conduct of health and social care research. It also outlines the

responsibilities of individuals and organisations, including those related to the four elements of
research transparency:
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Conditions of the favourable opinion

The REC favourable opinion is subject to the following conditions being met prior to the start of
the study.

Confirmation of Capacity and Capability (in England, Northern Ireland and Wales) or NHS
management permission (in Scotland) should be sought from all NHS organisations involved in
the study in accordance with NHS research governance arrangements. Each NHS organisation
must confirm through the signing of agreements and/or other documents that it has given
permission for the research to proceed (except where explicitly specified otherwise).

Guidance on applying for HRA and HCRW Approval (England and Wales) NHS permission for
research is available in the Integrated Research Application System.

For non-NHS sites, site management permission should be obtained in accordance with the
procedures of the relevant host organisation.

Sponsors are not required to notify the Committee of management permissions from host
organisations

Reqistration of Clinical Trials

All research should be registered in a publicly accessible database and we expect all
researchers, research sponsors and others to meet this fundamental best practice standard.

It is a condition of the REC favourable opinion that all clinical trials are registered on a
publicly accessible database within six weeks of recruiting the first research participant. For this
purpose, ‘clinical trials’ are defined as:

+ clinical trial of an investigational medicinal product

+ clinical investigation or other study of a medical device
combined trial of an investigational medicinal product and an investigational medical
device

+ other clinical trial to study a novel intervention or randomised clinical trial to compare
interventions in clinical practice.

Failure to register a clinical trial is a breach of these approval conditions, unless a deferral has
been agreed by the HRA (for more information on registration and requesting a deferral see:
Research registration and research project identifiers).

If you have not already included registration details in your IRAS application form you should
notify the REC of the registration details as soon as possible.
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Publication of Your Research Summary

We will publish your research summary for the above study on the research summaries section
of our website, together with your contact details, no earlier than three months from the date of
this favourable opinion letter.

Should you wish to provide a substitute contact point, make a request to defer, or require further
information, please visit:
https://www.hra.nhs.uk/planning-and-improving-research/application-summaries/research-sum
maries/

N.B. If your study is related to COVID-19 we will aim to publish your research summary
within 3 days rather than three months.

During this public health emergency, it is vital that everyone can promptly identify all relevant
research related to COVID-19 that is taking place globally. If you haven't already done so,
please register your study on a public registry as soon as possible and provide the REC with the
registration detail, which will be posted alongside other information relating to your project. We
are also asking sponsors not to request deferral of publication of research summary for any
projects relating to COVID-19. In addition, to facilitate finding and extracting studies related to
COVID-19 from public databases, please enter the WHO official acronym for the coronavirus
disease (COVID-19) in the full title of your study. Approved COVID-19 studies can be found at:
https:/iwww_hra.nhs.uk/covid-19-research/approved-covid-19-research/

It is the responsibility of the sponsor to ensure that all the conditions are complied with
before the start of the study or its initiation at a particular site (as applicable).

After ethical review: Reporting requirements

The attached document “After ethical review — guidance for researchers” gives detailed
guidance on reporting requirements for studies with a favourable opinion, including:

Notifying substantial amendments

Adding new sites and investigators

Notification of serious breaches of the protocol

Progress and safety reports

Notifying the end of the study, including early termination of the study
Final report

Reporting results

The latest guidance on these topics can be found at
https://www.hra.nhs.uk/approvals-amendments/managing-your-approval/.

Ethical review of research sites
NHS/HSC sites

The favourable opinion applies to all NHS/HSC sites taking part in the study, subject to
confirmation of Capacity and Capability (in England, Northern Ireland and Wales) or
management permission (in Scotland) being obtained from the NHS/HSC R&D office prior to the
start of the study (see "Conditions of the favourable opinion" below).
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Non-NHS/HSC sites

| am pleased to confirm that the favourable opinion applies to any non-NHS/HSC sites listed in
the application, subject to site management permission being obtained prior to the start of the

study at the site.

Approved documents

The final list of documents reviewed and approved by the Committee is as follows:
Document Version Date

Copies of materials calling attention of potential participants to the |v1 03 March 2022
research [Recruitment Poster. Self-help ACT and SCI. Final v1.

