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Chapter 1. Thesis Overview 
 

The overarching aim of this thesis was to explore the use of acceptance and commitment 

therapy (ACT; Hayes et al., 1999) for carer populations, and the psychological processes 

involved in carer distress. To achieve this, there were two parts to this thesis. Firstly, Chapter 

2 explores and reviews the evidence and efficacy regarding the use of ACT for levels of 

anxiety and depression within the carer population. Furthermore, psychological flexibility 

and quality of life outcomes are also explored. Chapter 3 then explores the application of 

ACT specifically to carers of individuals experiencing psychosis. Within this, particular 

interest is paid to the impact of ACT as a third-wave psychological therapy on mental health 

outcomes for this population. This includes levels of well-being, valued living, distress, fear 

of recurrence of psychosis, burden, experiential avoidance, cognitive fusion. 

 

The current thesis focuses on ‘informal’ carers, which requires the existence of a personal 

relationship with care recipients (Fernandes, 2017). This is typically family caregivers, who 

provide daily unpaid support to someone who may require assistance with the tasks of daily 

living (Amagai et al., 2016). This can be contrasted with formal caregiving, which is 

associated with a formal service system in which individuals may be paid or be voluntary 

(Family Caregiver Alliance, 2014). 

 

The changing philosophy surrounding the provision of health care and social services across 

Europe, including the United Kingdom, has resulted in a shift in policy from institutional to 

community-based care (Department of Health [DoH], 1990). European societies face an 

increasing demand for care due to an ageing population, increasing life expectancy and 

chronic illnesses (Colombo et al., 2011).  This brings about many challenges for health care 
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systems that are not equipped to cope with the diversity and uniqueness of difficulties that are 

increasingly seen, such as combinations of dementia, physical health conditions, mental 

health difficulties and intellectual disabilities (Fernandes, 2017). The increasing demands of a 

growing and ageing population have forced governments to restructure their healthcare 

systems to keep them affordable and sustainable. Although caregiving has always been a role 

in family life (Zarit, 2016), health and social care policies are increasingly emphasising the 

role of informal care (Verbakel, 2018). 

 

Some carers cite positives to their caregiving role (Cohen et al., 2002); however, many report 

that it can be incredibly stressful (Fernandes, 2017), with many carers reporting an increase in 

feelings of burden on their physical and psychological well-being, relationships, social life, 

and also increased financial implications (Young & Snowden, 2016). Research into the 

impact of caregiving shows that one-third to one-half of carers suffer significant 

psychological distress (Oyebode, 2003). Despite this, the needs of carers remain overlooked 

by healthcare services (Berg et al., 2019). 

 

Nonetheless, due to the acknowledgement of the stressful role of caring, there have been a 

number of calls for services to address this. This has included an increased recognition of the 

need to alleviate feelings of isolation by involving carers and family members in the planning 

of care for the individual they are caring for where appropriate (World Health Organisation 

[WHO], 2013; Javed & Herrman, 2017). Furthermore, there has been a recognition of the 

need to ensure carers have access to psychological therapy and support (Shah et al., 2010). 

 

One type of psychological intervention that is increasingly utilised within caring populations 

is ACT. ACT is an acceptance-based cognitive therapy that has an increasing evidence base 
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for a variety of difficulties such as anxiety, depression and physical health difficulties (Davis 

et al., 2017). ACT proposes that a central factor underlying psychopathology is an 

unwillingness to remain in contact with unwanted private events (such as distressing or 

unpleasant thoughts, feelings, physical sensations and memories), and so attempts are made 

to change, avoid or erase such events (Hayes, 2016). This process is termed experiential 

avoidance, and when applied to unwanted private events this can paradoxically cause an 

increase in distress (Hayes et al., 2012). Furthermore, the time and energy spent in trying to 

avoid such experiences can lead to a reduction in engagement with important and meaningful 

aspects of life (Hayes et al., 2012) This is termed psychological inflexibility. 

 

The aim of the present thesis was to explore the efficacy of ACT in carer populations. 

Therefore, Chapter 2 is a systematic review of the literature that aims to explore the efficacy 

of ACT for anxiety and depression within carer populations as a whole. This review of the 

evidence will focus on randomised controlled trials (RCTs), non-randomised controlled trials 

and uncontrolled trials. It will include carers of individuals experiencing mental or physical 

health difficulties. As such, this review is not limited by focusing on one particular care 

recipient population, as an important part of this exploration of the literature is to ascertain 

which carer populations ACT has been utilised with, and to provide a thorough overview of 

the evidence. Since there is growing evidence that ACT is a suitable approach for use in carer 

populations this review will be of interest to numerous services and health care professionals 

that interact with family carers. It is hoped that the findings of this review will help services 

in the development of evidence-based psychological support for carers. 

 

The study presented in Chapter 3 aims to explore the feasibility of using an ACT group 

intervention specifically for carers of individuals experiencing psychosis. In particular, the 
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impact of ACT-related processes of change including cognitive fusion, psychological 

flexibility and experiential avoidance on levels of distress will be explored. These constructs 

are central parts of the models underlying ACT. It is important to explore these underlying 

mechanisms as this will provide an understanding of the ways in which ACT may be helpful 

in alleviating distress in this population, therefore adding to the evidence base for use of ACT 

with this population. Although much research has been done in recent years on the 

application of ACT with carers, the researcher could not find any peer-reviewed published 

articles utilising ACT with carers of individuals with psychosis. Therefore, it is hoped that 

this study will provide more information and evidence for Community Mental Health Teams 

(CMHTs) and Early Intervention in Psychosis (EIP) services that may be interested in 

providing psychological interventions for this group of carers. 

 

 

It is planned that both Chapter 2 and Chapter 3 will be submitted to the Journal of Contextual 

Behavioral Science for consideration for publication (author guideline listed in Appendix A). 

This thesis is edited in American Psychological Association (APA) style 7
th

 edition (APA, 

2019). 
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Abstract 
 

One-third to one-half of carers experience higher rates of mental health difficulties compared 

to the general population. There has been an increased recognition of the challenges that 

carers face. With greater recognition has come more research into different therapeutic 

approaches that may be beneficial for carers. This has included an emerging interest in the 

use of Acceptance and Commitment Therapy (ACT) for carer distress. As such, the present 

review aimed to identify, evaluate and explore the evidence for ACT interventions for 

depression and anxiety experienced by carers. Additional aims were to assess the risk of bias 

in, and the quality of, the included evidence. ‘Carers’ included those providing informal care 

for individuals experiencing a range of physical and/or mental health conditions. Electronic 

searches of SCOPUS, Medline and PsychINFO were completed in order to identify papers 

meeting particular eligibility criteria: (1) Randomised controlled trials, non-randomised 

controlled trials and uncontrolled trials involving clinical intervention studies of ACT (2) 

samples consisting of informal carers (3) validated outcome measures capturing pre and post 

intervention outcomes for anxiety and/or depression. A total of 12 studies met these inclusion 

criteria and subsequently were included in the review. Overall, the evidence for using ACT 

within the carer population is promising. However, a range of factors (including small sample 

sizes, diverse methodologies, the range of types of carers included, different applications of 

ACT, and differences in effect sizes) meant that there were concerns with risk of bias in the 

included studies, and the quality of the evidence. Therefore, caution must be exercised in 

interpreting these results. Further research could aim to select participants based on clinical 

need to ensure ACT interventions are targeting those carers in need of support, and to assess 

the effectiveness of ACT within high quality studies utilising large carer samples. 

Key words: Acceptance and commitment therapy, systematic review, mental health, 

carer, depression, anxiety 
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Background 
 

The Carer Population 

It is estimated that approximately 8.8 million adults in the UK are informal carers (Carers 

UK, 2019a). Informal carers are those with a pre-existing relationship with a care recipient 

(Fernandes, 2017) and typically are family members who provide daily unpaid support with 

the tasks of daily living (Amagai, Takahashi & Amagai, 2016). In the UK, carers provide 

care worth an estimated £57 billion to £100 billion per year (Office for National Statistics 

[ONS], 2016; Buckner & Yeandle, 2015). The number of carers is set to grow, with three in 

five people estimated to need care at some point in their life (Carers UK, 2001), meaning 

more individuals will contribute to larger and more diverse networks of care (van Groenou & 

De Boer, 2016). 

 

Data from between 2001 to 2018 shows that 65% of adults have provided unpaid care for a 

loved one. The average person has a 50% chance of being a carer by the age of 50 years, with 

women taking on caring responsibilities on average over a decade earlier than men (Carers 

UK, 2019b). Overall, carers and care recipients can largely be categorised into three main 

groups: young adult carers caring for a family member (usually a parent or sibling), parents 

caring for an adult child, and middle-aged children and older spouses caring for older people 

(ONS, 2011). Of the many difficulties care recipients may experience, statistics show that 

58% are being cared for due to a physical disability, 37% are cared for due to a long-standing 

illness, and 13% are being cared for due to experiencing a mental health difficulty (The 

Health & Social Care Information Centre, 2010).  
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The Cost of Caring 

The care provided by carers undoubtedly ensures the continued health of many individuals 

(Department of Health, 2014). However, the impact on carers themselves is great. Although 

some individuals cite positives to their caregiving role (Cohen et al., 2002), it is well known 

that it can be a demanding and stressful role (Fernandes, 2017), with many carers reporting 

an increase in feelings of burden on their physical and mental well-being, relationships, social 

life, and finances (Young & Snowden, 2016). Over half report to provide over 50 hours of 

care a week, and this group of carers are twice as likely to be in poor health compared to non-

carers (NHS Digital, 2017). Furthermore, a quarter of carers report that they have not had one 

day off from caring in over five years (Carers UK, 2017), and those who reported to have not 

had one day off over the last year were more likely to experience mental health difficulties 

(Carers UK, 2017). Related to this, 81% of carers reported they have felt lonely or socially 

isolated as a result of their role (NHS Digital, 2017; Carers UK, 2017). Furthermore, 48% of 

carers reported living on a household income of less than £1,500 per month and 39% 

described themselves as struggling to remain financially secure (Carers UK, 2017). 

 

The impact on well-being is therefore far reaching, and it is unsurprising that research 

estimates that one-third to one-half of carers suffer with significant psychological distress 

(Oyebode, 2003). Cognitive models of caregiver distress have been put forward (e.g., Pearlin 

et al., 1990); however, the psychological factors associated with levels of caregiver distress 

remain unclear (Jansen et al., 2015). Nonetheless, individual carer coping styles have been 

shown to be associated with levels of anxiety and depression (Li et al., 2011). There is good 

evidence that using more unhelpful coping styles, and less emotional support and acceptance-

based coping styles is associated with more anxiety and depression (Li et al., 2011), and that 
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focusing on helping carers with positive reframing and decreasing unhelpful coping may be 

useful targets in mitigating carer distress (del-Pino-Casado et al., 2019). 

 

Acceptance and Commitment Therapy 

ACT was developed by Professor Steven Hayes and colleagues (including Kelly Wilson and 

Kirk Strosahl) in the mid-1980s. It is a transdiagnostic and ‘third-wave’ behavioural therapy, 

underpinned by Relational Frame Theory (Hayes, 2016). Third-wave psychotherapies place 

emphasis on acceptance, compassion and mindfulness as well as traditional behavioural 

interventions (Hayes, 2019). ‘Acceptance’ is the willingness to experience, rather than to 

avoid, difficult thoughts, feelings, memories and physical sensations (Hayes et al., 2012), 

since avoidance can inadvertently lead to an increase in anxiety and decreased problem 

solving (Fung et al., 2018). Although based on comprehensive analysis of human cognition 

(Hayes, 2016), at its core ACT is a behavioural therapy, since it is about taking action 

(Hayes, 2019). This is not just any action however, but action guided by our overarching 

values; what is important to us in our life, and the type of person we want to be (Hayes, 

2019). This is the ‘commitment’ and behavioural component of ACT (Hayes et al., 2012). It 

is also about taking mindful action; acting with awareness, being open to experiences, and 

engaging in what you are doing. The overarching aim of ACT is to enhance psychological 

flexibility, which is the ability to be in contact with the present moment more fully, and to 

engage with behaviour that is in line with personal values, despite distress (Fletcher & Hayes, 

2005). 

 

ACT is not a linear model of therapy; it is based on six core processes, known as the 

‘hexaflex’ model of psychological flexibility (shown in Figure 1). These processes include 

contact with the present moment, acceptance, defusion, self-as-context, committed action, 
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and values (Hayes et al., 2012). Ultimately, ACT asks clients to see the world in a new way; 

where they can turn towards pain and experience life opening up (Hayes, 2019). It aims to 

help us create a rich and meaningful life, whilst effectively handling the pain that inevitably 

goes along with this (Hayes, 2019). Clinical studies of ACT have demonstrated that ACT 

may increase psychological well-being and reduce stress and suggests that psychological 

flexibility is a key component or mechanism of change (Wersebe, et al., 2018).  

 

Figure 1 

The ACT Hexaflex, taken from Hayes (2019) 

 

 

 

 

 

 

 

 

 

 

 

ACT has been successfully utilised in one-to-one and group formats with individuals 

experiencing a wide range of mental and physical health difficulties in both clinical and non-

clinical groups (O’Donoghue et al., 2018). In a meta-analysis by Ruiz (2012), that included 

16 randomised controlled trials (RCTs) comparing the efficacy of ACT to CBT on process 

and outcome measures, ACT was found to be significantly favoured to CBT on depression 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 

 

 

 

14 

outcomes. Furthermore, a recent meta-analysis of ACT for clinically relevant mental and 

physical health problems including 39 RCTs (A-Tjak et al., 2015) found ACT to be more 

effective than treatment as usual (TAU) or placebo. The authors concluded that ACT may be 

as effective in treating anxiety, depression, addiction and somatic health problems compared 

with more established psychological interventions (A-Tjak et al., 2015). 

 

Application of ACT with Carer Populations 

As interest in the third-wave psychological therapies continues to grow, the importance of 

quantifying potential effects for carers cannot be underestimated (Murfield et al., 2019). 

Additionally, family carers of individuals with dementia have stated that the more traditional 

support that services provide do not meet their needs (e.g. Temple & Dow, 2018), with 

studies indicating such carers would prefer a focus on coping strategies, stress management 

(Silva et al., 2013) and mind-body practices (Anderson et al., 2018). 

 

More traditional CBT approaches have been investigated with carer populations, with some 

studies indicating success (e.g. Kwon et al., 2017). However, there has also been research 

questioning the evidence of more traditional CBT approaches for use with carers. For 

example, a meta-analysis of CBT for dementia caregivers found that there were no significant 

improvements in caregiver anxiety levels, but there were small improvements in stress and 

depression with group treatment (Hopkinson et al., 2019). A meta-analysis of CBT for 

informal caregivers of patients with cancer and cancer survivors found negligible effects of 

CBT across outcomes. They concluded that future studies should focus on moving beyond 

traditional CBT methods since they do not appear efficacious (O’Toole et al., 2016). A 

systematic review into interventions for dementia caregivers also concluded that more 
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research is needed with modern forms of cognitive behavioural interventions such as ACT 

(Kishita et al., 2018). 

 

Furthermore, psychological inflexibility, a specific focus of ACT, has been linked to 

increased carer distress (Jansen et al., 2017), and research indicates that interventions helping 

carers to reduce avoidant coping are helpful (Williams et al., 2014). Such findings are 

promising for the application of ACT with the carer population, and indeed ACT has been 

successfully utilised with various carer populations. This has included research indicating 

reductions in distress in carers of individuals with a brain injury (Williams et al., 2014), 

multiple sclerosis (Potter et al., 2020) intellectual disabilities (Noone & Hastings, 2009) and 

dementia (Kishita et al., 2018).  

 

Therefore, although CBT may be helpful for some carers, it is important that other 

approaches are researched and that carers are able to have choice over the form of support 

they are able to access. In light of the current expanse of ACT interventions for carers, and 

specific research indicating that ACT may target underlying mechanisms contributing to 

psychological distress in carers, there is a need for further research into the impact of ACT on 

carer distress with the goal of establishing a standardized, evidence-based approach for carers 

(Esser et al., 2020).  

 

Aims 

Research on ACT interventions for carers is growing rapidly, and so rather than assess the 

evidence per individual carer population, the current paper will aim to investigate the 

evidence base for adult carers as a whole. This will help to provide an overview of what 

research has been done with adult carers using ACT. The current systematic review therefore 
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aimed to explore the effectiveness of ACT for depression and anxiety experienced by the 

carer population, as measured by pre and post intervention measures. Anxiety and depression 

levels were selected as the primary outcomes for the review due to being common mental 

health difficulties, which would therefore give good insight into levels of distress in non-

clinical carer samples. Furthermore, the review aims to determine the level of bias and quality 

of evidence within and across all studies in order to help improve research quality in this area 

moving forward. In turn, it is hoped that this will ensure that carers can be offered good 

quality evidence-based interventions from teams that are resourced to provide such care. 

 

Method 

This paper systematically reviewed available literature regarding the effectiveness of ACT 

for adult carer populations. Initial scoping searches were carried out to identify appropriate 

search terms. The review questions were then framed around the PICO approach (Population, 

Intervention, Control/Comparison, Outcome; Richardson et al., 1995). 

 

Protocol and Registration 

This review adhered to the Preferred Reporting Items for Systematic Reviews and Meta-

analysis (PRISMA) statement (Moher et al., 2009) and PRISMA Protocol guidelines 

(Shamseer et al., 2015) (Appendix B). The review protocol was registered on PROSPERO 

(registration number CRD42020170656). 

 

Eligibility Criteria 

Types of Studies 

Any trials utilising ACT, including, randomised controlled trials (RCTs), non-randomised 

controlled trials, cluster-randomised controlled trials, quasi-randomised controlled trials and 
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uncontrolled trials were eligible for inclusion. Mode of delivery of ACT incorporated all 

methods, including 1:1, group, self-help and guided self-help. Studies were only eligible if 

they included both pre- and post-intervention data. Cross-sectional, retrospective case series 

and case study designs were not included in the present review. Due to consideration of 

variability in quality (Egger et al., 2003), grey literature was not included. 

 

Types of Participants 

Studies including adults (18 years and older) who are informal family carers of individuals 

with any condition (physical health and/or mental health conditions) were included. 

Psychological interventions utilised were those explicitly based on ACT. Studies that 

combined ACT with another psychological approach (e.g. compassion focused therapy) were 

not included, however, studies where ACT was combined with educational sessions were 

included (for example, education sessions for carers around the difficulties experiences by 

care recipients). Data regarding adult carers was the focus of the current review, and so data 

from care recipients was not extracted. Therefore, where studies included a mixed age range 

of carers including child-carers, studies were only included provided 80% of the carer sample 

were adults who met the inclusion criteria. Additionally, studies involving interventions 

including both carers and care recipients were only included if at least 50% of the participants 

who originally consented to the study were carers. 

 

Types of Intervention 

For the purpose of this review, ACT interventions were defined as interventions based on the 

psychological theory of ACT and which aimed to promote psychological flexibility, increase 

well-being and/or reduce distress. Since many studies may utilise interventions based only on 

particular aspects of ACT, such as cognitive fusion or mindfulness alone, studies were only 
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included if the authors explicitly stated the overall approach used was consistent with the 

aims and scope of ACT. 

 

Types of Outcome 

Primary Outcomes. 

-Validated measures of depression, such as the Beck Depression Inventory (BDI; Beck et al., 

1996) and the Hospital Anxiety and Depression Scale (HADS; Zigmond & Snaith, 1983) 

-Validated measures of anxiety, such as the HADS and the Beck Anxiety Inventory (BAI; 

Beck et al., 1988) 

 

Secondary Outcomes. 

In addition to requiring the inclusion of depression and anxiety as a primary outcome, the 

following secondary outcome were also of interest, but were not a requirement for inclusion: 

 

-Validated measures of quality of life, such as the World Health Organisation Quality of Life 

instrument - abbreviated version (WHOQOL-BREF; WHOQOL Group, 1998) 

-Validated measures of psychological flexibility, such as the Acceptance and Action 

Questionnaire Second Version (AAQ-II; Bond et al., 2011) 

-Attrition rates 

 

Search Strategy 

The conduct and reporting of this review adhere to the general principles outlined by the 

Centre for Reviews and Dissemination (CRD, 2009). After scoping searches were completed, 

three bibliographic databases were searched for relevant published literature from their 

inception until September 2019. Searches were devised collaboratively with an information 
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specialist. Methodological search filters or keywords around specific diagnostic groups that 

would limit results were not used. The following electronic databases were searched based on 

the search strategy in Appendix C. 

 

- Medline (07/09/2019) 

- PsychINFO (07/09/2019) 

- Scopus (07/09/2019) 

 

In addition, forward and backward citation chaining was completed on all included studies to 

identify further potentially eligible studies. 

 

Selection of Studies 

One rater (LM) screened all titles and abstracts of studies identified by the electronic search 

results and all irrelevant articles were excluded. Full texts for the remaining studies were 

obtained and reviewed for inclusion. Studies not meeting the inclusion criteria were excluded 

and a final list of studies for inclusion was achieved. In addition, 10% of studies were 

screened by a second rater (KJ) at each stage who was blinded to the outcomes following 

screening by the first rater (LM). Results were cross-checked, and although arrangements 

were in place to have discussions with the supervisory team (RW, CS) if there were any 

disagreements throughout this process, this was not required. Once the final sample of studies 

was selected, the researcher emailed an expert in the field (Appendix D) to ascertain whether 

the researcher had not included any relevant studies, or whether any were due to be published 

that the expert knew of. 
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Data Extraction and Management 

Two raters (LM, KJ) independently completed data extraction using a pre-prepared data 

extraction tool (Appendix F) to identify relevant information from the included studies. 

Where further data was required, authors were emailed (Appendix E). All authors were 

emailed to see if they could provide the research with their study protocol. Further data was 

required from two authors (Davis et al., 2017; Kanstrup et al., 2016).  However, just one 

author (Davis et al., 2017) responded and provided the additional data required. Results were 

crosschecked between raters, and any disagreements were discussed between the raters. The 

following data was extracted from adult carer participants only: 

 

-Study data: author, year, design, and country; 

- Participant data: total sample size, number of participants allocated to each group (if 

applicable), age, gender, time in caring role (or age of child), nature of difficulty experienced 

by care recipient; 

- Methodological data: duration of study, sequence generation, allocation 

concealment, method of blinding, any other concerns about bias; 

- Intervention data: type of intervention, duration of intervention, type of control, 

duration of control; 

- Outcome data: types of outcomes assessed, name and definitions of measures 

used, summary data for intervention and control groups (means and standard deviations) 

 

Risk of Bias and Quality Assessment 

Two raters (LM, KJ) independently assessed risk of bias for anxiety and depression outcomes 

in the included studies. For RCTs, the Cochrane Risk of Bias Tool 2 (RoB 2; Sterne et al., 

2019) was used. The RoB 2 assesses randomisation, allocation concealment, blinding, 
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incomplete outcome data, selective reporting and other bias. For the one non-randomised 

controlled trial, the Cochrane Risk of Bias in Non-Randomised Studies of Interventions 

(ROBINS-I; Sterne et al., 2016) was used. This tool evaluates risk of bias in estimates of the 

comparative effectiveness (harm or benefit) of interventions from studies that did not use 

randomisation to allocate participants to groups (Sterne et al., 2016). Blinding participants to 

whether they received a psychological intervention or not is often not possible. Additionally, 

blinding participants to the effect of the intervention received when they complete outcomes 

measures is also not possible. For these reasons, blinding of participants in these situations 

was not included in the risk of bias assessments for the present review. 

