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Abstract
Objectives: The World Health Organisation has predicted that by 2020, brain injury will be one of the leading causes of disability in the world (Hyder et al, 2007). Psychological difficulties are common in this population, with up to 60% of individuals experiencing mental health difficulties (Acquired Bain injury Outreach Service, 2012). Therefore, with the rapid rise in referrals, services are under increasing pressure to provide innovative ways of offering effective and cost-efficient care. This research aimed to evaluate a novel transdiagnostic Acceptance and Commitment Therapy group approach for supporting individuals adjusting to life following the diagnosis of a neurological condition.

Methods: A mixed-methods waiting-list control design was used and carried out across two sites of Hertfordshire Neurological Outpatients Service. The outcomes of the group were assessed using four outcome measures evaluating acceptance, self-identified difficulties, low mood and anxiety, as well as a semi-structured interview to identify mediators of change.

Results: Ten participants from the intervention group completed, equating to a 76.9% completion rate. The results indicated that those in the intervention group made significant improvements across all measures of acceptance, self-identified difficulties and psychological distress. Those in the waiting list groups did not experience any change in these domains. The qualitative feedback from participants was also highly positive. Participants reported the usefulness of the ACT strategies, in addition to valuing being in a group with others with a range of difficulties. Participants reported greater awareness and acceptance, as well as increased activity and improved mood.

Conclusions: The ACT group is a potentially effective and cost-efficient method of supporting individuals with adjustment following diagnosis of a neurological condition. Despite these promising findings it is important to acknowledge the limitations, such as the small sample size and research design. Further research would be beneficial in order to evaluate the intervention using more rigorous methods.

1. Introduction

1.1 Opening comments
The diagnosis of a neurological condition can change an individual’s life in an instant. With an increase of over 38% in neurological related hospital admissions between 2008-13, there are now over 12.5 million cases of individuals with neurological conditions in the UK (Neurological Alliance, 2014). These numbers are set to rise further with the improvement of diagnostic techniques, medical treatments and more joined up service input (Neurological Alliance, 2003). The World Health Organisation predicts that by 2020, brain injury will be one of the leading causes of disability in the world (Hyder et al, 2007). 

With a future often fraught with uncertainty, psychological difficulties such as anxiety and low mood are common (Lezak et al, 2012). It is estimated that following diagnosis of a neurological condition, up to 60% of individuals will experience mental health difficulties (Acquired Brain Injury Outreach Service, 2012). Therefore, with referrals rapidly increasing, services are under more pressure than ever to find new and innovative ways to continue to offer the most effective and efficient care possible.

This study focused on a novel group intervention, working with individuals who have been diagnosed with a neurological condition and are struggling with the challenges of adjusting to a new life. First though, we will be taking a journey through the literature in order to provide a grounding for this study and justification for its completion. This will be followed by a systematic review identifying literature which addresses the specific objectives of this research, culminating in the conception and implementation of this exciting study.
1.2 Epistemological position

Before I introduce you to the main body of the topic, it will be important to explain the epistemological standpoint from which I have put together and carried out this research. Studying on the University of Hertfordshire course has opened my eyes to the world of philosophy and epistemology. I have developed a strong belief in Social Constructionism but remain aware that we live in a world where there is a need to make meaning and sense. This is particularly prevalent in the NHS where the use of constructs such as diagnoses can serve as a gatekeeper to services or access to benefits.
Working within a health setting I have found value in the use of diagnostic terminology. Being equipped with a medical diagnosis can help in understanding the trajectory of how a physical health condition may progress or improve. However, when it comes to mental health and psychological distress, I hold a social constructionist viewpoint in that I do not believe in the existence of the diagnostic classifications presented within manuals such as the Diagnostic Statistical Manual of Psychiatric Disorders (DSM-V) (APA, 2013) and International Classification of Diseases (ICD-10) (WHO, 2004). I do not see them as valid explanations of an individuals’ distress, or representative of ones’ experiences and journey in life.
However, in order to set the scene and describe the evidence base in justifying the research I have completed, I cannot steer clear of using such terminology. I am aware of my misgivings about the way in which we define ‘evidence’ and question the heavy reliance on quantitative methods in the implementation of therapies across the NHS. I will bear this in mind when discussing the research methods I have employed, and my justification for this, later on. However, it would be remiss of me to ignore large bodies of research and to overlook these as part of the story of what works for whom.

I believe that Social Constructionism would question the notion of evidence, but not ignore it. It would sit uncomfortably with diagnostic classification, but accept that human distress may exist, whether tick boxes are used to describe it or individually tailored formulations. Therefore, throughout this research I will attempt to provide a critical look at the evidence base that has informed my research question and to hold this in mind when evaluating the findings of this study.

1.3 Neurological conditions

It may be useful to begin by defining some of the conditions which will be focused on throughout this research. The terms “neurological condition or disorder” refer to a myriad of difficulties that individuals experience as a result of damage to the brain. A neurological condition may be caused by an acquired brain injury (e.g. Stroke, traumatic brain injury, hypoxic brain injury, neurological infection) or may be progressive in nature (e.g. Parkinson’s Disease, Multiple Sclerosis, Alzheimer’s Disease, Brain Tumour). 
1.3.1 Acquired Brain Injury

The term ‘Acquired Brain Injury’ (ABI) is an umbrella term used to describe a variety of conditions which occur as a result of damage to the brain. These can include traumatic brain injury (TBI), stroke, hypoxic brain injury, brain tumour, cancer and brain insults. The majority of research in the area has been conducted on TBI and stroke (Ciuffreda & Kapoor, 2012).

Traumatic brain injury is defined as “an acquired, sudden-onset, non-progressive and non-degenerative condition, exclusive of birth trauma, affecting neurologic function” (Ciuffreda & Kapoor, 2012). A TBI is usually caused by a sudden trauma to the head and may be caused by a blow or jolt. TBI is commonly classified according to the Glasgow Coma Scale (GCS) as mild, moderate or severe and is based upon the individual’s level of consciousness following resuscitation (Ghajar, 2000). It has been estimated that around two thirds of individuals who have experienced a TBI will fall within the mild-moderate bracket (Busch & Alpern, 1998). The symptoms of a TBI can include headaches, nausea, difficulty balancing and behaviour or mood changes.  
One of the most commonly experienced Acquired Brain Injury is a Cerebral Vascular Accident, the medical term used to describe a stroke, caused by the restriction of blood flow to the brain. There are two major types of stroke, Ischemic and Haemorrhagic. An Ischemic stroke is caused by a blocked blood vessel, whilst a Haemorrhagic stroke is caused by the rupture or haemorrhage of a blood vessel.  The symptoms of a stoke can include the loss of sensation of one side of the body or ability to move it, loss of vision on one side, or linguistic difficulties in terms of speaking or understanding (Wolfe, 2000). The impact of a stroke may also result in bilateral effects. These symptoms can persist long term, but there are interventions which enable individuals to regain the skills lost as a result of the stroke (Dobkin, 2004).

The impact of an ABI can have long term consequences including an effect on cognitive abilities, for example, attention, processing and executive function, in addition to an impact on social behaviour and judgement and mood (Milders, Fuchs & Crawford, 2003).

1.3.2 Progressive neurological conditions

Aside from ABIs, another classification of neurological condition is those which are progressive, such as Parkinson’s Disease (PD), Multiple Sclerosis (MS) and Muscular Dystrophy. Dementia, another progressive neurological condition, has not been included in this literature review. This is due to the fact that patients with diagnoses of Dementia are not seen within the neurological service where this research took place, but rather are referred to a specialist local memory service.
Parkinson’s Disease is a progressive neurological condition caused by an absence of sufficient dopamine in the brain causing death of brain cells. The cause of this is often unknown, resulting in most people being diagnosed with Idiopathic Parkinson’s Disease. PD results in the slowing of movement, tremor and rigidity. Parkinson’s can also be characterised by fatigue, pain and an impact on mood (Parkinson’s UK, 2014).

Multiple Sclerosis is a progressive neurological condition which impacts on nerves in the brain and spinal cord. This can cause a wide range of difficulties including loss of vision, problems with the movement of muscles, ataxia and fatigue.  

There are three main types of MS, relapsing remitting, primary progressive and secondary progressive. Relapsing remitting is the most commonly diagnosed type of MS and is characterised by the flare up of symptoms which last between a few days and a few months (MS Society, 2016). Primary progressive is the least common type of MS and is characterised by a progressive increase of symptomatology from the start, with no periods of remission. The secondary progressive type is developed by around 65% of those with relapsing remitting MS and is characterised by the gradual worsening of symptoms (MS Society, 2016).

Muscular Dystrophy is a progressive neurological condition which results in the weakening and wasting away of muscle tissue which results in increasing levels of disability. The condition can affect the heart muscles used for breathing which results in the condition becoming life threatening. As well as impacting on an individual physically, due to the progressive nature and uncertainty the diagnosis brings, this can also cause psychological distress to those affected (Conway et al, 2015).
1.4 Prevalence of neurological conditions

Within the population of those who have a disability, neurological conditions make up a large proportion of those with a short or long term disability (National Audit Office, 2011). In 2014, The Neurological Alliance predicted that around 12.5 million people in the UK were living with a Neurological condition, around 20% of the population (Neurological Alliance, 2014). Of these, 350,000 had an Acquired Brain Injury and 2.6 million had been diagnosed with a progressive condition.
The high prevalence of neurological conditions and care required as a result led to NHS expenditure of £4.4 billion on neurological conditions in 2012/13, which equated to 4.3% of total NHS expenditure (Neurological Alliance, 2014). In addition to this, approximately £2.4 billion is spent per year on social care services for those with a Neurological condition. 

Furthermore, there has been a growing set of research which has found that there is a close link between psychological and physiological factors in neuro-rehabilitation (Malec et al, 2007). It has been argued that neuropsychological factors were a greater cause of ‘disability’ after TBI than neuro-physical ones (Bond, 1976), with research finding an association between the high incidence of mortality in the years following a TBI and poor mental health (McMillan, Teasdale, Weir & Stewart, 2011). Research has demonstrated that psychological difficulties following diagnosis of a neurological condition were associated with higher levels of hospital readmission, suicide, long term disability, mortality and use of outpatient services (NHS Improvement, 2011). 

Not only can diagnosis affect an individual’s mental health, but this can in turn impact on the neuro-rehabilitation an individual is accessing. For example, where an individual is feeling anxious, they may find greater difficulty in engaging with their rehabilitation programme, which may impact on their recovery (Acquired Brain Injury Outreach Service, 2011). Therefore, it is crucial that we not only look at the neuro-physical sequelae following an injury, but the neuropsychological issues too. For example, Fleminger (2013) reflected on the mind-body connection and argued that the consideration and support provided for those with mental health conditions is a crucial part of neuro-rehabilitation. Therefore, it could be argued that access to psychological therapies for those with a neurological condition could be crucial in their progress in neuro-rehabilitation. 

1.5 Psychological difficulties associated with neurological conditions

As mentioned earlier, it is estimated that following diagnosis of a neurological condition, up to 60% of individuals will experience mental health difficulties (Acquired Brain Injury Outreach Service, 2012). These include depression (Kreutzer, Seel & Gouley, 2001), anxiety (Tyerman & King, 2004) and/or a negative impact on general wellbeing (Janssens et al, 2003). 

Research investigating the mental health of those with TBIs found that during the first year following a TBI around 20-40% of individuals had difficulties related to low mood (Fleminger et al, 2003). This was supported by Koponen et al (2011) who found that a year later, 47.4% met criteria for a Mood Disorder according to the DSM-IV (APA, 1994) and following two and a half years, this remained high at 42% (Kreutzer, Seel & Gourley, 2001). This illustrated that these psychological difficulties were not just reactive but can remain long lasting affecting an individual for years to come (Waldron, Casserly & O’Sullivan (2013). Furthermore, research suggests that the rate of depression following a stroke ranges from 25% to 79%, depending on time of assessment and method of measurement (Kneebone & Dunmore, 2000). Research following 149 individuals with Parkinson’s for between 15-18 years showed there was a 50% rate of Depression in this population (Hely, Morris, Reid et al, 2005). This was significantly higher than the general population, where 2.6% meet criteria of Depression and a quarter of the population of the UK experience a diagnosable mental health condition (McManus et al, 2009).
As well as affecting an individual’s emotional and cognitive abilities, the impairment can also disrupt how an individual sees themselves and their world (Gracey et al, 2008). One of the most devastating consequences of a neurological condition can be the loss of an individual’s identity and sense of self (Bennett & Raymond, 1997). It has been argued that psychological therapy should focus on supporting the individual to develop or adjust their self-concept. This may be achieved through the exploration of an individual’s experiences and the personal meaning they attach to their injury (Yivisaker & Feeney, 2000). Following diagnosis of a neurological condition, there is often a period of adjustment to new life circumstances, with changes to relationships, ability to work and leisure activities (Anson & Ponsford, 2006). Wilson (1989) proposed that a key aim of Neuro-rehabilitation was to support clients in managing, overcoming or coming to terms with their difficulties following a brain injury.

1.6 Adjustment following diagnosis of a neurological condition

The diagnosis of a neurological condition or injury can be life changing and may require significant adjustments within an individual’s life, whether related to physical or mental health (Brain and Spine Foundation, 2015). Adjustment can be defined as the process of coming to terms with or making sense of a change to one’s life and engaging in a process of adaptation to real or potential changes in functioning. Here we will be focusing on the experience of adults whereby adjustment typically involves adapting to a loss of function which, depending on the diagnosis, can either be progressive or non-progressive (Kolb & Whishaw, 2009). As well as changes in function, individuals may be presented with challenges relating to their lifestyle choices and circumstances such as work, as well as socioeconomic adjustment. These challenges can be long lasting as an individual contends with their condition and the difficulties that come with it. However, it is also important to acknowledge that positive changes may occur despite the experience of a neurological condition (Folkman, 1997). This might include experiences of personal strength, increased sense of challenge and a greater appreciation for life and of relationships (Linley & Joseph, 2004).
Once an individual has started to become aware of changes occurring to their self, they may start to reflect on their condition, in terms of the changes to their lives and what this may mean (Rabinowitz & Arnett, 2013). Goldstein (1959) spoke of individuals experiencing a brain injury and then the ‘catastrophic reaction’ which can include attempts to suppress difficult thoughts about one’s impairment, as well as increasing effort to withdraw from activities which might expose such challenges. This is akin to the concept of experiential avoidance (Hayes & Strosahl, 2004), as described within the Acceptance and Commitment Therapy model and which will be discussed in further detail later in this chapter. Whilst this may be protective at the beginning it may result in the loss of skills and missed opportunities for developing awareness of their difficulties and adjusting to their new identity. Therefore, avoidance has been associated with poorer emotional adjustment following a brain injury (Anson & Ponsford, 2006). 
Another explanation of the process of adjustment was suggested by Gracey, Evans & Malley (2009). They designed the ‘Y-Shaped model’ which proposed that following an injury, an individual experiences social and personal discrepancies. Social discrepancies are based on the impact on social relationships and the quality of these relationships post-injury. Personal discrepancies occur where an individual compares their functioning pre and post injury in an unfavourable way. This leads them to focus on the negative changes and losses, resulting in increased emotional distress. One way in which this can be worked with is by offering a therapeutic space which offers a chance for self-reflection in order to reduce the personal discrepancies, as well as in group settings where the social discrepancies can be worked on and modelled in-vivo. This can result in meaningful changes for the individual in terms of their life and psychological growth which is represented at the bottom of the Y.
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Figure 1: The Y-shaped model (Gracey, Evans & Malley, 2009)

Interventions which have been found to be effective with individuals in rehabilitation settings aim to increase a client’s awareness of their difficulties and challenges, support adjustment in addition to increasing awareness of social issues and finding practical solutions. Individuals are then encouraged to practice techniques at home to find which strategies work for them and provide a framework for new and more adaptive beliefs about themselves and their abilities (Gracey, Evans & Malley, 2009).
Therefore, supporting individuals to adjust to their new condition involves a continuing process of increased awareness, sense making and coping with changes in function. An individual’s sense making and appraisal of an injury has been shown to impact on their use of coping strategies as well as emotional distress and wellbeing. The way in which an individual copes is likely to be a combination of the neuropathology of a condition, their psychological qualities, as well as environmental and social factors. Therefore, it has been argued that an important aim of neuro-rehabilitation is to support individuals with adjusting to changes in role or identity, as well as changes in function (Wilson, Gracey & Evans, 2009). 
1.7 Current clinical guidelines for working with neurological conditions

As a result of the high prevalence of mental health difficulties in those with neurological conditions, it is important to consider what the current guidelines recommend in terms of offering psychological support to this population.

There is little recommendation from the NICE guidelines for head injury in terms of psychological input (NICE, 2014). The guidelines suggest a referral to Clinical Psychology at follow-up when an individual is experiencing persisting problems following a head injury. However, there is no further mention of specific models or time frames to use with this population. Guidelines written by the Royal College of Physicians suggest that those who have experienced an ABI should be provided with access to individual or group therapies for their emotional distress (RCP, 2003). They should also have access to long-term services which take into account the ever changing nature and effects that a head injury can have following the critical incident.

The rehabilitation guidelines for Stroke (NICE, 2013) state the use of psychological therapies within the stroke pathway. It states the need to assess cognitive and emotional functioning and to provide support to families and carers of those who have had a stroke. The guideline recognises the changing nature over time of a stroke sufferer’s emotional condition. It states that when emotional difficulties are highlighted at reviews, they should be signposted to relevant psychological teams. There is no mention of any particular type or intensity of therapy within the guidelines. The use of psychological interventions for those with emotional difficulties following a stroke is further emphasised by a BPS paper (NHS Improvement, 2011), which highlights the importance of providing psychological support within a holistic package of care which also includes other professions such as Occupational Therapy and Physiotherapy.

The NICE guidelines for Parkinson’s Disease (NICE, 2006) states that emotional difficulties are widespread for those with PD. However, there is very little mention of psychological therapy in the paper and interventions are more based on pharmacological treatments. Parkinson’s UK released a statement in 2011 stating that 58% of those with PD had low mood and 45% had anxiety, amongst other difficulties they had been experiencing. They also stated that of these figures, only 11% of those with PD had been able to access psychological services (Parkinson’s UK, 2011). In addition to this, a BPS paper (MacNiven, 2009) focused on the need to increase specialist Clinical Psychology services and to place these at the heart of care for those with PD. The paper continues to add that Parkinson’s is a varying and chronic condition, so it is important to consider psychological input and provision of services throughout the course of Parkinson’s as support can help to reduce psychological distress and improve wellbeing and quality of life.

In terms of MS, the most recent NICE guidelines (NICE, 2014) states that care for an individual must use a multidisciplinary approach, with psychology a part of this. It also makes mention of the role of psychology in assessing memory and cognition. However, there is no mention of any particular types of therapy which might work with this population or whether intervention might differ with different types of MS, duration since diagnosis or severity. The MS Society (2015) recommends the use of talking therapies in order to support individuals with any anxiety, low mood or emotional distress they are facing as a result of their diagnosis.

Overall, the guidelines clearly state a multidisciplinary approach to caring for those with neurological conditions, whether this be Stroke, Parkinson’s, MS or any other rarer diagnoses. Such care should include access to Occupational Therapy, Physiotherapy, psychological and pharmacological treatments.  Although some neurological conditions state the utility of psychological interventions within this population, there is a clear absence of any long term strategy for supporting individuals psychologically with their conditions, as well as the regular adjustments which come with progressive conditions. It is clear that the use of psychology within these conditions is an undeveloped and potentially underutilised area within this population.
1.8 Current psychological approaches to neuro-rehabilitation

With the prevalence of psychological difficulties in neurological conditions widely accepted, but a lack of specificity regarding what psychological therapies should entail, a variety of interventions have been developed in order to support this population (Anson & Ponsford, 2006). One of the most popular approaches to working psychologically with this population is through the use of Cognitive Behavioural Therapy (CBT). In those with neurological conditions, CBT has been used to support those with a variety of psychological difficulties such as depression (Siegert & Abernethy, 2005), anger (Medd & Tate, 2000), anxiety (Hsieh et al, 2012) and dementia (Bradbury et al, 2008). However, although research has resulted in some promising outcomes for the use of CBT in this population, other studies have shown more mixed outcomes (Rasquin et al, 2009). 

There have been questions over the suitability of CBT with this population, particularly due to the limited available evidence using randomised controlled designs (Whiting et al, 2012). A review conducted by Waldron, Casserly & O’Sullivan (2013) found that unless the CBT intervention directly targeted symptoms of anxiety or depression, there were only partial reductions of such difficulties. Furthermore, for CBT interventions which aimed at improving anger management or coping, these skills did not result in a reduction of anxiety or depression.

The aim of targeting one area of distress can be considered as one of the potential drawbacks of using CBT with this population, particularly when considering the high level of co-morbidity for those with neurological conditions. For example, those with MS may struggle with fatigue, low mood and anxiety, those who have had a stroke may struggle with difficulty locating words from their mental lexicon, or those with a traumatic brain injury might be having difficulties with sleep and changes in relationships as a result of their diagnosis.  Furthermore, techniques such as thought challenging might not be considered appropriate, for example where ‘negative thoughts’ are difficult to alter due to the nature of an individual’s condition (Kinney, 2001). In addition to this, attentional difficulties may result in an individual finding it difficult to identify a thought, retain and then challenge it simultaneously (Blanchet et al, 2009). Finally, there is also research which suggests that the use of CBT in this population has varying levels of effectiveness with some evidence of negative outcomes (Lincoln & Flannagan, 2003).

1.9 Recent developments in psychological approaches in neuro-rehabilitation

With questions being raised regarding the suitability of CBT for this population, it may be useful to consider some of the latest psychological approaches to neuro-rehabilitation. Following on from these CBT approaches, the third wave of behavioural interventions, notably Acceptance and Commitment Therapy (ACT), have rapidly grown (Kangas & McDonald, 2011). Rather than attempt to alter psychological events, such as thoughts and feelings (Beck, 1993), they work to change an individual’s relationship with their psychological experiences and the function of these (Hayes et al, 2006). ACT targets the function of events to change an individual’s relationship with them rather than to try to alter their experience of them through challenging or reconstruction. This approach has been argued to be particularly useful for this population as it aims to support individuals to live a life they value, despite any difficulties they may be encountering as a result of their condition (Kangas & McDonald, 2011). ACT has been gaining popularity and developing a growing evidence base for supporting those with neurological conditions (Gillanders & Gillanders, 2014). 

1.10 The foundations of ACT: Relational frame theory

Before discussing the conceptual framework of Acceptance and Commitment Therapy, it is important to consider its origins in the form of Relational Frame Theory (RFT) (Hayes, 2001). RFT centralises the role of language and cognition and the way in which these two interact. RFT suggests that as humans, it is our unique ability to relate different events and objects together, which can fundamentally alter our perception of different experiences and events. As a result of this, words can take on the characteristics of an object. For example, even if a computer is not present, we are able to generate a mental image of a computer just by saying the word. However, although this is useful, it can also work in the opposite way. For example, if someone has been through a traumatic event such as a car accident, it might be that when they think about their car accident, a whole host of associated thoughts, feelings, experiences and memories come to mind which may cause the individual distress. Therefore, this network of connections between experience and verbal stories related to it might lead an individual to believe that “I will always have an accident when travelling in a car”. RFT would suggest that this would be challenged by supporting the individual to test out a variety of behaviours to identify whether this thought is indeed true. By finding that this is not the case, these verbal networks are broken down and the individual is increasingly able to interact with the outside world and test out hypotheses this way, rather than through the previous networks created. 