14.02.2022]

Evidence of Sponsor insurance or indemnity (non NHS Sponsors  |v1 03 March 2022
only) [Liability Insurance. 2021-2022]

Interview schedules or topic guides for participants [Change v1 03 March 2022
Interview Schedule. Self-Help ACT and SCI. Final Version 25.02.22]

IRAS Application Form [IRAS_Form_10032022] 10 March 2022
Laboratory Manual [ACTing towards better living, week 00, v1 23 April 2022
introduction. Final v1. 23.04.22]

Laboratory Manual [ACTing towards better living, week 01, v1 24 April 2022
Avoidance and willingness. Final v1. 24.04.2022]

Laboratory Manual [ACTing towards better living, week 02, Defusion|v1 25 April 2022
stepping back from thoughts. Final v1. 25.04.2022]

Laboratory Manual [ACTing towards better living, week 03, If i'm not [v1 26 April 2022
my thoughts who am |. Final v1. 26.04.2022]

Laboratory Manual [ACTing towards better living, week 04, v1 29 April 2022
Mindfulness. Final v1. 29.04.2022]

Laboratory Manual [ACTing towards better living, week 05,Learning |v1 29 April 2022
what matters. Final v1. 29.04.2022]

Laboratory Manual [ACTing towards better living, week 06,Doing v1 29 April 2022
what matters. Final v1. 29.04.22)

Letter from sponsor [21086 Sponsor Letter. Self-help ACT and SCI. |v1 03 March 2022
03.03.2021]

MNon-validated questionnaire [CompACT-8 ] 05 April 2022
Other [Delegation log for LIP. Self-help ACT and SCI. Final v1. v1 03 March 2022
03.03.2022]

Other [Professional Indemnity. 2021-2022] v1 03 March 2022
Other [email reminder messages. Self-help and ACT. Final v1. v1 21 April 2022
21.04.2022]

Other [Ethical Review Document. final version. 01.05.2022] v1 01 May 2022
Participant consent form [CONSENT FORM, Self-help ACT and V1 21 April 2022
SCI. Final Version. 21.04.22]

Participant information sheet (PIS) [Participant Information Sheet.  |v1 21 April 2022
Self-help ACT and SCI. Final version 21.04.22]

Research protocol or project proposal [Protocol. Self Help ACT and |v1 27 April 2022
SCI. Final v1 27.04.22]

Summary CV for Chief Investigator (Cl) [CV - Dr Danielle De Boos] |v1 03 March 2022
Summary CV for student [CV - Georgine Vick] v1 03 March 2022
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Summary CV for supervisor (student research) [CV - Mark v 03 March 2022
Gresswell]

Validated questionnaire [Outcome measures HADS. Self-Help ACT |v1 14 February 2022
and SCI. Final Version 14.02.22]

Validated questionnaire [Outcome measures PQ. Self-Help ACT vi 14 February 2022
and SCI. Final v1 14.02.22]

Validated questionnaire [Outcome measures Wemwbs. Self-help vi 14 February 2022
ACT and SCI. Final version. 14.02.22]

Validated questionnaire [Outcome measures WhoQol Bref. Self-help|v1 14 February 2022
ACT and SCI. Final version. 14.02.22]

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research
Ethics Committees and complies fully with the Standard Operating Procedures for Research
Ethics Committees in the UK.

User Feedback

The Health Research Authority is continually striving to provide a high quality service to all
applicants and sponsors. You are invited to give your view of the service you have received and
the application procedure. If you wish to make your views known please use the feedback form
available on the HRA website:
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events and
online learning opportunities— see details at:
https:/fwww.hra.nhs.uk/planning-and-improving-research/learning/

| IRAS project ID: 306658 Please quote this number on all correspondence

With the Committee's best wishes for the success of this project.

Yours sincerely,
Dr Nana Theodorou
Chair

Email:leedseast.rec@hra.nhs.uk

Enclosures: “After ethical review — guidance for
researchers”
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Appendix Bi: Favourable Opinion Letter after Substantial amendment

Dear Miss Vick

Study title: The effectiveness and acceptability of a guided self-help
ACT intervention for individuals with a spinal cord injury
(SCI).

REC reference: 22/YH/0079

Protocol number: 21806

Amendment number: 21086 SA03

Amendment date: 04 November 2022

IRAS project ID: 306658

The above amendment was reviewed by the Sub-Committee in correspondence.