 

The same raters independently assessed the overall quality of the evidence using the Grading 

Recommendation, Assessment, Development and Evaluations (GRADE; Guyatt et al., 2008) 

approach. GRADE is a transparent framework for developing and presenting summaries of 

evidence and provides a systematic approach for making clinical practice recommendations. 

The GRADE working group conceptualises ‘certainty of evidence’ as confidence that the true 

effect of an intervention lies on one side of a specified threshold or within a chosen range 

(Hulcrantz et al., 2017). Using the GRADE approach, RCTs begin as ‘high quality’ and due 

to residual confounding factors, observational or uncontrolled studies begin as ‘low quality’. 

The quality or certainty in the evidence can then be upgraded depending on three factors: a 

large magnitude of effect, a dose-response gradient and when all residual confounding factors 

would be likely to decrease the magnitude of effect. Certainty in the evidence can be 

downgraded according to five factors: risk of bias, inconsistency, indirectness, imprecision 

and publication bias. Disagreements were discussed and resolved between raters, and 

although arrangements were in place for any disagreements in this process to be discussed 

with the supervisory team (RW, CS), this was not required. Since the GRADE approach 
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includes a judgement on bias within the study, risk of bias assessment of uncontrolled trials 

was captured within the GRADE quality appraisal process. 

 

In order to best assess the risk of reporting bias, authors of included studies were contacted 

(Appendix E) to request a study protocol. However, no authors provided a protocol. The only 

protocol available was for Davis et al. (2017) which was published online. 

 

Synthesis of Results 

Due to the substantial clinical and methodological heterogeneity, particularly between 

interventions reported in included studies, meta-analysis was deemed inappropriate. 

Therefore, a narrative description of the available data is provided. 

 

Results 

Results of the Searches 

The electronic searches identified 1759 records. Two additional records were found via 

forwards and backwards citation chaining. After duplicates were removed, 1,562 records 

remained. Following title and abstract screening, 1,513 records were removed due to 

irrelevance. Therefore, 49 full text papers were reviewed, and 12 studies met the inclusion 

criteria and were included in the present review. This process is documented in the PRISMA 

flowchart (Moher et al., 2009) in Figure 2. 
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Figure 2 

PRISMA diagram of study selection for inclusion in the present review. 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Sample Characteristics of Included Studies 

Twelve studies reported data from 771 participants across a variety of contexts and 

settings. Characteristics of studies are detailed in Table 1. 
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Table 1 
 
Summary of Sample Characteristics 

Study Country Overall 
Sample 
Size of 
Carers 

Carer Demographic Characteristics Clinical Characteristics 
Age  

(Mean, SD) 
Gender  

(% 
male) 

Ethnicity (n) Mean (SD) Time in carer 
role (years) Or Time Since 

diagnosis, years (Mean, 
SD) 

Relationship to care 
recipient, n (%) 

 

Care recipient 
presentation 

Blackledge 
& Hayes, 
(2006) 

USA 20  42.85 (25-66) ** 25 White/Caucasian: 12 
Hispanic: 6 
Asian/Pacific 
Islander: 2 

Age of children not reported Father: 5 (25) 
Mother: 15 (75) 

Autism Spectrum 
Conditions (ASC) 

Chong et 
al (2019) 

China 168 38.40 (5.90) 61 Not reported 6.81 (2.50) * Father: 20 (12) 
Mother: 148 (88) 

Asthma 

Davis et al 
(2017) 

Australia 55 58.39 (12.90) 27 Not reported 5.19 (8.08) Spouse/partner: 22 (40) 
Daughter: 15 (27) 
Sibling: 5 (9) 
Friend: 2 (4) 
Other: 9 (16) 

Palliative care 
patients 

Hahs 
(2019) 

USA 18 45.5 (6.14) 27.8 Caucasian: 12 
African American: 3 
American Indian: 1  
Other:2 

8.44 (2.52) * Father:5 (27.8) 
Mother: 13 (72.2) 

ASC 

Joekar et 
al. (2016) 

Iran 24 ACT group: 33.58 
(3.77) 
Control group: 
36.33 (4.71) 

0 Not reported Age of children not reported. 
Inclusion criteria specified 
children had to be 6-12 years 
old 

Mother: 24 (100) High functioning 
autism 

Kanstrup 
et al. 
(2016) 

Sweden 28 47.3 (4.8) 14.3 Not reported Individual pain duration not 
reported. Inclusion criteria 
specified participants had to 
have suffered from pain >6 
months 

Father: 4 (14.3) 
Mother: 24 (86.0) 
 

Chronic pain 
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*Age of children being cared for 

**Average age and age range of participants reported

Kemani et 
al. (2018) 

UK 162 46.3 (5.6) 11.1 Not reported Pain duration: 4.9 (3.6) Father: 18 (11.1) 
Mother: 144 (88.9) 
 

Chronic pain 

Losada et 
al. (2015) 

Spain 135 Control group: 
62.28 (12.92) 
CBT group: 61.48 
(12.40)  
ACT group: 61.69 
(15.31) 

16  Not reported Control group: 5.05 (3.56) 
CBT group: 3.67 (2.58) 
ACT group: 3.30 (2.02) 

Spouse: 55 (40.7) 
Parent: 68 (50.4) 
Other relative: 12 (8.9) 

Dementia 

Lunsky et 
al. (2017) 

Canada 29 44.76 (6.86) 0 Not reported 10.40 (4.36) * Mother: 29 (100) ASC 

Mosher et 
al. (2019) 

USA 50 ACT group: 61.64 
(11.52) 
Education/support 
group: 52.40 
(18.10) 

38 Not reported Education/Support Group: 
1.41 (1.77) 
ACT Group: 1.79 (2.03) 
 
 

Spouse/partner:36 (72) 
Other family member: 14 
(28). 
 

Advanced lung 
cancer 

Sairanen et 
al (2019) 

Sweden 74 ACT Group= 43.0 
(8.2) 
Control Group= 
42.3 (5.5) 

18.9 Not reported ACT group: 5 (3.9) 
Control group: 4.6 (3.2) 

Father: 14 (18.9) 
Mother: 60 (81.1) 

Children with chronic 
health conditions  
 

Wallace et 
al. (2016) 

USA 8 Not reported. 0 non-Hispanic White 
(8) 

Pain duration ranged from 1-
17 years (median=3.5 years). 

Mother: 8 (100) Chronic pain 
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The studies were published between 2006 and 2019. Studies were conducted in various 

countries, with four being conducted in the USA, two in Sweden, one in Canada, one in 

Spain, one in Australia, one in China, one in Iran and one in the UK. The sample sizes of 

carers ranged from 8 (Wallace et al., 2016) to 168 (Chong et al., 2019). Eleven studies 

reported mean age of carers. This ranged from 33.58 (3.77) for the ACT condition in Joekar 

et al. (2016) to 62.28 (12.92) for the control condition in Losada et al. (2015). The proportion 

of males included in the study ranged from 0% (Joekar et al., 2016; Lunsky et al., 2017; 

Wallace et al., 2016) to 61% (Chong et al., 2009). Only three of the twelve studies captured 

ethnicity of participants (Blackledge & Hayes, 2006; Hahs, 2019 & Wallace et al., 2016), 

with an additional study stating that their participants were from diverse backgrounds 

(Lunsky et al., 2017). 

 

The studies varied in terms of care recipient diagnosis. Three studies focused on parents of 

individuals diagnosed with autism spectrum disorders (ASD; Blackledge & Hayes, 2006, 

Hahs, 2019; Lunsky et al., 2017), with a further study specifying high functioning autism 

(Joekar et al., 2016). One focused on carers of individuals diagnosed with chronic health 

conditions, which included ASD (Sairanen et al., 2019). Three studies focused on carers of 

individuals diagnosed with a chronic pain condition (Kanstrup et al., 2016; Kemani et al., 

2018 & Wallace et al., 2016). One paper focused on carers of individuals diagnosed with 

asthma (Chong et al., 2019), one on carers of those with advanced lung cancer (Mosher et al., 

2019), one on those caring for an individual with dementia (Losada et al., 2015) and one on 

carers for individuals receiving palliative care (Davis et al., 2017). In the seven studies that 

reported a specific time in the caring role (or time since diagnosis, or age of child if they were 

born with the condition), this varied from a mean of 1.41 (1.77) years since a diagnosis of 

lung cancer for the education/support group in Mosher et al. (2019), to a chronic pain 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 

 

 

 

27 

duration of 58.7 (43.6) months (Kemani et al., 2018). One study reported care recipients 

chronic pain duration varied between 1-17 years (Wallace et al., 2016). 

 

All studies used quantitative methods. Seven were RCTs, one was a non-randomised 

controlled trial and four were uncontrolled trials. 

 

Intervention Characteristics of Included Studies 

Details of interventions reported by included studies are provided in Table 2.
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Table 2  
 
Summary of Intervention Characteristics 
 

Study Intervention Content Study Design Intervention 

Duration 

Intervention 

Mode 

Intervention 

Delivered By 

Control or 

Comparison  

Group(s) 

Attrition Rates % 

Intervention Control or 

comparison 

Chong et 

al (2019) 

ACT group plus asthma education group 
Multiple activities were conducted to 

foster parental psychological flexibility. 

These included mindfulness exercises 

and experiential exercises using 

metaphors. Focus was also given to 

values-based action planning. 

RCT Four weekly 

2-hour group 

sessions 

involving 90 

minutes of 

ACT 

followed by 

30 minutes 

of asthma 

education 

Group A registered nurse 

with experience in 

patient 

counselling and 

paediatric care, 

who received 5 

days of ACT 

training 

Asthma education 

talk plus 3 

telephone follow-

ups 

1.2 5.6 

Davis et al 

(2017) 

Guided self-help and telephone support 
Self-help booklet based on ACT 

principles provided help carers learn 

skills to manage difficult thoughts and 

feelings and pursue values-based action. 

Contained psychoeducation and 

experiential mindfulness exercises, with 

an accompanying CD. Carers received a 

phone call 1-2 weeks after receiving the 

booklet to support understanding and 

personal application of the material. 

Additional actions were taken if a carer 

became bereaved within this 1-2 week 

period. 

RCT 

 

Not reported Individual – 

Guided self-

help 

Clinical 

psychology PhD 

student who had 

training and 

supervision in 

ACT and was 

primary author of 

the self-help 

booklet. 

TAU. The service 

provided 

psychosocial 

support to all 

carers before and 

after the patient’s 

death. 

34 62.3 
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Hahs 

(2019) 

Group ACT 

The intervention consisted of various 

ACT-based training approaches or 

strategies that targets six processes of the 

psychological flexibility hexaflex. The 

ACT workshop was divided into six 

components; the first three were 

completed during the first session, and 

the second during the second session. 

Participants were asked questions 

regarding the reasons they attended the 

workshop and the outcomes they hoped 

to experience. They were exposed to and 

completed the metaphors and activities 

included in the intervention. 

RCT Two 2-hour 

training 

sessions 

Group PhD level 

psychologist (no 

details of specific 

qualification 

given) 

Control group – 

no treatment 

given 

0 0 

Kanstrup 

et al. 

(2016) 

Interdisciplinary ACT Group 

An interdisciplinary ACT-based 

outpatient treatment based on a protocol 

from a previous RCT (Wicksell et al., 

2009). Treatment was divided into four 

phases with different but related 

treatment objectives: (1) preparing for 

behaviours change (including pain 

education, conducted separately with 

parents and adolescents by a pain 

physician); (2) shifting perspective (i.e. 

changing the focus from pain reduction 

to a valued life); (3) acceptance and 

cognitive defusion; (4) values-oriented 

behaviour activation. All phases included 

age-appropriate metaphors and 

experiential exercises and an emphasis 

on functional restoration and behaviour 

activation. 

RCT 14 sessions, 

with 4 

additional 

parent 

sessions as 

part of a 

parent 

support 

program, 

making 18 

sessions 

overall. 

Length of 

sessions not 

reported. 

 

The 

intervention 

included 

sessions 

with a pain 

physician, 2 

sessions 

with a 

Adolescent-

parent dyads 

were 

randomised to 

either 

individual or 

group 

treatment 

5 Clinical 

psychologists 

conducted most of 

the sessions. They 

had formal 

training in CBT 

and ACT, with 

varying years of 

experience 

working with 

paediatric chronic 

pain. 

 

 

Individual ACT 

treatment. This 

involved the same 

treatment content 

as the ACT group. 

Group ACT: 

50 

Individual 

ACT: 25 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

30 

physiotherap

ist and 

sessions by 

clinical 

psychologist

s for both 

adolescents 

and parents 

Losada et 

al. (2015) 
ACT 

The intervention was based on the work 

of Marquez-Gonzalez et al. (2010). To 

increase acceptance participants were 

encouraged to identify personal patterns 

of experiential avoidance, conduct an 

analysis of the trap of control of aversive 

inner events, acknowledge the cost of the 

avoidant behaviours, and learning the 

alternative to control (i.e. acceptance), 

using metaphors, cognitive defusion and 

mindfulness techniques. 

RCT Eight 

weekly 90-

minute 

individual 

sessions, 

over two 

months. 

Individual Clinical 

psychologists 

with training in 

ACT. 

-Minimal support 

control group 

 

-A CBT group 

26.7 Control group: 

35.4 

 

 

CBT group: 

28.6 

Mosher et 

al. (2019) 

 

  

ACT 

The ACT intervention involved oral 

information regarding patient and 

caregiver coping strategies for managing 

symptoms and distress, experiential 

practice of mindfulness in sessions and at 

home, cognitive defusion, cultivating 

perspective-taking, identification of 

personal values, and planning and 

practicing values-consistent actions. Each 

patient and career were mailed handouts 

summarising session topics and a CD that 

the team developed to guide mindfulness 

practices. 

RCT Six weekly 

50-minute 

telephone 

sessions 

Via telephone. 

Both 

individual and 

patient carer 

dyads: 

Patients and 

carers 

completed 

sessions 1 and 

4-6 together 

via 

speakerphone, 

whereas 

sessions 2 and 

3 were 

delivered to 

patients and 

A master’s level 

social worker 

with experience in 

ACT. 

Education/support 

group 

20 28 
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carers 

separately 

Sairanen et 

al (2019) 
‘ACTParents’ 
The intervention consisted of five 

modules that the participants were 

instructed to completed during the course 

of one week (module 1) or 2 weeks 

(modules 2-5). The programme included 

themes such as life values, present 

moment, defusion, acceptance, and self-

compassion. Acceptance exercises 

focusing on one’s relationship with self 

(i.e. self-compassion) were also included. 

RCT  10-week 

programme. 

Length of 

sessions not 

reported. 

An individual 

web-based 

program 

Undergraduate 

psychology 

students. They 

received 4 hours 

ACT training and 

web coaching. 

Waitlist control 30.8 35.9 

Joekar et 

al. (2016) 

ACT Group 
Details of the intervention not provided 

in the paper; however, the authors cite 

Kowalkowski (2012) as a source for the 

intervention content. 

Non-

randomised 

controlled trial 

8 weeks Group Not reported TAU which 

involved 

individual 

counselling 

sessions which 

took place weekly 

0 0 

Blackledge 

& Hayes, 

(2006) 

ACT Group 

Focus was given to personal values. An 

interactive creative hopelessness 
discussion was conducted to get clients in 

touch with their unworkable emotional 

and cognitive control strategies. 

Cognitive defusion techniques and 

exercises designed to disrupt the verbal 

aspects of participants’ unpleasant and 

disabling emotions. Exercises and 

metaphors were used to highlight the 

distinction between self as context and 

self as content. Common ACT exercises 

were used. 

Uncontrolled 

trial 

The group 

was held 

over two 

days (14 

hours) 

Group Clinical 

psychologist 

No control or 

comparison group 

15 N/A 
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Kemani et 

al. (2018) 

Intensive interdisciplinary pain treatment 
(IIPT) based on ACT for parents and 
adolescents 
Treatment involved a pain specialist, 

psychologist and physiotherapist working 

together to provide treatment, which was 

based on the work of Gauntless-Gilbert et 

al. (2013). The three main components 

were: (1) physical conditioning; (2) 

activity management; (3) psychological 

interventions.  

Uncontrolled 

trial 

Approximate

ly 90 hours 

of treatment 

during a 3-

week period 

was 

provided. 

Group The ACT 

framework was 

applied 

throughout the 

program by all 

professions in the 

clinical team 

(medics, 

psychologists, 

physiotherapists, 

occupational 

therapists and 

nurses) 

No control or 

comparison group 

12.3 N/A 

Lunsky et 

al. (2017) 

ACT Group 

The intervention involved the use of 

experiential group exercises with the aim 

of increasing defusion and acceptance of 

difficult thoughts and emotions arising 

from being apparent, enhancing a 

mindfulness stance and a transcendent 

sense of observer-self, and facilitating 

reconnection and commitment to one’s 

values, including valued activities other 

than parenting. Intervention details are 

outlined in Fung et al. (2017). 

Uncontrolled 

trial 

One evening 

session, 

followed by 

a full-day 

session and a 

second 

“refresher” 

evening 

session one 

month later 

Group A psychiatrist and 

two mothers of 

children with 

ASD who had 

previously 

attended the 

workshops and 

had received 

training in ACT 

(40 hours at a 

local university 

and 4 hours 

practical training 

with senior 

facilitator) 

No control or 

comparison group 

12.1 N/A 

Wallace et 

al. (2016) 

ACT Group 

Parents attended sessions drawing upon a 

variety of published and unpublished 

resources. Sessions were developed to 

utilise the ACT “Hexaflex” model to 

target psychological flexibility by 

helping parents recognise areas in which 

they, their family, and their teenagers 

may be stuck, and to develop strategies to 

pursue values-based action.  

Uncontrolled 

trial 

8 weekly 

sessions, 

each 75 

minutes in 

length 

Group Not reported No control or 

comparison group 

25 N/A 
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The duration of ACT interventions ranged from two group sessions (Hahs et al., 2019) to 18 

group sessions (Kanstrup et al., 2016). Overall, the most common ACT intervention 

examined in the present review was a group intervention, being reported by eight studies 

(Blackledge & Hayes, 2006; Chong et al., 2019; Hahs et al., 2019; Joekar et al., 2016; 

Kanstrup et al., 2016; Kemani et al., 2018; Lunsky et al., 2017 & Wallace et al., 2016). All 

studies aimed to reduce levels of distress in carers through the use of ACT, measured by 

various different measures, across different outcomes. 

 

Randomised Controlled Trials 

Of the seven RCT studies, one compared an ACT intervention involving both individual and 

patient-carer dyad telephone sessions with an education/support group (Mosher et al., 2019). 

One compared an individual ACT intervention with both a CBT group intervention and a 

minimal support group (Losada et al., 2015). One compared a group interdisciplinary ACT 

pain programme with individual ACT treatment (Kanstrup et al., 2016). One compared ACT 

guided self-help including telephone support to TAU (Davis et al., 2017). One compared an 

ACT group including asthma education, with an asthma education talk including three hours 

of telephone follow-ups (Chong et al., 2019). One compared an individual ACT web-based 

programme to a waitlist control (Sairanen et al., 2019). Finally, one RCT compared a group 

ACT intervention to a control group where no treatment was given (Hahs et al., 2019). Of the 

seven RCTs, four included both carers and care recipients (Chong et al., 2019; Davis et al., 

2017; Kanstrup et al., 2016 & Mosher et al., 2019). 

 

Non-randomised Trial 

The non-randomised controlled trial compared an ACT group for mothers of individuals with 

high functioning autism to TAU, which involved individual counselling sessions (Joekar et 
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al., 2016). 

 

Uncontrolled Trials 

Of the four uncontrolled trials, two focused on carers of individuals with ASD (Blackledge & 

Hayes, 2006 & Lunsky et al., 2017) and two focused on carers of individuals with chronic 

pain conditions (Kemani et al., 2018 & Wallace et al., 2016). 

 

Effects of Interventions 

Means and standard deviations are reported for each primary outcome within each study in 

Tables 3 and 4. Where this was not reported within the published manuscript this was 

calculated from available data. Authors were also contacted for further data if required, 

however, this was not always available. Hedge’s g was calculated to indicate the between-

group effect size in each study at post-intervention and follow-up timepoints. If the sample 

size for each condition at a particular time-point was 50 or less, corrected Hedge’s g was 

calculated. These results are reported for the primary outcomes of anxiety and depression in 

Tables 3 and 4 respectively. 
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Table 3 
 
Anxiety Outcomes Reported by Included Randomised and Non-randomised Controlled Trials  

 
Intervention Control Study Measure Time-point Sample Size  Between Group Effect 

Size (Hedge’s g) 
Quality Assessment 

for Anxiety Outcome 
(GRADE) 

ACT 

Asthma education and 
three telephone follow 
ups 

Chong et al. (2019) DASS-21 

Post-intervention 161 -0.06 
 

3 months 159 Insufficient data reported 

6 months 162 
 -0.47 

TAU Davis et al. (2017) HADS-A 
Post-intervention 29 -0.15*  

6 months 29 -0.94* 

TAU Joekar et al. (2016) DASS-21 
Post-intervention 12 0.32*  

1 month 12 -0.05 

Individual ACT (vs. 
group ACT) Kanstrup et al. (2016) HADS-A 

Post-intervention 28 Insufficient data reported  

No follow up 28 N/A 

CBT Losada et al. (2015) POMS 
Post-intervention 87 -0.33*  

6 months 93 0.12* 

Minimal support group Losada et al. (2015) POMS 
Post-intervention 93 -0.91*  

6 months 93 -0.47*  

Education/support group Mosher et al. (2019) PROMIS 
Post-intervention 38 -0.19*  

6 weeks 50 -0.16* 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

36 

Waitlist control Sairanen et al. (2019) DASS-21 
Post-intervention 52 0.11*  

4 months 46 -0.72* 

DASS-21=Depression Anxiety Stress Scales; HADS= Hospital Anxiety and Depression Scale; POMS=Profile of Mood States Scale; 

PROMIS=Patient-Reported Outcome Measurement Information System; STAI=State-Trait Anxiety Inventory 

*Corrected Hedges g calculated for sample sizes (50 and under) 

Very low quality;       low quality;                                     moderate quality;                          high quality 

 
 
Table 4 
 
Depression Outcomes Reported by Included Randomised and Non-randomised Controlled Trials 

 
Intervention Control Study Measure Follow-up Period Sample Size Between Group Effect 

Size (Hedges g) 
Quality Assessment 

for Depression 
Outcome (GRADE) 

ACT 
Asthma education and 
three telephone follow 
ups 

Chong et al. (2019) DASS-21 

Post-intervention 161 -0.03  

3 months 159 Insufficient data reported 

6 months 162 -0.28 

TAU Davis et al. (2017) HADS-D 

Post-intervention 29 -0.39*  

6 months post 
death of care 
recipient 

29 -0.84* 

Matched control group Hahs et al. (2019) BDI-II 
Post-intervention 18 -0.76*  

No follow up 18 N/A 
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TAU Joekar et al. (2016) DASS-21 
Post-intervention 12 -0.15*  

1 month 12 -0.38* 

Individual ACT (vs. 
group ACT) Kanstrup et al. (2016) HADS-D 

Post-intervention 28 Insufficient data reported  

No follow up 28 N/A 

CBT Losada et al. (2015) CES-D 
Post-intervention 87 -0.20*  

6 months 93 0.41* 

Minimal support group Losada et al. (2015) CES-D 
Post-intervention 93 -1.39*  

6 months 93 -0.40* 

Education/support 
group Mosher et al. (2019) PROMIS 

Post-intervention 38 -0.19*  

6 weeks 50 -0.18* 

Waitlist control Sairanen et al. (2019) DASS-21 
Post-intervention 52 -0.44*  

4 months 46 -1.29* 

DASS-21=Depression Anxiety Stress Scales; HADS= Hospital Anxiety and Depression Scale; BDI-II= Beck Depression Inventory-II; CES-

D=Centre for Epidemiologic Studies Depression Scale; PROMIS=Patient-Reported Outcome Measurement Information System; PHQ-

9=Patient Health Questionnaire-9 

*Corrected Hedges g calculated for sample sizes (50 and under) 

Very low quality;       low quality;                                     moderate quality;                          high quality 
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Table 5  
 
Depression Outcomes Reported by Uncontrolled Trials 

 
 

Study Measure Follow-up Period Sample Size Within Group 
Effect Size 
(Hedges g) 

Quality 
Assessment for 
Depression 
Outcome 
(GRADE) 

Blackledge & 
Hayes (2006) 

BDI-II 3 months 20 -0.25*  

Kemani et al. 
(2018) 

PHQ-9 3 months 162 0.34  

Lunsky et al. 
(2018) 

DASS-21 8 weeks 29 0.85*  

 

DASS-21=Depression Anxiety Stress Scales; BDI-II= Beck Depression Inventory-II; PHQ-9=Patient Health Questionnaire-9 

 
*Corrected Hedges g calculated for sample sizes (50 and under) 

Very low quality;       low quality;                                     moderate quality;                          high quality 
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Of the seven RCTs, follow-up periods ranged from 6 weeks (Mosher et al., 2019) to 6 months 

(Chong et al., 2019; Davis et al., 2017; Losada et al., 2015). However, Davis et al. (2017) 

conducted follow-up assessments at 6 months post loss of the care recipient and so their 

follow-up time varied, and exact details of specific follow-up times were not provided. For 

the one non-randomised controlled trial the follow-up period was 1 month (Joekar et al., 

2016). For the four uncontrolled studies, follow-up periods ranged from 2 weeks (Wallace et 

al., 2016) to 6 months (Wallace et al., 2016). 