This might be argued to be similar to CBT in the sense of putting oneself in a situation which might cause heighted distress. However, it is the theory of how these changes are enacted which differs, where CBT would argue that the change is caused by a reduction in distress due to experiencing (and processing) the event, RFT would say that this is due to language based processes enabling the disconnection of ties between the language utilised generating the fear of an accident and getting in the car. This breaking down of verbal relations illustrates the process of cognitive fusion, a core ACT process which will be discussed in the next section.

1.11 Acceptance and Commitment Therapy: conceptual and theoretical overview

From Relational Frame Theory grew Acceptance and Commitment Therapy. Contrary to widespread symptom reduction approaches such as CBT, ACT is based on emotional acceptance and supporting individuals to live a valued life, despite ongoing symptoms (Hayes, 2004). It appears under the umbrella of “third-wave” approaches and focuses on altering an individual’s relationship with their cognitions, rather than focusing on altering the content of such experiences. In addition to this, ACT aims to support people to experience their internal processes in a non-judgemental and mindful manner, which enables them to participate in meaningful action. 

ACT proposes that distress can be caused by two processes, cognitive fusion and experiential avoidance. Cognitive fusion occurs when verbal processes or linguistic labels become fused with and influence behaviour in a way which is inappropriate or unhelpful - words are taken literally. Experiential avoidance is when individuals engage in methods which are designed to reduce their experience of particular private experiences such as thoughts, feelings, body sensations or memories. Although this may work effectively for the individual in the short term, it may result in increasing isolation, due to them being able to carry out fewer of their values.

In order to alleviate distress, the ACT model focuses on six core concepts which are interlinked in the shape of a hexaflex (Hayes & Strosahl, 2004) (see figure 2). Through working on these six elements, the aim of ACT is to support the individual to enhance their Psychological Flexibility (Hayes, 2004).  Psychological Flexibility is the core concept of ACT, found at the nexus of the ACT hexaflex. It is the overarching term which unites the arms of the hexaflex and is defined by the ability to connect with the present moment and act according to one’s set of values (Hayes, 2004). In a move away from experiential avoidance, the ability to be flexible offers individuals the choice to commit to their values and change their actions or persist with those which are working for them. This is supported by research which found a link between positive mental health and Psychological Flexibility (Fledderrus et al, 2010).
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Figure 2: The six core processes of ACT aim to build psychological flexibility
In order to develop Psychological Flexibility, the ACT model proposes six components which contribute to this: cognitive defusion, contact with the present moment, self as context, acceptance, values and committed action.

The element of cognitive defusion is based on stepping back from distressing cognitive processes such as thoughts, emotions or experiences. This part of the ACT model emphasises the importance of loosening one’s attachment to the meaning which has been attributed via language. For example, altering the experience of treating the thought as a true representation of reality, but rather observing this as just a thought. This means that we consider which may be the most useful thoughts, rather than how true they are.  Through cognitive defusion we are able to let such thoughts come and go, rather than to get caught up and affected by them. ACT encourages the individual to respond to such thoughts in terms of workability rather than literality. By doing so, ACT suggests that we are more able to live a life that we value.

Contact with the present moment focuses on supporting the individual to connect, in a non-judgemental way, with environmental and psychologically based events as they occur. It encourages the individual to direct their full consciousness toward the event, rather than to be overwhelmed with several thoughts. This is akin to the technique of mindfulness which involves paying attention to both one’s internal processes as well as the external world. Individuals receiving an ACT intervention will usually be supported to develop these skills through the use of mindfulness, which has been found to be effective as an intervention within its own right in those with neurological conditions (Canade, 2014). By paying attention to the present moment and paying attention to our behaviour, ACT argues that we are able to act more effectively, as opposed to when we are wrapped up in past thoughts or future plans. There is also the argument that by being in contact with the present moment, we are better able to identify our cognitive processes. By increasing such awareness this gives us a greater opportunity to do things differently or behave in a way which works better for us (Harris, 2013). 

The self as context arm of the hexaflex aims to make the distinction between the individual and the difficulties they are experiencing. It is defined as the standpoint from which we are able to observe our own thoughts and feelings and the space within which these can move. Through ‘meta-observation’ i.e. observing that we are observing, we are able to notice it rather than get caught up in it. Essentially, we are becoming aware of our own awareness. Without this, the ACT model proposes that we are functioning within the self as content zone. This occurs where we fuse with the idea of our conceptualised self, rather than observe these thoughts about ourselves as just that, thoughts, rather than facts.  Therefore, self as context tries to connect the individual with a transcendent sense of themselves which is separate to any thoughts and feelings they may have. This is about who an individual is, rather than what they “have”. If one is to use diagnostic terms, it is the difference between someone being Schizophrenic or having Schizophrenia. It is hoped that by developing the ability to observe and accept troubling inner experiences without fusing with these beliefs, this will help relieve distress.

Acceptance focuses on developing skills in making space for difficult experiences so that such processes are no longer such a struggle. Acceptance essentially relates to the ability to counter experiential avoidance by allowing inner experiences to exist as they are, rather than trying to control, manipulate or alter them in any way. Whether these are difficult or painful, all such experiences are allowed to be present and given space to exist. We are encouraged to move away from struggling with them to a place of acceptance where they can come and go naturally. Therefore, acceptance enables us to experience difficult private events without them impacting on our ability to act on our values.

The use of values in ACT aims to identify the behaviours an individual would like to participate in which they may not currently be doing.  Values are essentially ideas we have about what we want to do with our lives, our ideals, what we believe in and how we want to carry these beliefs out. Values give our life purpose and a road map for how we want to live our lives and conduct ourselves. 

Committed action builds on this through the setting of goals which fit with individuals’ values (Whiting et al, 2012). Such action can be taken in a flexible way whereby one can adapt to challenges as they arise and living in a way which fits in with our values, whatever situation we may find ourselves in. Committed action occurs through carrying out any of the above techniques such as contact with the present moment or just through attending therapy. 

1.12 Rationale for using ACT for this population

The description of ACT above is useful in helping to understand the model and how it can be applied. However, it would now be helpful to consider how this model could be applied to a neurological population.

1.12.1 ACT as a transdiagnostic approach

The conceptualisation of ACT as a transdiagnostic approach is particularly relevant to this client population. As described earlier, ACT conceptualises psychopathology as being caused by a combination of cognitive fusion and experiential avoidance. As higher level processes, these can be applied across a range of psychological disorders (Harvey et al, 2004) and thus ACT can be defined as a transdiagnostic model (Keville, 2012). 

With the recent publication of the Diagnostic and Statistical Manual of Mental Disorders-5 (American Psychiatric Association, 2013) encouraging the categorisation of individuals by ‘diagnostic boxes’ rather than individual experience, our understanding of commonalities between these labels has been limited and stunted (McEvoy, Nathan & Norton, 2009). Therefore, transdiagnostic approaches are now being revisited, with commonalities between ‘disorders’ being highlighted, investigated and considered in the way in which we support individuals to overcome their difficulties.

There is a growing body of research suggesting that the commonalities which are found in emotional distress outweigh the differences, regardless of the diagnosis given (Norton & Phipp, 2008). Research has shown that there are high rates of comorbidity in mental health and therefore, this supports the possibility that there are higher order factors which explain the difference between ‘disorders’ (Moses and Barlow, 2006). In the case of those with neurological disorders, there are a wide variety of difficulties individuals experience and which can change as the condition progresses, such as mood difficulties, coping with adjustment, experiential avoidance and cognitive fusion. Therefore, it is hoped that a transdiagnostic approach which provides individuals with ‘tools for life’ irrespective of how their condition progresses, will leave them well placed to cope with the ongoing challenges that life brings. 

As a result, there is potential that the ACT model could be applied to those with a variety of neurological conditions. Therefore, it has been suggested that a more unified approach is employed when supporting those with mental health concerns (Barlow, Allen & Choate, 2004), with one approach fitting in to this mould being Acceptance and Commitment Therapy.

1.12.2 Applicability of ACT to this population

The flexibility with which ACT can be used across a variety of different conditions and difficulties has resulted in it becoming a growing area of popularity for research and clinical use with those with neurological diagnoses (Gillanders & Gillanders, 2014). Indeed, it has been suggested that ACT may be particularly helpful for those adjusting to neurological conditions as it works to enable emotional acceptance and an integration of an individual’s impairments into their new self-concept (Myles, 2004). Furthermore, rather than attempts to reduce symptomatology, techniques such as mindfulness encourage the individual to notice their difficulties and experience these with curiosity and openness (Hayes, Strosahl & Wilson, 1999). In addition to this, there is evidence that the use of acceptance based techniques support individuals to adapt their behaviour and reintegrate socially in a way that is meaningful to them (Antonak, Livneh & Antonak, 1993). As a result, this may enable the individual to adjust to their new circumstances and enable them to reconnect with their values and commit to moving their life in a direction they value (Whiting et al, 2012). 

Unlike other therapies which encourage individuals to attempt to control their thoughts, the aim of ACT is to support individuals to accept their difficult thoughts, feelings and experiences whilst living a life they value (Hayes et al, 2006). ACT aims to support post-traumatic growth (Lawrence, 2010) through supporting positive change in the face of adversity caused by a traumatic event. In doing so, ACT focuses on the function of these cognitions, rather than to attempt to reduce distress by restructuring beliefs which cognitive models might consider to be maladaptive.  This is supported by evidence which suggests that although ACT does not attempt to remove distressing cognitive events as other methods of therapy do, these events do reduce through the use of ACT (Hayes et al, 2006).

Furthermore, it could be argued that an individual’s beliefs about themselves or illness may be based on truth, dependent on their condition (Graham et al, 2014). An example in those who have had a neurological condition comes in the form of those who have had a stroke. Burvill et al (1995) points out the experience of distress for an individual who has experienced a stroke is common. Considering the functional limitations which might occur as a result of a stroke (Lawrence, 2010), an element of distress from this experience is to be expected. Therefore, using therapy as a method to help individuals to believe that their distress is maladaptive may be undermining as some element of distress is to be expected considering what has occurred (Gregg et al, 2007). In supporting individuals to accept this distress, rather than challenge it, ACT is freed from the shackles of attempting to control what may be expected levels of distress. Rather than focusing on challenging beliefs, ACT focuses on functionality and supporting an individual to live a valued life despite the difficulties they are facing (Soo, Tate & Lane-Brown, 2011). 

1.12.3 Evidence base for use of ACT in neurological population

Theoretically, the application of ACT for those with neurological conditions is supported, but research is required to demonstrate the real life impact that the use of this model has. There is a growing evidence base for the use of ACT across a range of difficulties, from anxiety (Roemer & Orsillo, 2007), to health conditions such as diabetes (Gregg et al, 2007), addictions (Hayes et al, 2004) and difficulties related to psychosis (Gaudiano & Herbert, 2006). Furthermore, a meta-analysis conducted by Hayes et al, (2006) found an average effect size of 0.42 across 32 studies and compared favourably in comparison to other therapies such as CBT.

In terms of neurological conditions, Tooze et al (2014) conducted a review of the use of psychological therapy with individuals with chronic pain and multiple sclerosis showing that the use of ACT was a promising form of therapy for this population and could offer benefits in terms of improving quality of life. Some of the following examples illustrate the evidence for ACT across a variety of neurological conditions.

One piece of research reported on a single case study of a 62-year old woman with secondary progressive multiple sclerosis (Gillanders & Gillanders, 2014). The intervention was based on individual sessions intertwined with some joint sessions with her partner. Prior to the intervention, measures were collected which assessed her levels of psychological distress as well as acceptance. Findings indicated that her scores on measures of anxiety and low mood had reduced to subclinical levels following the intervention. The authors also noted that she reported a higher level of acceptance of her difficulties as well as the ability to perspective take and become aware of her memories and cognitions in order to help her lessen the impact of these difficulties. Another single case study was of a male who had suffered a stroke and was experiencing anxiety (Graham et al, 2014). He was provided with an ACT intervention with the outcomes demonstrating a reduction in physical pain, considerable improvements in levels of anxiety and reduced stress and low mood. The authors drew a parallel between the improvements found in the individual and an increase in psychological flexibility. Despite these positive results, it is important to consider these results in the context of a case study design and as such, these results cannot be confidently generalised to the wider neurological population. There are also considerations as to how these participants were selected and whether those who were chosen were more likely to benefit from an ACT intervention. As a result, the ecological validity of these findings can be questioned.

The use of ACT techniques for those with MS was also examined in a study supporting couples (Pakenham & Samios, 2013). This study investigated the impact of mindfulness and acceptance skills in supporting sixty-nine couples with their adjustment following one of the dyad’s diagnosis of Multiple Sclerosis. They looked into the impact on the individual with MS themselves, as well the impact of their partner developing these skills on their relationship. A variety of outcomes were studied including mood, life satisfaction, acceptance and adjustment. Findings indicated that increased mindfulness and acceptance resulted in better adjustment, and positively impacted on mood. Further analysis also found that acceptance contributed towards improving relationship satisfaction. However, this study may be criticised for its reliance on self-report measures and non-random sampling methodology, limiting the generalisability of these findings. Despite these limitations, this study suggests that mindfulness and acceptance can play a useful role in helping individuals with chronic conditions with their adjustment and relationship satisfaction.
Another piece of research used a case study series to investigate the use of ACT with individuals diagnosed with a brain tumour (Kangas et al, 2015). Four participants took part, all of whom met thresholds for clinical levels of psychological distress using a series of measures of depression and anxiety. Findings indicated that following the intervention, three of the four participants demonstrated improvements which took them to levels below criteria for an anxiety or depression diagnosis. The fourth individual, who they reflect had a long standing complex psychiatric history prior to the brain tumour, saw a stabilisation in their symptoms. Participants were found to maintain improvements they made at three-month follow-up. It is encouraging that the results of the above studies have found improvements made across a variety of neurological diagnoses and that these improvements are maintained, however the small sample sizes are a significant limitation. With the large level of variation in the way in which neurological conditions affect individuals, the importance of conducting trials using larger numbers of participants to ensure a more representative sample is of utmost importance in assessing the effectiveness of ACT for this population.

With this in mind, there has been research conducted using a larger sample size. In this instance, the utility of an ACT intervention has also been tested for patients with refractory epilepsy. Sixty patients were offered between 6-20 sessions of one to one therapy with an average of 11.5 sessions. Findings indicated a combination of medium and large effect sizes for improvements in low mood, anxiety, self-esteem, adjustment and overall quality of life (Dewhurst, Novakova & Reuber, 2015). These improvements were sustained six months after the end of therapy, illustrating the maintenance of improvements from the intervention. As with the case studies, these results demonstrate promising results for the use of ACT across a variety of neurological conditions. However, the absence of any control group means that improvements made cannot be attributed to the ACT intervention with a great deal of certainty. 

1.12.4 Critical evaluation of ACT

It is important to note that although the evidence for ACT is promising, it is not unequivocal. For example, as the evidence base for ACT can still be considered as a growing area with the stroke population, it cannot be said with great certainty that this would be the most appropriate method of intervention (Soo, Tate & Lane-Brown, 2011). Furthermore, Ost (2014) completed a meta-analysis evaluating the effectiveness of ACT, in addition to comparisons against other therapeutic methods. Ost concluded that although ACT was probably efficacious for a variety of difficulties, it could not be considered well-established for any disorder. 

With this in mind, the use of group ACT interventions remains a potentially efficacious method of delivering therapy to those with neurological conditions and has been a growing area of research. Therefore, it was considered useful to take a more focused look at the research in this area in order to provide a rationale for the undertaking of this study. 

1.13 Systematic review of ACT in neurological conditions

A systematic review was conducted in order to investigate the use of Acceptance and Commitment Therapy groups in supporting individuals struggling with adjustment difficulties following the diagnosis of neurological condition. A series of key terms were used (See Table 1) in searching through the following databases: SCOPUS, Pub Med, Google Scholar and University of Hertfordshire database. Articles since 1999 were searched as this was when a key text about Acceptance and Commitment Therapy was published, leading to an upsurge in interest and a large increase in articles, books and research publications. Google Scholar was used and this method is supported by research which found that of 738 articles included in 29 systematic reviews, there was 100% coverage found in Google Scholar. This database was combined with other databases to ensure the best chance of full coverage of all articles (Jean-Francois, Rollin & Darmoni, 2013).
Table 1: Key search terms used for systematic review
	Key terms
	Acceptance and Commitment Therapy

Neurological

Group

Intervention

Adjust*


An emphasis was placed on adjustment to these difficulties as this has been identified to be a key difficulty following the acquisition of a neurological difficulty, with mood difficulties often occurring as a result of the changes which have occurred in an individual’s life (Brain and Spine Foundation, 2015). The inclusion criteria were as follows:
1) Sample does not include children or young people under 18.

2) Must be an Acceptance and Commitment Therapy intervention which is not combined with other forms of therapy

3) Primary focus of study must be on individuals with a neurological condition

4) Focuses on those who have suffered a neurological condition rather than carers or family

5) The intervention offered was in a group format 

6) Must utilise quantitative methods of measuring change
The search terms above generated 478 papers (see Figure 3). Further examination of the papers revealed that 20 were duplicates, which resulted in 458 remaining for review. Initial screening of the papers indicated that 441 were not suitable, leaving 17 papers remaining. Following the reading of papers’ abstracts, 11 were selected for full paper screening. Full reading of the remaining 11 papers indicated that 7 were not suitable due to not meeting inclusion criteria, resulting in the remaining 3 papers which were included in this review (see Appendix 1). 










Figure 3: Flowchart of search process

1.13.1 Systematic review literature
As noted through conducting the systematic review, there are a number of research studies investigating the use of ACT in supporting those with neurological conditions. Although there are fewer studies looking specifically into the role of ACT in supporting those with adjustment, the research conducted in this area has been promising. 
One such study investigated the use of ACT in the promotion of psychological adjustment following traumatic brain injury (Whiting et al, 2012). The study focused on two participants who had both experienced a traumatic brain injury and aimed to support their emotional adjustment following this. The participants were male and attended seven joint sessions of ACT. In order to test change, measures were carried out to assess mood and psychological flexibility.  Findings indicated reduced psychological distress and increased psychological flexibility following the ACT intervention. The authors also noted that participants had achieved qualitative goals that they had set in line with their values. This illustrated that not only had psychological distress reduced, but participants were now living a life in line with their values, a key aim of ACT.

As suggested by a review conducted by Tooze et al (2014), the use of ACT has been found to be a useful method of therapy for supporting those with Multiple Sclerosis. This is backed by a study by Sheppard et al (2010) who found promising results from a half-day ACT workshop (n=15). At three month follow up, findings indicated improvements across a variety of domains including emotional distress and quality of life, but not on mindfulness or physical symptoms. The authors suggested that the time taken to develop and hone mindfulness skills may have meant that the full benefit of this may not be realised until later than the three-month follow-up period. 
The use of ACT with this population has been tested more rigorously using a randomised controlled trial (Nordin & Rorsman, 2012). The aim of this study was to evaluate a group intervention for individuals with Multiple Sclerosis using the ACT model. The study included participants with a diagnosis of Multiple Sclerosis and who were experiencing emotional distress as a result. The two therapy conditions offered were ACT or relaxation training and included five sessions for each, spread over a 15-week period. The ACT group showed similar improvements to the relaxation training across anxiety and low mood but showed higher levels of acceptance at the 3 month follow up. This study supports the utility of various therapeutic approaches, but particularly for ACT in supporting individuals to live a valued life and to increase their psychological flexibility.
Therefore, these findings contribute to the increasing literature base which suggests that ACT within a diagnostic specific group format may be a useful method of intervention for across a variety of neurological conditions. However, there is no available research based on a transdiagnostic ACT group model, which was the approach used within this research. Therefore, it is clear from the limited evidence available that further research is required.

1.14 ACT group

It is important to consider the challenges of providing psychological interventions in a context where therapists often have large caseloads, characterised by individuals with complex needs across a variety of domains. The key consideration is then how to maximise individuals’ gains and adjustment in a cost-effective manner. As a result, interventions are developed in order to target and support adjustment in terms of increasing self-awareness, as well as to reduce emotional distress (Anson & Ponsford, 2006). This has been found to be possible in both individual and group settings. Therefore, the use of group methods is one way in which to provide these skills and a space to work on these strategies whilst being a potentially cost-effective method of providing such care. Therefore, in early 2014, the author collaborated with the Neuropsychology team at Hertfordshire Neurological Service to devise an ACT group intervention for adjustment following diagnosis of a neurological condition. 

With limited resources and an ever increasing desire to improve services offered to patients, Hertfordshire Neurological Service is constantly looking at new and innovative ways of offering increasingly effective and satisfactory interventions. One way the service has done so in the past is through the use of group based interventions. The service currently offers various types of groups (e.g. memory group) but these are primarily psychoeducational and more exploratory work is conducted individually. During discussions within the Clinical Psychology team, it was agreed with service managers that there was a need for a group which focused on offering coping strategies, in addition to providing the opportunity to explore the effects of individuals’ diagnosis. Such an intervention would aim to support individuals’ navigation of the adjustment process. A review of the research in the area was completed by the author, including identifying models being used within similar services and the evidence base for their use. Following this initial investigation, the findings were presented to the Clinical Psychology team and it was agreed that a group would be devised by the author based on principles of ACT.

The intervention provided a combination of ACT techniques, in addition to a space for group members to build relationships and share their difficulties. The group aimed to help individuals increase acceptance of their difficulties and engage with their values. In 2014, a pilot ACT group was held within Jacketts Field Rehabilitation Centre, as part of a community neurorehabilitation service in Hertfordshire (Ben-Zion, Friedland & Keville, in preparation). The group was formed of eight individuals with a variety of diagnoses and outcomes were measured using a mix of quantitative and qualitative methods. Using the Acceptance and Action Questionnaire-version 2 (AAQ-II) (Bond et al, 2011), Psychological flexibility was found to increase, albeit not significantly, and this effect was maintained at 1 month follow up. Psychological distress was also measured using the Clinical Outcomes in Routine Evaluation-10 (Barkham et al, 2013) and was found to be significantly reduced at 1 month follow up. 

The group was also assessed using qualitative feedback through a service satisfaction evaluation form. These indicated there was a high amount of satisfaction signifying that this was a socially valid intervention. One aspect of the group that participants particularly commented on was the transdiagnostic nature of the group. Participants greatly valued the space made for sharing their experiences with individuals with a variety of neurological conditions. Participants found the support of the group and the ability to normalise their difficulties highly valuable and this may have resulted in a higher level of acceptance of their own difficulties. This is supported by further research which suggests that group formats including individuals with shared difficulties are key in creating change for those participating (Williams et al, 2013). This would suggest that the group mode of intervention may have contributed to the mechanism of change and may go further to explain the improvements found on the AAQ-II and CORE-10. 

It is important to acknowledge that although there is a growing body of evidence for the use of ACT with a variety of neurological conditions and in group settings, there was no peer-reviewed evidence for the use of ACT with a group of individuals with differing neurological conditions. Therefore, it has been suggested that an ACT based group intervention may provide an effective method of supporting those with adjustment following a diagnosis of a neurological condition but that this requires further research (Ben-Zion, Friedland & Keville, in preparation). 