Ethical opinion

The members of the Committee taking part in the review gave a favourable ethical opinion
of the amendment on the basis described in the notice of amendment form and supporting

documentation.
Approved documents

The documents reviewed and approved at the meeting were:

[Recruitment poster final version. Self-help ACT and SCI]

Document Version Date

Completed Amendment Tool [Locked Amendment Tool Self help 2.0 04 December 2022
ACT and SCI. Version 2.0. 04.12.22]

Copies of advertisement materials for research participants 2.1 14 December 2022

Interview schedules or topic guides for participants [Focus group
schedule, self-help ACT and SCI]

1.1

14 December 2022
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and SCI|

Participant information sheet (PIS) [Participant Information Sheet. 2.0 23 November 2022
Self-help ACT and SCI. final version 2. 23.11.22]
Research protocol or project proposal [PROTOCOL. Self-help ACT 2.1 14 December 2022

Membership of the Committee

The members of the Committee who took part in the review are listed on the attached

sheet.

Working with NHS Care Organisations

Sponsors should ensure that they notify the R&D office for the relevant NHS care
organisation of this amendment in line with the terms detailed in the categorisation email

issued by the lead nation for the study.

Amendments related to COVID-19

We will update your research summary for the above study on the research summaries
section of our website. During this public health emergency, it is vital that everyone can
promptly identify all relevant research related to COVID-19 that is taking place globally. If
you have not already done so, please register your study on a public registry as soon as
possible and provide the HRA with the registration detail, which will be posted alongside

other information relating to your project.

Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for
Research Ethics Committees and complies fully with the Standard Operating Procedures for

Research Ethics Committees in the UK.

HRA Learning

We are pleased to welcome researchers and research staff to our HRA Learning Events
and online learning opportunities— see details at: https://www.hra.nhs.uk/planning-and-

improving-research/learning/

| IRAS Project ID - 306658:

Yours sincerely
Pp

i

Miss Kate Woodrow
Chair

E-mail: leedseast.rec@hra.nhs.uk

Please quote this number on all correspondence

Enclosures: List of names and professions of members who took part in the

review
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Appendix C: Study Poster

\‘Q\\\ WE NEED YOU!

Have your say, your opinions matter!
We are creating a self-help manual for

individuals who have had a spinal cord injury
(SCi).

Who can help?

. People with lived experience of a SCI.
Carers/family of people with a SCI.

o Clinicians working with people with a SCI.

How?

- By taking part in a short semi-structured

Interview or focus group.

Want more information
Please contact:

georgina.vick@nottingham.ac.uk
University of

V2.114.12.22 Nottingham

UK | CHINA | MALAYSIA
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Appendix D: Email Template

Thank you for your email and thank you for sharing your experiences with me.

My research is to develop a self-help manual that will hopefully be useful to provide
psychological support for individuals who have had a spinal cord injury. This will be
developed in consultation with people who have lived experience of a spinal cord injury,

their carers or family and professionals who work in this field.
Your participation would involve reading through an existing manual and giving your
opinions on this in a semi-structured interview which would last around 1 hour and then if

you would like to be involved in a focus group you can do this too.

[ will attach the participant information sheet to this email with all the information about

the study and please see below the link to the consent form if you are interested.

https://forms.office.com/e/rCwr3BprQA

If you want to discuss this further or need any more information, please do not hesitate to

email me.

BRP Thesis Research Portfolio 2024 20315255 09173015 99


https://forms.office.com/e/rCwr3BprQA

Appendix E: Information Sheet for participants

r University of
Nottingham

UK [ CHINA - MALAYSIA

Participant Information Sheet
Final Version v2. 23.11.22

IRAS project ID: 306658
Title of study: Developing and evaluating a guided self-help ACT intervention for
individuals with a Spinal Cord Injury
Name of Principal Investigator: Danielle De Boos
Name of Chief Investigator: Georgina Vick
We would like to invite you to take part in our research study. Before you decide we would
like you to understand why the research is being done and what taking part would involve
for you. One of our team will go through the information sheet with you and answer any
guestions you have. Feel free to talk to people you know about the study if you wish and
ask us if there is anything that is not clear.