 

Effect sizes for outcomes in the four uncontrolled trials is difficult to assess since by 

definition there is no comparison group. Additionally, within uncontrolled trials there may be 

a degree of natural recovery due to regression towards the mean.  It is therefore difficult to 

attribute any change to the intervention, as it is unclear whether results as an artefact of 

natural recovery. Nonetheless, where it was possible to calculate within-group effect sizes at 

post-intervention and follow-up time points, these are detailed in the below sections. 

 

Anxiety Symptoms 

Table 3 demonstrates that for the six RCTs that reported anxiety outcomes, four studies 

calculated between group effect sizes at post-intervention that were in favour of the ACT 

group. Effect sizes ranged from g=-0.06 (Chong et al., 2019) to g=-0.91 (Losada et al., 2015). 

Three studies reported small effect sizes (Chong et al., 2019; Losada et al., 2015 & Mosher et 

al., 2019), whereas Losada et al. (2015) reported a large effect size. One RCT reported small 

effect sizes in favour of the control group at post-intervention (Sairanen et al., 2019), 

reporting an effect size of g=0.11. At follow up, five studies reported effect sizes in favour of 

the ACT group, ranging from g=-0.16 (Mosher et al., 2019) to g=-0.94 (Davis et al., 2017). 

However, Losada et al. (2015) reported a small effect size of g=-0.33 in favour of the CBT 
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condition at follow-up. Kanstrup et al (2016) reported insufficient data for Hedges g 

calculations as they reported median scores and min-max scores from the HADS, meaning 

that means and standard deviations could not be calculated. Hahs et al. (2019) did not report 

anxiety outcomes. 

 

For the one non-randomised controlled trial, Joekar et al. (2016) reported a small effect size 

at post-treatment of g=0.32 in favour of the TAU condition. At one-month follow-up they 

reported a small effect size of g=-0.05 in favour of the ACT condition. 

 

Of the four uncontrolled trials, none reported anxiety. Blackledge & Hayes (2006) reported a 

‘general distress level’ from the GSI, and also used the GHQ-12 which assesses for general 

psychiatric difficulties. Lunsky et al. (2017) reported ‘stress’ level from the DASS-21. 

Wallace et al. (2016) and Kemani (2018) did not assess for levels of anxiety. Therefore, no 

anxiety results were available from uncontrolled trials. 

 

Depression Symptoms 

Table 4 demonstrates that for the RCTs, all calculated between group effect sizes for 

depression symptoms at post-intervention were in favour of the ACT group, although most 

were small. Effect sizes ranged from g=-0.03 (Chong et al., 2019) to g=-1.39 (Losada et al., 

2015). One study reported a medium effect size in favour of the ACT group at post-

intervention (Hahs et al., 2019) and one reported a large effect size in favour of the ACT 

group at post-intervention (Losada et al., 2015). At follow up, most effect sizes were in 

favour of the ACT group, ranging from g=-0.18 (Mosher et al., 2019) to g=-1.29 (Sairanen et 

al., 2019). However, Losada et al. (2015) reported a small effect size at follow up in favour of 

the CBT group compared to the ACT group (g=0.41). Kanstrup et al (2016) reported 
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insufficient data for Hedges g calculations as they reported median scores and min-max 

scores from the HADS, meaning that means and standard deviations could not be calculated. 

 

For the one non-randomised controlled trial, Joekar et al. (2016) reported small effect sizes in 

favour of the ACT condition for depression at post-intervention (g=-0.15) and one month 

follow up (g=-0.38). 

 

Of the four uncontrolled trials, three reported depression (Blackledge & Hayes, 2006; 

Kemani et al., 2018 & Lunsky et al., 2017). Blackledge and Hayes (2006) reported a small 

effect size from post-intervention to 3-month follow up of -0.25. Kemani et al. (2018) 

reported a small effect size of 0.34 from post-intervention to 3-month follow-up. Lunksy et 

al. (2018) reported a large effect size of 0.85 from post-intervention to 8-week follow-up. 

These results are displayed in table 5. 

 

Quality of Life 

No RCTs assessed for quality of life. The non-randomised trial (Joekar et al., 2016) reported 

a small effect size in favour of the TAU condition at post treatment (g=0.09), and a small 

effect size in favour of the ACT condition at follow up (g=-0.08) using the Short Form Health 

Survey-12 (SF-12; Ware et al., 1996). 

 

Only one uncontrolled trial (Kemani et al., 2018) measured quality of life. The Short Form 

Health Survey (SF-36; Ware & Sherbourne, 1992; Keller et al., 1998) was used to assess 

physical and mental quality of life component scores. On the mental component summary 

score (MCS) there were small effect sizes in favour of ACT at post-treatment (-0.17) and at at 
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3-month follow-up (0.03). On the physical component summary score (PCS) there were small 

effect sizes in favour of ACT at post-treatment (-0.08) and 3-month follow-up (-0.02). 

 

Psychological Flexibility 

Five RCTs reported psychological flexibility. All results for psychological flexibility at post-

intervention and follow-up were in favour of the ACT condition. Losada et al (2015) 

compared ACT to both CBT and a minimal support group. For ACT vs CBT, there was a 

large effect size in favour of ACT (g=-0.76) at post-intervention on the experiential 

avoidance in caregiving questionnaire (EACQ; Losada et al., 2014). At 6-month follow-up 

there was a medium effect size in favour of ACT (g=-0.54). For ACT vs. the minimal support 

group, there was a large effect size in favour of the ACT condition at post-intervention (g=-

0.97) and at 6-month follow-up there was a medium effect size in favour of the ACT 

condition (g=-0.61). For Sairanen et al. (2019), there was a small effect size in favour of the 

ACT condition compared to the waitlist control condition (g=-0.29) at post-intervention on 

the AAQ-II. This increased to a medium effect size at 4-month follow-up (g=-0.5). For Hahs 

et al. (2019) there was a large effect size in favour of ACT compared to a matched control 

group (g=-1.3) on the AAQ-II. There was no follow-up in this study. For Chong et al. (2019), 

there was a small effect size in favour of the ACT condition compared to an asthma education 

group including telephone follow-ups at post-intervention (g=-0.41) on the AAQ-II. This 

increased to a large effect size at 6-month follow-up (g=-1.18). For Davis et al. (2017), there 

was a small effect size in favour of ACT compared to TAU (g=-0.36) on the AAQ-II, and this 

increased to a medium effect size at 6-month follow-up (g=-0.59). 

 

The non-randomised controlled trial (Joekar et al., 2016) reported large effect sizes in favour 

of the ACT condition at post-intervention (g=-0.93) and follow-up (g=-0.94) compared to the 
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TAU condition using the AAQ-II. 

 

Of the four uncontrolled trials, three reported psychological flexibility (Wallace et al., 2016; 

Kemani et al., 2018 & Blackledge & Hayes, 2006). Wallace et al. (2016) reported an effect 

size of 0 from post-intervention to 2-week follow-up on the Parent Psychological Flexibility 

Questionnaire (PPFQ; Wallace et al., 2015; McCracken et al., 2011). At 3-month follow up 

the effect size was medium at -0.7, and at 6-month follow up the effect size was large at 1.66. 

Kemani et al. (2018) reported a medium effect size of -0.76 at post-intervention, and a small 

effect size of -0.24 at 3-month follow up using the PPFQ. Kemani et al. (2018) also used the 

AAQ-II. Using this measure, they reported a small effect size of -0.15 at post-intervention 

and a small effect size of 0.32 at 3-month follow-up. 

 

Attrition Rates 

Within RCTs, attrition rates in the intervention group ranged from 0% (Hahs et al., 2019) to 

50% (Kanstrup et al., 2016), and attrition rates in the control/comparison group ranged from 

0% (Hahs et al., 2019) to 62.3% (Davies et al., 2017). In the one non-randomised controlled 

trial there was no attrition in the ACT or TAU group. Within the uncontrolled trials, attrition 

rates ranged from 12.1% (Lunsky et al., 2017) to 25% (Wallace et al., 2016). No included 

studies investigated whether there were statistical differences between attrition rates for 

intervention and control groups. 

 

Risk of Bias and Quality Assessment 

A summary of risk of bias ratings for the seven included RCTs is provided in Figure 3. Figure 

4 shows the risk of bias ratings across the RCTs as a whole. Risk of bias in Hahs et al. (2019) 

was just assessed for depression as this study did not report anxiety outcomes. A summary of 
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risk of bias ratings for the one included non-randomised trial is provided in Figure 5. The 

RoB 2 tool gives a choice of focus within domain 2 of either the effect of assignment to 

intervention or the effect of adhering to intervention. The current assessment related to the 

effect of assignment to intervention. 

 

As previously noted, blinding participants to whether they received a psychological 

intervention, and blinding them to the effects of the intervention they receive which may 

impact their self-report outcomes measures is generally not possible. Therefore, these 

elements were not included in risk of bias assessment. Specifically, within domain 2 of the 

RoB 2, question 2.1: ‘Were participants aware of their assigned intervention during the 

trial?’ and question 2.2: ‘Were carers and people delivering the interventions aware of 

participants assigned intervention during the trial?’ were not included. Additionally, on 

domain 4 of the RoB 2, question 4.4: ‘Could assessment of the outcome have been influenced 

by knowledge of the intervention received?’ and question 4.5: ‘Is it likely that assessment of 

the outcome was influenced by knowledge of intervention received?’ were not included. 

Similarly, for the ROBINS-I, within the ‘bias in measurement of the outcomes’, questions 

6.1: ‘Could the outcome measure have been influenced by knowledge of the intervention 

received?’, and 6.2: ‘Were outcome assessors aware of the intervention received by study 

participants?’ were not included. ‘Outcome assessors’ in the risk of bias tools meant the 

participants themselves, since they were completing their own questionnaires. Further 

information and explanations for each rating on the RoB 2 and ROBINS-I are provided in 

Appendix G. 
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Figure 3  

Risk of bias assessment graph for individual RCTs regarding anxiety and depression 

outcomes (created using Cochrane’s Robvis software for RoB 2 tool)
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Figure 4  

 

Risk of bias assessment graph showing overall risk of bias levels across RCTs regarding anxiety and depression outcomes (created using 

Cochrane’s Robvis software for RoB 2 tool) 
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Figure 5 

Risk of bias assessment graph for NRCT Joekar et al. (2016) depression and anxiety 

outcomes (created using Cochrane’s Robvis software for ROBINS-I tool) 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

48 

As Figure 3 displays, all seven RCTs assessed were rated as having a ‘low risk’ of bias for 

the randomisation process. Regarding deviations from the intended interventions (effect of 

assignment to intervention), four studies were rated as ‘low risk’ of bias, and three studies 

were rated as having ‘some concerns’ within this area (Kanstrup et al., 2016; Losada et al 

2015; Sairanen et al., 2019). For bias due to missing outcome data, two studies were assessed 

as ‘low risk’ of bias (Chong et al., 2019 & Hahs et al., 2019), and five studies were rated as 

‘high risk’ of bias within this domain (Davis et al., 2017; Kanstrup et al., 2016; Losada et al., 

2015; Mosher et al., 2019 & Sairanen et al., 2019). All assessed RCTs rated as ‘low risk’ of 

bias for measurement of the outcome. For bias in selection of the reported result, one study 

rated as ‘low risk’ of bias (Davis et al., 2017), and six rated as ‘some concerns’ of bias 

(Chong et al., 2019; Hahs et al., 2019; Kanstrup et al., 2016; Losada et al., 2015; Mosher et 

al., 2019 & Sairanen et al., 2019). Overall ratings of bias were ‘some concerns’ for two 

studies (Chong et al., 2019 & Hahs et al., 2019), and ‘high risk’ for five studies (Davis et al., 

2017; Kanstrup et al., 2016; Losada et al., 2015; Mosher et al., 2019; Sairanen et al., 2019). 

 

As Figure 5 displays, using the ROBINS-I, Joekar et al. (2016) rated as ‘low risk’ regarding 

all domains. This included bias due to confounding, selection of participants, classification of 

interventions, deviations from intended interventions, measurement of outcomes and 

selection of the reported result. The study was therefore classified as ‘low risk’ of bias 

overall. 

 

Quality Appraisal 

The overall GRADE quality assessment for the evidence of the use of ACT to improve carer 

distress was varied. For the seven RCTs, one rated as ‘high’ quality (Chong et al., 2019), five 

rated as ‘moderate’ quality (Sairanen et al., 2019; Hahs et al., 2019; Kanstrup et al., 2016; 
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Losada et al., 2015 & Mosher et al., 2019), and one rated as ‘low’ quality (Davis et al., 2017). 

The non-randomised controlled trial was rated as ‘low’ quality (Joekar et al., 2016). Of the 

uncontrolled trials, one rated as ‘moderate’ quality (Kemani et al., 2018), one rated as ‘low’ 

quality (Blackledge & Hayes, 2006), and two rated as ‘very low’ quality (Lunsky et al., 2017 

& Wallace et al., 2016).  Therefore, on the whole the highest quality rated studies were five 

RCTs (Chong et al., 2019; Hahs et al., 2019; Kanstrup et al., 2016; Losada et al., 2015 & 

Mosher et al., 2019) and one uncontrolled study (Kemani et al., 2018). Evidence ratings were 

downgraded largely due to limitations in individual study methodologies and linked to this, 

the risk of bias in studies. 

 

The quality of evidence for the secondary outcomes of quality of life and psychological 

flexibility was also limited. Individual study limitations and risk of bias limited the overall 

evidence, as with depression and anxiety outcomes. 

 

 

Discussion 

 
Overview 

Carer distress is a significant problem for many individuals worldwide, and research into 

interventions that can ease this distress and help equip carers with coping skills and stress 

management strategies it vital. This review aimed to explore the effectiveness of ACT on 

psychological outcomes for the adult carer population, with a primary focus on anxiety and 

depression. Furthermore, the review aimed to evaluate the risk of bias in the available 

evidence, and the overall quality or certainty of evidence for the use of ACT for anxiety and 

depression outcomes with carer populations. Studies included consisted of seven RCTs, one 

non-randomised controlled trial and four uncontrolled trials. The inclusion of only 
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standardised measures in the present review generates confidence that measurement of 

symptoms across studies was valid and reliable. 

 

Main Findings 

Participant Characteristics 

The vast majority of studies that met inclusion criteria were comparatively recently 

published. Most studies were published between 2015 and 2019, with one being published in 

2006. This indicates the use of ACT for carers in research trials is in its infancy. Studies were 

from a wide range of countries; however, most were Western countries. Furthermore, 

participants included were mostly young to middle aged adults, and were mostly female. This 

indicates there is a substantial need to improve the generalisability of results by applying 

ACT interventions to a wider population across other demographics (for example, application 

in non-western cultures, including more males, and including a broader age range including 

more older adults). This is a problem that applies to all psychotherapy trials (Cuijpers et al., 

2018), and although in recent years more trials in non-Western countries are occurring, it is 

reported that the vast majority of the randomised trials that have investigated their effects 

have been conducted in Western countries (Cuijpers et al., 2008). Therefore, is it unknown 

whether these therapies are also effective in low and middle-income countries (White et al., 

2017; Cuijpers et al., 2018). 

 

Research Designs 

Four of the included studies were uncontrolled trials. Although preliminary testing of 

interventions with uncontrolled designs is valuable in terms of cost-efficiency, provision of 

information on feasibility such as safety, acceptance of the intervention to participants and 

preliminary information on efficacy (Bowen et al., 2009), there are many issues with 
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uncontrolled trials. Such trials do not allow for solid conclusions of efficacy of the 

intervention due to the nature of the methodology as confounding factors are not controlled 

for. Furthermore, effect sizes from uncontrolled trials may be inflated since they are 

susceptible to threats of internal validity, including maturation, history, and regression to the 

mean (Butler et al., 2006). Due to these difficulties the magnitude of effect sizes in the 

current review cannot be compared across controlled and uncontrolled trials. The RCTs had 

stronger research designs with waitlist control and/or active treatment groups for comparison. 

 

Outcomes 

Overall, the largest effect sizes were seen with changes in levels of psychological flexibility. 

This is perhaps expected, since this is the central target and proposed mechanism of change in 

ACT interventions (Hayes et al., 2012). After this, the largest effect sizes were seen in 

depression outcomes. Although other research suggests ACT may be more beneficial for 

anxiety compared to depression (e.g. Webb et al., 2016), it could be the for the carer 

population, the opposite may be true. This may be due to carers typically having to give up a 

lot of their time, therefore engaging less with their valued areas of life. Since ACT focuses on 

encouraging individuals to get back in touch with important areas of life for each individual, 

it may be that this focus is beneficial to the carer population. The finding that ACT was more 

efficacious for depression compared to anxiety fits with previous research suggesting that 

ACT is beneficial in improving psychological flexibility for individuals with depression 

(D’Souza, 2016). The larger effect sizes for psychological flexibility may therefore explain 

why larger shifts were seen in symptoms of depression, as these could be linked. 

Nonetheless, the results for both anxiety and depression are promising and fit with previous 

research highlighting that less acceptance-based coping styles coping styles are associated 

with greater levels of depression and anxiety in carers (Li et al., 2011). Furthermore, findings 
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support previous research linking levels of psychological flexibility to levels of distress in 

carers (Jansen et al., 2017), and research that has made a call for moving beyond traditional 

CBT with carer populations (O’Toole et al., 2016), specifically citing ACT as potentially 

beneficial for the carer population (Kishita et al., 2018). 

 

However, for both anxiety and depression outcomes, there are concerns with risk of bias 

across the included studies, with concerns around missing outcome data in particular. 

Overall, the variety in quality of the evidence for anxiety and depression outcomes also 

lowers confidence in the results. Therefore, although these results appear promising, there are 

some concerns with the data, and differences in follow-up time points and research 

methodology mean there is currently limited evidence for the efficacy of ACT for anxiety and 

depression levels in carers. 

 

Although two studies (Joekar et al., 2016; Hahs et al., 2019) had no drop out for their studies, 

attrition rates were fairly high overall. Not all studies documented the reasons for attrition. 

Those studies that did document drop-out reasons indicated expected reasons such as time 

demands of the caregiver role and poor health of the care recipient. It could not be ruled out 

that drop-out was not caused by levels of anxiety and/or depression or other targeted mental 

health outcomes. However, within RCTs attrition rates were higher in the control/comparison 

condition, indicating that ACT treatment was well-tolerated compared to control and 

comparison conditions. Furthermore, in one study where ACT was compared with CBT and a 

minimal support control group, ACT treatment had the lowest attrition rate (Losada et al., 

2015). Overall, studies indicated that group treatment may be of preference to carers with 

lower attrition rates in these conditions overall compared to individual treatments. Therefore, 

findings indicate that group ACT treatment is of preference for carers, however, it is difficult 
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to draw conclusions about preference of treatment format overall. Furthermore, no adverse 

events were documented, and so there is no evidence for the approach being harmful. 

 

Sources of Bias and Quality of Evidence 

Risk of bias tools were employed to evaluate the RCTs and non-randomised controlled trials. 

Two RCTs stood out as being of lower levels of risk of bias and higher quality. These two 

RCTs (Chong et al., 2019; Hahs et al., 2019) were judged to have ‘some concerns’ of bias 

overall, whereas all other RCTs were judged to be at ‘high risk’ of bias.  Chong et al. (2019) 

was also the highest quality study as assessed by GRADE, and had the largest number of 

participants. Additionally, Hahs et al. (2019) was judged to be of moderate quality. These 

trials indicated small to large effect sizes in favour of ACT conditions for depression, anxiety 

and psychological flexibility outcomes. Therefore, there is high confidence in the results from 

these trials. The other five RCTs were all judged to be at ‘high risk’ of bias in the domain of 

missing outcome data, which lead to their overall ‘high risk’ of bias rating.  

 

The risk of bias in uncontrolled trials was captured within the quality assessment process 

using the GRADE tool, and so was not as robust an assessment. Following GRADE 

recommendations, the quality of evidence was variable, with studies ranging from low to 

high quality. Largely, RCT studies were judged to be moderate to high in quality. There was 

little evidence of publication bias, however small sample sizes may have affected the reported 

effect sizes. 

 

As detailed previously, certain elements of the risk of bias tools were not included in the 

current review. This is due to the impossibility of effectively blinding participants to 

treatment allocation in therapy trials (Button & Munafo, 2015). When these elements have 
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been included in previous reviews, this has meant that overall quality of the evidence has 

been judged to be poor (e.g. Zhu et al., 2014). This phenomenon is well documented within 

the CBT literature, however, is a problem across all psychotherapy trials (Button & Munafo, 

2015). This means that there are some difficulties when applying risk of bias tools to 

psychological trials, rather than medical trials, where blinding is both possible and efficient. 