1.15 Summary of key points

· Acceptance and Commitment Therapy has been posited as a transdiagnostic approach which may be useful in supporting those with adjustment following diagnosis of a neurological condition.
· Research has shown that by supporting individuals to develop their psychological flexibility using the ACT model, this can result in a reduction in emotional distress and support adjustment. 
· Overall, research suggests that the use of ACT is a promising intervention for individuals adjusting following a diagnosis of a neurological disorder. However, with a limited number of studies investigating the topic, further research is required into the effectiveness of ACT within neuro-rehabilitation (Kangas & McDonald, 2011).
1.16 Next steps

In order to establish ACT as an evidence based practice within clinical guidelines, the quality of research is crucial in doing so (Perdices et al, 2006). Therefore, Kangas (2011) argues that controlled trials are needed, as currently such evidence is sparse. One recommendation is through the use of a waiting list control design as this enables us to evidence the utility of the intervention as well as offering everyone the opportunity to receive the intervention.

Some of the criticisms which could be aimed at the initial pilot of the ACT group (Ben-Zion, Friedland & Keville, in preparation) is the lack of control group utilised in the study. This meant that the possibility of regression to the mean could not be ruled out, whereby those who accepted the intervention had elevated mean scores which then reduced to the mean following the intervention. In addition to this, there was also a limited age range of attendees at the group. It will be important at future groups to see if these results are replicated across a larger age range. Furthermore, there was also the possibility that the measures used were not appropriate in that they did not effectively tap into any change produced as part of attending the group. Although this may not be the case, it will be important to carefully consider the measures used in future evaluation of the group and utilise qualitative methods to provide another angle with which to evaluate change.

1.17 Rationale for this research

Therefore, as a result of the promising findings from the initial group, this study is based on the further evaluation of this innovative group intervention. It is hoped that this research will bolster the evidence for the implementation of an ACT group in the context of a neurological service through the use of more rigorous research methods. This research is also being conducted in order to add to the body of evidence for the use of ACT as a transdiagnostic therapy and the use of this model within the context of a neurological service.

As discussed earlier, with finances in the NHS becoming ever tighter, it is important to find new and innovative ways of delivering high quality therapy in a way that benefits the individual receiving it, but that is also cost effective to the commissioner. The potential benefits of providing a group intervention could serve to manage the high levels of referrals being received by the service and to free up resources to support those with more complex needs in individual therapy. Therefore, this research not only aims to investigate the effectiveness of this intervention, but also the resources required with which to run the programme and cost-effectiveness to the service.

1.18 Research aims and hypotheses

The following research aims will be addressed by this study:

a) To identify the uptake and completion rates of the group intervention

b) To investigate the effectiveness of an ACT group intervention for adjustment following diagnosis of a neurological condition

c) To compare the effectiveness of an ACT group intervention in comparison to a waiting list control condition

d) To identify the efficiency of the intervention through identification of further access to services following attendance at the ACT group intervention 

e) To identify whether participants perceived the intervention as satisfactory and acceptable 

The aims of this study supported the development of three main hypotheses which would be investigated during this research study.

Hypothesis 1: Post-intervention scores for each of the measures would significantly improve for those who have attended the intervention in comparison to those who remained on the waiting list (between-groups comparison)
Hypothesis 2: Those in the intervention group would show statistically significant improvements on all outcome measures (within-subjects comparison)

Hypothesis 3: Those in the waiting list group would not show any statistically significant improvements on all outcome measures (within-subjects comparison)

2. Method
2.1 Epistemological position in relation to the methodology

This research study utilised a mixed methods design in order to investigate the effectiveness of an ACT group intervention. Within the service where this research took place, the use of quantitative outcome measures is routine practice. This is required for reporting to management and commissioners in order to prove the effectiveness of the interventions offered. 
Although social constructionism would primarily advocate for the use of qualitative methods, there is also the acceptance of the use of quantitative social constructionist studies (Alvesson & Skoldberg, 2009). Therefore, whilst the use of quantitative methodology provided the opportunity to attempt to measure change through the use of validated questionnaires, this was supplemented through the qualitative interviews which offered the chance to measure change in words. It could be argued that the utility of a mixed-methods evaluation would serve to get closer to individuals’ true experience by measuring various aspects of their group encounter.  

2.2 The Service

Hertfordshire Neurological Service (hereafter referred to as “the service”) offers a variety of therapies to individuals who have been affected by a variety of acquired and progressive neurological conditions. The service provides inpatient, outpatient and community based services. This research study was based within the outpatient arm of the service and conducted at two sites across the county: Jacketts Field Rehabilitation Unit (JFRU) and Danesbury Neurological Centre (DNC). 

Following recovery from an acute neurological episode (e.g. a stroke or traumatic brain injury) or diagnosis of a neurological condition (e.g. Multiple Sclerosis or Parkinson’s Disease) an individual may not require inpatient care but may still benefit from the support of a multidisciplinary team within an outpatient service. In this case, an individual may be referred to the outpatient service at JFRU or DNC by their GP, health professional or by an inpatient unit where they have been staying. 

Once referred to the outpatient service, individuals have an initial screening assessment with a member of the Multidisciplinary team. The Multidisciplinary team consists of Clinical Psychologists, Physiotherapists, Occupational Therapists, Nurses and Dieticians. During this assessment, the health professional assesses the patient’s needs across a variety of domains including mobility, nutrition, cognition and mood. 

Those identified by the team to potentially benefit from an intervention supporting them with adjustment following diagnosis or onset of a neurological condition, are placed on the waiting list for the ACT group. Those who are considered to have more complex or unique psychological needs, for example post-traumatic stress or require a cognitive assessment, are placed on the waiting list to be seen for a psychological assessment.


Figure 4: Flowchart of service-user journey through Hertfordshire Neurological Outpatient Service

2.3 Design

This study used a waiting-list control group mixed methods design and was administered identically at two sites: Jacketts Field Rehabilitation Unit and Danesbury Neurological Centre. One intervention group was run at Jacketts Field and a second was facilitated at Danesbury. Each site had a waiting-list control group who were recruited from each site’s waiting list. 

Participants were offered a place in the group based on their position on the ACT group waiting list. A “zipper design” was used whereby the first set of names were invited to attend the intervention group, whilst the second set acted as a waiting list control group. Following the completion of the intervention groups, those on the waiting-list were provided the ACT group. The procedure in Figure 5 was duplicated across both Jacketts Field and Danesbury sites and illustrates how individuals were allocated to groups.
Those who attended the first ACT group at either Jacketts Field or Danesbury will hereafter be grouped together and called the “intervention group”. Those who remained on the waiting list will also be grouped and be referred to as the “waiting-list control group”.
Both the intervention groups and control groups were administered outcome measures at two time points (see figure 5). All participants were administered measures during the assessment for the ACT group (Time 1) and at the end of the intervention group (Time 2). At the end of the intervention group, completers were also administered a service satisfaction evaluation questionnaire. At the time of analysis, post-intervention outcome measure data was not available for those who had initially been in the waiting-list group but subsequently received the ACT intervention. This data will be included in future journal articles relating to this research.
The independent variable in this study was the ACT group. The dependent variables were, changes in acceptance (Acceptance and Action Questionnaire-II): changes in index difficulties as described by participants (Things I’d like to change), low mood (Patient Health Questionnaire-9) and anxiety (Generalised Anxiety Disorder Questionnaire-7).



Figure 5: Research design duplicated at Jacketts Field and Danesbury, including time points for outcome measure data collection

2.4 Inclusion and exclusion criteria

As mentioned above, when a client attended an initial assessment by one of the multidisciplinary team, they were considered for psychological support. If adjustment was a potential concern, they were considered for the ACT group. Those who fulfilled the criteria below were placed on the waiting list for the ACT group.
Inclusion criteria:

· Individuals with a current neurological diagnosis

· Difficulties with adjustment following onset or diagnosis of a neurological condition

· Adult aged 18 and above

· Sufficient cognitive capacity and English language skills to participate in group discussions 

Exclusion criteria:

· Recent history of drug or alcohol abuse

· Unable to consent to taking part in the group

· Significant cognitive impairment

· Attendance at a previous ACT group 

2.5 Recruitment
During the assessment, demographics were collected including age, gender, ethnicity, diagnosis and duration since diagnosis. Participants were also categorised into two diagnostic groups of “Sudden onset” or “Progressive Neurological Conditions” using guidelines by the Neurological Alliance (2014). The ‘sudden onset’ category includes conditions such as Stroke, Traumatic Brain Injury and Spinal Injuries. The ‘progressive neurological conditions’ category includes Multiple Sclerosis, Parkinson’s Disease and Muscular Dystrophy amongst several others. Diagnostic characteristics would help to identify which diagnostic categories the group was most and least helpful for.  
Informed consent to take part in the research was also sought at this time. Participants were explained the aims of the research, why they were being asked to take part and what would be involved. A participant information sheet (see appendix 2) was handed out and consent form (see appendix 3) was completed at this time. Individuals were also informed that they could withdraw their consent for their information to be used in the research at any time up until one month after the end of the group. However, in this case no individuals declined to take part in the research or subsequently withdrew their consent for the data to be used.
2.6 Participants

Twenty-seven individuals were invited for an assessment for the group from the ACT group waiting list, with thirteen at Danesbury and fourteen at Jacketts Field. Each individual was assessed by a member of the Psychology team to ensure they fit the above criteria for the group (See assessment form in appendix 4). 

Of these twenty-seven, twenty-six were suitable for the ACT group. One individual was not suitable due to a poor grasp of English which would have significantly impacted on their ability to understand group content and participate in discussions. Of the twenty-six individuals, twenty-four accepted an invite to attend the course. Two individuals did not feel confident about attending a group.  Therefore, with twenty-four out of twenty-six meeting inclusion criteria and accepting an invitation to attend the group (whether immediately or after a period on the waiting-list), there was a 92.3% group uptake rate.  

Of the twenty-four remaining participants, thirteen were within the intervention groups and eleven were within the waiting list control groups. Participants were considered to have completed the group if they attended a minimum of four sessions. 

There were thirteen in the intervention groups of which ten participants completed, a 76.9% completion rate. Reasons for non-completion were the programme not being appropriate for their needs (n=2) and hospitalisation due to illness (n=1). 

Following the completion of the first two groups across JFRU and DNC, those on the waiting lists were invited to attend the ACT group. Of the eleven within the waiting list group, one group member was unable to start the intervention due to work commitments and so was placed back on the waiting list for the group. Ten started the group, with nine completing, a 90% completion rate. One participant was unwell and unable to fulfil the minimum 4 session criteria for completion. The demographics characteristics of all participants who attended at least one session can be found in Table 2.

Table 2: Demographic characteristics of combined intervention and waiting list control groups sample 
	
	Completers (n=19)
	Non-completers (n=4)
	Total 
(n=23)

	Gender (%)
Male

Female
	9 (47.4)
10 (52.6)
	2 (50.0)

2 (50.0)
	11 (47.8)

12 (52.2)

	Age 
Mean (years)
	54.4
	63.5
	56.0 

	Ethnicity (%) 
White British

White Scottish

White Irish

White Other
	16 (84.2)
1 (5.3)
1 (5.3)
1 (5.3)
	4 (100.0)
0

0

0
	20 (87.0)
1 (4.3)
1 (4.3)
1 (4.3)

	Diagnosis (%)
Traumatic Brain Injury
Stroke

Parkinsons Disease

Multiple Sclerosis

Corticobasal Degeneration

Muscular Dystophy

Charcot-Marie Tooth

Spinal Injury

Other Neurological condition*
	4 (21.1)
4 (21.1)
3 (15.8)
5 (26.3)
1 (5.3)
1 (5.3)
0

0

1 (5.3)
	0

0

0

2 (50.0)
0

0

1 (25.0)
1 (25.0)
0
	4 (17.4)
4 (17.4)
3 (13.0)
7 (30.4)
1 (4.3)
1 (4.3)
1 (4.3)
1 (4.3)
1 (4.3)

	Years since diagnosis

Total Mean 

Sudden onset 

Progressive
	7.2
1.3 (n=8)

11.4(n=11)
	11.9

n/a

11.9 (n=4)
	8.0
1.3 (n=8)

11.5 (n=15)


*Anonymised to ensure non-identification of participant. Figures in brackets are percentages, unless otherwise indicated.
Of those individuals who attended at least one session of the course, this resulted in an 82.6% completion rate (19/23 participants). Individual completion rates for the four groups (for those that attended at least one session) were 67.0% (4/6 completed), 85.7% (6/7 completed), 80.0% (4/5 completed) and 100.0% (5/5 completed). 


The demographic characteristics of those who completed within the intervention groups can be found in Table 3 below. This illustrates that there was a mix of males and females with a mean age of 53.6 (range 37-77). The majority of participants identified as White British (80.0%). This is representative of the referrals received by the population served across the two locations. 
Diagnoses represented by group completers included a variety of both sudden onset and progressive conditions, with time since diagnosis ranging from 0.5 years to 38 years (range 37.5 years). The information gathered did not clarify what specific type of Multiple Sclerosis individuals had been diagnosed with (eg. primary, secondary, relapsing remitting). The differences between these groups will be discussed further in the Results and Discussion sections.
Table 3: Demographic characteristics of completers in intervention groups only
	
	Intervention group (n=10) 

	Gender (%)
Male

Female
	4 (40.0)
6 (60.0)

	Age

Mean (years)
	53.6

	Ethnicity (%)
White British

White Irish

White Other
	8 (80.0)
1 (10.0)
1 (10.0)

	Diagnosis (%)
Traumatic Brain Injury

Stroke

Parkinson’s Disease

Multiple Sclerosis

Muscular Dystrophy
	2 (20.0)
2 (20.0)
2 (20.0)
3 (30.0)
1 (10.0)

	Years since diagnosis 
Mean 

Median
	8.8

1.8

	Years since diagnosis by diagnostic category

Sudden onset (n=4)

Mean

Median 

Progressive (n=6) 

Mean

Median
	1.0

1.0 

14.0 

3.25


2.7 Intervention

The group manual was developed by the author and was based on the manual “ACT for Psychosis” (O’Donoghue et al, 2013), in addition to the outline from Whiting et al, (2012) and techniques from “The happiness trap” (Harris, 2013). Following the completion of three pilot groups prior to this study, further changes were made to the manual in response to feedback received from service-users. These included simpler explanations for concepts such as mindfulness and the provision of summary handouts at the end of each session. This will be discussed in further detail later in this chapter.
The group took place over six weekly 1 hour sessions and focused on the six concepts of the hexaflex in order to support individuals to reduce experiential avoidance and develop their psychological flexibility. For more detail regarding the content of the sessions, please see appendix 5. The groups were facilitated by a Trainee Clinical Psychologist or Clinical Psychologist who was experienced in using the ACT model and working within group settings with a transdiagnostic population. It is important to note that the Trainee Clinical Psychologist who ran the groups based at Danesbury Neurological Centre was the author of this project. The implications of this on outcome measurement will be discussed in the Measures and data collection procedures section below.
Due to the transdiagnostic nature of this group and the variation in neurological functioning of participants, it was important to make adjustments to the group, as recommended by Soo, Tate & Lane-Brown (2011). ACT materials were adapted for the needs of those with neurological conditions, through the use of examples, metaphors, written materials and an emphasis on experiential learning. Handouts were given out to remind individuals of individual techniques which had been covered and summary sheets were created for participants to take home each week to help them retain the information and ideas discussed during the session. 

2.8 Service user involvement

Prior to the beginning of this research, the group was run as part of routine practice within JFRU and DNC and had been held on three occasions. Following the end of each intervention, a focus group was conducted in order to explore what participants found helpful, as well as areas to improve, with particular emphasis on content, facilitation and group demographics. As a result of this and further deliberations with the Psychology team, changes were made to the final group manual, such as a greater emphasis on mindfulness, simplified explanations for concepts and more activities built in for participants to practice their skills.

2.9 Measures and data collection procedures

2.9.1 Quantitative measures
The measures used within this research tested a variety of domains including psychological flexibility, low mood, anxiety and a visual analog scale which enabled participants to choose what was important to them in improving their wellbeing, rather than pre-defined categories which may or may not relate. 


The measures employed within this study can be found in the appendices (see appendices 6,7,8,9). All individuals were requested to complete a series of four validated self-report measures at two time points. These were the Action and Acceptance Questionnaire – version 2 (AAQ-II), Things I’d like to change (TILTC), Patient Health Questionnaire-9 (PHQ-9) and Generalised Anxiety Disorder-7 (GAD-7). 

As mentioned earlier, the groups run at Danesbury Neurological Centre were facilitated by the author of this project. As participants were aware of this, there was the possibility that this may have resulted in participants acquiescing and reporting greater gains on outcome measures than they actually experienced. The author attempted to minimise this by ensuring that an independent individual collected all post-intervention quantitative and qualitative data. 
2.9.1.1 Primary outcome measures 

The “Action and Acceptance Questionnaire (version 2)” and “Things I’d like to change” measures were specifically used for the ACT group in order to aid with the measurement of outcomes.

Action and Acceptance Questionnaire-2 (AAQ-II)
The AAQ-II (Bond et al, 2011), is a 7-item measure of psychological flexibility and experiential avoidance. This measure assesses an individual’s acceptance and avoidance of thoughts, as well as commitment to living according to one’s own values. The total score for this measure is calculated by adding scores for each item together, with a minimum score of 7 and maximum of 49. Higher scores indicate greater levels of psychological flexibility. The cut off score for clinical severity for the AAQ-II has been suggested to be 24 (Bond et al, 2011).

The importance of psychological flexibility and acceptance has been of growing importance over the past 15 years with Chawla & Ostafin (2007) conducting a review examining the role of experiential avoidance in the cause and maintenance of psychological distress. The findings indicated that there was a significant association between psychopathology and behavioural difficulties. Further investigation conducted by Hayes et al (2006) found that when considering the wellbeing and quality of life of individuals, psychological inflexibility accounted for around 16-28% of the variation in outcomes on health related questionnaires. Therefore, in the context of an ACT intervention which focuses on supporting individuals to improve their psychological flexibility, it seems important that this construct is measured using the AAQ-II. 
Things I’d like to change (TILTC)
One of the criticisms of the use of quantitative outcome measures is that they try to measure dynamic factors, using static measures. It might be that standardised questionnaires do not always tap into the difficulties that individuals with neurological conditions are experiencing and the opportunity to define these themselves might provide an opportunity to measure real change.  Therefore, this study attempted to overcome this through the use of a measure which is bedded further into individuals’ personal context and experience (Kashdan & Rottenberg, 2010). 

The “Things I’d like to change” measure is a validated client defined difficulties questionnaire (Scott et al, 2001). In completing this measure, participants identify up to three things that they would like to change and which are “realistic” insofar that they are not as a result of an irreversible neurological condition. The measure uses a visual analog scale, which requires the individual to rate the difficulty along a 10cm line from “not a problem” on one side to “couldn’t get any worse” at the other. The participant rates this at the start of the intervention and again at the end and the change is measured and then converted to a percentage.  Visual Analog Scales have been found to be reliable and valid instruments, as well as highly sensitive to change (Reips & Funke, 2008). Depending on the outcomes found, the scores on this measure could be correlated with changes detected on other measures to assess the impact on psychological wellbeing that changes on context dependent measures have (Wolgast, 2014). 
2.9.1.2 Secondary outcome measures

Although the ACT group is directed at improving psychological flexibility and reducing experiential avoidance, the feasibility study conducted on the first ACT group run within Hertfordshire Neurological Service (Ben-Zion, Friedland & Keville, in preparation) suggested that it may help reduce psychological distress. However, this was based on very small numbers and must be treated tentatively. Therefore, the use of the Patient Health Questionnaire-9 and Generalised Anxiety Disorder Questionnaire within this study served to confirm or reject the hypothesis that the ACT group impacts on psychological distress.

Patient Health Questionnaire-9

The PHQ-9 is a 9-item screening and diagnostic tool used in the identification of depression. The total score for the measure was calculated by adding each of the scores for the individual items. The total score for the PHQ-9 ranges from 0-27, with higher scores indicating higher levels of depression. The following scores indicate various levels of depression severity: 0-4 (none), 5-9 (mild), 10-14 (moderate), 15-19 (moderately severe), 20-27 (severe). The PHQ-9 has been found to have robust psychometric properties with diagnostic validity being established in a number of studies (Kroenke, Spitzer & Williams, 2001). 

Generalised Anxiety Disorder Questionnaire-7

The GAD-7 (Spitzer, Kroenke & Williams, 2006) is a 7-item screening measure used to identify the presence and severity of generalised anxiety disorder. The measure is scored from 0-3, with a total score of 21. The total score for the measure was calculated by adding each of the scores for the individual items, with higher scores indicating greater anxiety. The cut off scores used are 5 for mild, 10 for moderate and 15 for severe anxiety. The GAD-7 has been found to have a high level of internal consistency, reliability and validity (Lowe et al, 2008). 
2.9.2 Qualitative measures

2.9.2.1 Client change interview

Following the end of the intervention groups at JFRU and DNC, all intervention group completers were offered the opportunity to take part in an interview. This was conducted in order to further understand participants’ experiences of being in the group and what they considered to be mediators of change. All participants agreed to take part and the Client change interview (CCI) (Elliot, 1996) (see appendix 10) was employed as part of the interview process. This interview was chosen as it provided a space for individuals to highlight areas of key change as a result of attending the group and to consider what may have brought about these changes. It also provided an opportunity for the interviewee to reflect on helpful aspects of therapy and areas for improvement.

The interviews were also used to help identify aspects of individuals’ lives which may have been impacted on by the group, in order to further refine referral criteria. These interviews were carried out by independent individuals within the team who did not run the group which was being evaluated (a Research Assistant and a Trainee Clinical Psychologist). 

2.9.2.2 Service satisfaction evaluation questionnaire

Following the intervention and as part of routine practice and service standards, a service evaluation measure was provided at the end to participants (see appendix 11). This questionnaire consists of ten multiple choice questions, focusing on items such as participants’ experience of the group, ability to understand and apply the content, in addition to the experiences around the facilitator and group environment. It also asks participants to rate their satisfaction with the duration of sessions as well as the overall length of the group. Participants are also asked whether they would be likely to recommend the group to a friend or family. At the end there are free text questions where participants are invited to comment on strengths of the group, areas which could be improved and any other comments they wish to make to the group. These measures are routinely collated by the service and used in order to improve the wider group programme.

2.10 Power calculations 

As a result of resource limitations it was not possible to recruit more than 24 participants into this study. Therefore, power calculations were carried out using GPower 3.1 (Buchner et al, 2009) computer software based on the actual sample sizes to identify the actual level of power for the independent and dependent samples t-tests that were used to test the main hypotheses.

A power calculation for the t-test for dependent samples showed that a total sample size of N=13 was required to detect a mean difference from pre to post within the intervention group representing a strong effect size (Cohen’s dz = .75) with an alpha error of 5% (one-tailed) and a power of 80%. The study, therefore, had sufficient power to discover a strong effect size within the intervention group (Cohen, 1988).

By contrast, the power to detect a strong effect size (Cohen’s d = .80) between the means of the intervention (n = 13) and control group (n = 11) using the t-test for independent samples was only β = .60 with an alpha error of 5% (one-tailed) and, therefore, rather modest.

2.11 Analysis strategy 

2.11.1 Quantitative analysis

Statistical analyses were undertaken using the computer package “SPSS Statistics for Windows version 23 (IBM)”.

Initially, demographics of the sample were analysed, in terms of those who attended each of the groups and their characteristics, including age, ethnicity, diagnosis and time since diagnosis. Following this, descriptives of the sample at both baseline (Time 1) and post-intervention (Time 2) were calculated and compared between the intervention and waiting list control groups. To check for skewness and outliers, the distribution of scores were assessed at both time points. This also allowed for a decision to be made about whether to employ parametric or non-parametric analytical tools.