What is the purpose of the study?

| am completing a project to create a guided self-help programme based on ideas
from Acceptance and Commitment Therapy (ACT) for a population of people who
have a Spinal Cord Injury. This study aims to develop a guided self-help programme
with the aim of meeting the needs of people coping with the consequences of having a
spinal cord injury. This intervention will then be discussed to gain initial opinions of
acceptability through focus groups. It is hoped this study will result in a useful self-help
programme that might be helpful to people who have a spinal cord injury. This project is
part of the Trent Doctorate in Clinical Psychology being completed by the researcher.
Why have | been invited?

You may have responded to an email forwarded to you by the charity, Backup, or you
could have been told about this study by someone working with you from an outpatient

clinic. We are looking for individuals who have suffered a spinal cord injury, their family
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and carers and professionals working with individuals with a spinal cord injury. We are
seeking people that have a good understanding of written and spoken English.

What will it involve if | do take part?

If you decide to take part in this study, the study comprises two phases, although which
phase you choose to take part in is optional. The first phase will involve engaging in a
semi-structured interview with the focus of determining the needs of individuals with a
spinal cord injury, looking through the current guided self-help manual and providing
your opinion on how this could be modified to your specific needs or the needs of
individuals with a spinal cord injury, and whether you feel acceptance and commitment
therapy would be useful to you or your family member/client. The second phase would
involve being part of a focus group to look through the modified self-help manual and
provide your opinion on the initial acceptability of this self-help manual and also your
opinions on the clinical utility of this manual. You are not required to take part in both
phases of this study and the decision is up to you whether you would like to be a part of
both phases or just one. You do not have to provide a rationale for this you can just let
the researcher know when providing consent. Both the semi-structured interview and
focus groups will be audio recorded and transcribed in order to enable analysis of this
information. Once audio recordings have been transcribed the original will be destroyed
and all interview and focus group transcriptions will be stored on the secure university
drive. Quotes from the transcript of interviews/ focus groups may be used in the write-up
of the project to provide further detail however any patient identifiable information will be
excluded to ensure anonymity. Participants will be able to request a copy of the
transcript of the interviews/focus groups via emailing the researcher, if required. Both
interviews and focus groups can be completed online or in person and this would be

agreed prior to commencement of each phase.

Do | have to take part?

No, this decision is up to you. If you do decide you would like to take part, you will be
asked to provide written consent after reading this information sheet and before
beginning this study. You will also have the right to withdraw at any point during the
study without providing a reason, however any data we collect up until this point will be

kept. This will not affect your legal rights. You can withdraw by emailing myself on
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georgina.vick@nottingham.ac.uk or my supervisors on
danielle.deboos@nottingham.ac.uk or mgresswell@lincoln.ac.uk quoting your name

and stating that you choose to withdraw from this project. This will mean your identity
will be disclosed to the research team member you choose to contact however this will
remain confidential.

Expenses and payments

Participants will be able to claim travel expenses whenever this is necessary.

What are the potential disadvantages and risks of taking part?

Taking part in this study means you will have to give up a portion of your time to
complete the semi-structured interviews (approximately 60 minutes) and if you chose to
take part in the focus groups (approximately 60-90 minutes).The topics covered in the
self-help materials will be related to your thoughts and feelings which could be difficult
for you. However, you do not have to provide opinion on anything you do not feel
comfortable doing and will be supported during the interview by the researcher
whenever required. Some people do not feel distressed. In the unlikely event you are
struggling severely we will be able to advise you on how best to seek support.

What are the potential advantages and benefits of taking part?

We cannot promise the study will be helpful to you, but you would be part of the
development of a directed self-help manual that may help improve psychological
wellbeing for individuals in future. Furthermore, the literature on effectiveness of
interventions for individuals with a spinal cord injury is limited and your participation will
provide much needed insight into what is helpful for this population. You will also be
provided with a £10 shopping voucher for taking part in either an interview or focus
group and a £20 voucher for taking part in both.

What happens when the research study stops?

The data collected in this study will be used to answer the research question and will be
written up confidentially. You will be offered the details of mental health
services/helplines if you require it, however some of you may still be under the care of
your outpatient department and will be able to access support through them too if
needed. You will be able to request a copy of the completed project if desired.