 

Whilst the GRADE tool is widely used, some researchers have critiqued it (Montgomery et 

al., 2019), and global health researchers have expressed concern with the convention that 

RCTs are initially rated as ‘high’ certainty and non-randomised trials are rated as ‘low’ 

certainty (Movsisyan et al., 2013). This concern specifically relates to the assessment of 

‘complex’ interventions such as those within psychological practice, and how such studies 

tend to be rated as lower quality despite providing important findings, and the implications 

this has on recommendations for clinical practice. A specific concern is that it would be 

expected that there would be higher confidence in drawing inferences about interventions 

from a non-randomised controlled trial compared with an uncontrolled trial. However, both 

of these study designs start as ‘low’ certainty. Such difficulties have led to concern that 

GRADE ratings may inadvertently produce ratings that steer decision-makers away from 

implementing important interventions (Nasser et al., 2015). A full critique of the tool is 

published by Montgomery et al (2019) and is not within the scope of the current review. The 

development of the ROBINS-I aimed to address some of these concerns meaning that RCTs 

and non-randomised trials could be placed on a common metric for risk of bias (Montgomery 

et al., 2019), and was therefore used in the current review. 

 

Limitations and Recommendations for Future Research 

Several forms of clinical and methodological heterogeneity were noted among included 
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studies, and this meant that meta-analyses would be inappropriate and so pooled estimates of 

effectiveness of ACT for carers could not be calculated. Although most RCT studies had a 

follow-up period, this varied from one month to six months post-intervention. It is 

recommended that a consensus be established on the timing of follow-up to determine 

whether the benefits of ACT are maintained over time. There were also differences in what 

constituted the control conditions across included studies, with TAU conditions differing 

depending on service provision. The differences in outcome measures used and different data 

collection time-points complicates the pooling of data and makes comparison among studies 

more difficult and potentially less meaningful to patients, clinicians, researchers and decision 

makers. Another limitation was the lack of intention-to-treat analyses in most of the studies. 

Additionally, most studies include small carer sample sizes with below optimum research 

designs. Future research should consider recruiting larger sample sizes and utilising high-

quality research designs to more adequately assess efficacy, reduce sources of bias and 

improve evidence quality.  

 

It is of note that many participants across the included studies did not appear to score in the 

clinical range on measures of mental health and psychological outcomes at baseline. Perhaps 

due to this, there were no subgroup analyses of caseness. The surprisingly low caseness 

suggests that many individuals were not in clinical need of the intervention initially, and this 

raises questions about whether such studies are targeting individuals who could most benefit 

from psychological interventions. The lack of sub-group analyses also means that there were 

no analyses to determine whether participants with different characteristics respond 

differently to ACT interventions. This is important to inform clinical guidelines, and it is 

recommended that future research consider this. Additionally, future research should focus on 

recruitment of individuals scoring in the clinical range for anxiety and depression or other 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

56 

outcomes of interest. This will provide data on whether ACT can produce clinically and 

statistically significant reductions for those carers most in need of support and input. 

Furthermore, most RCTs compared ACT with an inactive control group. It is therefore 

recommended that future RCTs utilise a three-arm design including an ACT group, a control 

group and an active comparator. This would enable more definitive conclusions can be made 

about how ACT compares to other treatments. 

 

Furthermore, individuals involved in the delivery of ACT in the included studies varied 

widely in their training, experience and supervision levels. Differences between studies 

meant that the impact of these differences on participant outcomes could not be reliably 

assessed. Future research should include details of therapist training and experience. 

Furthermore, more information on treatment adherence is required to draw definitive 

conclusions and inform guidelines.  

 

There are a number of limitations to the current review. Despite utilising stringent eligibility 

criteria, studies included highlighted considerable clinical and methodological heterogeneity. 

There were variations in interventions both across and within studies, with some including 

care recipients, and different modes of intervention delivery. Additionally, it cannot be 

guaranteed that all relevant literature was identified. However, the search strategies employed 

were comprehensive and experts in the field were contacted to ensure no studies were 

accidentally omitted. It is also worth noting that the current review looks at many types of 

carer, and it may be that carers of individuals with different conditions have different and 

specific needs. Nonetheless, there is likely to be great overlap in the experience and needs of 

carers across different populations that still make a review of this type meaningful and 

important. Furthermore, only studies published in peer-reviewed journals were included and 
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so this review may be susceptible to publication bias. 

 

Conclusion 

To the best of the authors’ knowledge, this is the first systematic review to investigate the 

quality of evidence and efficacy of ACT for depression and anxiety in adult carer 

populations. The evidence for ACT in carer populations is in its infancy, with most studies 

being conducted in the last five years. Overall, although the data is promising, there are 

concerns over the quality of the evidence and risk of bias in the included studies and so 

results must be interpreted with caution. Taken together, there is only limited available 

evidence indicating that ACT is successful in reducing levels of anxiety and depression in 

carers. It is hoped that future research can address the methodological concerns outlined and 

further explore the impact of ACT with the carer population to inform the development of 

evidence-based services to support and promote carers’ mental health. 
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Abstract 

Objective: People acting in a caring role can experience elevated levels of distress. This 

study aimed to investigate the feasibility of conducting a clinical trial evaluating Acceptance 

and Commitment Therapy (ACT) to increase psychological flexibility and reduce 

psychological distress in informal carers of people who have experienced an episode of 

psychosis. Participants: Fifteen participants consented to participate in a four-session ACT 

group intervention and completed questionnaires at baseline and post-intervention. Design: A 

feasibility study design was employed (Phase 1) based on the PICO framework. This was 

followed by a focus group (Phase 2) that was analysed using thematic analysis. Measures: 

The following assessment measures were completed at baseline and at post-intervention 

assessment points: the Mental Health Continuum-Short Form, the Valued Living 

Questionnaire, the General Health Questionnaire, the Zarit Burden Interview, the State 

Version of the Cognitive Fusion Questionnaire, the Experiential Avoidance in Caregiving 

Questionnaire and fear of recurrence of psychosis was measured by two idiographic Likert 

scales. The facilitators fidelity to the ACT model was measured via the ACTs of ACT 

Fidelity Scale. Results: The study was found to be feasible, and both acceptable and helpful 

to participants. Of those that started the intervention (n=12), 60% were retained throughout 

the study. Results indicate promising treatment effects across all outcomes, with particular 

improvements in general levels of distress and cognitive fusion. Conclusion: This is the first 

study to explore the use of ACT for carers of people with psychosis. Due to the promising 

results for feasibility, acceptability, satisfaction and initial treatment effects, a pilot 

randomised trial is now warranted to explore efficacy of the intervention. 

Key words: psychosis, carer, family, emotional distress, fear of recurrence, 

psychological flexibility 
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Background 

Overview 

An episode of psychosis is likely to affect seven percent of the adult population (McGrath et 

al., 2016), and it is estimated that more than 21 million people worldwide are living with a 

diagnosis of schizophrenia (World Health Organisation [WHO], 2017). Many individuals 

with psychosis live with or remain in close contact with informal caregivers, often family 

members, most commonly parents or partners (Lauber et al., 2003). Informal carers are those 

with a pre-existing relationship with a care recipient (Fernandes, 2017), and are typically 

family members who provide unpaid support with tasks of daily living (Amagai et al., 2016). 

As such, when an individual develops psychosis it not only affects the individual themselves 

but impacts upon their family members and support systems also (O’Donoghue et al., 2018). 

For relatives, it can be an overwhelming, confusing, stress provoking and life changing 

experience and families may find themselves exposed to a wide range of patient symptoms 

that are difficult to cope with and make sense of (Lavis et al., 2015).  

 

Carer Distress in Psychosis 

Whilst some carers describe their role as rewarding (Lavis et al., 2015), there is a large body 

of evidence that the caregiving role can have a detrimental effect on mental and physical 

health (Kuipers et al., 2010). Cognitive models of caregiver distress have been put forward 

(e.g., Pearlin, 1990); however, the psychological factors at play remain unclear (Jansen et al., 

2015). It has been suggested that carer distress may be accentuated by a range of difficulties, 

such as feelings of loss and grief, trauma, fatigue, stigma and financial hardship (Onwumere 

et al., 2017). Much research with carers of people with psychosis has focused specifically on 

levels of burden and functioning (Poon et al., 2016). Such research has confirmed increased 

distress in this sample (Hayes et al., 2015; Jansen, 2017), with estimations that one-third to 
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one-half of carers experience higher rates of mental health difficulties compared to the 

general population (Shah et al., 2010).  

 

Caregivers in the early phase of psychosis may be especially vulnerable to distress, since they 

are in the early period of adjustment, and may have little prior knowledge of psychosis and 

the psychiatric system (Addington & Burnett, 2004). Additionally, this group of carers are up 

to 10 times more isolated than their non-caregiving peers (Hayes et al., 2015). The stress 

associated with providing care to individuals with psychosis can take a toll on carers’ mental 

resources, sometimes leading to a lack of energy to support the person with psychosis and an 

increase in criticism (Kuipers et al., 2006). In turn, this can be associated with detrimental 

impacts on the person experiencing psychosis, with increased symptom levels and likelihood 

of relapse (Jansen et al., 2017) giving rise to a “vicious circle” of ramifications (Kuipers et 

al., 2002). 

 
Support for Carers 

With increasing recognition of the significant levels of distress experienced by those close to 

individuals experiencing psychosis, there has been more focus on outcomes regarding the 

well-being of relatives (Bucci et al., 2016). This has seen the inclusion of evidence-based 

family interventions in treatment guidelines for psychosis across the globe, with numerous 

clinical guidelines explicitly recommending actively supporting families and involving them 

as partners throughout the care pathway (Burbach, 2016). In the UK, the National Institute of 

Health and Care Excellence (NICE) recommend the provision of family-based interventions 

for people living with psychosis in regular contact with families (NICE, 2014). There is a 

large and well-established evidence-base for family interventions, and this is a crucial 

intervention.  
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Research into carer distress has also emphasised the need for interventions that focus solely 

on carers’ own well-being, yet trials of Cognitive Behavioural Therapy (CBT) for carers have 

provided mixed results. Some research has indicated some success (e.g. Kwon et al., 2017), 

whereas other research has questioned the effectiveness of CBT for this population. A meta-

analysis of CBT for dementia carers found improvements in anxiety levels, but small 

improvements in depression and stress (Hopkinson et al., 2019). A meta-analysis of CBT for 

carers of cancer patients found negligible effects of CBT across outcomes, with the authors 

concluding that research into modern forms of CBT such as acceptance and commitment 

therapy (ACT; Hayes, Strosahl, & Wilson, 1999) should be conducted (Kishita et al., 2018). 

Overall, recent research has called for the application of third-wave CBT, specifically ACT 

with many carer populations, and also with carers of people with psychosis (Jansen et al., 

2017). 

 

Acceptance and Commitment Therapy 

ACT was developed by Professor Steven Hayes and colleagues (including Kelly Wilson and 

Kirk Strosahl) in the mid-1980s. It is a transdiagnostic and ‘third-wave’ behavioural therapy, 

underpinned by Relational Frame Theory (Hayes, 2016). ACT has been successfully utilised 

in one-to-one and group formats with individuals experiencing a wide range of mental and 

physical health difficulties in both clinical and non-clinical groups (O’Donoghue et al., 

2018). Third-wave CBTs share a common focus with traditional CBT in that they focus on 

helping clients to identify cognitions. However, third-wave approaches de-emphasise the 

need to change or restructure specific cognitions (Tai & Turkingston, 2009). Third-wave 

psychotherapies instead place emphasis on acceptance, compassion and mindfulness as well 

as traditional behavioural interventions (Hayes, 2019). ACT is based on six core processes 

which are described in the ‘hexaflex’ model of psychological flexibility. These processes 
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include contact with the present moment, acceptance, defusion, self-as-context, committed 

action and values (Hayes et al., 2012). ‘Acceptance’ is the willingness to experience, rather 

than to avoid, difficult thoughts, feelings, memories and physical sensations (Hayes et al., 

2012), since avoidance can inadvertently lead to an increase in anxiety and decreased 

problem solving (Fung et al., 2018). At its core ACT is a behavioural therapy, since it is 

about taking action (Hayes, 2019). This is not just any action, but action guided by 

individuals’s overarching values; what is important to them in their life, and the type of 

person they want to be (Hayes, 2019). This is the ‘commitment’ and behavioural component 

of ACT (Hayes et al., 2012). ACT is also about acting mindfully; being open and aware of 

what you are engaging in.  

 

The overarching aim of ACT is to enhance psychological flexibility, which is the ability to be 

in contact with the present moment more fully with the associated thoughts, feelings, bodily 

sensations and memories that may occur, and to change behaviour or persist in behaviour that 

serves valued ends despite distress (Hayes et al., 1999). It involves developing helpful 

responses to situations and experiences using mindful awareness (O’Donoghue et al., 2018). 

ACT encourages individuals to work towards committed actions in line with their valued life 

directions and aims to help people foster psychological flexibility in relation to cognitions 

and emotions that may potentially impede value-consistent behaviour. Clinical studies of 

ACT have demonstrated increases in well-being and reductions in stress and suggest that 

psychological flexibility is a key component and mechanism of change in ACT (Wersebe et 

al., 2018). Furthermore, in a study of 101 carers of people with a first episode of psychosis, 

Jansen et al. (2017) found that lower levels of psychological flexibility were a significant 

predictor of higher levels of psychological distress. This offers encouraging evidence for 

future testable hypotheses about potential mechanisms that may facilitate change in outcomes 
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for carers of people with psychosis. 

 

Fear of Recurrence 

For many people, the threat of relapse can be associated with catastrophic expectations 

(Gumley et al., 2014). Research shows that the experience of psychosis is traumatic in itself 

and is associated with the development of psychosis-related post-traumatic stress disorder; 

characterised by intrusive memories linked to the experience of psychosis, sealing-over 

avoidance, hypervigilance and fear (Shaw et al., 2002; White & Gumley, 2009). The anxiety 

and worry associated with fear of recurrence may predispose individuals to increased risk of 

relapse. Indeed, monitoring fear of recurrence has been shown to be as sensitive to relapse 

detection as monitoring early signs alone and can be a sign of poorer emotional recovery in 

individuals diagnosed with schizophrenia (Gumley et al., 2014). Furthermore, research 

indicates that a lot of individuals with psychosis and their relatives/friends are concerned 

about the possibility of relapse as well as any ongoing symptoms, and this often becomes the 

agreed focus in family work (Burbach, 2018). Although research into fear of recurrence has 

been conducted with individuals who have experienced psychosis, it has not yet been 

conducted with carers, and so this will be explored in the current study. 

 

Aims of the Present Study 

It is widely acknowledged that carers of people with psychosis play an invaluable role in their 

recovery (Jansen et al., 2015). This, alongside the distress that can be experienced by carers 

of people with psychosis means that support for this group of carers is vital. Evidence 

suggests that carers own needs and the emotional impact of caregiving remain a neglected 

area when it comes to the provision of psychological interventions, despite the 

acknowledgement of the importance of carers in mental health recovery and the high levels of 
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distress reported (Claxton et al., 2017). In the current context of austerity and cuts to services, 

it is therefore crucial to find potentially scalable and cost-effective ways of supporting carers 

of individuals experiencing psychosis. 

 

As a feasibility study, the primary aim of this study is to evaluate whether it is feasible to 

conduct a future clinical trial aimed at evaluating an ACT intervention with a group of carers 

of people with psychosis. Befitting the preliminary nature of the current study, an 

uncontrolled trial design will be used. Specific aims/research questions around feasibility will 

be investigated using the Population, Intervention, Control, and Outcome (PICO) framework 

(Oxman et al., 1993; Richardson et al., 1995) outlined below. This is in line with a recent 

feasibility study using ACT (White et al., 2011). 

 
Population 

-How many people identified to participate will meet eligibility criteria?  

-How many participants will provide informed consent to participate in the study?  

-What are the participants’ baseline levels of wellbeing, psychological flexibility, and 

burden? 

Intervention 

-Will the intervention be acceptable to this population of carers?  

-What proportion of participants will be retained throughout the intervention?  

-What feedback will participants provide concerning their experiences of the group?  

-Can the intervention be delivered with fidelity?  

Control 

This study is an uncontrolled feasibility study, focusing on the acceptability and feasibility of 
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the ACT group intervention for carers of people experiencing psychosis, and so there will be 

no consideration of the control aspect of PICO. 

Outcomes  

-What differences will occur between pre- and post-intervention measures of wellbeing, 

psychological flexibility, burden and fear of recurrence?  

-Will group members regard the intervention as helpful?  

-Will there be identifiable features of participants that drop out or are lost to follow-up?  

To our knowledge, this is the first trial investigating ACT with carers of people with 

psychosis. 

 

Method 

 

Design 

This study was conducted in two phases. Phase 1 was a feasibility trial of a four session ACT 

group that incorporated the use of eight questionnaire measures (Appendix H). Phase 2 (a 

focus group) involved collection of qualitative data, and a thematic analysis (Braun & Clarke, 

2006) was conducted. A power analysis was not completed in line with guidance for 

feasibility studies (National Institute of Health Research [NIHR], 2017). The UK’s NIHR 

Research for Patient Benefit (RfPB) Programme’s Guidance on Applying for Feasibility 

Studies (NIHR, 2017) was followed. 

 

Initially, all study assessments and the ACT group was conducted in person. However, the 

COVID-19 pandemic occurred part way through the running of the second ACT group. After 

this, rapid changes to mental health services involving wide-spread adoption of remote and 

online services occurred (Li et al., 2020). In line with this, remaining group sessions and the 

focus group were conducted online via the Zoom videoconferencing platform. 
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Individuals taking part in the first ACT group completed all sessions and measures in person 

as this group occurred before COVID-19. However, the second ACT group completed initial 

baseline measures and informed consent along with two group sessions in person. COVID-19 

then occurred, and so this group completed post-intervention measures postally, and also 

received new information sheets and signed consent forms postally. The two remaining ACT 

sessions were conducted via Zoom. All participants received information and consent forms 

for phase 2 of the project postally. 

 

Participants 

 

The inclusion criteria were as follows: (a) aged 18 and over; (b) in an informal caring role for 

an individual with psychosis; (c) fluent in English; (d) person being cared for must be under a 

Mersey Care NHS Foundation Trust Community Mental Health Team or Early Intervention 

in Psychosis Service (EIP). Exclusion criteria were: (a) participants who are not fluent in 

English; (b) have cognitive deficits identified that would preclude them from accessing the 

information in the group. 

 

Procedure 

Phase 1 involved attendance of four weekly ACT group workshop sessions, specifically 

designed for this group of carers (O’Donoghue et al., 2018). Group sessions were 2 hours 

long and included a refreshment break. The researcher (LM) attended multiple team meetings 

in Mersey Care NHS Foundation Trust Community Mental Health Teams (CMHTs) and 

Early Intervention in Psychosis Services (EIPs) to promote the study within these services.  

 

Study adverts were displayed in the team bases to remind staff about the study (Appendix R) 

and to provide to carers if they wished. For phase 1, the recruitment packs participants 
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received included a study invitation letter which had an opt-in slip at the bottom (Appendix 

S) and a Participant Information Sheet (Appendix T). Also included was a pre-paid envelope 

for participants to return their opt-in slip to the researcher. On the opt-in slip participants 

were required to state their contact details for the researcher to contact them so that an initial 

meeting with the researcher could be arranged. An alternative option of emailing the 

researcher to opt-in to the study was also provided. Participants had at least 24 hours to 

consider participation in the study by the time they met with the researcher. In the initial 

meeting participants signed a Participant Consent Form (Appendix U) and completed eight 

questionnaires. This meeting also served to socialise participants to the ACT approach; 

introducing important aspects of the approach such as values, metaphors and mindfulness, 

and was therefore an introductory session for participants. Once participants had consented, a 

letter was sent to their GP detailing their involvement in the study (Appendix V). A Staff 

Information Sheet (Appendix W was provided to staff who were interested in co-facilitating 

the groups, due to sessions being recorded. Staff also completed a Staff Consent Form 

(Appendix X). All travel expenses were reimbursed to participants and co-facilitators. On 

completion of the group intervention participants were provided with a £10 shopping voucher 

and certificate of attendance (Appendix Y) as a small token of appreciation for their time. 

 

Phase 2 was optional for those who had completed phase 1, and involved attendance of an 

online focus group of approximately one hour. The focus group aimed to collect qualitative 

feedback on how participants had experienced the ACT group intervention, specifically 

relating to acceptability. Participants were provided with a separate Participant Information 

Sheet (Appendix Z) and Participant Consent Form (Appendix AA) for this phase of the 

research. Once they had consented, a letter was sent to their GP detailing their involvement in 

the study (Appendix AB). A university researcher interested in running the focus group was 
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provided with a Staff Information Sheet (Appendix AC) and signed a Staff Consent Form 

(Appendix AD). The university researcher was not connected to the study to ensure 

participants felt able to freely discuss their experience of taking part anonymously. Data were 

transcribed and anonymised by a University transcriber before analysis was undertaken by 

LM. 

 

After the COVID-19 outbreak, an amendment was submitted to Sponsorship under the fast-

track approvals system in response to COVID-19. This amendment related to online delivery 

of the intervention and postal data collection. Participants were sent letters outlining the 

changes (Appendices AE & AF) and were provided with an amended Participant Information 

Sheet and Participant Consent Form for phase 1(Appendix AG & AH) and phase 2 

(Appendix AI & AJ). Staff were also provided with an updated Staff Information Sheet and 

Staff Consent Form for phase 1 (Appendix AK & AL) and phase 2 (Appendix AM & AN). 

On completion of the study participants were provided with corresponding Participant 

Debrief Sheets (Appendix AO & AP). 

 

All of the participant information sheets outlined the study aims, expected benefits, risks, and 

a planned strategy for dissemination of the results. Participants were given a unique study ID 

to ensure anonymity when data was entered onto the study database. A separate secure 

database contained the participant names and corresponding study IDs for the researcher to 

identify individuals for when post-intervention data was collected. Participants were 

informed that participation was voluntary and that they had the right to withdraw from the 

study at any time. 

 

If participants could not make a session, as per study protocol they were invited to attend the 
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following session an hour early and were provided with a shortened overview of the previous 

session.  

 

 

Ethics 

 

The study was approved by the Research Review Committee within the Doctorate of Clinical 

Psychology programme at the University of Liverpool on 13.09.2019 and subsequent 

amendments were also approved (Appendices I-M). Research Ethics Committee (REC) 

approval was obtained on 29.08.2019 (Appendix N; reference number: 19/NW/03/88) and 

Health Research Authority (HRA) approval was obtained on 17.10.2019 (Appendix O). 

Capacity and Capability approval was then obtained from Mersey Care NHS Foundation 

Trust on 29.10.2019 (Appendix P). University of Liverpool sponsorship was also gained 

(Appendix Q), who provided permission to proceed prior to commencement of recruitment 

from NHS sites. This procedure was in accordance with guidance obtained from the REC.  