Following this, the intervention hypotheses were tested as a set of planned comparisons between the intervention and control group involving the means of the outcome variables at time 2. In addition to these between group comparisons, comparisons within the groups was also tested in relation to a mean change from pre to post on the outcome measures. 

Further investigations then tested for overall gain scores across each of the measures. These gain scores across measures were analysed using correlational analysis in order to identify correlations between measures and the relationship between different constructs or areas of improvement.

2.11.2 Qualitative analysis

The content gathered from administering the Client change interviews was analysed using Thematic Framework Analysis (Ritchie et al, 1994). The aim of using this method of analysis was to enrich the quantitative data and provide qualitative support for any changes that were detected as a result of the group. 

The framework analysis method is characterised by the use of rows and columns whereby data is summarised on a case by case basis into a predetermined structure. This method of analysis uses a deductive framework which aims to test theories, rather than an inductive framework which aims to generate them (Ritchie et al, 2013).  In this case, three overarching themes were selected into which individual quotes were placed. These were “intervention design”, “intervention process” and “impact”.

· The intervention design included the logistics of the group, where it was held, what was included in the group, duration and structure. 

· The intervention process is the way in which it was run, including the experience of being in a transdiagnostic group and the style in which the group was run. 

· The impact measured the impact that the group had on the lives of those who attended it. This may include impacts on them, those around them, in relationships of theirs and short or long term impacts.  

These superordinate themes were chosen based on those used in a similar process in previous research (Michelson et al, 2014). This provided a framework in which to place interviewees responses but was one which was flexible and could be altered if responses did not seem to fit within such categories. The interviews were conducted in order to provide richness to the quantitative data and to provide further clarification and detail about what was useful and what could be improved which pure quantitative data does not provide. 

According to Gale et al, (2013) there are seven main phases of conducting a Thematic Framework Analysis. However, as this was a deductive study which used a predetermined framework, only four of the stages were required (see Table 4 below). For the purposes of this study, the author listened to tapes and coded participant responses into each of these three brackets (see appendix 12). Following this, sub-themes were identified within each of the three parts of the framework. To provide validation three of the ten that attended interviews were given to a research assistant who coded these and which were then compared with the author’s completed frameworks.

Table 4: An Overview of the steps of conducting a Thematic Framework Analysis 

	Step
	Action
	Method



	1
	Transcription
	This can be either via an audio recording or verbatim transcription

	2
	Familiarisation with the interview
	Listening to the interview and familiarisation with content

	3
	Charting data into the framework matrix
	This includes adding quotes into the matrix in order to illustrate interviewees’ experiences. 

	4
	Interpreting the data
	Exploration of the data in order to provide explanations for an idea or concept. In this step, emergence of new concepts may appear, such as sub themes within the data.


The benefit of this approach is that it enables the researcher to use participants’ own expressions and frames of reference in order to describe concepts, prior to inserting them into a framework. Therefore, however the data is organised, the participant’s voice is retained. It is important to note that plugging in responses in an already devised matrix runs the risk of being open to quantification and similarity, rather than to capture difference in experience. Therefore, during the analysis phase it was important to utilise the pre-determined themes and to remain open to those which were emergent within the interpretative phase of the analysis. 

2.12 Ethics

Ethical approval was sought through the University of Hertfordshire (Reference: LMS/PG/NHS/00370), in collaboration with the Quality and Governance Team at Hertfordshire Community NHS Trust (HCHS). Ethical approval was then applied for using the Integrated Research Application System (IRAS) and was granted (Reference: 15/LO/1054) (see appendix 13 for approval letter).

2.12.1 Confidentiality 

Participants attended a group-based intervention which was primarily psycho-educational and which did not require participants to share personal information with others if they did not wish to. However, it was acknowledged that participants may want to disclose information about themselves during the group. Therefore, all participants were informed about the importance of confidentiality at the start of the group and agreed to respect others’ right to confidentiality and not disclose information about other participants outside of the group. Participants were informed that at no stage during the project would any personalised information be shared outside the research project team, unless the participant needed to be referred by the facilitators to other services because of emergency mental health risks. This will be considered in further detail below. Participants were also assured that confidentiality would be respected in any write-up of research findings and any identifiable information would be anonymised.
2.12.2 Ethical considerations

2.12.2.1 Consent 

When participants were referred to the group they were given an information sheet, in addition to a consent form to obtain permission for their data to be used in the study. At the end of the group, participants were invited to take part in individual interviews and consent to this information being used and audio recorded. Participants were informed that all data gathered from them would be anonymised and treated in strict confidence. Furthermore, when disseminating the results, participants were assured that care would be taken to ensure that no personal or incidental information could be used in order to identify anyone that took part. 

2.12.2.2 Risk

During the assessment, in addition to during therapy sessions, levels of risk were reviewed by the facilitators in order to ensure participants’ safety. The assessments were undertaken by a Trainee Clinical Psychologist or Clinical Psychologist who were trained to undertake such assessments and to identify where risk may be present. The research protocol stated that where the facilitator believed there was a risk to self or to others, trust procedures would be followed. However, no risk was reported throughout the duration of the study.
2.12.2.3 Waiting list issues

Those at the top of the waiting list were offered the group intervention and once full, the next set of individuals were offered the group as part of a waiting list control group. All participants were explained this during the assessment process and were informed of services they could access for support in the event they need immediate support relating to their mental health needs, whilst on the waiting list.

2.12.2.4 Identification of complex mental health difficulties

Prior to the commencement of the research, it was important to acknowledge that participants may reveal more complex mental health difficulties whilst attending the group. The group leader was a qualified Clinical Psychologist or Trainee Clinical Psychologist trained to attend to and manage these events, as well as to offer support and advice where appropriate. 

It was acknowledged that the intervention may have not been suitable for everyone and that this might emerge in the assessment stage or during the group. It was possible that participants may become distressed or upset during the group as a result of the material presented or discussed. Therefore, where this was the case, the suitability of the group would be considered by the assessor/group facilitator. Individuals would then be considered for other services where appropriate, such as individual support or crisis services where necessary. However, no individuals required any additional individual support or crisis services during the duration of any of the groups.
Furthermore, at the end of the group, each participant was offered the chance to be re-assessed by a facilitator to consider their needs and whether any support within the service or signposting elsewhere might be useful. All participants were reviewed and outcomes of these meetings will be discussed in the results section.
3. Results
3.1 Structure of results section
This results section addresses the main aims and hypotheses outlined earlier. The analyses of quantitative data are followed by the outcomes of qualitative interviews.

3.2 Quantitative analysis

This section will focus on analyses carried out on the four outcome measures employed by this study in addition to the quantitative components of the Client change interview.

3.3 Distribution of outcome measures at baseline
First, descriptive statistics were generated for each of the four measures used for the intervention and waiting list control groups, in addition to the total of both. Further, boxplots related to the distribution of scores for each of the measures in relation to the intervention and waiting list groups were generated. This was to enable the identification of any differences in mean scores between the groups, in addition to any differences in distribution of the data. The results indicated a reasonably symmetrical distribution of scores, with a small amount of variation between the groups (see Table 5). 
Table 5: Descriptive statistics of baseline measures
	Group
	Measure
	N
	M
	Median
	Minimum
	Maximum
	   SD 
	Skewness
	Kurtosis

	Intervention
	AAQ-II
	13
	28.31
	28.00
	12.00
	44.00
	9.06
	0.15
	0.11

	
	TILTC
	13
	75.14
	74.23
	49.00
	96.90
	14.54
	-0.22
	-0.45

	
	PHQ-9
	13
	13.54
	13.00
	4.00
	24.00
	6.70
	0.11
	-1.17

	
	GAD-7
	13
	10.46
	11.00
	4.00
	18.00
	4.37
	0.18
	-0.60

	Waiting List
	AAQ-II
	11
	24.09
	23.00
	12.00
	40.00
	9.35
	0.38
	-0.97

	
	TILTC
	11
	78.22
	73.70
	57.73
	100.00
	13.55
	0.33
	-0.86

	
	PHQ-9
	11
	13.18
	14.00
	7.00
	19.00
	4.77
	-0.10
	-1.75

	
	GAD-7
	11
	10.00
	10.00
	0.00
	17.00
	5.14
	-0.52
	-0.16

	Total
	AAQ-II
	24
	26.38
	25.50
	12.00
	44.00
	9.24
	0.20
	-0.60

	
	TILTC
	24
	76.55
	73.97
	49.00
	100.00
	13.88
	-0.03
	-0.57

	
	PHQ-9
	24
	13.38
	13.50
	4.00
	24.00
	5.78
	0.09
	-1.02

	
	GAD-7
	24
	10.25
	10.50
	0.00
	18.00
	4.64
	-0.23
	-0.39


3.3.1 Acceptance and Action Questionnaire version 2 (AAQ-II)

Figure 6 illustrates the distribution of scores for the AAQ-II at pre-intervention. This shows that the scores within the intervention group are relatively normally distributed, whereas the waiting-list group scores are slightly negatively skewed. There are also a wider range of scores for those within the intervention group.
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Figure 6: Boxplot showing the distribution of scores on the AAQ-II at baseline

3.3.2 Things I’d like to change (TILTC)

Figure 7 illustrates the distribution of scores for the TILTC at pre-intervention. This shows that the scores within the intervention group are negatively skewed, whereas the waiting-list group scores are slightly positively skewed. There are also a wider range of scores for those within the intervention group.
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Figure 7: Boxplot showing the distribution of scores on the TILTC at baseline

3.3.3 Patient Health Questionnaire (PHQ-9)

Figure 8 illustrates the distribution of scores for the PHQ-9 at pre-intervention. This shows that the scores within both groups are slightly positively skewed. There are also a wider range of scores for those within the intervention group.
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Figure 8: Boxplot showing the distribution of scores on the PHQ-9 at baseline

3.3.4 General Anxiety Disorder (GAD-7)

Figure 9 illustrates the distribution of scores for the GAD-7 at pre-intervention. This shows that the scores within the intervention group are slightly positively skewed, whereas the waiting-list group scores are negatively skewed. There are also a wider range of scores for those within the waiting-list group.
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Figure 9: Boxplot showing the distribution of scores on the GAD-7 at baseline

3.4 Independent t-tests between Intervention and waiting-list groups at baseline

As the two groups could not be randomly generated, it was important to identify any differences at baseline between the intervention and waiting list control groups. This included 13 participants in the intervention group and 11 in the waiting list group.  Independent samples t-tests (two-tailed) revealed no significant difference in the scores at baseline between the groups (see Table 6). These results confirmed that there were no statistically reliable mean differences between participants in the intervention and waiting list control group at baseline on the outcome measures.
Table 6: Mean differences at baseline between intervention and control groups
	
	
	N
	M
	SD
	T
	p-value

	AAQ-II
	Intervention 
	13
	28.31
	9.06
	1.12
	0.28

	
	Control
	11
	24.09
	9.35
	
	

	TILTC
	Intervention 
	13
	75.14
	14.54
	-0.53
	0.60

	
	Control
	11
	78.22
	13.55
	
	

	PHQ-9
	Intervention 
	13
	13.54
	6.70
	0.15
	0.88

	
	Control
	11
	13.18
	4.77
	
	

	GAD-7
	Intervention 
	13
	10.46
	4.37
	0.24
	0.81

	
	Control
	11
	10.00
	5.14
	
	


3.5 Distribution of outcome measures post-intervention 

Table 7 below presents the descriptive statistics for each of the four measures used for both the intervention and waiting list groups at time 2, in addition to the total of both. Further to this, boxplots related to the distribution of scores for each of the measures in relation to the intervention and waiting list groups are presented. These indicate a reasonably symmetrical distribution of scores, with a small amount of variation between the groups, despite the demographic and diagnostic differences.

Table 7: Descriptive statistics of post-intervention measures 

	Group
	Measure
	N
	M
	Median
	Minimum
	Maximum
	  SD
	Skewness
	Kurtosis

	Intervention
	AAQ-II
	10
	22.10
	20.00
	11.00
	36.00
	8.72
	0.35
	-1.32

	
	TILTC
	10
	55.30
	52.33
	33.33
	96.90
	18.62
	1.20
	1.83

	
	PHQ-9
	10
	9.10
	8.00
	3.00
	17.00
	4.95
	0.52
	-1.19

	
	GAD-7
	10
	6.20
	7.00
	2.00
	11.00
	2.86
	0.07
	-0.86

	Waiting List
	AAQ-II
	9
	25.56
	22.00
	13.00
	38.00
	10.14
	0.22
	-2.04

	
	TILTC
	9
	84.82
	81.47
	68.55
	100.00
	12.67
	0.13
	-1.99

	
	PHQ-9
	9
	12.33
	15.00
	4.00
	21.00
	6.98
	-0.06
	-2.17

	
	GAD-7
	9
	9.44
	10.00
	0.00
	18.00
	5.68
	-0.14
	-0.53

	Total
	AAQ-I
	19
	23.74
	21.00
	11.00
	38.00
	9.32
	0.33
	-1.45

	
	TILTC
	19
	69.28
	68.55
	33.33
	100.00
	21.77
	-0.04
	-1.14

	
	PHQ-9
	19
	10.63
	9.00
	3.00
	21.00
	6.06
	0.37
	-1.48

	
	GAD-7
	19
	7.74
	7.00
	0.00
	18.00
	4.60
	0.54
	0.11


3.5.1 AAQ-II at post-intervention
Figure 10 illustrates the distribution of post-intervention scores for the AAQ-II. This indicates that the distribution of scores and skewness was similar across both intervention and waiting list groups.
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Figure 10: Boxplot showing the distribution of scores on the AAQ-II at post-intervention

3.5.2 TILTC at post-intervention
Figure 11 illustrates the distribution of post-intervention scores for the TILTC measure. This indicates that the scores were relatively normally distributed for the intervention group. The scores for the waiting-list group were negatively skewed and the mean can be seen to be significantly higher than the intervention group.
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Figure 11: Boxplot showing the distribution of scores on the TILTC at post-intervention

3.5.3 PHQ-9 at post-intervention
Figure 12 illustrates the distribution of these scores for the PHQ-9. This indicates that the distribution of scores was wider for the waiting list group and negatively skewed for the intervention group in comparison to a positive skew for the waiting list group.
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Figure 12: Boxplot showing the distribution of scores on the PHQ-9 at post-intervention

3.5.4 GAD-7 at post-intervention
Figure 13 illustrates the distribution of these scores for the GAD-7. This indicates that the distribution of scores was wider for the waiting list group and positively skewed for the intervention group in comparison to a fairly symmetrical distribution for the waiting list group.
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Figure 13: Boxplot showing the distribution of scores on the GAD-7 at post-intervention

3.6 Hypothesis 1: Independent t-tests at post-intervention (between-subjects)
Hypothesis 1 stated that the post-group scores for each of the measures would significantly improve for the intervention group in comparison with those who remained on the waiting-list. As these are directional predictions, one-tailed p-values were used. The results in Table 8 indicate that there were significant differences between the groups on the GAD-7 and TILTC measures and a difference approaching significance on the PHQ-9. There was no significant difference on the AAQ-II measure.

Therefore, hypothesis 1 was partially accepted with regards to change on the GAD-7 and TILTC but rejected for the PHQ-9 and AAQ-II.

Table 8: Independent t-test for mean differences between intervention and those who remained on the waiting-list at post-intervention

	
	
	N
	M
	SD
	T
	D
	p-value

	AAQ-II
	Intervention 
	10
	22.10
	8.72
	-0.40
	0.37
	0.22

	
	Control
	9
	25.56
	10.14
	
	
	

	TILTC
	Intervention 
	10
	55.30
	18.62
	-3.99
	1.85
	0.00

	
	Control
	9
	84.82
	12.66
	
	
	

	PHQ-9
	Intervention 
	10
	9.10
	4.95
	-1.17
	0.53
	0.07

	
	Control
	9
	12.33
	6.98
	
	
	

	GAD-7
	Intervention 
	10
	6.20
	2.86
	-1.60
	0.72
	0.03

	
	Control
	9
	9.44
	5.68
	
	
	


In addition to this, effect sizes were calculated using Cohen’s d. When looking at the comparison between the intervention group and waiting list group at post intervention, there was a very large effect size for the TILTC, a large effect size was the GAD-7, medium for the PHQ-9 and small for the AAQ-II, the latter two, however, are statistically unreliable. 

3.7 Hypothesis 2: Paired samples t-tests for intervention group (within subjects)
The second hypothesis of this research was that those in the intervention group would show statistically significant improvements on four measures. The hypotheses suggested that as a result of attending the group, individuals’ psychological flexibility would increase, as demonstrated by the AAQ-II. It was predicted that there would also be change in individuals’ identified difficulties as measured by the TILTC, as well as on measures of low mood and anxiety. As these are directional predictions, one-tailed p-values were used. Table 9 presents the results from the paired samples t-tests.

Therefore, as a result of significant improvement across all measures, hypothesis 2 was accepted.

Table 9: Paired-samples t-test results for intervention group

	Measure
	N
	Baseline
	Post
	Mean difference (95% CI)
	SD
	Effect size (d)
	t
	p-value

	AAQ-II
	10
	27.60
	22.10
	5.50 (1.88,9.12)
	5.06
	0.63
	3.44
	0.002

	TILTC
	10
	78.30


	55.30


	23.00 (12.96, 33.03)
	14.03
	1.40
	5.18
	0.000

	PHQ-9
	10
	12.90
	9.10
	3.80 (0.59-7.01)
	4.49
	0.64
	2.68
	0.007

	GAD-7
	10
	9.70
	6.20
	3.50 (1.50-5.50)
	2.80
	1.19
	3.96
	0.002


3.7.1 – Paired samples t-test for primary outcome measures

The second hypothesis of this research was that those in the intervention group would show statistically significant improvements on primary measures of psychological flexibility and self-identified difficulties.

A paired-samples t-test was conducted to compare mean scores on the AAQ-II between baseline and post-intervention. Analyses indicated that there was a significant difference between scores at baseline and post-intervention (t(9) = 3.44, p=0.004) with an average improvement of 5.50 (SD=5.06, 95% CI=1.88-9.12) points from baseline assessment to post-intervention. There was also a large effect size (d=0.63). The figures also indicate an overall movement across the range of severity from clinical to non-clinical levels.
A paired-samples t-test was conducted to compare mean scores on the TILTC between baseline and post-intervention. Analyses indicated that there was a significant difference between scores at baseline and post-intervention (t(9) = 5.18, p=0.000) with an average improvement of 23.00 (SD=14.03, 95% CI=12.96, 33.03) points from baseline assessment to post-intervention. There was also a very large effect size (d=1.40). 

3.7.2 Paired samples t-test for secondary outcome measures

The second hypothesis of this research was that those in the intervention group would show statistically significant improvements on secondary measures of mood.
A paired-samples T-test was conducted to compare mean scores on the PHQ-9 between baseline and post-intervention. Analyses indicated that there was a significant difference between scores at baseline and post-intervention (t(9) = 2.68, p=0.013) with an average improvement of 3.80 (SD=4.49, 95% CI=0.59,7.01) points from baseline assessment to post-intervention. There was also a large effect size (d=0.64). The figures also indicate an overall movement across the clinical range on the PHQ-9 from moderate to mild. 

A paired-samples T-test was conducted to compare mean scores on the GAD-7 between baseline and post-intervention. Analyses indicated that there was a significant difference between scores at baseline and post-intervention (t(9) = 3.96, p=0.003) with an average improvement of 3.50 (SD=2.80, 95% CI=1.50, 5.50) points from baseline assessment to post-intervention. There was also a very large effect size (d=1.19). 

3.8 Hypothesis 3: Paired samples t-tests for waiting-list group (within subjects)
The third hypothesis of this research was that those in the waiting list group would not show any statistically significant improvements on all four outcome measures, as a result of having remained on the waiting list. As no change was expected, two tailed p-values were used within these results. Table 10 presents the results from the paired samples t-tests.

Therefore, as a result of no significant changes across any measures, hypothesis 3 was accepted.

Table 10: Paired-samples t-test results for waiting-list group

	Measure
	N
	Baseline
	Post
	Mean difference (95% CI)
	SD
	Effect size
	t
	p-value

	AAQ-II
	9
	24.44
	25.56
	-1.11 (-5.67,3.44)
	5.93
	-0.11
	-0.56
	0.589

	TILTC
	9
	81.91
	84.82
	-2.91 (-6.85, 1.02)
	5.12
	-0.24
	-1.71
	0.126

	PHQ-9
	9
	13.56
	12.33
	1.22 (-4.33,6.78
	7.22
	-0.20
	0.51
	0.625

	GAD-7
	9
	10.22
	9.44
	0.78 (-3.02,4.58)
	4.94
	0.14
	0.47
	0.650


3.8.1 – Paired samples t-test for primary outcome measures

The third hypothesis of this research was that those in the waiting list group would not show any statistically significant improvements on psychological flexibility and self-identified difficulties.

A paired-samples T-test was conducted to compare mean scores on the AAQ-II between baseline and at time 2, following the intervention group’s completion of the intervention. Analyses indicated that there was no significant difference between scores at baseline and post-intervention (t(8) = -0.56, p=0.589) with an average deterioration of -1.11 (SD=5.93, 95% CI=-5.67, 3.44) points from baseline assessment to post-intervention. There was a very weak effect size (d=-0.11).

A paired-samples T-test was conducted to compare mean scores on the TILTC between baseline and at time 2, after the intervention group had finished the intervention. Analyses indicated that there was no significant difference between scores at baseline and post-intervention (t(8) = -1.71, p=0.126) with an average deterioration of -2.91 (SD=5.12, 95 % CI=-6.85,1.02) points from baseline assessment to time 2. There was also a weak effect size (d=-0.24). 

3.8.2 Paired samples t-test for secondary outcome measures

The third hypothesis of this research was that those in the waiting list group would not show any statistically significant improvements on measures of mood.

A paired-samples T-test was conducted to compare mean scores on the PHQ-9 between baseline and at time 2, after the intervention group had finished the intervention. Analyses indicated that there was no significant difference between scores at baseline and post-intervention (t(8) = 0.51, p=0.625) with an average improvement of 1.22 (SD=7.22, 95% CI=-4.33,6.78) points from baseline assessment to time 2. There was also a weak effect size (d=-0.20). 

A paired-samples T-test was conducted to compare mean scores on the GAD-7 between baseline and at time 2, after the intervention group had finished the intervention. Analyses indicated that there was no significant difference between scores at baseline and time 2 (t(8) = 0.47, p=0.650) with an average improvement of 0.78 (SD=4.94, 95% CI=-3.02,4.58) points from baseline assessment to post-intervention. There was also a very weak effect size (d=0.14). 

Overall, paired-samples t-tests on waiting list control group data showed no statistically reliable change on any of the main outcome measures from pre- to post. There was, however, a slight tendency to rate the level of current difficulties higher at the endpoint of the intervention on the AAQ-II, TILTC and PHQ-9 measures and no significant change on the GAD-7.

3.9 Intervention effect depending on type of neurological condition 

In order to investigate whether the ACT group intervention might be more helpful for some types of neurological impairment than others, an analysis was conducted by assessing outcomes on measures between those diagnosed with a sudden onset in comparison to a progressive neurological condition. Due to the small sample sizes, a non-parametric one-tailed Wilcoxon test was used in order to analyse differences. Table 11 shows the outcomes within these two groups.