Will my taking part in this project be kept confidential?
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We will follow ethical and legal practice and all information about you will be handled in
confidence.

If you join the study, we will use information collected from you during the course of the
research. This information will be kept strictly confidential, stored in a secure and locked
office, and on a password protected database at the University of Nottingham. Under UK
Data Protection laws the University is the Data Controller (legally responsible for the data
security), and the Chief Investigator of this study (named above) is the Data Custodian
(manages access to the data). This means we are responsible for looking after your
information and using it properly. Your rights to access, change or move your information
are limited as we need to manage your information in specific ways to comply with certain
laws and for the research to be reliable and accurate. To safeguard your rights, we will
use the minimum personally — identifiable information possible.

You can find out more about how we use your information and to read our privacy notice
at:

https://www.nottingham.ac.uk/utilities/privacy.aspx.

The data collected for the study will be looked at and stored by authorised persons from
the University of Nottingham who are organising the research. They may also be looked
at by authorised people from regulatory organisations to check that the study is being
carried out correctly. All will have a duty of confidentiality to you as a research participant
and we will do our best to meet this duty.

Your contact information will be kept securely by the University of Nottingham so that we
are able to provide you with a summary of results on completion of the study if you request
this, this can be requested by emailing the researcher, all details will be deleted after this.
This information will be kept separately from the research data collected and only those
who need to will have access to it. All other data (research data) will be kept securely for
7 years. After this time your data will be disposed of securely. During this time all

precautions will be taken by all those involved to maintain your confidentiality, only

BRP Thesis Research Portfolio 2024 20315255 09173015 103



members of the research team given permission by the data custodian will have access
to your personal data.

In accordance with the University of Nottingham'’s, the Government’s and our funders’
policies we may share our research data with researchers in other Universities and
organisations, including those in other countries, for research in health and social care.
Sharing research data is important to allow peer scrutiny, re-use (and therefore avoiding
duplication of research) and to understand the bigger picture in particular areas of
research. Data sharing in this way is usually anonymised (so that you could not be
identified) but if we need to share identifiable information, we will seek your consent for
this and ensure it is secure.

Although what you say to us is confidential, should you disclose anything to us which
we feel puts you or anyone else at any risk we may feel it necessary to report this to the
appropriate persons.

What if there is a problem?

If you are concerned about this study, you can speak to the researchers who will do their
best to answer your questions. The researchers’ contact details are given at the end of
this information sheet. If you remain unhappy and wish to complain formally, you can do

this by contacting the university.

In the event that something does go wrong, and you are harmed during the research
and this is due to someone's negligence then you may have grounds for a legal action
for compensation against the University of Nottingham but you may have to pay your
legal costs.

What will happen to the results of the research study?

This study will be submitted as a requirement for the research element of the DClinPsy
programme and submitted for publication. None of your responses and results will be
identifiable included in the write up of this research will not be identifiable to you. A copy
of the study findings can be provided by [trainee nhame] on request.

What will happen if | don’t want to carry on with the study?
Your participation is voluntary, and you are free to withdraw at any time, without giving

any reason, and without your legal rights being affected. If you withdraw, we will no longer
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collect any information about you or from you but we will keep the information about you
that we have already obtained as we cannot change study records and this information
may have already been used for analysis and could still be used in the final study
analyses. To safeguard your rights, we will use the minimum personally identifiable
information possible.

Who is organising and funding the research?
This research is being organised and funded by the University of Nottingham.

Who has reviewed the study?
All research in healthcare is looked at by independent group of people, called a Research

Ethics Committee, to protect your interests. This study has been reviewed and given
favourable opinion by Research Ethics Committee.

Contact details:
Researcher:

georgina.vick@nottingham.ac.uk

Supervisors:
danielle.deboos@nottingham.ac.uk

mgresswell@lincoln.ac.uk

Thank you for your time.
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Appendix F: Participant Consent Form

r The Uniyersitgof 0y -
M | Nottingham
Consent Form

Developing and evaluating a guided self-help ACT intervention for individuals with a spinal cord injury.
IRAS Project ID: 306658
Name of Researcher: Georgina Vick

* Required

1. Name of Participant * [T}

Enter your answer

2. | confirm that | have read and understood the information sheet dated 23.11.22 for the above
study and have had the opportunity to ask questions. * [T}
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2. | confirm that | have read and understood the information sheet dated 23.11.22 for the above
study and have had the opportunity to ask questions. * [T}

O Yes
O No

3. | understand that my participation is voluntary and that | am free to withdraw at any time,
without giving any reason, and without my medical care or legal rights being affected. |
understand that should | withdraw then the information collected so far cannot be erased and
that this information may still be used in the project analysis.