 

Intervention 

 

Full details on each of the four ACT intervention sessions can be found in the intervention 

manual (O’Donoghue et al., 2018) that was followed in the current study. Table 1 displays 

brief summaries of each group session’s aims and content. All sessions included exercises or 

activities that tapped into the ‘open’, ‘aware’ and ‘active’ principles of ACT. Sessions 

involved warm-up exercises and open discussion was encouraged throughout. The manual 

suggests provision of two follow-up sessions, however, due to time limits, these additional 

sessions were not included. Sessions were 2-2.5 hours, with a refreshment break included. 
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Table 1.  

Overview of Session Content 

Session  Primary Aim of Session Content Examples Homework 

Introductory 
session 

The initial meeting where 
participants met with the researcher 
and completed baseline measures 
and informed consent was also the 
introductory session 

This session provided a more general 
introduction to the ACT approach 
overall, including introducing the idea 
of mindfulness, values and metaphor use 
in this approach 

N/A 

1 Introducing noticing, values, and 
committed action 
Introduction to the workshop 
sessions, and the concept of 
noticing, values, and barriers to 
values. Introductions also to the idea 
of automatic pilot and to 
mindfulness practice 

-Reservoir metaphor 
-Automatic pilot 
-Mindfulness of breath and body 
-Introducing values (and thinking about 
personal values to work towards during 
the course) 
-Barriers to values 
-Passengers on the bus metaphor 
-Mindful stretching exercise*1 
-Setting committed actions & 
mindfulness practice 

-Thinking more 
about personal 
values 
-Committed 
actions 
-Mindfulness 
practice at least 
3 times 

2 Workability as an alternative 
Introduction to concept of openness 
as an alternative to struggling 

-Mindful eating exercise 
-Passengers on the bus review 
-Committed action and mindfulness 
review 
-Video vignette of carer experience – 
noticing actor’s passengers, his 
responses to passengers, and his values 
-Pushing against the folder exercise 
-Acting out the passengers on the bus 
metaphor*2 
-Three-minute breathing space exercise 
-Setting committed actions & 
mindfulness practice 

-Committed 
actions 
-Mindfulness 
practice at least 
3 times 

3 Acting on values with openness, 
awareness, and willingness 
Linking acting on values with 
noticing and willingness. Practice of 
defusion from experiences, and 
getting in contact with valued 
directions 

-Leaves on the stream exercise 
-Committed action review 
-Sticky labels exercise 
-Having vs buying into thoughts 
exercise 
-Acting out the passengers on the bus 
metaphor*2 
-Three-minute breathing space exercise 
-Setting committed actions & 
mindfulness practice 

-Committed 
actions 
-Mindfulness 
practice at least 
3 times 

4 Bringing it all together – open, 
aware and active 
Review of progress and supporting 
the concepts of open, aware and 
active. Review of the group content, 
and thinking about taking skills and 
committed actions forward beyond 
the group 

-Noticing values in others 
-Mindful walking exercise 
-Committed action review 
-Floating on a cloud exercise 
-Key messages from the group 
-Passengers on the bus review 
-Review and moving forward 

N/A 

*1 This exercise was not completed in either group due to time restrictions 

*2 Participants in the second ACT group did not do this exercise due to the intervention having moved online 
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Treatment Fidelity 

The intervention was delivered by LM (a Trainee Clinical Psychologist with additional 

training in ACT which involved attending a 4-day ACT training course), alongside two NHS 

staff who belonged to the recruiting teams. The first ACT group was delivered by LM and 

one NHS staff member DM (a CBT Therapist with additional training in ACT). The second 

ACT group was delivered by LM, DM and an additional staff member KW (an Assistant 

Psychologist with no prior experience of delivering ACT). Facilitators received ACT 

supervision from the Chief Investigator RW, a Clinical Psychologist and an Association of 

Contextual Behavioral Science peer-reviewed ACT trainer. Group sessions were recorded as 

detailed on participant information sheets and reviewed by RW who rated the facilitators on 

their fidelity to the ACT model using a fidelity measure designed specifically for this 

intervention (Appendix BA). 

 

Measures 

All measures were completed at baseline. The demographics questionnaire was just 

administered at baseline, and the client satisfaction questionnaire was just administered at the 

post-intervention time-point.   

 

Demographic Questionnaire 

A demographic questionnaire was developed to collect information regarding several 

background factors. This included: age, gender identity, ethnicity, education level, 

employment status, length of time in caring role, and number of episodes of psychosis the 

care recipient had experienced. 
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Fear of Recurrence 

A scale for fear of recurrence in carers of people with psychosis does not exist. Therefore, 

two idiographic Likert scale questions around Fear of Recurrence were included:   

• I am worried about the impact that future episodes of psychosis could have on the 

person I am caring for: strongly agree; agree; neutral; disagree; strongly disagree 

• I am worried about how well I could cope with the person I am caring for 

experiencing more episodes of psychosis in the future: strongly agree; agree; neutral; 

disagree; strongly disagree 

 

This question was scored from 1 for strongly disagree to 5 for strongly agree. The two totals 

were then combined to provide a total fear of recurrence score. 

 

Well-being Related Measures 

The Mental Health Continuum-Short Form (MHC-SF; Keyes, 2005) is a 14-item 

questionnaire measuring emotional, social and psychological wellbeing regarding the 

presence and absence of mental health, i.e. levels of ‘flourishing’ and ‘languishing’. 

Respondents are asked to rate how many times they felt a particular way (e.g. ‘good at 

managing the responsibilities of your daily life’) on a six-point Likert scale. The MHC-SF 

has good internal consistency (α=0.89) and 3 and 9-month test-retest reliability of r=0.65 

(Lamers et al., 2011). Total scores range from zero to 70. Clinical scores are termed 

‘languishing’ and require a score of one or less on at least one of the first three items, and a 

score of one or less on at least six of the next eleven items. If scores do not fit criteria for 

either ‘flourishing’ or ‘languishing’ mental health, individuals are said to be ‘moderately 

mentally healthy’. 
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The Valued Living Questionnaire (VLQ; Wilson & Groom, 2002) is a 20-item scale 

consisting of two-parts designed to assess valued living. In the first part, participants rate the 

importance of 10 domains of on a 10-point Likert scale (Wilson et al., 2010). These domains 

of living are (1) family, (2) marriage/couples/intimate relations, (3) parenting, (4) friendship, 

(5) work, (6) education, (7) recreation, (8) spirituality, (9) citizenship, and (10) physical self-

care  (Wilson et al., 2010). The second part of the VLQ asks the client to rate, using the same 

scale, how consistently they feel they have lived by their valued areas of living over the past 

week. Therefore, scores are generated for Importance (VLQ-I) and Consistency (VLQ-C) and 

these scores are combined to produce a Valued Living Composite score (VLC). Preliminary 

studies (Wilson et al., 2010) showed good internal consistency for the VLQ-I scale (α = .79-

.83), adequate internal consistency for the VLQ-C scale (α = .58-.60) and adequate internal 

consistency for the VLC (α = .65-.74). Despite expectations of the measure to have low 

stability over time since it is measuring behaviour that is dynamic from moment to moment, 

test-retest reliability for the valued living composite has been found to be good, with an 

intraclass correlation coefficient of 0.75 (p<0.001) (Wilson et al., 2010). 

 
 

The General Health Questionnaire-12 (GHQ-12; Goldberg & Williams, 1988) is a self-report 

screening device consisting of 12 items for identifying minor psychiatric disorders in the 

general population (Goldberg & Hillier, 1979). The scale asks whether the respondent has 

recently experienced a range of common symptoms of distress (e.g., ‘Have you recently…felt 

constantly under strain?’). Each item is rated on a four-point scale (less than usual, no more 

than usual, rather more than usual, or much more than usual) with higher scores indicating 

increased psychological distress. In the current study the Likert scoring system was used to 

allocate responses a score of either 0, 1, 2 or 3. It has been suggested that interpretation of the 

GHQ-12 as unidimensional is beneficial (Gao et al., 2004). The GHQ-12 has shown an 
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average receiver operating characteristic (ROC) of 0.88 (Goldberg et al., 1997). Cronbach’s 

alpha is reported in several studies, and ranges from 0.79 to 0.91 (Hankins, 2008; Shevlin & 

Adamson, 2005). Test-retest reliability has been reported at around 0.84 after 7-14 days 

(Piccinelli et al., 1993). Although most research has used the GHQ-12 to compute a global 

distress score, the structure and dimensionality of the measure is still a matter of debate 

(Hystad & Johnsen, 2020). 

 

Cognitive Fusion 

The State Cognitive Fusion Questionnaire (SCFQ; Bolderston et al., 2019) is closely based 

on the Cognitive Fusion Questionnaire (CFQ; Gillanders et al., 2014), but modified to 

function as a state measure of cognitive fusion, indicating levels of cognitive fusion in the 

present moment (Bolderston et al., 2019). Therefore, instructions ask participants to indicate 

how true each statement is for them at this moment, for example, ‘I am struggling with my 

thoughts’. As with the CFQ, higher scores on the SCFQ indicate higher levels of cognitive 

fusion (Bolderston et al., 2019). It is a 7-item questionnaire and responses are rated on a 7-

point Likert scale (1= completely untrue; 7= completely true) (Bolderston et al., 2019). The 

SCFQ has demonstrated excellent internal reliability (Cronbach's α = 0.95) and adequate test-

retest reliability of r=0.68 (Bolderston et al., 2019). 

 

Carer Experience 

The Zarit Burden Interview (ZBI; Zarit et al. 1980) measures overall levels of burden carers 

experience in relation to their relative. The ZBI consists of 22 items. Total scores range from 

zero to 88, with higher scores indicating increased burden. Individuals are asked to rate each 

statement on a 5-item Likert scale. Scores are totalled and then categorised from ‘no burden 

at all’ (a score between 0-20), ‘mild to moderate burden’ (a score between 21-40), ‘moderate 
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to severe burden’ (a score between 41-60) and ‘severe burden’ (a score between 61-88). The 

average estimate of internal consistency is reported to be α=0.86, with a range of alpha’s 

being reported in various studies from α=0.62 to α=0.95 (Bachner & O’Rouke, 2007). The 

mean correlation coefficient for test-retest reliability is said to be r=0.59 (Bachner & 

O’Rouke, 2007). Clinical cut-off scores reported in the literature vary widely from 24-26 

(Schreiner et al., 2006) to 48 (Zi et al., 2019). A meta-analysis study has shown that the ZBI 

is reliable across populations of caregivers (i.e. partners/spouses, parents and children) and 

care recipients (i.e. dementia, physical illness and mental illness) (Bachner & O’Rourke, 

2007). 

 

The Experiential Avoidance in Caregiving Questionnaire (EACQ; Losada et al., 2014) is a 

15-item self-report questionnaire measuring experiential avoidance. It was developed and 

evaluated specifically with dementia caregivers, though the developers suggested the scale be 

utilised with other caregiver populations (Losada et al., 2014). Respondents rate how true 

each statement is (e.g. ‘I cannot bear it when I get angry with my relative’) on a five-item 

Likert scale. An acceptable internal consistency was reported (α=0.70) for the total scale by 

the authors (Losada et al., 2014). Total scores range from five to 75, and higher scores 

indicate higher levels of experiential avoidance, and therefore higher levels of psychological 

inflexibility. Clinical cut-off scores have not yet been established. 

 

Client Satisfaction Questionnaire 

To collate brief feedback on the intervention participants completed a client satisfaction 

questionnaire (O’Donoghue et al., 2018; Appendix AQ) after the final group session. 
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ACT Fidelity 

To measure group facilitators fidelity to the ACT model, the ACTs of ACT Fidelity Measure 

(O’Donoghue et al., 2018) was utilised. This was developed by the authors of the manual 

specifically for this intervention (Appendix BA). 

 

Statistical Analysis 

For phase 1, data was entered into the Statistical Package for Social Sciences (SPSS) version 

25 for statistical analysis. A range of descriptive statistics including percentages, raw 

numbers, means and standard deviations were used to address the PICO-informed research 

questions. 

 

Reliable Change Index analysis (RCI; Jacobson et al., 1999) was completed on the measures 

that have defined cut-off scores (GHQ-12 and MHC-SF) to ascertain whether participants 

achieved clinically significant change in these outcomes. This method is commonly used to 

test whether a change over time, such as the difference score between two assessments of the 

same person at two timepoints may be considered clinically significant (Guhn et al., 2014).  

Therefore, to be included in the clinically significant change analyses participants needed to 

have completed outcome measures at baseline and post-intervention assessment points. RCI 

differentiates change that is reliable in the statistical sense (i.e., statistically significant) from 

change that may have occurred due to error in the measure or random fluctuation (Jacobson 

& Traux, 1991; Guhn et al., 2014). Clinically significant changes in outcome measures were 

deemed to have been achieved if two criteria were met: 

1. The change in outcome score was reliable according to RCI (+/- 1.96) 

2. Post-intervention scores moved between categories of caseness on the GHQ-12, or 

scores changed category on the MHC-SF. 
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To calculate the RCI, means, standard deviations and Cronbach’s Alpha values from measure 

validation papers were used. 

 

Qualitative Analysis 

For phase 2, a thematic analysis was conducted (Braun & Clarke, 2006). A strength of this 

method is that it is not tied to any particular theoretical framework (Braun & Clarke, 2006). A 

thematic analysis was chosen to allow themes to give more of a descriptive account of the 

data, aiming to organise data to show any patterns in participants’ responses (Frith & 

Gleeson, 2004). The analytic process involved a progression from description, where the data 

were organised to show patterns in semantic content, to brief interpretation (Braun & Clarke, 

2006), where there was an attempt to theorise the significance of the patterns and their 

broader meanings and implications in relation to previous literature (Patton, 1990; Frith & 

Gleeson, 2004). 

 

Following the method of Braun and Clarke (2006), if data did not match a code, a new code 

was generated to include the data in the results. The coded extracts were organised into 

themes depending on patterns in content, which is in line with an inductive or ‘bottom-up’ 

analysis, ensuring themes are strongly linked to the data (Patton, 1990). The resulting 

semantic-level themes were organised into a thematic map, consisting of one over-arching or 

‘global’ theme, four ‘main themes’ and ten ‘subthemes’ (Braun & Clarke, 2006). Sub-themes 

can be thought of as ‘themes-within-a-theme’ and give structure to a larger theme (Braun & 

Clarke, 2006). 
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Results 

Phase 1 

Participant Flow Through the Study 

Fifteen participants contacted the researcher to opt-in to the study between December 2019 

and March 2020. Thirteen participants were recruited through the EIP teams, and two were 

recruited from the CMHTs. The Consolidated Standards of Reporting Trials  

(CONSORT) diagram in Figure 1 shows the flow of participants through the study. 
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Figure 1 

CONSORT Diagram Displaying Participant Flow in Phase 1 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
*Just after this the sessions moved online and so this participant opted back into the research 
 
 

Study packs sent out  
(approximately n=63) 

Provided formal consent and completed 
baseline measures (n=15) 

Expressed interest to the 
researcher (n=15) 

Drop-out (n=3) 
-Could not get time off work (n=2) 
-Family member other than care 
recipient became unwell (n=1) 

Started allocated intervention (n=12) Completed all 4 sessions (n=5) 
 
Completed 3 sessions (n=3) 
-Could not get time off work 
(n=2) 
-Did not want to attend face to 
face sessions due to concerns 
about the pandemic* (n=1) 
  
Completed 2 sessions (n=2) 
-Could not get time off work 
(n=1) 
-Childcare responsibilities (n=1) 
 
Completed 1 session (n=2)  
-Could not manage alongside 
nightshift working (n=1) 
-Physical health difficulties (n=1) 

Post-intervention data collected (n=9) 

Included in analysis (n=9) 

Did not complete repeat 
measures (n=3) 
-Opted-out (n=2) 
-Did not receive back 
(n=1) 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

95 

Descriptive Statistics 

All 15 participants completed baseline questionnaires in paper format. Most participants fell 

into the 55-64 age bracket (53.3%), with the youngest participant in the 25-34 years old age 

bracket (6.7%) and the oldest participant falling in the 65+ age bracket (6.7%). Most 

participants identified as White British (93.3%) with one participant identifying as White 

Irish (6.7). Time in the caring role ranged from 6 months to 1 year (6.7%) up to 2-5 years 

(66.7%). The care recipients were largely individuals who had experienced their first episode 

of psychosis, with carers reporting that most care recipients had between 1-5 episodes of 

psychosis (86.7%) and just two carer recipients having between 5-10 episodes (13.3%). 

These numbers reflect the NHS services that carers were recruited through (13 participants 

from EIPs and two from CMHTs), since CMHTs typically have less contact with relatives 

compares to EIPs. A large proportion of the participants were parents (80%), and all parents 

were caring for sons. Demographic, carer-related and clinical characteristics are shown in 

Table 2. 
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Table 2 

Demographic and Carer Related Characteristics of Participants 

Demographic Characteristics (n, %) 

 

Gender Female 13 (86.7) 
 Male 2 (13.3) 
Age 25-34 1 (6.7) 

35-44 2 (13.3) 
45-54 3 (20) 
55-64 8 (53.3) 
65+ 1 (6.7) 

Ethnicity White British 14 (93.3) 
White Irish 1 (6.7) 

Marital status Single 3 (20) 
Married, or in a 
domestic partnership 

8 (53) 

Divorced 4 (26.7) 
Education <High School  2 (13.3) 

High School 2 (13.3) 
Vocational training 1 (6.7) 
College 6 (40) 
Undergraduate degree 4 (26.7) 

Carer Related Characteristics (n, %) 

 

Employment status prior to caring role Employed full-time 8 (53.33) 
Employed part-time 4 (26.7) 
Student 1 (6.7) 
Retired 2 (13.3) 

Change in employment due to caring role Yes 2 (13.3) 
No 13 (86.7) 

Relationship to care recipient Mother 10 (66.7) 
Father 2 (13.3) 
Sibling (sister) 2 (13.3) 
Daughter 1 (6.7) 

Years cared for 6 months - 1 year 1 (6.7) 
1 – 2 years 4 (26.7) 
2 – 5 years 10 (66.7) 

Episodes of psychosis 1-5 13 (86.7) 
5-10 2 (13.3) 
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Table 3 displays means and standard deviations for total scores on the outcome measures at 

baseline and post-intervention. At the overall level, results improved at post-intervention. 

Largest improvements were seen in general levels of distress (GHQ-12) and cognitive fusion 

(SCFQ). Table 4 displays changes from pre- to post-intervention on the VLQ. Overall, VLC-

composite scores improved across seven domains (family relations, friendships/social 

relations, education/training, recreation, spirituality, citizenship/community life, physical 

well-being), but decreased in three domains (marriage/couples’ intimate relations, parenting 

and employment). This indicates higher consistency (VLC-C) scores across the improved 

domains. 

 

Table 3 

Means and Standard Deviations for Outcome Measures at Baseline and Post-Intervention 

 

EACQ=Experiential Avoidance in Caregiving Questionnaire; SCFQ=State Version of the Cognitive 

Fusion Questionnaire; MHC-SF=Mental Health Continuum-Short Form; ZBI=Zarit Burden Interview; 

GHQ-12=General Health Questionnaire-12; FoR=Likert scales for Fear of Recurrence of Psychosis. 

 

 

 

 

 

Scale Subscales Pre-
Intervention 
(n=15) 

Post-
Intervention 
(n=9) 
 

EACQ Total Score 40.93 (10.09) 38.67 (5.15) 
SCFQ Total Score 28.3 (10.47) 23.67 (10.89) 
 Total Score 38.8 (14.27) 43.0 (11.96) 
MHC-SF Emotional well-being 8.20 (4.07) 9.67 (2.92) 
 Social well-being 11.73 (6.34) 12.78 (4.18) 
 Psychological well-being 18.87 (6.50) 20.56 (6.37) 
ZBI Total Score 45.40 (17.70) 37.78 (15.68) 
GHQ-12 Total Score 21.27 (7.40) 12.44 (10.69) 
FoR Total Score 9.67 (0.49) 9 (1) 
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Table 4 
 
Means and Standard Deviations of Importance, Consistency, and Valued Living Composite 
Scores by Item and Administration 
 

Domain Data 
collection 
timepoint 

(T) 

Importance Consistency Valued Living 
Composite 

  Mean SD Mean SD Mean SD 
Family relations T1 9.13 1.09 6.93 2.74 64.86 28.11 
 T2 9.33 1.05 7.67 1.41 71.67 16.25 

Marriage/couples 
intimate relations 

T1 
T2 

7.07 
5.89 

2.89 
3.24 

5.93 
5.33 

3.51 
3.33 

44.86 
35.11 

35.56 
32.83 

 
Parenting 

 
T1 

 
8.6 

 
2.33 

 
6.93 

 
3.03 

 
65.14 

 
34.26 

 T2 6.11 3.52 7 3.5 61.56 35.49 
 
Friendships/social 
relations 

 
T1 
T2 

 
7.27 
7.33 

 
1.84 
2.36 

 
5.79 
6.67 

 
3.07 
2.75 

 
44.2 
48.78 

 
26.84 
28.3 

 
Employment 

 
T1 

 
6.87 

 
2.23 

 
5.64 

 
3.15 

 
45 

 
31.92 

 T2 6.33 2.4 5.33 3.5 43.67 36.51 
 
Education/training 

 
T1 

 
6.64 

 
2.23 

 
3.57 

 
2.69 

 
22.6 

 
23.84 

 T2 5.56 2.5 5 3.46 33.78 27.87 
 
Recreation 

 
T1 

 
6.67 

 
2.62 

 
4.5 

 
2.95 

 
30.64 

 
23.67 

 T2 7.45 1.5 6.11 2.69 49 28.12 
 
Spirituality 

 
T1 

 
5.93 

 
2.86 

 
5.5 

 
2.97 

 
36.64 

 
30.68 

 T2 6.67 2.75 6 2.79 43.22 25.89 
 
Citizenship/community 
life 

 
T1 
T2 

 
5.6 
6.89 

 
2.75 
1.73 

 
4.29 
4.78 

 
3.15 
2.74 

 
27.21 
35.11 

 
28.79 
25.8 

 
Physical well-being 

 
T1 

 
7.2 

 
2.17 

 
4.36 

 
3.08 

 
33.86 

 
29.24 

 T2 7.56 1.42 5.44 2.59 42.3 22.2 
 
 

Clinically Significant Change Analysis 

Clinically significant change analyses (based on reliable change indices and clinical cut-offs) 

for the GHQ-12 and MHC-SF revealed that four participants of nine had achieved clinically 

significant improvement on these measures. Two participants achieved clinically significant 

improvement in both the GHQ-12 and MHC-SF, and two participants achieved clinically 
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significant improvement on the GHQ-12 but not the MHC-SF. One of these participants did 

indeed show improvement on the MHC-SF, but it was not great enough to reach clinical 

significance. The other participant was already in the ‘flourishing’ mental health category at 

baseline, which was retained at post-intervention and so no improvement was possible in 

terms of category status. Five participants did not achieve clinically significant changes in 

either the GHQ-12 or MHC-SF. However, four of these participants did not change status 

from baseline, retaining baseline levels of mental health. One of these participants did move 

from ‘moderately mentally healthy’ on the MHC-SF to ‘flourishing’ mental health at post-

intervention, but their change overall was not great enough to reach clinical significance. No 

clinically significant deteriorations in scores were found. Clinically significant change 

analyses are presented in Table 5. 
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Table 5 
 
Clinically Significant Change Analysis 
 
  

 
 
MHC-SF= Mental Health Continuum-Short Form; GHQ-12=General Health Questionnaire-12 
Note: Higher scores on the GHQ-12 indicate increased distress; higher scores on the MHC-SF indicate increased well-being 
*1RCI above 1.96 indicates reliable change 
*2 GHQ-12 cut off score is 12. Scores below 12 indicate ‘no distress’ or ‘caseness’. Scores of 12 and above indicate ‘distress’. The MHC-SF categorises scores as indicating  
‘flourishing’ mental health, ‘moderately mentally healthy’ mental health and ‘flourishing’ mental health

Participant Measure Score at 
Baseline 

Score at  
Post-
intervention 

RCI*1 Status at Baseline*2 Status at Post-intervention Clinically 
Significant 
Improvement 

Clinically 
Significant 
Deterioration 

         
1 GHQ-12 19 0 6.19 Distressed Not distressed Yes No 
 MHC-SF 23 47 -4.20 Languishing Flourishing Yes 

 
No 

5 GHQ-12 22 30 -2.61 Distressed Distressed No No 
 MHC-SF 42 29 2.28 Moderately mentally healthy Moderately mentally healthy No 

 
No 

6 GHQ-12 11 11 0 Not distressed Not distressed No No 
 MHC-SF 35 35 0 Moderately mentally healthy Moderately mentally healthy No 

 
No 

7 GHQ-12 24 3 6.84 Distressed Not distressed Yes No 
 MHC-SF 40 56 -2.80 Moderately mentally healthy Flourishing Yes 

 
No 

8 GHQ-12 28 8 6.52 Distressed Not distressed Yes No 
 MHC-SF 26 26 0 Languishing Moderately mentally healthy No 

 
No 

11 GHQ-12 23 20 0.98 Distressed Distressed No No 
 MHC-SF 46 45 0.18 Moderately mentally healthy Flourishing No 

 
No 

13 GHQ-12 23 15 2.61 Distressed Not distressed Yes No 
 MHC-SF 52 52 0 Flourishing Flourishing No 

 
No 

14 GHQ-12 8 7 0.33 Not distressed Not distressed No No 
 MHC-SF 61 60 0.18 Flourishing Flourishing No 

 
No 

15 GHQ-12 26 12 4.56 Distressed  Distressed No No 
 MHC-SF 27 37 -1.75 Moderately mentally healthy Moderately mentally healthy No No 
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Facilitator Fidelity 

Three out of six available group session audio recordings were randomly selected and were 

rated by RW. The two group sessions that took place on Zoom were not recorded as the 

researcher forgot to do this. The extent to which the seven ACT-consistent processes listed in 

the fidelity measure were assessed as 1) being present, 2) being appropriate and 3) eliciting 

responsiveness within the group, were rated at the ‘satisfactory’ level or above. The ACT-

inconsistent techniques listed in the measure were all rated as minimal or ‘not at all’ across 

the three recordings. The mean score for the overall facilitators’ performance across the three 

group sessions that were rated for fidelity was 4.5/6. Fidelity was assessed for all facilitators 

combined, rather than individual facilitators. 