Table 11: Wilcoxon signed-rank test results for neurological condition types
	Type of diagnosis
	Measure
	N
	Baseline
	Post
	Mean difference (95% CI)
	SD
	d
	z
	p-value

	Sudden onset
	AAQ-II
	4
	26.00
	23.00
	3.00 (-2.36, 8.36)
	3.37
	0.30
	1.84
	0.033

	
	TILTC
	4
	70.84
	48.36
	22.48 (8.11, 36.85)
	9.03
	1.66
	1.83
	0.034

	
	PHQ-9
	4
	11.50
	10.50
	1.00 (-5.50, 7.50)
	4.08
	0.14
	0.00
	0.500

	
	GAD-7
	4
	9.75
	7.50
	2.25 (1.45, 3.05)
	0.50
	0.66
	1.89
	0.030

	Progressive
	AAQ-II
	6
	28.67
	21.50
	7.17 (1.33, 13.01)
	5.56
	0.83
	2.21
	0.014

	
	TILTC
	6
	83.27
	59.93
	23.24 (5.01, 41.67)
	17.47
	1.33
	2.02
	0.022

	
	PHQ-9
	6
	13.83
	8.17
	5.67 (1.49, 9.85)
	3.98
	1.02
	2.20
	0.014

	
	GAD-7
	6
	9.67
	5.33
	4.33 (0.72, 7.95)
	3.44
	1.59
	2.21
	0.014


As can be seen from Table 11, of particular note is that both groups showed similar levels of gains on the TILTC with large effect sizes. However, it is noticeable that improvements across all other measures and respective effect scores were higher in the progressive diagnosis group. This will be considered in further detail in the discussion.

3.10 Gain scores analysis 

In light of the analyses supporting the second hypotheses regarding greater improvements across measures as a result of attending the group, it was thought to be useful to explore whether there were any correlations between changes in outcome measures. This would help to identify whether changes in different measures were correlated. For example, whether an improvement in psychological flexibility was correlated with an improvement in anxiety. In order to do so, gain scores were calculated for each measure and are shown in Table 12.

Table 12: Gain scores across all measures for intervention group
	Group
	Measure
	n
	Mean
	Median
	Minimum
	Maximum
	SD
	Skewness
	Kurtosis

	Intervention
	AAQ-II
	10
	5.50
	4.00
	1.00
	18.00
	5.06
	1.85
	4.14

	
	TILTC
	10
	22.96
	23.88
	0.00
	49.87
	13.96
	-0.26
	0.58

	
	PHQ-9
	10
	3.80
	3.50
	-2.00
	13.00
	4.49
	0.73
	0.62

	
	GAD-7
	10
	3.50
	2.00
	1.00
	9.00
	2.80
	1.14
	-0.62


3.10.1 Distribution of gain scores 
As indicated from the set of box plots in figure 14, it can be seen that the distribution of gain scores across each of the four measures is relatively normal, apart from GAD-7 where the scores are negatively skewed. There is also one outlier score for the AAQ-II.
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Figure 14: Boxplot showing the distribution of gain scores across all measures

3.11 Correlational analysis
Following the calculation of gain scores, a correlational analysis was carried out in order to look at the relationships between gains on measures. A one-tailed method of analysis was used as it was predicted that gains would act in relation with each other and therefore only positive correlations were expected.
The first correlation was carried out using Spearman’s rho between the AAQ-II and TILTC measures. Analyses indicated that these had a moderate, but only borderline significant, positive correlation (rs=0.459, n=10, p=0.091). This suggested that those who were able to improve their psychological flexibility also showed improved scores on their self-identified difficulties.

The second correlation was carried out using Spearman’s rho between the AAQ-II and PHQ-9 measures. Analyses indicated that these had a small, albeit not significant, positive correlation (rs=0.353, n=10, p=0.159).
The third correlation was carried out using Spearman’s rho between the AAQ-II and GAD-7 measures. Analyses indicated that these had a moderate, significant positive correlation (rs=0.684, n=10, p=0.015). This suggested that there was a moderate correlation between improvements in psychological flexibility and the amelioration of general anxiety.

The fourth correlation was carried out using Spearman’s rho between the PHQ-9 and GAD-7 measures but found to be small and non-significant (rs=0.293, n=10, p=0.206).
The fifth correlation was carried out using Spearman’s rho between the PHQ-9 and TILTC measures. Analyses indicated that there was no correlation between low mood and improvements on index difficulties (rs=0.00, n=10, p=0.500).
The sixth correlation was carried out using Spearman’s rho between the GAD-7 and TILTC measures. Analyses indicated a moderate, albeit not significant, positive correlation (rs=0.401, n=10, p=0.125).

3.12 Client change interview 
Client change interviews were carried out with all 10 completers within the intervention groups. As part of the interview, individuals were asked to generate changes that occurred as part of the group using the question “what changes, if any, have you noticed in yourself since therapy started?”. Of the 10 participants who took part in interviews, 39 changes were generated that had occurred in their lives since the group had begun. These changes were then grouped into themes with the main categories including: improved mood and wellbeing (n=9), increased awareness of psychological processes (n=7), greater ability to manage thoughts and feelings (n=7), increased self-confidence (n=6), greater acceptance of self (n=4), increased level of activity (n=4), improved relationships (n=2). A full list of changes and category allocations can be seen in appendix 14. 
Participants were then asked to rate each change on three questions. Each of the questions was answered on a Likert scale from 1-5 with the options included in the table below (See table 13). This included whether individuals expected the changes they had achieved as a result of the group or whether these were surprising. They were also asked whether they believed these changes would have occurred if they hadn’t attended the group. Finally, individuals were asked whether they consider the changes achieved to be personally significant or important to them. 
Overall, participants identified a total of 39 changes that they had made. Following this, an average score was calculated for each question by adding all responses for a particular question and dividing by the number of responses. Descriptive statistics of these average ratings are displayed in table 13.
Table 13: Client change interview questions and average ratings
	Question
	Scale
	N
	Mean
	Median

	How much you expected it vs were surprised by it? 


	(1) Very much expected it 

(2) Somewhat expected it 

(3) Neither expected nor surprised by the change 

(4) Somewhat surprised by it 

(5) Very much surprised by it 
	39
	3.72
	4.00

	How likely you think it would have been if you hadn’t been in therapy?


	(1) Very unlikely without the group (clearly would not have happened) 

(2) Somewhat unlikely without the group (probably would not have happened) 

(3) Neither likely nor unlikely (no way of telling) 

(4) Somewhat likely without the group (probably would have happened) 

(5) Very likely without the group (clearly would have happened anyway) 


	39
	1.95
	2.00

	How important or significant to you personally do you consider this change to be?
	(1) Not at all important 

(2) Slightly important 

(3) Moderately important 

(4) Very important 

(5) Extremely important 


	39
	4.08
	4.00


When comparing the median scores with the associated labels of the ratings of the Likert scale, these indicate that overall, participants were “somewhat surprised” by the changes that occurred in their lives due to the group. They also felt that the changes they achieved were “very important” to them and were “somewhat unlikely” if they had not attended the group. These are emboldened in the table above.
3.13 Client change interview – correlational analyses
Correlational analyses were also carried out between participants’ average score for changes identified using the client change interview and gain scores from the outcome measures used for intervention groups. The average score for each participant was calculated by adding all items from Q2 and Q3 for each individual and then averaging them out in order to get an overall score. Once again, a one-tailed method of analysis was used as it was predicted that gains would act in relation to each other and therefore only positive correlations were expected.
The analyses indicated that there was a strong positive correlation between the CCI average score and the AAQ-II (rs=0.63, n=10, p=0.025), suggesting that there was a correlation between perceived change and an increase in psychological flexibility. The correlations between the CCI and an improvement on the TILTC measure were also positive, but moderate in size (rs=0.455, n=10, p=0.093) and only borderline significant. In terms of the secondary measures, only weak and non-significant correlations with between an improvement on the PHQ-9 and CCI (rs=0.225, n=10, p=0.266) and the GAD-7 and CCI (rs=0.220, n=10, p=0.271) were found.
3.14 Qualitative analysis

This section will focus on analyses carried out on the service satisfaction questionnaire completed by participants at the end of the intervention groups, as well as the content of Client change interviews.

3.15 Participant evaluation 

At the end of the intervention group, each group member was given a service evaluation form to complete as part of standard practice (n=10). Overall, the responses from group members on the service evaluation questionnaires suggested that participants were highly satisfied with their experience. This was illustrated by 80% (n=8) of participants reporting that they would be extremely likely to recommend the service to friends or family and 70% (n=7) reporting being extremely satisfied with the group. 

Participants’ responses also reflected well on other parts of the group such as being with individuals who have similar difficulties, the ability of the facilitator to relate to the group effectively and being able to understand the information presented in the group. Areas which were not reflected on as favourably included the number of group sessions and the length of sessions, although the majority still believed that the intervention offered was sufficient in terms of time and length. Raw data for service satisfaction questionnaires can be found in appendix 15.
3.16 Service usage following completion of the group

Following completion of the ACT group, all participants were offered the opportunity to have a review to consider their experience in the group and whether they required any further support from the Psychology team. Of the nineteen individuals from the intervention and waiting-list groups who eventually completed the course, seventeen participants were discharged from the service (89.5%) and two were seen for a review by a member of the Psychology team to consider whether any further psychological input would be useful (10.5%).
3.17 Client change interview evaluation

In addition to the analysis conducted on quantitative data collected during the interview, qualitative analysis was carried out on the remaining content. All ten individuals from the intervention group participated in the follow-up interviews subsequent to receiving the ACT group. The responses provided by interviewees were organised into three categories which included a) group design, b) group process and c) group impact (see appendix 16 for template). Once these were placed in each of the three categories above, they were organised into sub themes under each heading.  
3.17.1 Group design 
3.17.1.1 Content

One of the key topics that participants commented on was the content of the groups and the different techniques that were presented to them. Participants named many of the techniques shared within the group, but some of the most commented on techniques included junk mail and the passengers on the bus metaphor:

“(Talking about the Junk Mail/Passengers on the bus) They were light bulb moments for me. Those two really stand out for me. It just felt like someone had turned a switch and I started thinking clearly. Especially the bus, that’s the first thing I remember coming out of here and thinking actually, all this other stuff I can control that, whereas I hadn’t thought about that before. I felt like it was all behind me and I was in control again” (ID 43)
“The junk mail thing is amazing, and is a simple concept…it is just a common sense approach..it is a simple visual thing which you can mentally focus on…it has probably been my biggest gain from the course” (ID 41)
Participants also felt that the mindfulness was particularly useful:

“The mindfulness exercises, just to calm myself down a bit. Taking time out to reset” (ID 46)
“The meditation went quite well, because I’ve done it before with the mindfulness, but it seemed to go better this time. The thoughts that we were given, I seem to remember trees and things being talked about and I found that helpful because I like being outdoors. That sort of imagery seemed to be helpful” (ID 44)
Participants made suggestions for the simplification of some of the ideas, with one participant commenting on finding some of the concepts too metaphorical and would have preferred more concrete examples. 

“Some of the bits, say what it actually is. Instead of junk mail, it’s negative thoughts” (ID 41)
A few participants commented that they struggled with one of the concepts (the gingerbread man) which was used to help identify the observer self. There was both the idea that it was difficult to understand and inappropriately placed at the start of the group:

“I didn’t understand the concept of the ginger bread man…it was a bit raw to start off with…maybe need something a bit more subtle” (ID 43)
The concreteness of individuals’ understanding of concepts can be a result of an individual’s brain injury and will be considered in more detail later on. There were also suggestions for how the content could have made more accessible and useful:
“A lot of us have got short memory loss.. maybe a flip board with bullet points of things to discuss” (ID 47)
“More visual things. For most of us that would be helpful. More visual aids to help the subject” (ID 47)
3.17.1.2 Duration

Feedback on the number of sessions was mixed with some saying that they were sufficient and others saying that they required more. No participants suggested they would need less sessions.
“Six is a good number. Not too many but enough” (ID 46)
“I wish the group had been longer. I don’t mean duration but number of weeks. I would have liked it to be a bit longer” (ID 49)
There were also several members of the group who requested that the sessions were longer, although conversely it’s important to bear in mind that several individuals reported fatigue and struggling to take in too much information:

“Having a longer time, maybe an hour and a half would make a big difference. I felt sometimes there wasn’t enough time for everyone to express everything they wanted to say. Sometimes it felt we were a bit rushed, because it takes longer to say what we want to say and to decide that we are going to say something. It would be nice to have a slightly longer group” (ID 51)
“I did find it tiring at times. It’s part of my stroke, talking to people is quite tiring for me” (ID 49)
There was also the suggestion made by three participants that a follow-up would be a good idea. There were different ideas about how that would be undertaken, from having a one off follow-up group, to one every month:

“I would have liked after those six weeks, once a month to all meet, but to have something like that to talk about different things because that really helped me think about myself” (ID 50)
3.17.1.3 Materials

Participants also mentioned that the handouts given out during groups and summaries at the end were useful:

(Talking about handouts) “I did, I had to re-read them sometimes. Good to refresh my memory, I found it useful” (ID 49)
“You could go home and if you want to think about things, it was quite a lot to take in, so they were helpful” (ID 47)
3.17.2 Group process

3.17.2.1 Shared experience

One of the major themes that interviewees spoke about was the positive influence of listening to others’ experiences and sharing their own. 

 “Some of the conversations they were having it was like I was speaking because I could relate to every single thing they said” (ID 43)
“It gives you a different outlook on other people as well and a lot of what they were saying and I was saying was very similar, even though there are different things wrong with us. The conversations we had about our difficulties were quite similar and it felt comfortable to talk about them and it was quite funny sometimes which was nice” (ID 51)

3.17.2.2 Mixed diagnostic make-up of the group

One of the interesting comments that several participants spoke about was the transdiagnostic format of the group and not only was it acceptable to have different diagnoses but was desirable:

“For me, If I’d have been in a group with 7 people with MS, 4 of them in wheelchairs, that wouldn’t have been beneficial for me. I’ve been in a group like that and it sent me over the edge. I wonder if a bit of diversity does help. The bottom line is that if people are feeling that low, then that’s the common denominator between everyone isn’t it” (ID 43)
“In your home environment people don’t understand, they think they do but they don’t. It amazes me, people with totally different conditions got so many similar mental problems to solve. Just seeing them talk about things like that, I think that helped me” (ID 47)

3.17.2.3 Group facilitation

Several interviewees reflected on the process of group facilitation and the importance of the facilitator in providing a space for individuals to discuss topics but also to provide a framework and keep the group focused when required.

“It was such a rewarding experience and what I liked especially is that every single time we had a session, everyone went on a tangent and he let us. The way he dealt with people who talked too much, he very cleverly pulled it back to where he wanted it I’m sure, but we didn’t realise he’d done that. It was nice to say what we wanted to say but not to be told to stop” (ID 50)
3.17.3 Group impact

3.17.3.1 Impact of validation
Participants highlighted a range of impacts that had occurred as a result of the intervention. 
Some participants commented that the experience of sharing their challenges and potentially having such difficulties validated and normalised was helpful:

“When you get a problem that presents itself, you get frustrated, it was weird because whatever was said on the group would flashback to me and it would make me laugh a little bit, I’d have a little giggle to myself and it wouldn’t be so bad because I’m relating to people in the group that have had similar problems or the same problem” (ID 41)
3.17.3.2 Increasing level of activity

In addition to this, they have also been able to reconnect with values which they may have stopped:

“I’ve got more confident. I’ve started writing again, because I gave up writing. I’ve started writing quite a bit which is quite good because of the first year after the stroke I couldn’t get the words right and I just gave up. I think the group opened up that a bit, made me feel like it wasn’t just me it was all of us and yet we call came from different backgrounds and had different things wrong yet we all had similar experiences” (ID 51)
3.17.3.3 Increased confidence

The group also seemed to increase confidence in several of those that attended:

“It did me well to go to this group. It’s given me the confidence to join a stroke group” (ID 49)
“I’m a bit more confident with other people and generally I suppose. It all comes with the more talking and being more sociable” (ID 44)
3.17.3.4 Greater awareness

Several participants commented on their heightened level of awareness regarding their difficulties. This enabled them to notice their difficulties and take a step back from these, congruent with the ACT model. 

“Take a step back, slow it down a bit and then it makes it not so frustrating” (ID 43)
“I think I am more aware of things, being able to take a step back and think about things…and think is it benefitting me, am I able to gain anything?” (ID 41)
3.17.3.5 Increased acceptance

Participants reported a heightened level of awareness but also greater acceptance too:

“More acceptance. Think less of the things you can’t do. I appreciate what I can still do.. I challenge myself to do more things. More physically and mentally active. I do it more. It’s getting better, the more I do” (ID 47)
3.17.3.5 Improved mood

Several participants also spoke about how the group had impacted on their mood:

“My fuse is longer. I don’t get so stressed out as quickly” (ID 46)
“My outlook has been a bit better. I feel less depressed than I did” (ID 47)
3.17.3.6 Increased resilience

Some participants also commented on how they are more resilient then they used to be:

“My confidence definitely is a lot better. I’ve had a few hiccups over Christmas but I think what happened over Christmas, if that had happened six months ago I’d have been in a different situation. I feel better for it, I feel stronger with dealing with what happened. I was better able to deal with things, stressful things, personal things really” (ID 51)
“There are still days when I am bad… but I feel like I am in control of it more” (ID 43)
3.17.3.7 Impact on physical pain/symptoms

Although the group didn’t specifically aim to help people with pain or physical symptoms, it was one of the effects noticed by participants:

“The mindfulness was helpful. I suffer from pain so when I get a bout of pain I can switch myself off from it and take my mind somewhere else. Because when I’m in pain and I think about the pain it makes it worse, so I’m able to think less about it and occupy my mind with something else” (ID 46)
“I was walking along the other day and I was doing it as I was walking along the street. This is quite important for me as I do get very tense because of this Parkinson’s the arms stiffens up and once I start thinking about it then I notice my legs are stiff so I relax them” (ID 44)
3.17.3.8 Impact on relationships

They also noticed the impact it has on relationships and that others had noticed the changes in them:

“Being more honest with my husband and children...makes you closer” (ID 45)
“I suppose it has meant that I have spoken to my husband more about it... Even to my son the other day when he was asking things, I noticed that I was saying more than I would usually” (ID 44)
3.18 Summary of results

· Hypothesis 1 stated that post-intervention scores for each of the measures would significantly improve for the intervention group in comparison with the waiting list control group. This was partially accepted with regards to change on the GAD-7 and TILTC but rejected for the PHQ-9 and AAQ-II.

· Hypothesis 2 stated that those in the intervention group would show statistically significant improvements on all outcome measures. Therefore, as a result of significant improvement across all measures, hypothesis 2 was accepted.

· Hypothesis 3 stated that those in the waiting list group would not show any statistically significant improvements on all outcome measures. Therefore, as a result of no significant changes across any measures, hypothesis 3 was accepted.

· Qualitative analysis supported the quantitative outcomes from the intervention group with the report of a variety of positive impacts gained from the group.

4. Discussion

4.1 Outline of discussion section

The aim of this study was to evaluate the effectiveness of an ACT group for adjustment difficulties following the diagnosis of a neurological condition. A mixed-methods waiting list control design was employed with two intervention groups receiving an ACT group intervention and their outcomes compared with those who remained on the waiting list for the group. The study aimed to identify whether those who attended an ACT group intervention showed greater improvement across a selection of measures than those who remained on a waiting list. In order to help understand any mediators of change, qualitative interviews were carried out in order to explore participants’ experiences further.

4.2 Overview of results: main findings

Overall, the results suggested that the ACT group is a potentially effective method of supporting individuals following diagnosis of a neurological condition. The improvements in scores across all measures are in contrast to those completed by the waiting list control group where no change, or small deterioration was demonstrated. Furthermore, it is important to note that the improvements in outcome measures are reflected in the qualitative feedback. The feedback from qualitative interviews was highly positive regarding the experience of being in the group and the impact that it had for those who attended. This supports the quantitative findings that the gains made by some participants were genuine reflections of self-perceived improvements.


4.3 Participants: clinical characteristics of the sample

Overall, the demographic characteristics of the sample (n=23) indicate that there was a relatively even gender balance, with a slightly higher number of females (52.2%). There were also more participants with progressive neurological conditions (65.2%) than those which were sudden onset (34.8%). The higher level of progressive conditions is to be expected, considering their higher prevalence within those with a neurological diagnosis (Neurological Alliance, 2014). There was a large difference between the length of time since diagnosis of those with a sudden onset condition (1.3 years) and those with a progressive condition (11.5 years). One potential explanation for this could be the early effects of a progressive conditions being lesser, so only when the condition progresses do individuals experience a greater impact and access psychological therapy. 

4.4 Evaluation of research aims

4.4.1 Uptake and completion rates

The first aim of this study was to identify the uptake and completion rates of the group intervention. The results indicated that, of those who met inclusion criteria, there was a high uptake of the intervention (92.3%), which suggested that this was an acceptable way of supporting individuals with neurological conditions.  In terms of the rate of completion for those in the intervention group (76.9%), this compared favourably with other ACT group interventions (Ossman et al, 2006). This figure was calculated based on those who attended a minimum of one session of the group and demonstrates high retention rates once individuals begin the ACT intervention. 

However, it is also important to note that there were three participants who did not fit criteria or agree to attend the intervention. One individual did not fit inclusion criteria and two did not feel confident about attending the group which equates to 11.1% of those who were initially referred. Although there were excellent uptake rates, this suggests that more work needs to be done in ensuring that individuals who are referred for the group are suitable and motivated to attend. There is also the possibility that considerations need to be made regarding how clinicians can increase the confidence and motivation of individuals referred, in order to facilitate their access to the group and improve uptake.
It was clear that the majority of individuals who attended the group were appropriate, although this was not the case for everyone. In order to increase the proportion of appropriate group referrals, it may be beneficial that those health professionals who conduct assessments are given greater insight into the content of the group so they are better informed about who the group might be best suited to. Since the completion of the research, this has been acted upon with training sessions being run and planned with outpatient teams across the county who conduct multidisciplinary assessments at the start of the individuals’ journey with the outpatient team.

4.4.2 Comparison between intervention and waiting-list groups

Descriptive statistics indicated that the intervention group had lower scores than the waiting-list group across all measures at post-intervention. Further statistical analysis indicated that there were significant differences between the intervention and waiting-list control groups on the TILTC and GAD-7 measures at post-intervention with very large and large effect sizes respectively. 

However, it is noteworthy that there were no significant differences between the two groups on the AAQ-II or PHQ-9. It is worth noting that effect sizes for these two measures were small and medium respectively, which indicates that there is difference between the groups but the size of which may be explained by the insufficient power of this study.

4.4.3 Effectiveness of ACT group intervention

The results of the paired-samples t-tests indicated that there were significant improvements across all measures within the intervention group, but no significant change in the waiting-list control group. This would suggest that the ACT group played a key role in evoking such change.

4.4.3.1 Primary outcome measures

In terms of the primary outcome measures, significant improvements were found within both the AAQ-II and the TILTC. When analysing the change found on the AAQ-II, results suggested significant improvement with a medium effect size. It might be that psychological flexibility takes time to develop and that if participants were followed up, this may have continued to improve, as found by Ben-Zion, Friedland & Keville (in preparation). It may also be that the nature of neurological conditions as enduring rather than acute in nature means that the development of psychological flexibility against a backdrop of an ongoing and potentially progressive condition could make this more difficult.