* 0

O Yes
O No

4. | understand that data collected in the study may be looked at by authorised individuals from the
University of Nottingham, the research group and regulatory authorities where it is relevant to my
taking part in this study. | give permission for these individuals to have access to this data and to
collect, store, analyse and publish information obtained from my participation in this study. |
understand that my personal details will be kept confidential.

A

O Yes
Q No

5. l understand that the interviews and focus groups will be recorded and that anonymous direct
quotes from the interviews may be used in the study reports. * [T}

O Yes
O No
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6. | understand that the information collected about me will be used to support
other research in the future and may be shared anonymously with other researchers.
*
X

O Yes
O No

7. | agree to take part in the above study. * [T}

O Yes
O No

8. Todays Date *

)

Please input date (dd/MM/yyyy)

9. I would like to take partin: * [T}

O Semi-structured interview
O Focus group

O Both
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Appendix G: Semi-structured interview schedule

ACT and SCI: Semi Structured Interview Schedule V1.1 14.12 .22

- Introduce researcher and roles and re-cap on purpose of interview (to gather
information regarding their views of the self-help material).

- To gather demographic details of participant, age, type of injury, gender, role if
clinician, ethnicity, who they care for if carer.

- Researcher to introduce self-help material week by week.

- Week 0: Introduction

- What are your initial thoughts on this section?

- This is the introductory material to socialise you to the model. Do you feel this
material helped you to get a general understanding of the ACT model?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

- Which exercise was your favourite?

- Which exercise was your least favourite?
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- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?

- Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

- Week 1: Avoidance and willingness

- What are your initial thoughts on this section?

- This is the first week that focuses on avoidance and willingness. Do you feel this
material helped you to get a general understanding of experiential avoidance?

- Do you feel this concept is relevant to you?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

- Which exercise was your favourite?

- Which exercise was your least favourite?

- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?

- Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

- Week 2: Defusion: Stepping back from thoughts

- What are your initial thoughts on this section?

- This is the second week that focuses on defusion. Do you feel this material helped you
to get a general understanding of thought defusion?

- Do you feel this concept is relevant to you?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?
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- Which exercise was your favourite?

- Which exercise was your least favourite?

- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?

- Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

- Week 3: If ’m not my thoughts then who am I?

- What are your initial thoughts on this section?

- This is the third week that focuses on developing a sense of self. Do you feel this
material helped you to get a general understanding of that concept and would help you
to develop this?

- Do you feel this concept is relevant to you?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

- Which exercise was your favourite?

- Which exercise was your least favourite?

- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?

- Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

- Week 4: Mindfulness being in the present moment

- What are your initial thoughts on this section?
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- This is the fourth week that focuses on mindfulness. Do you feel this material helped
you to get a general understanding of mindfulness and would help you to develop this
skill?

- Do you feel this concept is relevant to you?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

- Which exercise was your favourite?

- Which exercise was your least favourite?

- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?

- Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

- Week 5: Learning what matters

- What are your initial thoughts on this section?

- This is the fifth week that focuses on values. Do you feel this material helped you to
get a general understanding of values?

- Do you feel this concept is relevant to you?

- Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

- Which exercise was your favourite?

- Which exercise was your least favourite?

- When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

- Are there any changes you would make to this section?

- Are there any parts of this section you feel are not relevant or might be harmful to
consider?
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Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

Week 6: Doing what matters

What are your initial thoughts on this section?

This is the sixth week that focuses on valued action. Do you feel this material helped
you to get a general understanding of valued action?

Do you feel this concept is relevant to you?

Do you feel the exercises in this section would be relevant/helpful to you/your
patients/the person you care for?

Which exercise was your favourite?

Which exercise was your least favourite?

When considering the challenges, you/your patient/the person you care for might have
faced as a result of your/their injury do you think this information would be relevant
to you/your patient/family?