 

Participant Satisfaction 

Quantitative data from the Client Satisfaction Questionnaires are displayed in Figure 2. 

Participants were also asked open-ended questions including: ‘the things I liked the best 

about the workshops were’ and ‘the things I liked the least’. Responses from these open-

ended questions are displayed in word clouds in Figures 3 and 4. 
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Figure 2 
 
Graph Displaying Participant Satisfaction Ratings (n=9) 
 

Note: for full scale details see appendix AQ

Excellent (5)

Yes, definitely (8)

Yes, they helped a great deal (6)

Very satistied (7)

Very satisfied (8)

Yes, definitely (7)

Yes, definitely (6)

Yes, definitely (8)

Good (4)

Yes, I think so (1)

Yes, they helped somewhat (3)

Mostly satisfied (2)

Mostly satisfied (1)

Yes, I think so (2)

Yes, I think so (3)

Yes, I think so (1)

0 1 2 3 4 5 6 7 8 9 10

How would you rate the quality of the workshops you have attended?

Have you been able to take something from the workshops and use it in your life?

Have the workshops helped you deal more effectively with your problems?

In an overall, general sense, how satisfied are you with the workshops?

How satisfied are you with the therapists running the workshops?

Would you come back to a workshop like this again?

Did the workshops help you find out what is important to you?

If a friend or someone you know needed similar help, would you recommend the
workshops to them?

Client Satisfaction Questionnaire Results

Highest Satisfaction Rating Second Highest Satisfaction Rating
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Figure 3. 
 
Word Cloud Displaying Responses to ‘Things I Liked the Best about the Workshops’ 
 

Figure 4. 
 
Word Cloud Displaying Responses to ‘Things I Liked the Least about the Workshops’ 
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Attrition Rates 

After the consent stage, there were 3 of 15 people who did not start the intervention (20%). 

This was due to not being able to agree time off with their workplace (n=2) and a family 

member other than the care recipient becoming unwell (n=1). Of the 12 participants who 

started the intervention 5 completed all sessions (42%). Ten of the 12 participants attended at 

least 2 sessions (83%). 

 

Phase 2 

For phase 2, six participants provided informed consent. However, just two participants were 

able to attend the focus group. Reasons for not attending included attending a hospital 

appointment (n=2), concerns about speaking about their experience via Zoom with limited 

privacy at home (n=1) and being unfamiliar with Zoom (n=1). This participant was offered 

help to assist with being familiar with Zoom and did not respond after this. Two further 

participants who could not attend and did not provide formal consent offered to provide the 

researcher with written feedback instead. However, in line with the study protocol and since 

client satisfaction questionnaires had been completed by these participants previously, this 

did not occur. 

 

Qualitative Analysis 

Table 6 displays the focus group topic guide used to guide the discussion. 
 
 
Table 6 
 
Focus Group Topic Guide 
 

Questions Used to Guide the Discussion 
1. Were there any aspects of the group intervention that you found particularly helpful? If 
so, can you say more about these? 
2. Have you applied anything that you learned in the group in your life in general or in 
your role as a carer? If so, can you say more about this? 
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3. Do you think this type of group intervention is a worthwhile service for a caring 
population of those experiencing psychosis? If so, why? 
4. Were there any aspects of the group intervention that you found unhelpful? If so, can 
you say more about theses? 
5. What are the benefits of attending a group intervention? 
6. What are the drawbacks of attending a group intervention? 
7. Do you have any recommendations on how we could improve this group intervention for 
other carers in the future? 
8. Is there anything else you would like to say about your experience of the ACT group 
intervention? 

9. How did you find online delivery of group sessions and how did this compare to in-
person delivery? 

 
 
Thematic Analysis 

Three main themes and subthemes were derived from the data. Each theme is linked to an 

over-arching global theme ‘building connections’. These are displayed in Table 7 below, and 

Figure 4 displays the thematic map. 

 

Table 7 
 
Themes and Subthemes from Qualitative Data 
 
Global Theme Main Themes Sub-themes 
Building Connections 1. Shared Experience Common ground 

 Stage of journey 
2. Improved Well-being Enhanced coping 
 Learning new skills 
 Application to daily life 
3. Valuable Service Service satisfaction 

 Online delivery 
 Future suggestions 

 
 
Theme 1: Shared Experience 
 
Common Ground 

This sub-theme related to how participants felt understood by similar others, and the sense of 

relief that this brought to members of the group, as well as the importance of the format of 

the intervention being in a group: 
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“When you’re talking to other people who are going through the same thing …you feel a 

sense of relief…with other people who understand” (participant 1) 

 

“Oh I thoroughly enjoyed it you know erm…meeting people who are in the same position as 

yourself…it must be five years or something but err never got a chance to really speak to any 

other [carers]…I went to one course at [removed] but it wasn’t as good as this you 

know…people were more standoffish and didn’t want to open up” (participant 1) 

 

The above comment led to a discussion between the participants about how staff were helpful 

in facilitating an open atmosphere in the group: 

“I think it’s a good way for…the staff to be involved to get the ones on this course to be able 

to talk a little bit more getting us to open up a little bit more…with them asking us questions 

about certain stuff you end up talking about other stuff and that’s helpful for us as well” 

(participant 2) 

 

“It’s just like getting that weight off your shoulder you know just makes you feel better to 

speak about it” (participant 1) 

 

“It’s much better to be with a group because…you get more it feels, I don’t think it would be 

err as much conversation either with just you and the person hosting it…” (participant 2) 

 

In response to the above comment, participant 1 responded: 

“Yes. I mean that was that it’s like group therapy really I suppose isn’t it…that was really 

really helpful I felt” 
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Stage of Journey 

Participants felt a connection to others in the group through their common experiences, but 

also felt that it was important to be with others at the same stage in their carer journey, in 

terms of how many episodes of psychosis their loved one had experienced: 

 

“…me and you straight away sort of got a oh they’re the same you know…you’re suffering 

the same problems as me. Whereas everybody else in the group they’d only had one episode 

of psychosis but me and [removed], we’ve had to deal with a couple” (participant 1) 

 
“…I think erm we’re probably far more open about it we’d had it for so long” (participant 2) 
 
 
 
Theme 2. Improved Well-being 
 
Enhanced Coping 

There was a sense from participants that they had been able to see that it is important for 

them to take time for themselves for their own well-being: 

 

“I’d keep myself busy I’d been zoom zoom zoom doing this doing that keeping my mind off 

things then I’d fall asleep erm then I’d wake up doing it again and, but now I’ve got a bit 

more quality time in the day to allow myself time to…recharge my batteries which is so 

helpful” (participant 1) 

 

“…I’m more able to cope” (participant 1) 

 

“It’s good for erm our mental health…you know, to help us deal with stressful situations” 

(participant 2) 
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“…I was thinking…right, I need to look after myself as well…you can’t try and do it all on 

your own” (participant 2) 

 

Learning New Skills 

There was a sense that participants had appreciated learning new skills such as mindfulness 

and being able to relate to their thoughts in a different way: 

 

“…the mindfulness stuff…I think for me one of the things that really sticks out was erm how 

your mind erm is the one that’s controlling what you’re doing and controlling your emotions. 

You know, so if you’re feeling down you know you can get yourself out of that you know and 

that was one of the main things that although we know that we’re not actively consciously 

telling ourselves, but now I do” (participant 1) 

 

“…The mindfulness was very handy because I know you’ve got to be more mindful but it’s so 

hard but like the course helped me to get more mindful and especially to spend time trying to 

make time for myself” (participant 2) 

 

Application to Daily Life 

This sub-theme related to a sense that participants had started to give more time to re-engage 

with personal hobbies, and also applying skills learnt in the sessions, namely mindfulness, 

into daily life: 

 

“…I’ve done the gardening, I concentrate more on thinking right err you know being active 

doing…like this weekend I was sitting there listening to a load of classical music and just like 

trying to de-stress and that as well do you know?...so it’s not that you have to listen to 
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mindfulness stuff is what I’ve taken from it you know you can listen to something that is good 

for your mind like music” (participant 2) 

 

“mindfulness…that’s helped me relax…I’ve used those ones [the course mindfulness 

exercises] a couple of times but I’ve found other different ones” (participant 1) 

 

“…just reminding you to take [time] out for yourself…” (participant 2) 

 

Theme 3. Valuable Service 

Service Satisfaction 

The importance of focusing on carers was something appreciated by the participants. There 

was acknowledgement that the experience of psychosis impacts directly on carers themselves, 

and how important it is to provide such support. They also appreciated the space to reflect on 

the impact on family life: 

 

“We should have had this as soon as we got you know [removed] was ill we’d have had this 

it would have been such a help; you know?” (participant 1) 

“It’s definitely something that they should provide for parents isn’t it” (participant 2) 

 

“personally, I think it’s essential and I think it should be when somebodies so unwell erm I 

think it should be an essential service…I’d say the first year…. I mean I was at my wits end” 

(participant 2) 
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“We’ve really needed it…I was made up we…were invited really” (participant 2) 

 

“It’s been great” (participant 1) 

 
“You need this sort of service really to just be able to talk to people and realise you’re not on 

your own you know” (participant 1) 

 

The interviewer summed up the participants responses: 

“like you’re a unit aren’t you and it affects everyone; it doesn’t just happen to one person” 

The participants strongly agreed with this summary. 

 

Online Delivery 

Due to COVID-19, the ACT group that the focus group participants attended moved online 

halfway through. There were some mixed feelings about the online delivery of sessions. 

Some positives were highlighted: 

 
“I’m glad we were at home because when you had to do erm the participation things that had 

written down [worksheets]…it might have been a bit embarrassing doing it” (participant 2) 

  

“sometimes you can’t concentrate properly if you’re with other people when you’re doing 

mindfulness… I’ve actually enjoyed just being able to come downstairs and just get onto here 

and no travelling as well” (participant 2) 

 

However, negatives were also cited: 

 

“I preferred the group myself [in person] and I wouldn’t have liked to have done it all on 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

111 

Zoom because you wouldn’t have had any…relationship with the person in the 

group…whereas when you meet in person you get a relationship with the, when you 

understand. But if you’d just met on Zoom…you wouldn’t have spoken as openly and you 

wouldn’t have been as understanding” (participant 1) 

 

“I live on my own with [removed]…it is nice to be able to sit in a room with people as well 

it’s like a day out isn’t it…it’s nice” (participant 2) 

 

Future Suggestions 

Although feedback was overall very positive about the group intervention, this sub-theme 

captured suggestions from the participants for how the ACT intervention or experience of 

being in the group could be improved in the future. One suggestion related to the layout of 

the room: 

 
“…and we were on side and the girls [other participants] were the other side and so we were 

talking and then they were talking. So, because the big table in between us…that’s one thing 

probably as a recommendation like do something with the table so that you can talk to 

everybody equally” (participant 2) 

 
Another suggestion related to having specific time for the participants to talk about their 

personal situation together. Although this happened throughout the group, particularly the 

second group, it was felt to be a large need separate to the course content: 

 
“…maybe to allow time for some of that to like half an hour for that or something you know 

during a group” (participant 1) 

 

“…I totally agree…while the whole the point of it is a course you know to do a bit of 
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psychosis course erm I think it’s inevitable that we’re all going to be sitting chatting away” 

(participant 2) 

 

Linked to this, it was suggested that the group could last for longer allowing more time for 

such discussions: 

 

“well I’d say allowing more time because we’re all conscious like the thing that I enjoyed the 

most and probably [removed] was the same, was talking to other people who’d had the same 

experiences. But you were acutely aware you could have talked for ages, but you were 

acutely aware that you were taking up the group’s time, you know” (participant 1) 

 
A further suggestion was regarding the group exercises. Group two did not do the ‘acting out 

the passengers on the bus’ exercise due to the intervention having moved online at this point. 

However, a video by authors of the group was available on the website for participants to see 

and so they were aware of this exercise: 

  

“…I’ve looked at a video to do with the course…you know online one and when they were 

doing like the movement of a bus thing that people like were taking part in, something like 

that. Erm…I wouldn’t really want to be doing anything like that, I don’t think it’s necessary... 

you don’t really want to be putting people off taking part putting them out of their comfort 

zone a bit too much” (participant 2) 

 

Linked to this were concerns around having to write things down when next to other 

participants that might be personal on the worksheets: 
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“It was just part of the process isn’t it that just erm out of your comfort zone” (participant 2) 

 

Finally, one of the participants was familiar with CBT, and so for them there was some 

confusion of terminology between CBT and ACT: 

 

“I found it a bit confusing myself [the use of metaphors] … I suppose if you haven’t read any 

like CBT books and that…that would have been all new to you so it’s a really good way then 

of learning and understanding it. It’s just that I’d read CBT books, so I was used to thinking 

everything as this” (participant 1) 

 

Nonetheless, participant 2 had took well to this metaphor: 

“I think it does make you think err of your thoughts going to the back of that negative 

thoughts getting to the bus or getting off. I think that was quite a good thing really” 

 

Global Theme: Building Connections 

 
There was a positive sense of an increase in supportive relationships that occurred within the 

groups, with participants keeping in touch after the group ended. It was felt strongly that 

these relationships enhanced the individual’s experience of the group, through the facilitation 

of open responses, a sense of being understood by others in similar situations, and a sense of 

permission in allowing carers more time to focus on their own needs. Therefore, the theme of 

building connections, or supportive relationships with others, links together all other themes 

derived from the data and sums up the overall impact that participants felt that the group 

intervention had for them. 
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Figure 5.  

Thematic Map Including One Over-Arching Theme (yellow), Three Main Themes (blue) and 

Nine Sub-themes (white) 
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Discussion 

The population of carers for people experiencing psychosis can experience a high level of 

distress (Oyebode, 2003). It is crucial to explore ways of supporting these carers in 

developing coping skills and increasing feelings of well-being. This study used the PICO 

framework (Richardson et al., 1995) to explore the feasibility of delivering a brief ACT group 

intervention to carers of people with psychosis. To the best of the author’s knowledge, this is 

the first study to conduct a feasibility trial evaluating ACT with this population. 

 

Population 

All fifteen individuals identified by the care team met eligibility criteria, opted-in, provided 

informed consent and completed baseline measures. All participants conveyed to the 

researcher that it was a much-needed opportunity for them. Overall, participants’ baseline 

levels of distress, psychological inflexibility and burden were high. This is perhaps 

unsurprising given the amount of research capturing high levels of distress in this population 

(Oyebode, 2003). 

 

Intervention 

Feedback from client satisfaction questionnaires and qualitative data from the focus group 

provided evidence that the intervention was judged to be both acceptable and helpful to 

participants. Of those who started the intervention (n=12), 60% were retained throughout the 

intervention. Participants who dropped out indicated that they did so due to work 

commitments. If participants missed sessions, they were offered the opportunity to attend the 

following session one hour early for a shortened overview of the missed session. All 

participants who missed sessions took up this offer, and so this aspect of the intervention 

appeared acceptable and helpful to participants, and improved adherence to the intervention. 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

116 

Participant feedback was generally very positive, with all ratings provided on the client 

satisfaction questionnaire falling into the two highest satisfaction ratings. No negative 

feedback was received, although participants did suggest that they would have liked more 

time in sessions, and more sessions to be provided. The intervention was also judged to be 

delivered with a high level of fidelity to the ACT model by RW. Additionally, there were no 

adverse events during the course of this study. 

 
Outcomes  
 
This mixed methods feasibility study was not designed to address questions of intervention 

effectiveness as it was underpowered for inferential analyses of change across time. 

However, the results provide promising indications that a brief ACT group may lead to 

improvements on the various psychological outcomes measured in this group of carers. On 

the whole, mean scores for the group indicated that at post-treatment, levels of general 

distress (GHQ-12), cognitive fusion (SCFQ), burden (ZBI) and experiential avoidance 

(EACQ) were reduced. Additionally, levels of mental health (MHC-SF) and most areas of 

valued living showed improvements. The largest improvements occurred in levels of general 

distress (GHQ-12) and cognitive fusion (SCFQ). This is in accordance to previous feasibility 

and pilot studies using ACT for other carer populations which have found ACT interventions 

to be feasible and acceptable and have found reductions in mean scores of distress and 

cognitive fusion (e.g. Fung et al., 2018; Davis et al., 2017; Poddar et al., 2015). Therefore, 

results provide support for ACT with this population, and also for aspects of the model of 

distress that ACT is based on. However, experiential avoidance, an indicator of psychological 

inflexibility, did not show much change. This is surprising since psychological flexibility is 

thought to be the mechanism of change in ACT (Hayes et al., 2012). This is discussed further 

in the limitations section. 
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Clinically significant change analyses (based on reliable change indices and clinical cut-offs) 

revealed that some participants had clinically significant improvements on the GHQ-12 and 

the MHC-SF, and no participants had clinically significant deteriorations. Some participants 

already had high levels of well-being at baseline, and so clinically significant change on the 

measures could not be demonstrated as a result. 

 

Study Limitations and Strengths, and Suggestions for Future Research 

There are a number of limitations with the current study. Whereas the core component of the 

intervention was delivered, other aspects of the intervention such as an introductory session 

and booster sessions were not provided due to time constraints in line with completing this 

study as a thesis project. It is possible that the inclusion of these components may have 

impacted upon outcomes further (Murfield et al., 2019). Additionally, the sample included all 

white individuals. There was therefore a lack of diversity in the recruited sample, and 

consequently this may mean the generalisability of findings is limited. Furthermore, the 

higher proportion of females recruited may reflect well established research indicating how 

the caregiving role traditionally falls to females (Asi & Williams, 2020). Future studies 

should work to include a more diverse sample of participants. 

 

For those individuals who took part in the second ACT group, this was interrupted by the 

COVID-19 pandemic. The intervention was subsequently moved online half-way through. 

Since this intervention is manualised, delivery for the second group of participants perhaps 

cannot be said to be standardised. For example, particular aspects of the group, such as 

certain exercises, had to be adapted for remote delivery, and the ‘acting out the passengers on 

the bus’ exercise could not be completed remotely. During the focus group ‘online delivery’ 

was a theme that emerged from the data, which incorporated both positive and negative 
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aspects of participants’ experience of online attendance. On the client satisfaction 

questionnaires one client stated that they did not like using their iPad to attend the group. 

Nonetheless, overall it appeared that participants found the group sessions acceptable and 

helpful despite online delivery. However, this could be due to participants having already met 

twice in person and so already having built relationships with each other. It is of note that 

participant feedback included suggestions of having longer sessions, with one participant in 

the focus group suggesting having more time for general conversation with the other carers. It 

may be that future research builds in additional time after sessions for participants to have the 

opportunity to socialise and speak with each other without being bound to time-limited group 

sessions. 

 

Additionally, it may be that the stress provoked by the pandemic and the subsequent 

‘lockdown’ restrictions interfered with participant’s responses on outcome measures for the 

second ACT group who receiving the intervention during this time (White & Van der Boor, 

2020). In particular, the restrictions in place under ‘lockdown’ may have increased levels of 

anxiety and low mood and reduced the ability to engage with aspects of valued living. In 

addition, the shift of the format of delivery of the sessions means that there was not 

consistency in how sessions were delivered. This needs to be acknowledged as a confounding 

factor – particularly as some participants would have been providing feedback on face-to-face 

delivery, and some on online delivery. 

 

The measures used in the current study posed some challenges. The researcher could not 

identify cut-off scores for the EACQ in the literature. Therefore, interpretation of the results 

for this measure was limited. Although it has been recommended that a measure of 

psychological flexibility may be more effective when tailored to a specific population 
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(Blackledge & Hayes, 2006), there were problems with this measure in the current study. 