The changes in the TILTC were also significant and with a very large effect size. Whereas the AAQ-II measures individuals’ psychological flexibility, the TILTC addresses particular index difficulties which individuals identify as being important to them and something that they would like to change. It might be that identification of areas individuals would like to change acted as ‘goals’ for the duration of the group. As a result, participants may have kept these in mind throughout the intervention and enabled them to focus on areas of their lives which they wanted to change. This is supported by research which found that when individuals who had suffered a stroke used goal based measures as part of their therapy, these goals were found to be helpful in improving recovery, as well as increasing individuals’ self-efficacy and engagement in their rehabilitation programme (Sugavanam et al, 2013). The setting of goals which are self-identified may be easier to identify with than the items on the AAQ-II. It may also be that unlike goals, psychological flexibility is something that individuals are always striving for and continually develop, rather than achieve. 

4.4.3.2 Secondary outcome measures

In addition to this, there were also significant improvements found on secondary measures. The GAD-7 and PHQ-9 were used as measures of psychological distress and upon which significant improvements were found for those within the intervention group with very large and medium effect sizes respectively. Although the direction of causation cannot be confirmed, research has demonstrated a link between psychological flexibility and positive mental health (Fledderrus et al, 2010). This assertion is supported by the improvement in psychological flexibility and reduction in psychological distress found in this study.

Despite the aim of ACT not being to reduce private cognitive events such as ‘anxious thoughts’, trials of the use of ACT in this population trials have consistently shown these events to reduce (Graham et al, 2014). This supports the idea that although ACT focuses on acceptance of one’s difficult thoughts and feelings, there is often an element of ‘symptom reduction’ which comes with that acceptance.

Overall, these findings confirm the hypothesis that those in the intervention group would make significant improvements in mean scores across outcome measures whereas the waiting list group would see no change. This shift may demonstrate adjustment to, or acceptance of the condition and the distress associated with it. 

However, this does not identify whether the group was more or less effective for those with different types of neurological diagnosis and this will now be explored.

4.5 Mean differences according to diagnostic groups
First, a note of caution, it is important to bear in mind that the results presented in this section were based on small numbers with four individuals in the sudden onset dataset and six with progressive conditions. Therefore, all conclusions must be treated as tentative.

The results of this analysis found a similar level of improvement on the TILTC for those who had progressive conditions or a sudden onset diagnosis, but greater improvements on all other measures for those with progressive conditions. Therefore, it may be useful to consider explanations for this and whether it has implications for who is best suited to attending this group in relation to addressing participants’ difficulties with adjustment. 

One possibility is the medical nature of a progressive condition as a life-long one, in contrast to that of a stroke which has more of an upward recovery trajectory. As can be seen from the difference in average length of time since diagnosis, those with a progressive condition duration since diagnosis was longer than those with sudden onset condition. It might be that those with progressive conditions have had their diagnosis for a while and have made more of a long term, informed choice to access psychological therapy. In contrast, those with a sudden onset condition might see their condition as being likely to improve regardless of whether they access psychological therapy and result in a lower level of engagement with the group. 
It may be that someone with a progressive condition may be more welcoming of ideas in which to support them to cope, knowing that they will be coping with their condition for the months and years ahead. It might be that the acceptance of a need to adjust, encourages individuals to make changes in their lives. In contrast to this, those with sudden onset diagnoses may be more expectant of recovery and, therefore, less likely to access the intervention in the same way. Despite this, there was no qualitative data to suggest that those with sudden onset conditions were less engaged than those with progressive diagnoses.

It is also worth bearing in mind that although the findings of the quantitative analysis were different, the results of qualitative analysis reflected well on participants’ group experience across both diagnostic type groups. This will be discussed in further detail later in this section. Therefore, the question may be asked of whether the constructs measured by questionnaires were better suited to those with progressive than sudden onset conditions.
4.6 Correlational analysis
In order to further understand whether there was a relationship between improvements across various constructs which the questionnaires measured, correlational analyses were carried out between gain scores.
One of the most significant findings was that there was a strong correlation between an increase in psychological flexibility and the amelioration of anxiety. This goes further to support the earlier suggestion that there is a correlation between psychological flexibility and positive mental health. However, there was only a small correlation between psychological flexibility and low mood. It may be that with a larger sample size, this would have translated into a stronger correlation. Another explanation could be that anxiety is phenomenologically different to depression in that, whereas the development of anxiety can be sudden, depression tends to take longer to establish itself. As a result, it may take longer to overcome the difficulties associated with depression than anxiety (S. Keville, personal communication, May 27, 2016). This may explain why stronger correlations were found with improvements in the measure of anxiety, but not depression.

There was also a moderate correlation between the GAD-7 and TILTC measures. Again, although this does not indicate the direction of causation, it demonstrates a reduction in anxiety in line with an improvement in individuals’ self-identified difficulties. Overall, the correlational analysis indicated that improvements on the TILTC and AAQ-II both correlated with reductions with anxiety. Research has suggested that anxiety is associated with future events (Eysenck, Payne & Santos, 2006). Therefore, it might be that an improvement in self-identified difficulties and increased psychological flexibility served to reduce participants’ anxiety and uncertainty about the future as a result of their neurological conditions.
4.7 Participant evaluation

As can be seen from responses to the service evaluation forms, participants indicated a high level of satisfaction with the group, signifying that that this was a socially valid intervention. The feedback also suggested that the methods and facilitation methods were considered acceptable and appropriate by participants. Although this was based on a small number of respondents, it is noteworthy that 100% of participants said they were “very satisfied” or “extremely satisfied” with the group and the same percentage were also “likely” or “extremely likely” to recommend the service to friends or family.

Within the free text items of the questionnaire, one aspect of the group that participants commented on was the diversity of diagnoses within the group. It is clear that this was one of the most valuable qualities of the group format, with the space for a sharing of experiences with others with other types of neurological conditions. Participants found the support of the group and the ability to normalise their difficulties highly valuable and this may have resulted in a higher level of acceptance of their own difficulties. This would suggest that the group mode of intervention may have been a mediator of change and may go further to explain the improvements found on the outcome measures. Therefore, this further supports the suggestion that an ACT based group intervention may provide an effective and acceptable method of supporting those with adjustment difficulties following a diagnosis of a neurological condition.

4.8 Client change interview: quantitative analysis
As part of the Client change interview, participants were asked to identify changes they had noticed in their lives since beginning the group. Between the ten interviewees, thirty-nine changes were identified which were placed into seven categories. These included: Improved mood and wellbeing (n=9), Improved ability to manage thoughts and feelings (n=7), greater awareness (n=7), increased self-confidence (n=6), greater acceptance of self (n=4), increased level of activity (n=4) and improved relationships (n=2).

It is of note that these themes fit within the way that the ACT model conceptualises psychological distress. For example, the development of one’s ability to connect with the present moment and increase their level of acceptance strongly links with some of the changes identified above, such as “greater awareness”. Furthermore, parts of the ACT model covered within the group such as values and committed action strongly link to changes identified such as “increased level of activity”. This would suggest that the changes made by participants reflected the content of the group. This supports the use of the ACT model in structuring group content, rather than changes being purely as a result of the social support provided by the group.  

Further to the changes which participants identified, they were also asked to rate changes they identified across a variety of questions. When asked “How much you expected it vs were surprised by it?”, participants’ median response was that they were “somewhat surprised” by the changes that they experienced. The other options would have been more suggestive of participants expecting the changes to have occurred, so the question could be asked of why it is that these changes came as such a surprise to participants. 
There is the possibility that the nature of their conditions, in some cases life long, or with life changing consequences, could result in lower expectations of what a psychological intervention could achieve to support them. With this in mind, it might be that participants were surprised that the acceptance of struggle can contribute to improvements. Although this may be counter intuitive, the use of acceptance can be effective and is a key part of the ACT model. Furthermore, individuals may believe that their experience of having a chronic condition is that positive changes are unreachable. Therefore, the experience of change using psychological techniques for a neurological condition, may come as a surprise.

There is also the possibility that participants came to the group with too little information about what would be involved, as one participant did reflect during the interview. If participants were not aware of what would happen in the group, they may be more likely to be more surprised at any changes that occur as a result. Therefore, it might be that in future adaptations of the group, individuals are given more information prior to the start of the group regarding what is involved and what they might hope to achieve, or what others have achieved in past groups. This could increase motivation to attend which could in turn result in greater outcomes for participants (Olverholser, 2005).
In addition to being somewhat surprised by the changes achieved within the group, participants’ median rating of the chance of achieving change without the group was “somewhat unlikely”, i.e. that they were probably unlikely to have happened. This suggested that participants attributed improvements they made to the intervention rather than purely as a result of gradual or spontaneous improvement which may occur in those with neurological conditions. 

Finally, not only were these changes unlikely to have happened without the group but they were classed as “very important” to participants. This suggested that these were significant changes in participants’ lives which they predicted would have been somewhat unlikely to have happened if they had not attended the group. The combination of ACT specific changes in participants’ lives, and the identification of the role of the ACT group in creating these, gives further support to the utility of the intervention. 
4.9 Client change interview: qualitative analysis

In addition to the quantitative analysis carried out on the changes identified by participants, qualitative analysis was conducted on the additional content of the interviews. The method used a Thematic Framework Analysis whereby individuals’ comments were assigned to three major themes of intervention design, intervention process and impact. 

4.9.1 Intervention design

Overall, feedback reflected well on the design of the group. Participants reported a wide range of the content to be useful and accessible in the way in which it was presented. Several also identified mindfulness and cognitive defusion techniques as crucial components in contributing to the changes they experienced. However, in order to further develop and improve the group, it is important to consider how the presentation of concepts could be improved. Some individuals commented that occasionally some of concepts were difficult to understand. The language used within ACT theory can sometimes be perceived as complex and difficult to grasp. Therefore, it may be that, simply, the concepts were not explained well enough and that this needs to be reconsidered in order to give participants the best chance of understanding them. Another explanation is that the impact of a brain injury can result in a more ‘concrete’ view of the world where more abstract concepts such as using “junk mail” instead of “negative thoughts” are difficult to comprehend. 
As individuals’ cognitive ability was not assessed prior to attendance at the group, it is not possible to know whether those individuals who found the content more difficult to access had greater cognitive difficulties. Either way, it will be important to continue to improve these explanations as the difficulty of understanding concepts was a concern also reported by participants who attended the pilot ACT group (Ben-Zion, Friedland & Keville, in preparation). Some participants made the suggestion of using more visual aids during the group in order to aid understanding. Therefore, in future groups it will be important to employ a wider variety of methods for explaining concepts in order to increase the accessibility of content within the group.

Another of the key areas of intervention design addressed during the interviews was that of the size of the group. Although Gladding (1994) suggests an ideal group size of 8-12, many of those who responded in interviews suggested that they found the group more useful when there were fewer participants present. One of the reasons for this was the increased opportunity to give more time to each individual and learn about each other in more depth. There was a feeling that this led to a stronger group identity and thus may have contributed to the gains made in the group. Therefore, the question must be asked if smaller groups result in increased unity and increased satisfaction, how many should attend? This is a difficult question as starting with a smaller group risks the possibility of individuals dropping out and then the group becoming too small to function well as a group. There is also the issue of running a group that has enough participants to ensure that it remains cost-effective for the service. Taking suggestions from participants, it seems that groups of around six participants are ideal. By improving screening for the group, this may increase retention and reduce the possibility of ending with too small a group. 
In addition to the above, participants also commented on the value of the facilitator in contributing to the effective running and cohesion of the group. Therefore, it may be that the facilitator was key in ensuring engagement and completion of the intervention. This will be discussed in further detail later in this chapter.
Finally, several participants suggested the possibility of follow-up or booster sessions. Although the majority of participants stated that they felt the number of sessions was sufficient, several felt that they might benefit from a booster session a month or two following the group to remind them of the concepts and to check how their peers were fairing. With memory problems being one of the primary difficulties reported by participants within the Hertfordshire Neurological Service (Lyons, 2016), it may be useful to offer a refresher session in order to reinforce concepts and boost participants’ progress as a result of the group. 

4.9.2 Intervention process
One of the most frequently commented upon aspects of the group was the transdiagnostic nature of those who attended. Participants were supportive of the combination of individuals with different diagnoses, some noting that this meant they were not comparing the severity of their difficulties as much. Participants noted that the shared experience of encountering challenges following a neurological event, regardless of their diagnosis, created a supportive and cohesive atmosphere where everyone encouraged each other to succeed. It seemed that the group process served to normalise participants’ experiences and provided them with validation for the struggles they were experiencing. This supports the pilot study of the ACT group where participants stressed the importance of the group format in their engagement with the group and positive outcomes (Ben-Zion, Friedland & Keville, in preparation). This supports wider research which has long found the importance of group cohesion in therapeutic outcomes (Bloch & Crouch, 1985). This provides further evidence of the social validity and acceptability of the group, and additional support for its transdiagnostic format.

Interestingly, in addition to the support that participants received from their peers within the group, many also referred back to the group during challenging times. Several participants recalled memories of how others had coped in order to help them through difficult times. In addition to this, participants swapped contact details at the end in order to provide ongoing support to each other following the group. This is likely to support the maintenance of gains as research has found a strong relationship between social support and positive mental health, resilience to stress and physical health (Ozbay et al, 2007).

As well as the support from their peers, participants also commented on the value which the facilitator brought to the group. They particularly found the flexible approach utilised as key in the effective running of the group. The facilitators had in depth knowledge of the model, the group content and of facilitating the group. This supports the belief that the facilitator and their skills are important in contributing towards positive outcomes (Braaten, 1989).
However, it is important to note that this experience was not always shared by all participants at all times. One individual commented that, due to the greater level of progression of their condition than the others in the group, they sometimes felt singled out, in terms of being compared to unfavourably. Although they acknowledged that such comments were not said intentionally to cause harm, it would be worth considering integrating consideration for this issue into the ground rules which are set at the beginning of future groups.

4.9.3 Intervention impact

One of the most important features of the feedback given was the impact the group had on participants’ lives. This theme was mentioned several times and comments often fit in line with the main aims of the ACT model of increasing psychological flexibility and reducing experiential avoidance. Some of the impacts identified included increased awareness, greater acceptance and higher level of values based action, as well as improvements in relationships. 

4.9.3.1 Greater awareness

Some of the overarching themes that emerged concerned participants’ awareness of their difficult thoughts and feelings, and strategies in order to help them with these. The responses of participants suggested that the group helped them to become more aware of what was going on in their minds and bodies. This is a key tenet of the ACT model in terms of “the observer self” and being able to spot such private events and be aware of them, rather than to change or control them. The importance of awareness and being able to distance oneself from one’s thoughts is consistent with research which has found that decreases in cognitive fusion were important mediators in outcomes of those receiving an ACT intervention (Forman et al, 2012).

4.9.3.2 Greater acceptance

Another area which participants reflected on was an increased acceptance of difficult thoughts and feelings, as well as an overall greater acceptance of the self. Once again, research investigating the mediators of change for those receiving ACT has pointed to the utilization of acceptance strategies and the improved ability to manage difficult thoughts and feelings as important in positive outcomes (Forman et al, 2012). This involves the ability of the individual to connect with a transcendent sense of themselves which is separate to any thoughts and feelings they may have and which is integral to the ACT model. The report from participants of a greater acceptance and compassion of the self is also consistent with research which suggests that the use of techniques such as mindfulness can reduce the chance of over-identification with our thoughts and feelings (Neff, 2003). This may promote the ability to adjust to ones’ new circumstances and take a more compassionate perspective of the self. 
There was also evidence from participants that their increased levels of acceptance helped with reducing levels of physical pain. In the case of pain, the ACT model would posit that the attempt to control pain can be maladaptive. This is because it can result in disengagement from activities meaningful to them such as on a social, occupational or family level (McCracken et al, 2004). Two key aspects in the acceptance of pain includes the willingness of an individual to experience pain and secondly, engaging in meaningful action despite the experience of pain. Therefore, the finding of increased levels of acceptance and increases in values based action, provides further evidence for the use of ACT in supporting those with chronic pain.

4.9.3.3 Values

Another aspect that participants commented on was the importance of the values aspect of the group in terms of increasing activity and improving mood. As mentioned earlier, the impact of a neurological condition can affect individuals’ ability to live the life they want, whether that be socially or in terms of their occupational choices (Kangas & McDonald, 2011). Although the direction of causation cannot be identified, the reflection participants made in terms of their increased level of activity and improvements in self-confidence and mood supports the ACT model’s focus on the importance of values and committed action.

4.9.3.4 Relationships

Another impact of the group which individuals reflected on during the interviews was the change that attending the group had for their relationships. They noted that significant others in their lives had found them to be calmer and that they were being more honest with family members about the challenges they experienced. The improvement in relationships is supported by research which found increases in partner relationship satisfaction following the use of an ACT intervention (Pakenham & Samios, 2013). The increased ability to connect with one’s own internal state and communicate it to another might have contributed to the improvement of relationships reported by participants. It may also be that the experience of seeing other individuals with a host of their own challenges, even with a different diagnosis, might make individuals more aware of the struggles others face and result a greater level of compassion for those around them.

Overall, the impact of the group on various domains of individuals’ lives supports the theory of the Y-shaped model discussed earlier. This proposed the interplay between poorer social relationships post-injury and personal distress caused by a sense of loss between pre and post injury. The model suggests that this in turn impacts ‘psychological growth’, the idea of understanding oneself and the pursuit of one’s values. This fits with the group format and ACT model used within this research which served to foster social relationships both inside and outside the group, as well as to support individuals’ awareness, acceptance and engagement in meaningful activities.

Therefore, the areas that participants highlighted as being useful in evoking change were a combination of the group format as well as techniques from ACT used in the group. This enriches the findings found within the quantitative analysis and provides support for both the contribution of the group process to change in addition to the inclusion of ACT based concepts and techniques.

4.10 Interpretation of findings

Overall, these results reflect positively on the use of a transdiagnostic ACT group for those with neurological conditions. Within this section, several explanations for the findings of this study will be considered, such as increased self-efficacy, therapist impact and expectancy effects.

One major aim of this piece of research was to better understand the mediators of change for participants, i.e. what it was about the group or the experience of being in the group that supported individuals to make changes in their lives. One potential explanation might be an increase in participants’ self-efficacy as a result of attending the group. Through learning about a set of techniques that could help participants in their day to day life the group may have given individuals a sense of influence on their lives which the uncertainty of a neurological diagnosis may have taken away. This explanation of change is supported by Transactional Theory and the model of stress appraisal (Lazarus & Folkman, 1984). This suggests that individuals’ responses to stressors are mediated by their personal resources and perception of their ability to cope. Therefore, it may be argued that the ACT group worked to help individuals develop their self-efficacy, allowing them to adjust to their conditions and live a life they value. 
Aside from individuals’ personal development, it is also worthwhile considering the impact that the facilitator may have had on those who attended the group. The evaluation forms and qualitative feedback from interviews reflected well on the facilitators and their skill in building relationships, supporting individuals by providing and explaining concepts, as well as enabling the flow of the group and an opportunity for individuals to talk and discuss their own concerns. When devising the manual, a key part of the facilitators’ role was considered to be flexibility with the group, in terms of the way in which content was covered and space given for participants to explore topics and concerns. This meant that facilitators were encouraged to support discussion where it emerged and to weave the content and techniques in where appropriate. This was something commented on by participants and it might be that the skill in providing techniques to participants but also a space in which they could discuss and explore issues, may have contributed to the success of the group dynamic. This is supported by research which has identified the association between therapist attunement with service-users and improved outcomes in therapy (Bennet-Levy et al, 2003). 

Finally, one of the key aspects to consider when interpreting the results is the potential for expectancy effects. The fact that individuals were informed about the study prior to taking part and knew which group they were in, may have impacted on their report across outcome measures. Those in the intervention group may have expected a positive outcome as a result and may, therefore, have been more likely to report positive change. In contrast, those in the waiting list group may have expected no change and, therefore, may have been more likely to report similar levels of difficulty. 

Overall, although this study goes some way in attempting to identify the mediators of change, it is difficult to disentangle all aspects of the group such as the ACT techniques, social support, normalisation of difficulties or facilitation, and the ways these factors may have contributed to the changes found in different ways for different participants. Therefore, the most likely explanation is that improvements reported by participants may have been from a range of mediators. 
4.11 Clinical relevance and implications

4.11.1 Contribution to the further development of clinical guidelines

The literature discussed earlier clearly highlighted that psychological difficulties amongst the population with neurological difficulties are highly prevalent, even more so than in the general population. However, although the potential for psychological difficulties are acknowledged within NICE guidelines, there is very little in the way of recommendations for interventions that may be useful in combating some of the difficulties experienced. This study provided further support that psychological difficulties are prevalent within the neurological population and that the ACT group program was an accessible, potentially effective and socially valid method of providing access to psychological support. This is illustrated not only by the high uptake and completion rates, but the findings from outcome measures which suggested the effectiveness of the group in improving self-identified difficulties, as well as increasing acceptance and ameliorating psychological distress. These findings are further enriched by the post-intervention interviews which highlighted the benefits individuals took from the groups and the impact it had on their lives. 

Therefore, this research advocates for (a) the greater acknowledgement of psychological difficulties at all stages of an individuals’ journey with a neurological condition, (b) the potential utility of an ACT group intervention for supporting individuals with neurological conditions and (c) the undertaking of further research in this area. All this is with the view of increasing the emphasis placed on the potential utility of psychological interventions for the neurological population and, thus, increasing its presence in clinical guidelines.

4.11.2 Transdiagnostic nature of the group

One of the most prominent findings of this group was the transdiagnostic nature being a key feature of the group for participants. One of the most regularly mentioned strengths of the group was the diversity of diagnosis in the group and the common experience of human distress, despite the different conditions experienced. Participants commented on the fact that the diversity of conditions within the group helped them normalise their distress as more than their diagnosis and see it as something shared by others, not only experienced by themselves.

One of the interesting points to note is that inclusion criteria for the group did not use any diagnostic labels such as depression or anxiety. Despite not tailoring the group to any particular diagnosis, the group still provided positive results for those within the intervention group. Several participants considered one of the strengths of the group as being that they were seen as an individual rather than a diagnosis, a key attribute of the transdiagnostic approach which sees the commonalities between humans and the difficulties they experience, rather than trying to fit them in separate boxes (Mansell et al, 2008). 

Furthermore, some individuals also reflected on the importance of the group for learning life skills, rather than just techniques to use in order to help manage their neurological condition. This further supports the position ACT holds as a transdiagnostic model which can be applied to individuals irrespective of their given diagnosis and that the techniques provided are tools for life, rather than tools for conditions.

4.11.3 Integration in neuro-rehabilitation

As it stands, as with many services the use of psychological therapy within the Hertfordshire Neurological Service tends to be considered in a reactive rather than proactive way, i.e. individuals are referred for psychological support when a psychological need is identified, rather than a proactive approach of offering skills for all referrals which could protect individuals’ mental health. Therefore, if individuals are viewing the content they have learnt as life skills, the group may be considered as much a preventative option as a reactive one. Therefore, it might be the case that the group may have some utility in being integrated further into the current neuro-rehabilitation care pathway. This could be in terms of a holistic package of care for those entering neurological services at the outset, together with input from physiotherapy, occupational therapy and other health professionals.

The potential of a greater integration between psychology and other professional input is supported by research which has found a link between an individual’s psychological distress and engagement with neuro-rehabilitation (Fleminger, 2003). This highlights the importance of addressing psychological difficulties in order to give individuals the best chance of positive outcomes in neuro-rehabilitation (NHS Improvement, 2011). Therefore, this research makes the case for the further consideration of psychological interventions not only once a psychological concern has been identified but at earlier stages of an individual’s journey within a neurological service.