Avre there any changes you would make to this section?

Avre there any parts of this section you feel are not relevant or might be harmful to
consider?

Initial opinions will prompt further discussion around the existing self-help material
and how this can be modified to meet the needs of this population.

General Questions:

How engaging did you find this format?

How accessible do you think this format is for someone with a spinal cord injury?
Do you think delivering this material weekly with a weekly check-in would be a
useful way to deliver this material?

At what stage of your recovery do you think this material would be most useful?

BRP Thesis Research Portfolio 2024 20315255 09173015 113



Appendix H: Deductive Framework

Deductive coding frame

Acceptability

Affective attitude e.g., how pp’s feel about the intervention.

Burden — perceived amount of effort required to participate.

Ethicality — Extent to which intervention is good fit with individuals value system and
their opinion on perceived fit for wider SCI community.

Perceived effectiveness — Extent to which intervention is perceived as likely to achieve
its purpose/psychological needs of population.

Intervention coherence — extent to which pp understands intervention and how it works.
Opportunity costs — extent to which benefits, profits or values must be given up to engage
in intervention.

Self-efficacy — PP confident they can perform behaviours required to engage in
intervention.

BRP Thesis Research Portfolio 2024 20315255 09173015 114



BRP Thesis Research Portfolio 2024 20315255 09173015 115



Appendix I: Theme generation
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Appendix J: Leaves on a stream as described in the ACT manual

ACTIVITY: Floating Leaves on a Moving Stream
This activity is similar to the ‘Mind Train’ and builds on these ideas.

This will be an eyes-closed activity. First, read the instructions and then when you are sure you
understand them, close your eyes and do the activity. If you prefer, you can listen to a recording
of this activity. The recording is 7 minutes long and can be found here:

https://www.youtube.com/watch?v=vjKItKKSur8&list=PLhTRvI3XBB58bd-Ms3mSnSgzFUo-

uHXTg&index=3&t=0s

Leaves on a Stream ACT- Stop Overthinking- Anxiety Skill #30 (by Therapy in a Nutshell).

Imagine a beautiful slow-moving stream. The water flows over the rocks, around trees, descends
downhill, and travels through a valley. Once in a while, a big leaf drops into the stream and
floats away down the river. Imagine you are sitting beside that stream on a warm, sunny day,
watching the leaves float by.

Now become conscious of your thoughts. Each time a thought pops into your head, imagine that
it is written on one of those leaves. Then let the leaf float away down the stream. If you think in
words, put them on the leaf as words. If you think in images, put them on the leaf as an image.
The goal is to stay beside the stream and allow the leaves on the stream to keep flowing by.
Don’t try to make the stream go faster or slower; don’t try to change what shows up on the
leaves in any way. If the leaves disappear, or if you mentally go somewhere else, or if you find
that you are in the stream or on a leaf, just stop and notice that this has happened. File that
knowledge away and then once again return to the stream, watch a thought come into your mind,

write it on a leaf, and let the leaf float away down the stream.

Continue doing this for at least five minutes. If the instructions are clear to you now, go ahead

and close your eyes and do the activity.
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What did you experience before starting the activity?

What did you experience during activity?

What did you experience now the activity is over?

It is normal for your mind to wander or for the stream not to ‘flow’, particularly if this activity is

new.

You can think of the moments when the stream wouldn’t flow as moments of cognitive fusion,
while the moments when the stream does flow are moments of cognitive defusion. Many times
we become fused to a thought without even being aware of it. Thoughts about this activity can be
especially “sticky.” If you thought “I’m not doing this right” or “this activity doesn’t work for
me,”, or even “I’m not having any thoughts” these too are thoughts that you may become fused
to quite easily. In many cases, you may not even notice them as thoughts, however as you
practice you will notice these more easily.

You may want to repeat this activity regularly to see whether you find you can stay with the
activity for longer and to practice defusing from your thoughts.

Appendix K: Less abstract cognitive defusion technique

ACT defusion techniques (First Psychology Scotland)

BRP Thesis Research Portfolio 2024 20315255 09173015 127



Sometimes we struggle with ‘negative thoughts’. Often, we’re told to ‘think positive’, ‘challenge thoughts’
or ‘try not to think about it'. Sometimes this can work! However, we might sometimes become locked in a
loop of trying to feel better despite being trapped by the thoughts.