Fourteen out of the 15 participants reported to the researcher at baseline that they did not 

understand the EACQ. Participants’ concerns were specifically around the wording of the 

statements and also the wording and application of the scale. Therefore, the reliability of 

results from this scale in the current study may be compromised. The authors of the scale 

themselves report that similarly to the scale they modelled the EACQ on – the Acceptance 

and Action Questionnaire-II (Bond et al., 2011), that there is a ‘low alpha problem’ which 

appears to result from unnecessary item complexity and the subtlety of the concepts 

addressed (Bond et al., 2011; Losada et al., 2014). It is recommended that this scale is not 

used in future studies with caregivers of individuals experiencing psychosis. In contrast to 

previous research demonstrating reductions in experiential avoidance post ACT intervention 

with carers (Blackledge & Hayes, 2006), mean scores in the current study showed that there 

was not much change. It is felt that this may be due to concepts included on the measure 

being difficult to understand, which is in line with previous research finding mixed results for 

psychological flexibility (Graham et al., 2017). Additionally, the fear of recurrence scale was 

designed specifically for this study, and so is not a validated measure. It is recommended that 

future studies include validated measures with published cut-off scores so that more robust 

analyses can be done with all included outcomes. Furthermore, the current study used general 

measures for distress and well-being, and it is recommended that future studies use more 

discrete measures of depression, anxiety and quality of life so that the impact of this 

intervention can be explored more explicitly for these outcomes. This may be especially 

important due to previous ACT research with carers finding more significant improvements 

in depression compared to anxiety (e.g. Losada et al., 2015). 
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An additional limitation relates to potential implications for confidentiality of information 

shared in the focus group phase of the research. Just two participants were able to attend the 

group and so the researcher was aware of their identity. Although the focus group was run by 

an additional researcher, and the recording was transcribed and identifying information 

removed by the transcriber before the researcher accessed the transcript, there are still 

implications for confidentiality of the information shared for this reason. However, RW also 

had a copy of the anonymised transcript of the focus group and felt that the analysis captured 

the data well. 

 

Due to being a feasibility study there was no control element of the study, and so the current 

study could not control for social support or other generally helpful psychosocial processes 

that are part of any treatment (Blackledge & Hayes, 2006). In particular, being part of a 

group-based intervention helps to normalise difficulties (Ruddle et al., 2011) and leads to 

development of peer support in coping with difficulties (Kane et al., 2007). Therefore, it may 

be that improvements in outcomes and high satisfaction ratings relate to these elements of the 

experience rather than reflecting the impact of the intervention itself (Blackledge & Hayes, 

2006). 

 

The current study did not include a follow-up assessment. Previous studies have shown that 

results are maintained at follow-up (e.g. Burke et al., 2014), with one study demonstrating 

largest effect sizes at six months after an ACT intervention for carers (Gould et al., 2018) due 

to the proposed ‘incubation effect’ when learning ACT skills (Blackledge & Hayes, 2006). 

 

Some participants were not presenting with elevated levels of distress at baseline, and these 

individuals therefore could not demonstrate clinically significant improvements at post-
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intervention. This is a limitation with clinically significant change analysis, in that there may 

have been small improvements for these individuals, but due to the nature of categorisation 

on the scales, such individuals are not able to display change. Since more evidence is 

required in terms of effectiveness of this intervention for this group of carers, it is 

recommended in future studies that a scale such as the GHQ-12 is used as a screening 

measure to help identify carers that would potentially most benefit from interventions. This 

should identify carers with at least a moderate level of distress which will help to avoid the 

risk of ‘flooring effects’ where the research efforts are directed at carers with already low 

levels of distress, which would inhibit future efforts to show that the intervention can be 

effective with those who are distressed. 

 

Whilst there are various limitations, there are also a number of strengths to the current study. 

Since it is the first study exploring the feasibility of an ACT group for carers of people with 

psychosis, it provides important information in support of feasibility, acceptability, initial 

exploration of fear of recurrence of psychosis in this sample, and initial indications of 

treatment effects. The study adds to the literature regarding the potential effectiveness of brief 

ACT interventions (e.g. Bach et al., 2013). Although the study did not intend to assess the 

effects of online delivery, results may be supportive of previous research demonstrating that 

web-based ACT can be effective (Lappalainen et al., 2014). Additionally, there was multiple 

therapists involved in delivery of the intervention, which provides support for the preliminary 

analyses of results since having just one facilitator makes it unclear whether results are due to 

a particular therapist rather than the intervention itself (White et al., 2015). Furthermore, the 

recruitment of NHS staff into co-facilitator roles enabled the up-skilling of staff members in 

ACT skills. 
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It has previously been recommended that ACT studies should measure self-reported physical 

health with carers (Lunsky et al., 2018). This is due to ACT focusing on values and it 

therefore being possible that individuals may commit to actions relating to improved health 

behaviours. Such recommendations are in line with research demonstrating the negative 

impact of caregiving on the physical health of carers (Kuipers et al., 2010), and the positive 

impact of ACT interventions on physical health outcomes (Davis et al., 2017). Therefore, 

capturing such health behaviours and the impact on physical health may be beneficial for 

future research (Lunsky et al., 2018). 

 

Conclusion 

Prior to the current study, ACT had not been tested empirically with this population of carers. 

This study provides evidence that it is feasible to provide this intervention, and that it is 

judged to be both acceptable and helpful to carers. Results from quantitative data reveal 

promising treatment indicators, particularly for levels of distress and cognitive fusion. Given 

the levels of distress in this population it is vital that more attention is given to interventions 

specifically for this group of carers. A pilot randomised controlled trial that screens 

participants in on the basis of having at least a moderate level of distress, as measured on a 

screening tool such as the GHQ-12, is now warranted to further explore the efficacy of this 

intervention. 
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Appendix B – PRISMA Checklist Diagram
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Appendix C – Systematic Review Search Strategy 
 
Example search strategy for PsycINFO: 
 
A: 
“Acceptance and commitment” 
 
AND 
 
B 
famil* OR  
partner* OR  
spouse* OR  
“significant other” OR  
wife OR 
wives OR  
husband* OR  
parent* OR  
carer* OR 
caregiver* 
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Appendix D – Email to Expert in the Area 

From: Mawdsley, Lucinda [ljmawds] 
Sent: 25 March 2020 18:20 
To: hayes@unr.edu 
Subject: Systematic Review 
  
Dear Professor Hayes, 
 
Re: Exploring the effectiveness of acceptance and commitment therapy (ACT) for carers: a 
systematic review 
  
I hope you don't mind me emailing you. I am currently conducting a systematic review as part of my 
doctorate in clinical psychology at the University of Liverpool. This review is looking at the 
effectiveness of ACT in carer populations, including carers of individuals experiencing physical health 
or mental health difficulties. 
 
I have attached my protocol to this email, which contains more information about the aims of this 
review and the planned methodology. After completing my searching and applying my inclusion and 
exclusion criteria, I have identified 13 studies for inclusion in my review (please see attached). As a 
published expert in this area, I would be grateful if, after having a quick read through this list, you 
could let me know of any other relevant studies that I may have missed during my searches and/or 
of any ongoing studies that are due to be published in the next 3 months? 
   
Thanks for your time. 
  
With best wishes, 
Lucinda 
  
Lucinda Mawdsley 
Trainee Clinical Psychologist 
University of Liverpool 
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Appendix E – Example Email to Authors Requesting Study Protocol or Further Data 

Where Required 

 
From: Mawdsley, Lucinda [ljmawds] <Lucinda.Mawdsley@liverpool.ac.uk> 
Sent: Sunday, 3 May 2020 1:18 AM 
To: Esther Davis <eld458@uowmail.edu.au> 
Subject: Request for Data 
  
Dear Dr Esther Davis, 
  
I am currently completing a systematic review titled: 
  
Exploring the effectiveness of acceptance and commitment therapy (ACT) for carers: a systematic 
review 
  
Your published research (citation below) has been identified as meeting all inclusion criteria. 
  
Davis, E. L., Deane, F. P., Lyons, G. C., Barclay, G. D., Bourne, J., & Connolly, V. (2017). Feasibility 
randomised controlled trial of a self-help acceptance and commitment therapy intervention for grief 
and psychological distress in carers of palliative care patients. Journal of health psychology, 25(3), 
322-339. 
  
I note that you report the HADS as an overall 'distress score', and so I am wondering if you have 
available data on anxiety and depression scores separately (specifically means and standard 
deviations) for the different time-points? 
  
Thanks in anticipation and I look forward to hearing from you soon. 
  
Lucinda Mawdsley 
Trainee Clinical Psychologist 
University of Liverpool 
  
Under the supervision of: 
  
Dr Ross White 
Research Director – DClinPsy Programme 
The University of Liverpool 
  
Dr Claire Seddon 
Consultant Clinical Psychologist 
Mersey Care NHS Foundation Trust 
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Appendix F – Data Extraction Form 
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Appendix G – Risk of Bias Table for Controlled Trials 

Using the Risk of Bias 2 Tool 

Author D1: Risk of bias 

arising from the 

randomisation 

process 

D2: Risk of bias due 

to deviations from 

the intended 

interventions (effect 

of assignment to 

intervention) 

D3: Missing outcome 

data 
D4: Risk of bias in 

measurement of the 

outcome 

D5: Risk of bias in 

selection of the reported 

result 

Overall risk of bias 

judgement 

Chong et al. 

(2019) 

Low risk 
Computer 

randomised in 
permuted blocks 

of 6 

Low risk 
No concerns. 

Intention-to-treat 
analysis completed 

Low risk 
No concerns. Data 
available for most 
participants and 

Intention-to-treat analysis 
completed. Followed up 
on participants that did 

not adhere 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 
protocol not available to 

check 

Some concerns 

Davis et al. 

(2017) 

Low risk 
Computer 

randomised 

Low risk 
No concerns. 

Intention-to-treat 
analysis completed 

High risk 
Data not available for all 

participants, leading 
perhaps to some element 

of bias in the results 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Low risk 
All outcomes discussed 

were reported. Data 
analysed differently to pre-

specified plan (in 
published protocol), but 

was explained and 
necessary 

High risk 

Hahs et al. (2019) 

*3 

 

Low risk 
Matched pairs & 
then computer 

randomised 

Low risk 
No concerns. No drop-

out 

Low risk 
No concerns. No  

drop-out 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 
protocol not available to 

check 

Some concerns 

Kanstrup et al. 

(2016) 

Low risk 
Computer 

randomised 

Some concerns 
Intention-to-treat 

analysis not completed 

High risk 
Data not available for all 

participants, leading 
perhaps to some element 

of bias in the results 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 

High risk 
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protocol not available to 
check 

Losada et al. 

(2015) 

Low risk 
Randomised using 

computer-
generated random 

numbers 

Some concerns 
Intention-to-treat 

analysis not completed 

High risk 
Data not available for all 

participants, leading 
perhaps to some element 

of bias in the results 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 
protocol not available to 

check 

High risk 

Mosher et al. 

(2019) 

Low risk 
Randomisation 

performed using a 
SAS block 

randomisation 
procedure 

 

Low risk 
No concerns. 

Intention-to-treat 
analysis completed 

High risk 
Data not available for all 

participants, leading 
perhaps to some element 

of bias in the results 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 
protocol not available to 

check 

High risk 

Sairanen et al. 

(2019) 

Low risk 
Block 

randomisation 
method 

Some concerns 
Intention-to-treat 

analysis not completed 

High risk 
Data not available for all 

participants, leading 
perhaps to some element 

of bias in the results. 
Reasons for drop-out not 

collected 

Low risk*2 
No concerns. 

Appropriate method of 
outcome measurement 

Some concerns 
All outcomes discussed 
were reported. However, 
no information on pre-
specified analysis plan, 
protocol not available to 

check 

High risk 
 

*Participants knew of assigned intervention but unavoidable in psychology trials so did not count in bias assessment 

Using the ROBINS-I Tool 
Author Bias due to 

confounding 
Bias in selection 

of participants 

into the study 

Bias in 

classification of 

interventions 

Bias due to 

deviations from 

intended 

interventions 

Bias due to 

missing data 
Bias in 

measurement of 

outcomes 

Bias in selection 

of the reported 

result 

Overall Bias 

Joekar et al. 

(2016) 

Low risk 
no concerns 

Low risk 
No concerns 

Low risk 
No concerns 

Low risk 
No concerns 
No drop-out 

Low risk 
No concerns 
No drop-out 

Low risk*2 
Appropriate 
method of 
outcome 

measurement 

Low risk 
All outcomes 

discussed were 
reported. 

Low risk 
No concerns 
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*2Assessment of the outcomes were likely influenced by knowledge of the intervention received, but unavoidable in psychology trials so did not count in bias 
assessment 
 
*3Did not assess for anxiety and so risk of bias ratings apply only to depression outcome  

 

The Cochrane RoB 2 and ROBINS-I manuals including scoring systems are available at:- 
https://drive.google.com/file/d/19R9savfPdCHC8XLz2iiMvL_71lPJERWK/view 
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Appendix H – Questionnaire Set 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

156 

 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

157 

  



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

158 

 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

159 

 
 

 

 

 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

160 

 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

161 

 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

162 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

163 

 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

164 

 

 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

165 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

166 

 

 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

167 

 

 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

168 

Appendix I – Research Review Committee Approval 
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Appendix J – Research Review Committee Amendment Approval (1) 
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Appendix K – Research Review Committee Amendment Approval (2) 
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Appendix L – Research Review Committee Amendment Approval (3) 
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Appendix M – Research Review Committee Amendment Approval (4) 
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Appendix N – Research Ethics Committee (REC) Approval 

  



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

174 

 

 

  



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

175 

 

 

 

 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

176 

 

 

 

  



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

177 

Appendix O – Health Research Authority (HRA) Approval 
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Appendix P – Documentation of Capacity and Capability (Mersey Care NHS 

Foundation Trust) 
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Appendix Q – University of Liverpool Sponsorship Approval 
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Appendix R – Study Advert 
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Appendix S – Participant Cover Letter/Invitation 

 
 

 
 
 
 
 
 
Title of Study: ACT for distress experienced by carers of people with psychosis: a feasibility 
study 
Dear potential participant, 
You are being invited to participate in the above research study. We are contacting you because your 
care team have identified you as someone that might be interested in taking part. 
 
Before you decide whether to participate, it is important for you to understand why the research is 
being done and what it will involve. Please take your time to read the enclosed Participant Information 
Sheet V4 (dated 16.10.2019) which provides more detail about the study. Please also feel free to 
discuss this with your friends, relatives and your GP if you wish. 
 
Please do not hesitate to contact Lucinda Mawdsley on the details below if you have any questions at 
all regarding the study, or if there is anything that you do not understand. We would like to stress that 
you do not have to accept this invitation and should only agree to take part if you want to. If you do 
not wish to take part, you do not need to take any further action. 
 
If you would like to take part after reading the Participant Information Sheet, please fill in the opt-in 
slip below and send this back to the University of Liverpool in the pre-paid envelope provided. Lucinda 
Mawdsley will then contact you to discuss the study and to arrange a suitable time to meet with you to 
complete the participant consent forms and some questionnaires. 
 
Best wishes, 
Lucinda Mawdsley 

 
 
 
 
 
 
 
 
 
 
 
 
 
 

 
 
 

 
"------------------------------------------------------------------------------------------------------------------------------------ 
I hereby indicate that I am opting into this research study. Please feel free to contact me to arrange 
to meet and we can make arrangements to commence the research. 
Name: 
Contact number(s): 
Alternatively, you can email the researcher to opt-in to the study on: 
lucinda.mawdsley@liverpool.ac.uk 
 

Chief Investigator/Primary Supervisor 
Dr Ross White 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 
rgwhite@liverpool.ac.uk 

Principal Investigator 
Lucinda Mawdsley 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 or 07494263324 
lucinda.mawdsley@liverpool.ac.uk 
 

Cover Letter V1. 16.03.2019 
IRAS ID: 256355 
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Appendix T– Phase 1 Participant Information Sheet 
 

 
 

 
 

 
 

Participant Information Sheet – Phase 1 
 
Title of Study: ACT for distress experienced by carers of people with psychosis: a feasibility 
study 
 
You are being invited to participate in a research study. Before you decide whether to participate, it is 
important for you to understand why the research is being done and what it will involve. Please take 
time to read the following information carefully and feel free to ask us if you would like more 
information or if there is anything that you do not understand. Please also feel free to discuss this with 
your friends, relatives and GP if you wish. We would like to stress that you do not have to accept this 
invitation and should only agree to take part if you want to. 
 
Thank you in advance for reading this. 

 
1. What is the purpose of the study? 

This study intends to conduct preliminary research investigating a group-based form of psychological 
support [called Acceptance and Commitment Therapy (ACT)] to reduce distress and promote 
wellbeing in carers of people who have experienced an episode of psychosis.  
 
We will explore whether carers can be recruited to an ACT intervention, whether it is acceptable to 
carers, and whether the outcome measures will provide indicators of whether the ACT group reduced 
levels of distress and increased psychological wellbeing, as measured on the questionnaires. 
 

2. Why it is important to focus on carers 
The impact of psychosis not only affects the individual experiencing it, but also their loved ones and 
their support systems. It is widely acknowledged that whilst the caring role can be rewarding, it can at 
times be stressful. Carers report a high level of distress, and it has been shown that being a carer can 
negatively impact mental wellbeing and physical health. Carers are invaluable in helping support 
those in their care, and it is therefore vital that carers are given the opportunity to discuss their caring 
role and are supported to learn different ways of coping with stress. Ensuring that carers are looking 
after their own wellbeing may in turn help them feel better able to support the individual they are 
caring for. 
 

3. What is ACT? 
ACT has been used successfully in studies for a range of different physical and mental health 
difficulties. ACT is a type of psychological therapy that aims to encourage acknowledgement and 
acceptance of internal experiences (such as thoughts, feelings and images) to increase an 
individual’s “psychological flexibility” in working with stressful situations.  
 
Psychological flexibility is defined as the ability to be in contact with the present moment and the 
associated thoughts, feelings and bodily sensations that may occur, and to persist in behaviour that is 
in line with personal values. ACT does this by helping individuals to think about their values, and 
whether they are currently living their lives in accordance to their values. ACT also uses practices 
based on meditative techniques to promote contact with the present moment and reduce stress. 

4. Why have I been chosen to take part? 
We are looking for carers of people who have experienced an episode of psychosis, and whose 
relative is under a Community Mental Health Team (CMHT) or Early Intervention Service within 
Mersey Care NHS Foundation Trust. Participants must be aged 18 or over and be an informal or 
family caregiver for an individual with psychosis. 
 
There will be four weekly group ACT sessions which will include approximately 12 carers in total.  

Version 2 
22.06.2019 
IRAS ID: 256355 
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5. Do I have to take part? 

No. Participation in this research is completely voluntary. You are free to withdraw at any time without 
explanation and without incurring any disadvantage or penalty. You can ask for access to the 
questionnaire data you provide and you can request the destruction of that information if you wish at 
any time up to 1 week after data collection, since information will be anonymized after 1 week. After 
this point you will no longer be able to request access to or withdrawal of the information you provide.  
 

6. What will happen if I decide to take part? 
If you are willing to participate, you will meet with a member of the research team and will be asked to 
complete a consent form. Your GP will be informed via letter that you will be taking part in the study. 
You will be invited to attend four weekly ACT group sessions. At the start of the first group, individuals 
will be asked to arrive early to complete a series of questionnaires looking at a variety of aspects of 
your wellbeing, including anxiety, mood and your general health. The questionnaires will take 
approximately 20 minutes to complete. These questionnaires will be repeated after group ends, and 
for a final time at 8 weeks after you have finished the study. The group sessions will be recorded, so 
that an additional university researcher can listen to the recordings and rate the facilitator’s ability to 
provide an ACT intervention. 
 
Following completion of the ACT group intervention (phase 1 of the study) there will be a further 
optional aspect of the study – phase 2. Phase 2 of the study involves taking part in a focus group 
discussion of your experience of the ACT group intervention. Phase 2 is completely optional, and you 
will be given further information about phase 2 of the study upon completion of phase 1, and you can 
decide if you wish to participate in that part of the research then 
 

7. Who will be facilitating the group sessions? 
The sessions will be led by the members of the research team, which includes the Principal 
investigator (Lucinda Mawdsley) and the Chief Investigator (Dr Ross White). NHS staff members may 
contribute additional facilitation roles. 
 

8. How will my data be used? 
The University processes personal data as part of its research and teaching activities in accordance 
with the lawful basis of ‘public task’, and in accordance with the University’s purpose of “advancing 
education, learning and research for the public benefit”. Under UK data protection legislation, the 
University acts as the Data Controller for personal data collected as part of the University’s research. 
The Principal Investigator (Lucinda Mawdsley) acts as the Data Processor for this study, and any 
queries relating to the handling of your personal data can be sent to Lucinda Mawdsley 
Lucinda.mawdsley@liverpool.ac.uk. 
 
Further information on how your data will be used can be found in the table below. 
 
How will my data be collected? Questionnaires and audio recordings of the group sessions. 
How will my data be stored? On the University of Liverpool’s secure (password protected) drive 

(M: Drive) 
How long will my data be stored 
for? 

The consent forms and hard copies of the data will be retained for 
a minimum of 6 years and will then be checked by the University 
of Liverpool Records Management Team to determine whether 
further retention is merited. If it is decided that these should not be 
retained they will be destroyed in accordance with the University 
of Liverpool Data Management Policy. 
 
The anonymised electronic data will be stored for a minimum of 
10 years in accordance with the University of Liverpool Data 
Management Policy. 
 
Audio recorded data will be deleted after the transcription 
process. 
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What measures are in place to 
protect the security and 
confidentiality of my data? 

Data will be stored and destroyed in accordance with the 
University of Liverpool’s Research Data Management policy and 
will remain the responsibility of Lucinda Mawdsley until completion 
of the doctoral program, at which point it will be transferred to Dr 
Ross White who will act as the Data Custodian. Electronic 
anonymised data will be held on a password-protected file on a 
secure university server (M: Drive). The audio recording will also 
be stored on this server as a password protected file, and will then 
be deleted from the recording device. 
 
Hard copy or paper data will be stored in a locked cabinet at the 
University of Liverpool. Data storage will be in accordance with the 
EU General Data Protection Regulation 2016 and Data Protection Act 
2018. 
 
Your rights to access, change or move your information are limited, as 
we need to manage your information in specific ways in order for the 
research to be reliable and accurate. 

Will my data be anonymised? Yes. Personal data will not be stored together with data provided 
by participants. 

How will my data be used? The data will contribute to the preparation of a student research 
dissertation, journal article, and conference presentations. 

Who will have access to my data? The members of the research team will have access to the data. 
The study Sponsor (University of Liverpool) will also have access 
for auditing and monitoring purposes. 

How will my data be destroyed? The destruction of consent forms and hard copies of the data will 
be conducted in accordance with the University of Liverpool 
Research Data Team (normally after a minimum of 6 years). 
The study will end in June 2020 when the final thesis is submitted. 
After this date, the data custodian (Dr Ross White) will hold the 
data on a secure server for a minimum of ten years in line with the 
University of Liverpool’s Data Storage/Destruction Guidelines. 

 
 

9. Expenses and / or payments 
As compensation for their time, all participants who complete the study will be provided with a £10 
shopping voucher and reasonable participant travel costs will be reimbursed. 
 

10. Are there any risks in taking part? 
There is no evidence to suggest that ACT is harmful. However, the group intervention and 
outcome measures may bring up difficult and sensitive topics that may cause emotional 
distress. It is important that you are aware that you can choose when you would like to 
contribute in the group sessions, and you do not have to answer questions or participate in 
meditations or group tasks if you do not wish to. 
 
If you would like further support, information is provided at the end of this information sheet. 
You will have your usual level of support from the mental health team throughout the duration 
of the study. You will be able to speak with the researchers delivering the study regarding any 
concerns you may have, or support you may need throughout the study. The principal 
investigator (Lucinda Mawdsley) and the Chief Investigator (Dr Ross White) will be available via 
telephone, email, or in person to answer any queries you may have regarding the research 
study (contact details are at the end of this information sheet). 
 