4.11.4 Therapist alignment with the ACT model
It is also worth considering at this point, the therapeutic standpoints of the facilitators who conducted the groups. It is fair to say that those who facilitated the groups would describe themselves as holding a belief in the utility of ACT with this population (M. Hepworth, personal communication, April 11, 2016).  Research has suggested that there is a link between clinicians’ beliefs about their role in therapy and their performance within therapy (McLean and Wade, 2003). Although there is research to suggest that the facilitator of a group does impact on outcomes (Braaten, 1989), there is little research investigating whether there is a correlation between therapists’ belief in a model and therapeutic gain. If this were to be the case, this could have implications in terms of considering which therapists are selected to run different groups. Therefore, although this has not been investigated in great detail, it would be interesting to consider the therapeutic beliefs of the practitioner facilitating the group and whether this has any impact on the effectiveness of the intervention.

4.11.5 Efficiency and cost-effectiveness 
When considering the success of the intervention, it is important to consider efficiency as well as outcomes. In terms of further access to services, of the nineteen that completed, two individuals were offered additional support from the service. One individual had recently been given a neurological diagnosis and reported that the intervention, in line with the groups aims, was a useful first step in adjusting to their new circumstances. Another individual reported that they needed further therapy to be able to apply the techniques to their personal needs more effectively. This fits with the idea of the journey of adjustment which is unique for each individual and has no set period to be successfully navigated (Baker and Graham, 2004). Therefore, it may have been that those who did access further support still made gains from attending the group. 

In terms of clinical hours, the average number of hours of individual sessions offered by the service is six. This would have equated to one hundred and fourteen hours of clinical time for those who completed the group. Therefore, the total of twenty-four clinical hours used in running the four groups equated to 20% of the time that it would take to see an individual, a saving of 90 hours of clinical time. It is noted that two individuals were subsequently seen within the service, but this still compares favourably and any beneficial effects of the group may still be carried forward. For example, even if these individuals received six further sessions of individual therapy, the group and individual sessions would still only use 32% of the time taken to see each participant individually, and does not include any non-specific beneficial effects of the group. These results are not a comparison of the efficacy of group versus individual interventions, but provides the suggestion that the ACT group could be a useful method of intervention for individuals who might be identified as being likely to benefit within services with sparse resources.

It is also important to note that two of the groups were facilitated by a Trainee Clinical Psychologist. The facilitation of the group by a trainee has cost implications in the sense that time can be freed up for Neuropsychologists and other professionals to see other individuals within the service. Therefore, there is the potential in the future that the group could be run by trainees in order to free up senior Psychologists to take on more complex cases.
Furthermore, the focus of the ACT group on the common difficulties individuals experience enables the provision of transdiagnostic psychological therapy rather than needing to purely provide diagnosis specific interventions. Therefore, these results support the use of a group format as a method of providing individuals with a useful therapeutic experience in a way that might also be used to cut down waiting times (Clark, 2009). Furthermore, the use of a brief group intervention may be a potentially cost-effective option for the service in the future (Segal, Williams & Teasdale, 2002). Therefore, a possible next step may be to provide exposure for the group by giving talks to commissioners and GPs, with the potential of income generation for the neuro-rehabilitation service if the intervention is provided within primary care settings.  
4.12 Study limitations

4.12.1 Statistical power
It is important to note the small sample size used within this study. Prior to the study, a power calculation was conducted which stated that the total sample size required was n=26 (13 in the intervention group and 13 in the control group). This was in order to detect a mean difference from pre to post within the intervention group representing a strong effect size. Both the intervention group and control groups were made up of small numbers and, therefore, the study was under powered. However, the support for statistical findings from qualitative report, suggests that the effects found within the intervention group were reflective of improvements made by participants.

4.12.2 Research design

There is also the unanswered question over whether attendance at the group is better than ‘treatment as usual’ i.e. individual therapy, which was not included in this study. There is the possibility that a randomised controlled trial using a larger sample size with alternate therapeutic options for comparison would provide a more robust set of results with which to understand the therapeutic utility of the ACT group intervention. 

4.12.3 The measurement of ‘adjustment’

The aim of this study was to support individuals with adjusting to their life following the diagnosis or onset of a neurological condition. In terms of this study and in the context of the ACT model, this was conceptualised as supporting an individual to connect with the present moment in an accepting and non-judgemental way and to identify with what was important to them to live a life that they valued. However, there were no measures utilised in order to measure how well participants believed that they had “adjusted” to their situation. 

Earlier, the term adjustment was defined as “the process of coming to terms with or making sense of a change to one’s life and engaging in a process of adaptation to potential changes in functioning”. The changes reported by participants in terms of acceptance, greater awareness and increased activity had been achieved by most, if not all participants in the intervention group in one way or another. However, the question remains over how best to measure adjustment and whether an additional measure or specific question should have been incorporated into the interview in order to better understand an individual’s perception of their adjustment to their condition both prior to and post-intervention. Therefore, there is still a question over whether the ACT group should be conceptualised as an intervention to support those with adjustment difficulties or something broader, such as to help ameliorate psychological distress in general.
4.12.4 Ethnic diversity of sample

From the demographic characteristics of the group it can be seen that the entire group classified themselves as White British or within the White category. Although this is broadly representative of the local population where these services operate, it does impact on the generalisability of findings. 

It may be that the ethnic similarity between participants resulted in the cohesion which was reported by participants, as suggested by Canade (2014). Therefore, outcomes of the group could be different in areas with greater levels of ethnic diversity. Alternatively, as with the transdiagnostic benefits of the group it might be that it was the shared experience of challenges that participants faced as a result of their neurological condition which united them rather than the similarity of their ethnic backgrounds. Thus, there is potential for the intervention to be transcultural.

4.12.5 Lack of follow-up

One of the potential drawbacks of this study is that there was no measurement of outcomes beyond the post-intervention follow-up attended by each participant. As discussed previously, following the intervention each participant was provided with a follow-up meeting within one week of the end of the intervention. This provided a chance to consider whether any further input was required. Beyond this, due to the time limitations of this study, given the need to submit the thesis for qualification, no measurement was completed and, therefore, it cannot be said with certainty that the promising findings from this study have been maintained over a longer period. However, in the pilot study for this intervention which did have the time to access these measures, the gains made by participants were maintained and increased at follow-up, although this was for a small sample size (Ben-Zion, Friedland & Keville, in preparation).
4.12.6 Lack of screening measures

As part of this study, information was collected regarding participants’ diagnosis and time since diagnosis during the assessment process. However, further information such as health status of participants, as well as cognitive abilities was not assessed but would have been useful in understanding who the group worked best for and to aid in further refining referral criteria. Furthermore, the dynamic nature of neurological conditions means that there can often be change, whether deterioration or improvement, over the passage of time and this may have contributed to changes found on measures. Participants’ health status, or changes in medication or condition, were not measured at any time during the study and may be considered a confounding variable. Furthermore, due to the small sample size, there was very limited diversity within diagnostic categories, i.e. individuals with the same diagnosis at different stages in their condition, so it cannot be said whether the group is more useful for individuals at different stages of recovery or progression with their neurological condition.

4.13 Future directions

4.13.1 Randomised controlled trial

This study was based on a mixed-methods waiting-list control design which enabled the comparison of change between those who had received the ACT intervention and a waiting-list control group. Future research could build on this by evaluating how the ACT intervention compares in terms of its effectiveness to other interventions. One potential option would be to use a randomised controlled trial in order to evaluate the ACT group in comparison to the individual therapy option which is currently offered by the service. This could test the difference in effectiveness in terms of changes found on any of the measures, in addition to evaluating the impact of being within a group setting versus an individual one.
Furthermore, if an RCT design were to be used, it would be important to assess whether any improvement is maintained over time and whether these effects are maintained differently dependent on the method of therapy. Considering the varying nature and progression or recovery of neurological conditions, it may also be useful to track the change in individuals’ conditions against any improvements or deterioration in outcome measures or qualitative report. It would be important to ensure a greater ethnic diversity within the group to better understand the transcultural potential of the intervention. This could contribute to better understanding who the group is most effective for and when in an individual’s journey with their condition it is best to be offered.
4.13.2 Further investigation into clinical sample

4.13.2.1 Diagnostic diversity

The overall results of this study illustrated that there were statistically significant improvements for those in the intervention group and which were supported by qualitative report. However, it is clear from the data that those with progressive conditions demonstrated greater levels of change on outcome measures than those with sudden onset diagnoses. It is important to note that these findings are based on small sample sizes and must be interpreted with caution. However, it may be useful in future groups to further investigate the improvements made by those in different diagnostic categories and to identify mediators of change and whether the group can be further tailored to the needs of the group it serves.

4.13.2.2 Demographic diversity

Furthermore, it would be worthwhile in future research to investigate the utility of the group with a greater ethnic diversity. It would be interesting to carry out additional qualitative analysis to investigate if improvements are made, what participants identify as useful about the group and whether the group cohesion plays a part in the feedback gathered as it did with the current study. It may also be useful to take account of other sociodemographic details such as employment and financial status in terms of identifying any confounding variables which might impact on gains made.

4.13.2.3 Further qualitative investigation

There is also the question of how improvement should be measured in future research. One possibility would be to consider how individuals viewed their own neurological condition prior to and following completion of the group. Research has shown that the improvement in psychological flexibility as a result of an ACT intervention can impact positively on the way individuals perceive their illness and adjust to its impact. As research has shown a relationship between self-perception of illness and outcomes in those with chronic illness (Petrie & Weinman, 2012), this has implications for the use of ACT within this environment. Therefore, further investigation of the relationship between improvements in self-perception pre and post-intervention would be a worthwhile path of research.
4.14 Reflections
Perhaps unusually for a project involving the use of a quantitative method of analysis, I decided to incorporate a reflections section. I have done so in order to acknowledge and address some of the issues I came up against whilst completing this research in relation to my position as a social constructionist.

Through training on the Clinical Psychology Doctorate course at the University of Hertfordshire, I have been fortunate to be challenged in my thinking about outcome research. As a result of this, one of the difficulties I have experienced is regarding questions about the validity of empiricism (Winter, 2015) and questioning the validity of methods we use, such as outcome measures, to assess change. Therefore, I have found it challenging to make conclusions based on the use of methods which I believe are flawed, whether that be because of the validity of the constructs they measure or the way in which therapies are deemed effective or ineffective based on cut-offs and sizes of change.

One of the ways I attempted to overcome the limitations of the pure quantitative research approach was through the additional use of a qualitative method. However, I am also aware of the subjectivity of qualitative analysis techniques and the investment I have in finding that a group that I have created was effective. Therefore, I attempted to overcome this limitation through an independent research assistant conducting the interviews and cross-validating the themes. Overall, I believe that when considering the resources available, the use of a mixed-methods design provided the best way to ensure that the results were an objective reflection of participants’ experiences. I also believe that my awareness of the limitations outlined above ensured that I have treated my findings cautiously and made tentative conclusions as a result.

Finally, I am acutely aware of the fallacy of generalising the results from a study involving 23 individuals to a population in the UK which is estimated to consist of over 12.5 million cases of individuals with neurological diagnoses. However, as I mentioned at the start of my introduction, I believe that whilst Social Constructionism would question the notion of evidence, it would not ignore it. We do not have a health system in the United Kingdom which enables the provision of tailor made interventions for every individual we see. Therefore, I subscribe to the belief that it is our duty to provide therapies using the best possible evidence that we can and that we continue striving to question and improve the way in which we validate interventions by evaluating them.

Overall, despite the limitations of this study, I believe that at a minimum it has contributed to the development of psychological therapies for those with neurological conditions. At a maximum, it may have also contributed to supporting an individual to improve their lives. If the latter is the case, surely this is as good a reason as any in justifying carrying out research such as this.

4.15 Conclusion

In conclusion, these results suggest that an ACT based group intervention is feasible and potentially effective for supporting individuals with adjusting to life following diagnosis of a neurological condition. The results indicated that those in the intervention group made significant improvements across all measures of acceptance, self-identified difficulties and psychological distress. Those in the waiting list condition did not experience any change in these domains.

The qualitative feedback from participants was also highly positive. Individuals particularly reported the usefulness of the ACT strategies, in addition to valuing being in a group with others with similar diagnoses and difficulties. The impacts of attending the group were wide ranging - from personal impacts, in terms of increased awareness and acceptance, to behavioural changes, in terms of living according to one’s values. Despite these promising findings, it is important to acknowledge the limitations of the study in terms of the small number of participants, as well the lack of a randomised controlled trial approach in favour of a waiting list control design. Therefore, further research is required using more rigorous research designs to test the efficacy of ACT group interventions in supporting individuals adjusting to a neurological diagnosis.
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Appendix 1: Literature summary from systematic review

	Title
	First author, year of publication
	Intervention type
	Participants
	Diagnoses
	Outcome measures
	Findings

	Assessing the feasibility of Acceptance and Commitment Therapy in promoting psychological adjustment after severe traumatic brain injury
	Whiting et al, (2012)
	7 x 2-hour weekly group sessions
	Two males
	Traumatic brain injury
	- Depression Anxiety and Stress Scale (DASS-21)

- Acceptance and Action Scale (AAQ-II)

- Acceptance and Action Scale ABI (AAQ-ABI)

- Sydney Psychosocial Participation Scale (SPRS)


	- Decrease in psychological distress,

- Increase in psychological flexibility

	A novel application of acceptance and commitment therapy for psychosocial problems associated with multiple sclerosis
	Sheppard et al, (2010)
	5 hours (half-day) group session
	Twelve females, three males
	Multiple Sclerosis
	- Beck Depression Inventory (BDI-II)

- Modified Fatigue Impact Scale

- Pain Effects Scale

- Short Form Health Status Survey

- White Bear Suppression Inventory

- Mindful Attention Awareness Scale

- Quality of Life Inventory


	- Decrease in psychological distress

- Increase in psychological flexibility

- Increase in quality of life 

	Cognitive behavioural therapy in multiple sclerosis: A randomized controlled pilot study of acceptance and commitment therapy
	Nordin and Rorsman (2012)
	- 5 sessions over 10 week period

- Acceptance and commitment therapy (ACT) or Relaxation Therapy (RT)
	- Ten participants in each group

- Sixteen females, four males
	Multiple Sclerosis
	- Expanded Disability Status Scale

- Beck Depression Inventory (BDI)

- Hospital Anxiety and Depression Scale (HADS)
	- Increased psychological flexibility for those in ACT condition

- Decrease in anxiety greater for RT group

- Greater decrease in anxiety for RT group


Appendix 2: Participant information sheet

PARTICIPANT INFORMATION SHEET 

Version 2 (22/10/2015)
“Time to ACT”: Multi-site evaluation of an Acceptance and Commitment Therapy group intervention for adjustment difficulties in neurological conditions
University of Hertfordshire/Hertfordshire Neurological Service (Hertfordshire Community NHS Trust)

Who is conducting the research? 
This study is part of a Clinical Psychology Doctorate being completed by Ilan Ben-Zion (Trainee Clinical Psychologist). It is being supervised by Dr Saskia Keville (Academic Tutor/Clinical Psychologist) at the University of Hertfordshire, and Dr Mog Hepworth (Clinical Psychologist) at Hertfordshire Neurological Service. 

What is this study about? 
Research has shown that coping with the difficult emotions, lifestyle changes and symptoms as a result of neurological conditions (such as Multiple Sclerosis, Stroke and Brain Injuries) can be challenging for a lot of people. Many people with these difficulties experience periods of feeling down, distressed and/or anxious and find it difficult to manage these feelings and adjust to life after diagnosis. Acceptance and Commitment Therapy (ACT) offers ways to help individuals to accept difficult emotions and live a life that they value. Research shows that when people use these techniques, they are able to manage their difficulties better. In this study we would like to find out whether attending an ACT group is useful and whether it is more beneficial than remaining on a waiting list. 

Why are you being invited to take part in this study? 
You have been invited to take part in this study because you have been diagnosed with a neurological condition and have been identified as someone who might benefit from an ACT group. You are also already on the waiting list for this group and not receiving any other psychological treatment. 

How will this help people affected by ABI/TBI and neurological conditions? 
We cannot promise the group will help you, but the evidence so far is showing more and more that ACT programmes are very helpful for people adjusting following the diagnosis of a neurological condition. We hope that the results of this study will help us make improve the group for those with neurological conditions. 

What will happen during the study? 
Your treatment will not change in any way by taking part in this study. The only change will be that you will be given some additional questionnaires to complete, which will help us see how beneficial the group is. The questionnaires we will ask you to complete will take around 20-25 minutes of your time. We will ask you to complete these questionnaires on three occasions. We will arrange for you to complete these at a convenient time for you. 

If you agree to take part, those at the top of the waiting list (up to eight per group) will attend the group straight away. The next set of eight on the waiting list will attend the group six weeks later. This means that everyone will have the opportunity to attend the group. 

At the end of the programme, we will ask you to feed back about your experiences and views about the group sessions. We will also invite you to take part in a more detailed interview about your experiences of the group. These interviews will be recorded, analysed and transcribed for the final write up. Any information from the interview, or quotes used in any report following the study, will be anonymised so that you can’t be identified. 

How will my personal information and questionnaires be used?

If you agree to take part, your name will not be recorded on any of the questionnaires and the information will not be disclosed to other parties. Your responses to the questionnaires will be used for the purpose of this study only. We will not have access to any of your medical records. Your questionnaires will be kept in a locked filing cabinet in a secure research office. When the data we have collected is analysed, it will remain anonymous.

What are the benefits or risks of taking part? 
Those who have participated in previous ACT groups have found the group to be very useful in managing with life following diagnosis of a neurological condition. They have said they found being part of a group very helpful. There are no known risks for you in this study.

What if I change my mind?
You may decide to stop being a part of the research study at any time without explanation. You have the right to ask that any data you have supplied to that point be withdrawn or destroyed. You have the right to refuse to answer to any question that is asked of you.

Will you inform me of the results of the study? 
Yes. We will be publishing a summary of the final results and would be happy to send you a copy if you are interested.

Interested? 
If you are interested in taking part please let the Psychologist who has completed your assessment know. If you would like to find out more about this study or discuss anything in more detail, please contact Ilan Ben-Zion (i.ben-zion@herts.ac.uk) or call 01923 299124. Please note that enquiring about participation does not commit you in any way and you are under no obligation to take part. 

Appendix 3: Participant consent form

Centre Number: 

Study Number: 

Patient Identification Number: 

INFORMED CONSENT FORM

Version 2 (22/10/2015)

Title of Project: “Time to ACT”: Multi-site evaluation of an Acceptance and Commitment Therapy group intervention for adjustment difficulties in neurological conditions
Name of Researchers: Dr Saskia Keville (Chief Investigator), Dr Mog Hepworth (Clinical Psychologist) and Mr Ilan Ben-Zion (Trainee Clinical Psychologist)

Please tick each box if you agree:


1. I confirm that I have read and understand the information sheet dated 17/05/2015 version 1 for the above study. I have had the opportunity to consider the information, ask questions and have had these answered satisfactorily. 


2. I understand that my participation is voluntary and that I am free to withdraw at any time without giving any reason, without my medical care or legal rights being affected. 


3. I have been told how information relating to me (data obtained in the course of the study, and data provided by me about myself) will be handled: how it will be kept secure, who will have access to it, and how it will or may be used.  


4. I consent to my interview being recorded, transcribed and analysed. I understand that any content or quotes from this interview will be anonymised in any written work resulting from this study.


5. I agree to take part in the above study. 

__________________________      _______________      ______________________

Name of Participant                          Date                             Signature 

__________________________      _______________      ______________________

Name of Person taking consent        Date                             Signature 

Appendix 4: Assessment form

ACT group assessment form                      Date:
	Name


	

	Age


	

	Gender


	

	Diagnosis


	

	Years since diagnosis


	

	Presenting problems


	

	Cognitive difficulties


	

	Expectations of therapy
	


Appendix 5: ACT group session content

Session 1: This session is entitled “I am not my symptoms”. Welcome to the group, confidentiality and ground rules are covered. Participants are asked to identify words which they can describe themselves and a distinction drawn between who we are, our “being” and what our symptoms, what we “have”. This is based on the self-as context arm of the hexaflex and tries to start to support individuals to notice stories they might have and labels which they have given themselves.  During the second half of the session the “passengers on the bus” metaphor is discussed, which is aimed at helping individuals to identify who their passengers are, ie. thoughts, feelings, bodily states, memories and experiences which encroach on their daily life and stop them from acting in a way which allows them to live a life they value.

Session 2: “Living my life”. The second session is based around values and identifying individuals’ values. This session starts by identifying how much time participants spend focusing/partaking on various aspects of their life including their problems/symptoms, work/education, relationships, self-care/health and personal fulfilment/recreation. Participants are then asked to complete the same task again but looking to the future and how they’d like to be. Goals are then set based on which element increases the most and then together as a group help each individual to identify the value behind this. Participants are then encouraged to identify values they hold in other areas of their lives, such as in relationships, health etc. The final part of the session involves identifying barriers which may prevent participants completing these goals and link these back to the passengers on the bus metaphor from the first session.

Session 3: “I don’t have to believe my thoughts”. This session focuses on three different arms of the hexaflex including the “cognitive defusion”, “contact with present moment” and “acceptance” arms. First, the group are introduced to a junk mail exercise where participants are encouraged to notice their thoughts and categorise them according to good mail, necessary mail and junk mail. They are then encouraged to notice the junk mail and allow it to be as it is impossible to stop junk mail, we have to accept it is there but do not need to pay attention to it if we choose not to. 

This week of the group also introduces mindfulness and includes two different exercises in order to demonstrate this. The concept of mindfulness is explained and demonstrated using the three letter exercise, where in turn, group members are asked to name a three letter word starting with the last letter of the word the previous group member mentioned. Group members are asked at the end to identify what thoughts and feelings they were experiencing during the game. This usually enables members to really identify with their experience during the game, which is essentially enabling individuals to connect with the present moment. A short three-minute mindfulness breathing exercise is then introduced and practised with the group. 

Session 4: “Getting to know my inner critic”. This session returns to the idea of “Defusion” and noticing our inner voice, or critic which puts us down and can stop us living a life which we value. The next part focuses on the “lemon, lemon, lemon” exercise which serves to illustrate that words are just a series of sounds and syllables which have no inherent meaning. This can further help with cognitive defusion. In the second half of the session, another mindfulness task is completed, “the sultana”, and then finishes with a discussion about “commitment to action” using a metaphor which encourages participants to welcome discomfort and distress, rather than try to push it away and have it return bigger and stronger than previously. 

Session 5: “Make room for emotions” – This session is based on the “connecting to the present moment”, “acceptance” and “Committed action” parts of the hexfaflex. During the session the emotions we experience are discussed and consideration given to how we can make room for these emotions and allow them to be there rather than direct our behaviour and subsequent experience. This focuses on the aspect of experiential avoidance and supports individuals to take note of their distress or challenging thoughts and feelings but not to try and control them or avoid these. Following this, the group is supported to practice an additional mindfulness “clouds in the sky” exercise to continue developing participants’ mindfulness skills and connecting with the present moment. In the second half of the session, participants complete an exercise where they are required to come up with a sales pitch for an inanimate object for which they do not have strong feelings. This exercise helps participants to see that they are not required to feel inspired to act inspired or feel confident in order to behave in way which is consistent with their values.

Session 6: “Continuing the journey”. This is a summary session where the group material covered is reviewed and participants asked to recall what they remember and found most useful. Participants are encouraged to ask questions or request clarification on any of the group content or discussions. The group ends with a discussion about challenges which might arise in the future and how these can be accepted and overcome using the strategies discussed during the group.