But who told you the thought was negative? When we identity a thought as negative, we have a natural
desire to get rid of it. But in truth, our thoughts are neither positive nor negative, but can be either helpful
or unhelpful.

When we can get enough distance from our minds we can make decisions to pay attention to what'’s

helpful, while ignoring thoughts if they are unhelpful.

Defusion helps you look AT the thought, instead of trying to look FROM the thought. Applying cognitive
defusion techniques helps develop psychological flexibility by identifying unhelpful thoughts and being
able to see them merely as ‘words inside your head’.

The purpose of these techniques is not to undermine what goes on in your mind, or to force you to be
positive. But to create some distance between you and your thoughts. This will allow you to devote more
time to your values and what is important to you. This does take practice, but if we want to do something
‘right’ we have to be prepared to do it wrong first. If your brain has immediately said ‘this won’t work’...well
thank your brain for that, and defuse that thought too!

Defusion techniques

Mental language

What might be a typical negative thought you have about yourself? Got one? For example:
‘'m not good enough’

How do you feel when you think about that statement? Notice what happens if you get into the habit of
adding ‘I'm having the thought’ infront of the thought:

‘m having the thought I’'m not good enough’.

You're not trying to change the thought, or challenge it, or control or argue with it. Maybe add ‘I'm noticing
in front of that:

‘m noticing I’'m having the thought I’'m not good enough’

How does that feel compared to the first statement?

BRP Thesis Research Portfolio 2024 20315255 09173015 128



Appendix L: Magic wand metaphor as described in the ACT manual

ACTIVITY: The magic wand.
Imagine we have a magic wand. | wave the wand and magically, all the painful thoughts and

feelings you are experiencing are not a problem anymore. They’re still there, but magically you

can cope with them and they aren’t affecting you.

BRP Thesis Research Portfolio 2024 20315255 09173015 129



What would you be doing differently? How would you act differently towards others? What
would you start doing more of, or what would you stop doing? If we were to watch a video of
you, what would we see that would be different?

Do any of these things give you clues into what might make your life more meaningful?

Appendix M: Annoying neighbour metaphor as described in the ACT manual

Neighbour Brian
You can think of willingness in the same way you would think of an unwelcome guest.
Here is a 4 minute video talking about this:

https://www.youtube.com/watch?v=VYht-guymF4

The Unwelcome Party Guest - an Acceptance & Commitment Therapy (ACT) Metaphor
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(by Joe Oliver).

The video talks about what happens when an unwelcome guest turns up at your party, and
how spending all of your time trying to get rid of the unwelcome guest takes the fun out of the

party.
What this metaphor is about is all the feelings and memories and thoughts that show up
that you don't like. There are many ‘Brian’s at your door. If you wait for them to go away before

enjoying the party, you will never enjoy it. The issue is how you respond your own painful
experiences (your Brian’s).

Appendix N: Psychological Quicksand as described in the ACT Manual

SUFFERING: PSYCHOLOGICAL QUICKSAND

Imagine you came across someone in the middle of a patch of quicksand. The person is
shouting, "Help, get me out,” and is beginning to do what people usually do when they are stuck
in something they fear: struggle to get out. When people step into something they want to get
out of, 99.9% of the time the best action to take is to walk, step, or jump out of trouble.
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But with quicksand, the more the person struggles — the deeper they will sink.

So what should you do? If you know how quicksand works, you would tell the person to stop

struggling and to lie flat, like a starfish, to maximize contact with the surface of the

quicksand. The person would stop sinking deeper and might even be able to roll to safety. And

yet, it is extremely counterintuitive to maximize body contact with the quicksand. Someone
struggling to get out of the quicksand might not realize that the wiser and safer action to take
would be to get with the quicksand.

Psychological pain is a lot like this, and it can sometimes feel endless. Exactly when will the

quicksand of a distressing memory completely vanish?
This self-help guide isn’t written to help you free yourself from the quicksand you find

yourself in, but to get with it. The issues that you’ve struggled with might still be around (or
they might not), but does it matter, if you are living your life to the fullest?

BRP Thesis Research Portfolio 2024 20315255 09173015

132



Appendix O: Research Poster
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