Appendix 6: AAQ-II

AAQ-II 
Below you will find a list of statements. Please rate how true each statement is for you by circling a number next to it. Use the scale below to make your choice.  
	1 
	2 
	3 
	4 
	5 
	6 
	
	7 
	

	never 
 true 
	very seldom true 
	seldom  true 
	sometimes  true 
	frequently  true 
	almost always true 
	
	always  
true 
	

	 
 
 
 
 
	 
	
	
	 
	

	1. My painful experiences and memories make it difficult for me to live a life that I would value. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	2. I’m afraid of my feelings. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	3. I worry about not being able to control my worries and feelings. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	4. My painful memories prevent me from having a fulfilling life. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	5. Emotions cause problems in my life. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	6. It seems like most people are handling their lives better than I am. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 

	7. Worries get in the way of my success. 
	1 
	2 
	3 
	4 
	5 
	6 
	7 


Appendix 7: Things I’d like to change
Things I’d like to change

Please write down up to three things in your life that you would like to change.

Tell us how much of a problem each one is by marking the line below it. If the problem is very big, put your mark closer to the right side of the page.



Appendix 8: PHQ-9

	PATIENT HEALTH QUESTIONNAIRE-9  
(PHQ-9) 

	Over the last 2 weeks, how often have you been bothered by any of the following problems? (Use “✔” to indicate your answer) 
	Not at all 
	Several days 
	More than half the days 
	Nearly every day 

	1. Little interest or pleasure in doing things 
	0 
	1 
	2 
	3 

	2. Feeling down, depressed, or hopeless 
	0 
	1 
	2 
	3 

	3. Trouble falling or staying asleep, or sleeping too much 
	0 
	1 
	2 
	3 

	4. Feeling tired or having little energy 
	0 
	1 
	2 
	3 

	5. Poor appetite or overeating 
	0 
	1 
	2 
	3 

	6. Feeling bad about yourself — or that you are a failure or have let yourself or your family down 
	0 
	1 
	2 
	3 

	7. Trouble concentrating on things, such as reading the newspaper or watching television 
	0 
	1 
	2 
	3 

	8. Moving or speaking so slowly that other people could have noticed?  Or the opposite — being so fidgety or restless that you have been moving around a lot more than usual 
	0 
	1 
	2 
	3 

	9. Thoughts that you would be better off dead or of hurting yourself in some way 
	0 
	1 
	2 
	3 


  FOR OFFICE CODING     0      + ______  +  ______  +  ______ 
=Total Score:  ______ 
Appendix 9: GAD-7

	GAD-7 
	
	
	
	

	Over the last 2 weeks, how often have you     been bothered by the following problems? 
(Use “✔” to indicate your answer) 
	Not 
at all 
	Several days 
	More than half the days 
	Nearly every day

	1.  Feeling nervous, anxious or on edge 
	0 
	1 
	2 
	3 

	2.  Not being able to stop or control worrying 
	0 
	1 
	2 
	3 

	3.  Worrying too much about different things 
	0 
	1 
	2 
	3 

	4.  Trouble relaxing 
	0 
	1 
	2 
	3 

	5.  Being so restless that it is hard to sit still 
	0 
	1 
	2 
	3 

	6.  Becoming easily annoyed or irritable 
	0 
	1 
	2 
	3 



7.  Feeling afraid as if something awful  
0 
1 
2 
3 
     might happen 
                             (For office coding: Total Score T____  =   ____    +   ____    +    ____ ) 

Appendix 10: Client change interview

Client Change Interview Schedule
The major topics of this interview are any changes you have noticed since therapy began, what you believe may have brought about these changes, and helpful and unhelpful aspects of the therapy.  The main purpose of this interview is to allow you to tell us about the therapy and the research in your own words.  This information will help us to understand better how the therapy works; it will also help us to improve the therapy. 

1. Changes:

1a. What changes, if any, have you noticed in yourself since therapy started?  (For example, Are you doing, feeling, or thinking differently from the way you did before?  What specific ideas, if any, have you gotten from therapy so far, including ideas about yourself or other people?   Have any changes been brought to your attention by other people?) [Interviewer: Jot changes down for later.]
1b. Has anything changed for the worse for you since therapy started?

1c. Is there anything that you wanted to change that hasn’t since since therapy started?

2. Change Ratings:  (Go through each change and rate it on the following three three scales:)
2a. For each change, please rate how much you expected it vs. were surprised by it?  (Use this rating scale:)


(1) Very much expected it


(2) Somewhat expected it


(3) Neither expected nor surprised by the change


(4) Somewhat surprised by it


(5) Very much surprised by it

2b. For each change, please rate how likely you think it would have been if you hadn’t been in therapy? (Use this rating scale:)


(1) Very unlikely without therapy (clearly would not have happened)


(2) Somewhat unlikely without therapy (probably would not have happened)


(3) Neither likely nor unlikely (no way of telling)


(4) Somewhat likely without therapy (probably would have happened)


(5) Very likely without therapy (clearly would have happened anyway)

2c. How important or significant to you personally do you consider this change to be?  (Use this rating scale:)


(1) Not at all important

(2) Slightly important

(3) Moderately important

(4) Very important


(5) Extremely important
3. Attributions:  In general, what do you think has caused these various changes?  In other words, what do you think might have brought them about?  (Including things both outside of therapy and in therapy)
4. Helpful Aspects:  Can you sum up what has been helpful about your therapy so far?  Please give examples.  (For example, general aspects, specific events)

5. Problematic Aspects:

6a. What kinds of things about the therapy have been hindering, unhelpful, negative or disappointing for you?  (For example, general aspects. specific events) 

6b. Were there things in the therapy which were difficult or painful but still OK or perhaps helpful?  What were they?  

6c. Has anything been missing from your treatment?  (What would make/have made your therapy more effective or helpful?)

7.  Suggestions.  Do you have any suggestions for us, regarding the research or the therapy?  Do you have anything else that you want to tell me?
Appendix 11: Service satisfaction questionnaire 
ADJUSTMENT GROUP FEEDBACK FORM

We are always looking for ways to improve our Service, and we would be grateful if you could find the time to answer the following questions on the services you have received.

Please circle one option for each question:

	I was able to understand the information presented in the group


	Strongly disagree
	Disagree
	Neither agree nor disagree
	Agree
	Strongly agree

	I was happy with the number of group sessions


	Strongly disagree
	Disagree
	Neither agree nor disagree
	Agree
	Strongly agree



	The sessions were long enough (1 hour)


	Strongly disagree
	Disagree
	Neither agree nor disagree


	Agree
	Strongly agree



	The facilitator related to the group effectively


	Strongly disagree
	Disagree
	Neither agree nor disagree


	Agree
	Strongly agree



	I have learnt more about ways to cope with my difficulties in day to day life


	Strongly disagree
	Disagree
	Neither agree nor disagree
	Agree
	Strongly agree



	I found it helpful being with other people who have similar difficulties


	Strongly disagree
	Disagree
	Neither agree nor disagree
	Agree
	Strongly agree



	I feel more positive about coping with my difficulties
	Strongly disagree
	Disagree
	Neither agree nor disagree
	Agree
	Strongly agree




	Overall, how satisfied are you with the group?
	Very dissatisfied
	Dissatisfied
	Neither satisfied nor dissatisfied
	Satisfied
	Very satisfied




	How likely is it that you would recommend this group to friends/family?
	Very unlikely
	Unlikely
	Neither likely nor unlikely
	Likely
	Very likely




What were the one or two most helpful things of the group for you personally?

…………………………………………………………………………………………………

…………………………………………………………………………………………………

…………………………………………………………………………………………………

What change, if any, would you recommend?

…………………………………………………………………………………………………

…………………………………………………………………………………………………

…………………………………………………………………………………………………

Please make any other comments that you would like to offer

……………………………………………………………………………………………………………

……………………………………………………………………………………………………………

……………………………………………………………………………………………………………

Appendix 12: Thematic Framework

	ID
	Intervention design
	Intervention process 
	Impact 
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National Research Ethics Service 
NRES Committee London – Fulham  
3rd Floor 

Barlow House 

4 Minshull Street 

Manchester     
M1 3DZ  

Telephone: 0161 625 7434  

22 June 2015 
Dr Saskia Keville 

Academic Tutor / Clinical Psychologist 

University of Hertfordshire 

Health & Human Sciences Research Institute 

Room 1F414, Health Research Building 

College Lane Campus, University of Hertfordshire 

AL10 9AB 
Dear Dr Keville  

	Study title: 
	“Time to ACT”: Multi-site evaluation of an Acceptance and Commitment Therapy group intervention for adjustment difficulties in neurological conditions 

	REC reference: 
	15/LO/1054 

	Protocol number: 
	LMS/PG/NHS/00370 

	IRAS project ID: 
	179048 


The Research Ethics Committee reviewed the above application at the meeting held on 15 June 2015.   Thank you for attending to discuss the application.  
We plan to publish your research summary wording for the above study on the HRA website, together with your contact details. Publication will be no earlier than three months from the date of this favourable opinion letter.  The expectation is that this information will be published for all studies that receive an ethical opinion but should you wish to provide a substitute contact point, wish to make a request to defer, or require further information, please contact the REC Manager  Anna Bannister, nrescommittee.london-fulham@nhs.net. Under very limited circumstances (e.g. for student research which has received an unfavourable opinion), it may be possible to grant an exemption to the publication of the study.  

Ethical opinion 

The members of the Committee present gave a favourable ethical opinion of the above research on the basis described in the application form, protocol and supporting documentation, subject to the conditions specified below.  

The Committee suggested that the information sheet is double spaced. 

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

Management permission or approval must be obtained from each host organisation prior to the start of the study at the site concerned.   

Management permission (“R&D approval”) should be sought from all NHS organisations involved in the study in accordance with NHS research governance arrangements. 
Guidance on applying for NHS permission for research is available in the Integrated Research Application System or at http://www.rdforum.nhs.uk.  
Where a NHS organisation’s role in the study is limited to identifying and referring potential participants to research sites (“participant identification centre”), guidance should be sought from the R&D office on the information it requires to give permission for this activity. 
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 approvals from host organisations. 
Registration of Clinical Trials 

All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on a publically accessible database. This should be before the first participant is recruited but no later than 6 weeks after recruitment of the first participant. 

There is no requirement to separately notify the REC but you should do so at the earliest opportunity e.g. when submitting an amendment.  We will audit the registration details as part of the annual progress reporting process. 

To ensure transparency in research, we strongly recommend that all research is registered but for non-clinical trials this is not currently mandatory. 

If a sponsor wishes to request a deferral for study registration within the required timeframe, they should contact hra.studyregistration@nhs.net. The expectation is that all clinical trials will be registered, however, in exceptional circumstances non registration may be permissible with prior agreement from NRES. Guidance on where to register is provided on the HRA website.  

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). 
Ethical review of research sites 

NHS Sites 
The favourable opinion applies to all NHS sites taking part in the study taking part in the study, subject to management permission being obtained from the NHS/HSC R&D office prior to the start of the study (see “Conditions of the favourable opinion” below).  

Non NHS sites 
The Committee has not yet completed any site-specific assessment(s) (SSA) for the non-NHS research site(s) taking part in this study.  The favourable opinion does not therefore apply to any non-NHS site at present.  I will write to you again as soon as an SSA application(s) has been reviewed.  In the meantime no study procedures should be initiated at non-NHS sites.  

Summary of discussion at the meeting 

Ethical issues raised by the Committee in private discussion, together with responses given by the researcher when invited into the meeting 

The Chairman welcomed Mr Ilan Ben-Zion and thanked him for attending the meeting to discuss the study. 

Social or scientific value; scientific design and conduct of the study 

The Committee asked if the acceptance and commitment therapy was clinically used in routine care. Mr Ben-Zion confirmed it was. 

The Committee asked if the questionnaires were part of standard care. Mr Ben-Zion explained that all questionnaires are standard except the ‘Things I’d like to change’ questionnaire Mr BenZion explained that nothing would happen to the participant that wouldn’t happen in normal care. The only difference is that they would fill out an extra questionnaire at the end and they would collect their data for use in the study.  

The Committee asked if the therapy groups would be mixed with patients who had consented to be part of the study and those who had not. Mr Ben-Zion confirmed that was correct. And only data on the consenting patients would be included in the study.  

The Committee asked how many participants would be recruited. Mr Ben-Zion explained that 16 participants would be recruited at each of the two sites, so 32 in total.  

Favourable risk benefit ratio; anticipated benefit/risks for research participants (present and future) 

The Committee asked if any participants care would be delayed by being included in the study. Mr Ben-Zion confirmed no participant would have their therapy delayed. 

Informed consent process and the adequacy and completeness of participant information 

The Committee said they found the information sheet full of jargon and was too closely typed. Mr 

Ben-Zion explained that the information sheet had been shared with patients and staff. The Committee were happy to leave the information sheet unchanged as it had been reviewed by patients and staff but would recommend that it was doubled spaced.  

The Committee asked if participants would be reimbursed. Mr Ben-Zion confirmed they would not as they would be coming to routine therapy appointments.  

Approved documents 

The documents reviewed and approved at the meeting were: 

	Document   
	Version   
	Date   

	Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) [Indemnity Letter (University of Hertfordshire)]  
	1  
	22 May 2015  

	Interview schedules or topic guides for participants [Client Change Interview Schedule]  
	1  
	20 May 2015  

	IRAS Checklist XML [Checklist_26052015]  
	  
	26 May 2015  

	Letter from sponsor [Letter from Sponsor]  
	1  
	22 May 2015  

	Non-validated questionnaire [Things I'd like to change]  
	1.0  
	20 May 2015  

	Non-validated questionnaire [Service satisfaction questionnaire]  
	1  
	20 May 2015  

	Participant consent form [Participant Consent Form]  
	1  
	20 May 2015  

	Participant information sheet (PIS) [Participant Information Sheet]  
	1  
	20 May 2015  

	REC Application Form [REC_Form_29052015]  
	  
	29 May 2015  

	Research protocol or project proposal [Project proposal]  
	1.0  
	10 May 2015  

	Summary CV for Chief Investigator (CI) [CI CV]  
	1  
	17 May 2015  

	Summary CV for student [Ilan Ben-Zion CV]  
	1  
	17 May 2015  

	Summary CV for supervisor (student research)  
	  
	  

	Summary, synopsis or diagram (flowchart) of protocol in non technical language [Flowchart of Study Protocol]  
	1  
	20 May 2015  

	Validated questionnaire [Acceptance and Action Questionnaire - version 2]  
	  
	20 May 2015  

	Validated questionnaire [GAD-7]  
	  
	20 May 2015  

	Validated questionnaire [PHQ-9]  
	  
	20 May 2015  


Membership of the Committee 

The members of the Ethics Committee who were present at the meeting are listed on the attached sheet. 

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. 

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 

The HRA website also provides guidance on these topics, which is updated in the light of changes in reporting requirements or procedures. 

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/qualityassurance/  

HRA Training 

We are pleased to welcome researchers and R&D staff at our training days – see details at http://www.hra.nhs.uk/hra-training/  

	 15/LO/1054 
	 
	Please quote this number on all correspondence 


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

Yours sincerely 
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Signed on behalf of: 

Dr Charles Mackworth-Young  Chairman 

E-mail: nrescommittee.london-fulham@nhs.net 
	Enclosures:          

  
	List of names and professions of members who were present at the meeting and those who submitted written comments 
“After ethical review – guidance for researchers”   

	Copy to: 
	Professor John Senior 
 
Mrs Sally Anne  Doyle-Caddick, Hertfordshire Community Trust 


NRES Committee London - Fulham 

Attendance at Committee meeting on 15 June 2015 
Committee Members:  

	Name   
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	 Notes   

	Dr Kanagasabai Ganeshaguru  
	Retired Scientist  
	Yes  
	   

	The Rev'd Nigel Griffin  
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	Yes  
	   

	Dr  Shaun Griffin  
	Executive Director of External Affairs  
	Yes  
	   

	Ms  Lesley  Honeyfield  
	Research Radiographer  
	Yes  
	   

	Dr  Akil  Jackson  
	Research Fellow  
	Yes  
	   

	Mr David Leonard  
	Pharmacist   
	Yes  
	   

	Dr Charles Mackworth-Young   
	Physician (Chairman)  
	Yes  
	   

	Dr Colin Michie  
	Paediatrician  
	Yes  
	   

	Dr  Shirlony Morgan  
	Psychiatrist  
	No  
	   

	Mrs Gillian Sichau  
	Occupational Therapist  
	No  
	   

	Mrs Katie Wilkinson  
	Clinical Trials Centre 

Manager  
	No  
	   

	Mrs Marney Williams  
	Teacher  
	Yes  
	   


Also in attendance:  

	Name   
	Position (or reason for attending)   

	Miss Anna Bannister  
	REC Manager  

	Miss Katie Southeard  
	REC Assistant  


Appendix 14: List of changes and categories identified during Client change interview

	No. 
	Self-identified change
	Category

	1
	More honest with husband and children
	Improved relationship

	2
	Easier getting to sleep
	Improved mood and wellbeing

	3
	Better at managing energy
	Improved mood and wellbeing

	4
	Better at managing negative thoughts
	Better at managing thoughts and feelings

	5
	Being more honest with others
	Improved relationship

	6
	Mood improved
	Improved mood and wellbeing

	7
	Energy increased
	Improved mood and wellbeing

	8
	Doing more
	Increased level of activity

	9
	Greater awareness
	Greater awareness

	10
	More motivated
	Increased level of activity

	11
	More confident
	Increased self-confidence

	12
	Better at making decisions
	Increased self-confidence

	13
	More sociable
	Increased level of activity

	14
	Better awareness
	Greater awareness

	15
	Better at making choices to look after self
	Increased self-confidence

	16
	Much calmer
	Improved mood and wellbeing

	17
	More accepting of self
	Greater acceptance of self

	18
	More aware of difficulties
	Greater awareness

	19
	More able to manage emotions
	Better at managing thoughts and feelings

	20
	Able to cope with difficult thoughts
	Better at managing thoughts and feelings

	21
	More accepting of self
	Greater acceptance of self

	22
	Appreciate own abilities more
	Greater acceptance of self

	23
	More able to cope with thoughts and feelings
	Better at managing thoughts and feelings

	24
	More relaxed
	Improved mood and wellbeing

	25
	More able to control anger
	Better at managing thoughts and feelings

	26
	Less stressed
	Better at managing thoughts and feelings

	27
	Able to think clearer
	Greater awareness

	28
	Less depressed
	Improved mood and wellbeing

	29
	More confident
	Increased self-confidence

	30
	More able to reflect
	Greater awareness

	31
	Less frustrated
	Improved mood and wellbeing

	32
	More confident
	Increased self-confidence

	33
	More aware
	Greater awareness

	34
	More positive
	Improved mood and wellbeing

	35
	Knowing I'm not the only one
	Greater awareness

	36
	Greater appreciation of what I have
	Greater acceptance of self

	37
	More confident
	Increased self-confidence

	38
	Doing more
	Increased level of activity

	39
	Better able to deal with stressful events
	Better at managing thoughts and feelings


Appendix 15: Service satisfaction questionnaire outcomes (n=10)

	Question
	Strongly agree
	Agree
	Neutral
	Disagree
	Strongly disagree

	I was able to understand the information presented in the group
	40.0%
	60.0%
	0%
	0%
	0%

	I was happy with the number of group sessions
	20.0%
	40.0%
	30.0%
	10.0%
	0%

	The sessions were long enough (1 hour)
	30.0%
	50.0%
	10.0%
	10.0%
	0%

	The facilitator related to the group effectively
	60.0%
	40.0%
	0%
	0%
	0%

	I have learnt more about ways to cope with my difficulties in day to day life
	20.0%
	70.0%
	10.0%
	0%
	0%

	I found it helpful being with other people who have similar difficulties
	80.0%
	10.0%
	10.0%
	0%
	0%

	I feel more positive about coping with my difficulties
	30.0%
	60.0%
	10.0%
	0%
	0%


	Question
	Extremely satisfied
	Very satisfied
	Satisfied
	Very dissatisfied
	Extremely dissatisfied

	Overall, how satisfied are you with the group?
	70.0%
	30.0%
	0%
	0%
	0%


	Question
	Extremely likely
	Likely
	Neither likely nor unlikely
	Unlikely
	Extremely unlikely

	How likely is it that you would recommend this service to friends/family?
	80.0%
	20.0%
	0%
	0%
	0%


Appendix 16: Example of a thematic framework completed for participant ID_41
	ID
	Intervention design
	Intervention process 
	Impact 

	ID_41
	“Some of it I didn’t really get, others were spot on”

“Instead of the junk mail, use what it actually is. It was a bit weird but I got it. The mail side of things distracted me, it lost me”


“You go home and you can have a little look over them”

“Some of the bits, say what it actually is. Instead of junk mail, it’s negative thoughts”

“Not getting the right chair was a nightmare…so uncomfortable after an hour… I don’t think you need a break, just in the middle ask everyone how their doing”


	“It was good for me because you’re in a room where everyone is in the same boat, like different injuries”

“Getting to see and meet other people with similar problems”

“The social part of it was really good, to see how they’re coping”

“It was nice to sit in a room with people who were going through similar sort of things”

“Everyone had their own stories in the group… It was nice to talk to them about their own problems”

“It’s good for *name redacted* to reign it back a bit and pull everyone back in”

“Some of the conversations they were having it was like I was speaking because I could relate to every single thing they said”
	“When I get some sort of trouble, it’s quite nice to reflect on the group. It doesn’t seem so much of a problem then”

“Take a step back, slow it down a bit and then it makes it not so frustrating”

“When something does happen it reminds me of something said in the group, without the group it wouldn’t be so good”

“When you get a problem that presents itself, you get frustrated, it was weird because whatever was said on the group would flashback to me and it would make me laugh a little bit, I’d have a little giggle to myself and it wouldn’t be so bad because I’m relating to people in the group that have had similar problems or the same problem”


Initial search results n=478














Abstracts screened n= 17





Titles screened n=458





Duplicates n=20





Excluded following title screen n=441


(not acceptance and commitment therapy, not group intervention, below 18 years old, only qualitative methods employed, based on carers/families)

















Excluded following Abstract Screen = 6


Not acceptance and commitment therapy = 4


Only qualitative methods employed = 2











Full copies retrieved and assessed for eligibility n=11





Not group intervention = 8








Remaining studies from search = 3








Referral to Hertfordshire Neurological Service – Outpatient Team





Service-user attends Multidisciplinary Team Assessment





Psychology





ACT group





Occupational Therapy





Physiotherapy





Dietetics





Nursing





Full Psychology assessment





Time 2: At the end of the intervention group, all participants complete outcome measures





Time 1: All participants complete outcome measures





Those in waiting-list group remain on waiting list





Intervention group receive ACT group





Those on ACT group waiting list allocated to intervention or waiting-list group dependent on their place on the list





Waiting-list group





Intervention group





Those in waiting list group receive ACT group


Time 3: Waiting list group complete outcome measures





EXAMPLE:


The number one problem is: I don’t spend much quality time with family





Not a                          						            Couldn’t get 


Problem  									any worse











The number one problem is ………………………………………………………………….


Not a                          						            Couldn’t get 


problem  									   any worse








The number two problem is ………………………………………………………………….


Not a                          						            Couldn’t get 


problem  									   any worse








The number three problem is …………………………………………………………….


Not a                          						            Couldn’t get 


problem  									   any worse
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