If you are experiencing a high level of distress and feel you need further support, you will be 
advised to seek support from your GP. If you present as being a risk to yourself or to others, 
then urgent action will be taken in consultation with the research team who will follow the study 
distress protocol. 
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11. Are there any benefits in taking part? 
By taking part you will be contributing to psychology research that may guide future interventions and 
clinical practice. It is hoped that individuals may benefit from attending the ACT sessions. Participants 
can ask for a copy of the final report. 
 
12. What if I am unhappy or if there is a problem? 
If you are unhappy, or if there is a problem, please feel free to let us know by contacting the Principal 
Investigator, Lucinda Mawdsley (lucinda.mawdsley@liverpool.ac.uk) and we will try to help. If you 
remain unhappy or have a complaint which you feel you cannot come to us with then you should 
contact the Research Ethics and Integrity Office at ethics@liv.ac.uk. When contacting the Research 
Ethics and Integrity Office, please provide details of the name or description of the study (so that it 
can be identified), the researchers involved, and the details of the complaint you wish to make. 
 
The University strives to maintain the highest standards of rigour in the processing of your data. 
However, if you have any concerns about the way in which the University processes your personal 
data, it is important that you are aware of your right to lodge a complaint with the Information 
Commissioner's Office by calling 0303 123 1113. 
 
13. Where can I go for additional support/information? 
We would recommend that you talk to your GP if you are worried about your health or wellbeing. The 
following information from these sources may also be informative:   
         
 
Helpful Contacts and Resources 
 
Anxiety UK: A user-led organisation, run by people with experience of living with anxiety, stress or 
anxiety-based depression, supported by a high-profile medical advisory panel.www.anxietyuk.org.uk 
 
Depression Alliance: Charity for sufferers of depression. Has a network of self-help groups.     
www.depressionalliance.org 
 
Samaritans: Confidential support for people experiencing feelings of distress or despair. 
116 123         
www.samaritans.org.uk 
 
Where can I find information about psychosis? 
https://www.nhs.uk/conditions/psychosis 
 

 

 

 

 

 

 
 
 

 
 
 

 
 

Chief Investigator/Primary Supervisor 
Dr Ross White 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 
rgwhite@liverpool.ac.uk 

Principal Investigator 
Lucinda Mawdsley 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 or 07494263324 
lucinda.mawdsley@liverpool.ac.uk 
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Appendix U – Phase 1 Participant Consent Form 
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Appendix V – Phase 1 GP Letter   
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Appendix W – Phase 1 Staff Information Sheet   
 

 
 
 
 

 
 

Mersey Care NHS Foundation Trust Staff Information Sheet - Phase 1 
 

Title of Study: ACT for distress experienced by carers of people with psychosis: a feasibility 
study 
 
You are being invited to help facilitate an ACT group intervention for carers of individuals experiencing 
psychosis, which is a University of Liverpool research study. Before you decide whether to participate, 
it is important for you to understand why the research is being done and what it will involve. Please 
take time to read the following information carefully and feel free to ask us if you would like more 
information or if there is anything that you do not understand. We would like to stress that you do not 
have to accept this invitation and should only agree to take part if you want to. 
 
Thank you in advance for reading this. 

 
14. What is the purpose of the study? 

This study intends to conduct preliminary research investigating a group-based form of psychological 
support [called Acceptance and Commitment Therapy (ACT)] to reduce distress and promote 
wellbeing in carers of people who have experienced an episode of psychosis.  
 
We will explore whether carers can be recruited to an ACT intervention, whether it is acceptable to 
carers, and whether the outcome measures will provide indicators of whether the ACT group reduced 
levels of distress and increased psychological wellbeing, as measured on the questionnaires. 
 

15. Why it is important to focus on carers 
The impact of psychosis not only affects the individual experiencing it, but also their loved ones and 
their support systems. It is widely acknowledged that whilst the caring role can be rewarding, it can at 
times be stressful. Carers report a high level of distress, and it has been shown that being a carer can 
negatively impact mental wellbeing and physical health. Carers are invaluable in helping support 
those in their care, and it is therefore vital that carers are given the opportunity to discuss their caring 
role and are supported to learn different ways of coping with stress. Ensuring that carers are looking 
after their own wellbeing may in turn help them feel better able to support the individual they are 
caring for. 
 

16. What is ACT? 
ACT has been used successfully in studies for a range of different physical and mental health 
difficulties. ACT is a type of psychological therapy that aims to encourage acknowledgement and 
acceptance of internal experiences (such as thoughts, feelings and images) to increase an 
individual’s “psychological flexibility” in working with stressful situations.  
 
Psychological flexibility is defined as the ability to be in contact with the present moment and the 
associated thoughts, feelings and bodily sensations that may occur, and to persist in behaviour that is 
in line with personal values. ACT does this by helping individuals to think about their values, and 
whether they are currently living their lives in accordance to their values. ACT also uses meditations 
to promote contact with the present moment and reduce stress. 
 

17. Why have I been chosen to take part? 
We are looking for Mersey Care NHS Foundation Trust staff members to help to cofacilitate the ACT 
intervention. There will be four weekly group ACT sessions, which will include approximately 12 
carers in the group. The intention is to run two rounds of the group intervention. You are being 
approached on the basis that you have previously received training in delivering ACT interventions. 
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18. Do I have to take part? 
No. Participation in this research is completely voluntary. You are free to withdraw at any time without 
explanation and without incurring any disadvantage or penalty. Sessions will be recorded for an 
additional researcher to listen to who will be rating the sessions for ACT fidelity using a specific rating 
scale designed for this intervention. Therefore, it is not possible to withdraw your data from the study 
after your withdrawal since the whole recordings will need to be listened to. Recordings will be 
transcribed and anonymized within one month of the recording, and later deleted after this process. 
 

19. What will happen if I decide to take part? 
If you are willing to participate, you will meet with a member of the research team and will be asked to 
complete a consent form. You will be required to co-facilitate four weekly ACT group sessions. The 
group sessions will be audio recorded, so that an additional university researcher can listen to the 
recordings and rate the facilitators competence in providing an ACT intervention. 
 

20. Who will be facilitating the group sessions? 
As well as an NHS staff member, the sessions will be co-facilitated by the members of the research 
team, which includes the Principal investigator (Lucinda Mawdsley) and the Chief Investigator (Dr 
Ross White). 
 

21. How will my data be used? 
The University of Liverpool processes personal data as part of its research and teaching activities in 
accordance with the lawful basis of ‘public task’, and in accordance with the University’s purpose of 
“advancing education, learning and research for the public benefit”. Under UK data protection 
legislation, the University acts as the Data Controller for personal data collected as part of the 
University’s research. The Principal Investigator (Lucinda Mawdsley) acts as the Data Processor for 
this study, and any queries relating to the handling of your personal data can be sent to Lucinda 
Mawdsley Lucinda.mawdsley@liverpool.ac.uk. 
 
Further information on how your data will be used can be found in the table below. 
 

How will my data be collected? Consent form and audio recordings of the group sessions. 
How will my data be stored? On the University of Liverpool’s secure (password protected) drive 

(M: Drive) 
How long will my data be stored for? The consent forms and hard copies of the data will be retained for a 

minimum of 6 years and will then be checked by the University of 
Liverpool Records Management Team to determine whether further 
retention is merited. If it is decided that these should not be retained 
they will be destroyed in accordance with the University of Liverpool 
Data Management Policy. 
 
The anonymised electronic data will be stored for a minimum of 10 
years in accordance with the University of Liverpool Data 
Management Policy. 
 
Audio recorded data will be deleted after the transcription process. 

What measures are in place to 
protect the security and 
confidentiality of my data? 

Due to the nature of focus groups confidentiality by other attendees 
can’t be guaranteed. 
 
Data will be stored and destroyed in accordance with the University 
of Liverpool’s Research Data Management policy and will remain the 
responsibility of Lucinda Mawdsley until completion of the doctoral 
program, at which point it will be transferred to Dr Ross White who 
will act as the Data Custodian. Electronic anonymised data will be 
held on a password-protected file on a secure university server (M: 
Drive). The audio recording will also be stored on this server as a 
password protected file, and will then be deleted from the recording 
device. The recording will be transcribed and anonymised within one 
month of recording. 
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Hard copy or paper data will be stored in a locked cabinet at the 
University of Liverpool. Data storage will be in accordance with the 
EU General Data Protection Regulation 2016 and Data Protection Act 
2018. 
 
Your rights to access, change or move your information are limited, as we 
need to manage your information in specific ways in order for the 
research to be reliable and accurate. 

Will my data be anonymised? Yes. Your name or identifiable information will not appear in any 
transcripts of reports associated with the research 

How will my data be used? The data will contribute to the preparation of a student research 
dissertation, journal article, and conference presentations. 

Who will have access to my data? The members of the research team will have access to the data. The 
study Sponsor (University of Liverpool) will also have access for 
auditing and monitoring purposes. 

How will my data be destroyed? The destruction of consent forms and hard copies of the data will be 
conducted in accordance with the University of Liverpool Research 
Data Team (normally after a minimum of 6 years). 
The study will end in June 2020 when the final thesis is submitted. 
After this date, the data custodian (Dr Ross White) will hold the data 
on a secure server for a minimum of ten years in line with the 
University of Liverpool’s Data Storage/Destruction Guidelines. 

 
 

22. Expenses and / or payments 
Staff members will not receive payment for their participation. All reasonable participant travel costs 
will be reimbursed. 
 

23. Are there any risks in taking part? 
There is no evidence to suggest that delivering an ACT group intervention is harmful. However, 
the group intervention may bring up difficult and sensitive topics that may cause emotional 
distress. This is something staff members will be familiar with in their current roles, and staffs’ 
usual levels of support including line management and clinical supervision will be available as 
is standard procedure. 
 
You will be able to speak with the researchers facilitating the study regarding any concerns you 
may have throughout the study. The principal investigator (Lucinda Mawdsley) and the Chief 
Investigator (Dr Ross White) will be available via telephone, email, or in person to answer any 
queries you may have regarding the research study (contact details are at the end of this 
information sheet). 
 

24. Are there any benefits in taking part? 
By taking part you will be contributing to research that may guide future interventions and clinical 
practice. It is also an opportunity for staff to become skilled in ACT, which they can then use in their 
future practice. Participants can ask for a copy of the final report. 
 

25. What if I am unhappy or if there is a problem? 
If you are unhappy, or if there is a problem, please feel free to let us know by contacting the Principal 
Investigator, Lucinda Mawdsley (lucinda.mawdsley@liverpool.ac.uk) and we will try to help. If you 
remain unhappy or have a complaint which you feel you cannot come to us with then you should 
contact the Research Ethics and Integrity Office at ethics@liv.ac.uk. When contacting the Research 
Ethics and Integrity Office, please provide details of the name or description of the study (so that it 
can be identified), the researchers involved, and the details of the complaint you wish to make. 
 
The University strives to maintain the highest standards of rigour in the processing of your data. 
However, if you have any concerns about the way in which the University processes your personal 
data, it is important that you are aware of your right to lodge a complaint with the Information 
Commissioner's  
Office by calling 0303 123 1113. 
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Chief Investigator/Primary Supervisor 
Dr Ross White 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 
rgwhite@liverpool.ac.uk 

Principal Investigator 
Lucinda Mawdsley 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 or 07494263324 
lucinda.mawdsley@liverpool.ac.uk 
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Appendix X – Phase 1 Staff Consent Form   
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Appendix Y – Phase 1 Participant Certificate of Attendance 
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Appendix Z – Phase 2 Participant Information Sheet 
 
 
 
 

 
 

Participant Information Sheet – Phase 2 
 
Title of Study: ACT for distress experienced by carers of people with psychosis: a feasibility 
study 
 
You are being invited to participate in a research study. Before you decide whether to participate, it is 
important for you to understand why the research is being done and what it will involve. Please take 
time to read the following information carefully and feel free to ask us if you would like more 
information or if there is anything that you do not understand. Please also feel free to discuss this with 
your friends, relatives and GP if you wish. We would like to stress that you do not have to accept this 
invitation and should only agree to take part if you want to. 
 
Thank you in advance for reading this. 

 
26. What is the purpose of the study? 

This study involves participating in a focus group and intends to gather feedback from participants 
about how they experienced the group ACT intervention in phase 1 of this study. We are interested in 
hearing about how you experienced the group intervention, whether you found the experience 
relevant to your caring role, and whether you found it helpful. 
 
 

27. Why have I been chosen to take part? 
We are looking for carers that took part in phase 1 of the study (the ACT group intervention). All 
carers that took part in phase 1 are carers of people who have experienced an episode of psychosis, 
and whose relative is under a Community Mental Health Team (CMHT) or Early Intervention Service 
within Mersey Care NHS Foundation Trust. Participants must be aged 18 or over and be an informal 
or family caregiver for an individual with psychosis. 
 

28. Do I have to take part? 
No. Participation in this research is completely voluntary. You are free to withdraw prior to the focus 
group starting, without incurring any disadvantage or penalty. You are also free to discontinue your 
involvement in the focus group at any point. However, once the group starts it won’t be possible for 
your data to be withdrawn from the study. This is because the focus group will be audio recorded and 
later transcribed, and so the whole focus group audio recording will need to be listened to. All 
information from the focus group will be anonymised during the transcription process. 
 

29. What will happen if I decide to take part? 
The study involves taking part in a focus group discussion with other carers who took part in phase 1 
of the study. We are looking to recruit about 10 carers to participate in this phase of the study. If you 
are willing to participate, you will meet with a member of the research team and will be asked to 
complete a consent form. Your GP will be informed via letter that you will be taking part in the study. 
The focus group will last for around 2 hours, and will include a break. 
 

30. Who will be facilitating the group sessions? 
The focus group will be led by the members of the research team, which includes the Principal 
investigator (Lucinda Mawdsley) and the Chief Investigator (Dr Ross White). NHS staff members may 
contribute additional facilitation roles. 
 

31. How will my data be used? 
The University of Liverpool processes personal data as part of its research and teaching activities in 
accordance with the lawful basis of ‘public task’, and in accordance with the University’s purpose of 
“advancing education, learning and research for the public benefit”. Under UK data protection 

V4. 16.10.2019 
IRAS ID: 256355 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

201 

legislation, the University acts as the Data Controller for personal data collected as part of the 
University’s research. The Principal Investigator (Lucinda Mawdsley) acts as the Data Processor for 
this study, and any queries relating to the handling of your personal data can be sent to Lucinda 
Mawdsley Lucinda.mawdsley@liverpool.ac.uk. 
 
Further information on how your data will be used can be found in the table below. 
 

How will my data be collected? An audio recording of the focus group. 
How will my data be stored? On the University of Liverpool’s secure (password protected) drive 

(M: Drive) 
How long will my data be stored for? The consent forms and hard copies of the data will be retained for a 

minimum of 6 years and will then be checked by the University of 
Liverpool Records Management Team to determine whether further 
retention is merited. If it is decided that these should not be retained 
they will be destroyed in accordance with the University of Liverpool 
Data Management Policy. 
 
The anonymised electronic data will be stored for a minimum of 10 
years in accordance with the University of Liverpool Data 
Management Policy. 
 
Audio recorded data will be deleted after the transcription process. 

What measures are in place to 
protect the security and 
confidentiality of my data? 

Due to the nature of focus groups confidentiality by other attendees 
can’t be guaranteed. 
 
Data will be stored and destroyed in accordance with the University 
of Liverpool’s Research Data Management policy and will remain the 
responsibility of Lucinda Mawdsley until completion of the doctoral 
program, at which point it will be transferred to Dr Ross White who 
will act as the Data Custodian. Electronic anonymised data will be 
held on a password-protected file on a secure university server (M: 
Drive). The audio recording will also be stored on this server as a 
password protected file, and will then be deleted from the recording 
device.  
 
Hard copy or paper data will be stored in a locked cabinet at the 
University of Liverpool. Data storage will be in accordance with the 
EU General Data Protection Regulation 2016 and Data Protection Act 
2018. 
 
Your rights to access, change or move your information are limited, as we 
need to manage your information in specific ways in order for the 
research to be reliable and accurate. 

Will my data be anonymised? Yes. Personal data will not be stored together with data provided by 
participants. 

How will my data be used? The data will contribute to the preparation of a student research 
dissertation, journal article, and conference presentations. 

Who will have access to my data? The members of the research team will have access to the data. A 
University transcriber will also have access to the recording for the 
purpose of transcription. The study Sponsor (University of Liverpool) 
will also have access for auditing and monitoring purposes. 

How will my data be destroyed? The destruction of consent forms and hard copies of the data will be 
conducted in accordance with the University of Liverpool Research 
Data Team (normally after a minimum of 6 years). 
The study will end in June 2020 when the final thesis is submitted. 
After this date, the data custodian (Dr Ross White) will hold the data 
on a secure server for a minimum of ten years in line with the 
University of Liverpool’s Data Storage/Destruction Guidelines. 
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32. Expenses and / or payments 
Participants will not receive payment for their participation. All reasonable participant travel costs will 
be reimbursed. 
 

33. Are there any risks in taking part? 
There is no evidence to suggest that a focus group is harmful. However, topics that come up 
during discussion may be difficult and sensitive topics which may cause emotional distress. It is 
important that you are aware that you can choose when you would like to contribute in the 
discussions, and you do not have to answer questions or participate in discussions.  
 
If you would like further support, information is provided at the end of this information sheet. 
You will have your usual level of support from the mental health team throughout the duration 
of the study. You will be able to speak with the researchers facilitating the study regarding any 
concerns you may have or support you may need throughout the study. The principal 
investigator (Lucinda Mawdsley) and the Chief Investigator (Dr Ross White) will be available via 
telephone, email, or in person to answer any queries you may have regarding the research 
study (contact details are at the end of this information sheet). 
 
If you are experiencing a high level of distress and feel you need further support, you will be 
advised to seek support from your GP. If you present as being a risk to yourself or to others, 
then urgent action will be taken in consultation with the research team who will follow the study 
distress protocol. 
 

34. Are there any benefits in taking part? 
By taking part you will be contributing to psychology research that may guide future interventions and 
clinical practice. Participants can ask for a copy of the final report. 
 

35. What if I am unhappy or if there is a problem? 
If you are unhappy, or if there is a problem, please feel free to let us know by contacting the Principal 
Investigator, Lucinda Mawdsley (lucinda.mawdsley@liverpool.ac.uk) and we will try to help. If you 
remain unhappy or have a complaint which you feel you cannot come to us with then you should 
contact the Research Ethics and Integrity Office at ethics@liv.ac.uk. When contacting the Research 
Ethics and Integrity Office, please provide details of the name or description of the study (so that it 
can be identified), the researchers involved, and the details of the complaint you wish to make. 
 
The University strives to maintain the highest standards of rigour in the processing of your data. 
However, if you have any concerns about the way in which the University processes your personal 
data, it is important that you are aware of your right to lodge a complaint with the Information 
Commissioner's Office by calling 0303 123 1113. 
 

36. Where can I go for additional support/information? 
We would recommend that you talk to your GP if you are worried about your health or wellbeing. The 
following information from these sources may also be informative:   
         

 
Helpful Contacts and Resources 

 
Anxiety UK: A user-led organisation, run by people with experience of living with anxiety, stress or 
anxiety-based depression, supported by a high-profile medical advisory panel.www.anxietyuk.org.uk 
 
Depression Alliance: Charity for sufferers of depression. Has a network of self-help groups.     
www.depressionalliance.org 
 
Samaritans: Confidential support for people experiencing feelings of distress or despair. 
116 123         
www.samaritans.org.uk 
 
Where can I find information about psychosis? 
https://www.nhs.uk/conditions/psychosis 
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Chief Investigator/Primary Supervisor 
Dr Ross White 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 
rgwhite@liverpool.ac.uk 

Principal Investigator 
Lucinda Mawdsley 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 or 07494263324 
lucinda.mawdsley@liverpool.ac.uk 
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Appendix AA – Phase 2 Participant Consent Form 
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Appendix AB – Phase 2 GP Letter 
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Appendix AC – Phase 2 Staff Information Sheet 
 

 
 
 
 

Mersey Care NHS Foundation Trust Staff Information Sheet - Phase 2 
 

Title of Study: ACT for distress experienced by carers of people with psychosis: a feasibility 
study 
 
You are being invited to help participate in a research study by co-facilitating a research focus group 
with carers of individuals experiencing psychosis. Before you decide whether to participate, it is 
important for you to understand why the research is being done and what it will involve. Please take 
time to read the following information carefully and feel free to ask us if you would like more 
information or if there is anything that you do not understand. Please also feel free to discuss this with 
your friends, relatives and GP if you wish. We would like to stress that you do not have to accept this 
invitation and should only agree to take part if you want to. 
 
Thank you in advance for reading this. 

 
37. What is the purpose of the study? 

This study involves participating in a focus group and intends to gather feedback from participants 
about how they experienced the group ACT intervention in phase 1 of this study. We are interested in 
how participants experienced the group intervention, whether they found the experience relevant to 
their caring role, and whether they found it helpful. 
 
 

38. Why have I been chosen to take part? 
We are looking for Mersey Care NHS Foundation Trust staff members to help co-facilitate a focus 
group for participants that took part in phase 1 of this research study (the ACT intervention). All carers 
that took part in phase 1 are carers of people who have experienced an episode of psychosis, and 
whose relative is under a Community Mental Health Team (CMHT) or Early Intervention Service 
within Mersey Care NHS Foundation Trust. 
 

39. Do I have to take part? 
No. Participation in this research is completely voluntary. You are free to change your mind about 
facilitating the focus group and therefore withdraw your consent, as long as appropriate notice is 
given prior to the start of the focus group so that an additional staff member can be recruited in time. 
Withdrawing from the study will not involve any penalty or disadvantage. However, once the group 
starts it will not be possible for you to withdraw from the study. This is because the focus group will be 
recorded and later transcribed within one month of the recording, and so the whole focus group 
recording will need to be listened to. All information from the focus group will be anonymised during 
the transcription process, and the recording will be deleted after this process. 
 

40. What will happen if I decide to take part? 
Your participation will consist of you co-facilitating a focus group discussion between carers who took 
part in phase 1 of the study. We are looking to recruit about 10 carers to phase 2 of the study. The 
focus group will last for around 2 hours and will include a break. 
 

41. Who will be facilitating the group sessions? 
The focus group discussions will be led by the members of the research team, which includes the 
Principal investigator (Lucinda Mawdsley) and the Chief Investigator (Dr Ross White). NHS staff 
members may contribute additional facilitation roles. 
 

42. How will my data be used? 
The University processes personal data as part of its research and teaching activities in accordance 
with the lawful basis of ‘public task’, and in accordance with the University’s purpose of “advancing 
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education, learning and research for the public benefit”. Under UK data protection legislation, the 
University acts as the Data Controller for personal data collected as part of the University’s research. 
The Principal Investigator (Lucinda Mawdsley) acts as the Data Processor for this study, and any 
queries relating to the handling of your personal data can be sent to Lucinda Mawdsley 
Lucinda.mawdsley@liverpool.ac.uk. 
 
Further information on how your data will be used can be found in the table below. 
 

How will my data be collected? Consent form and audio recording of the focus group. 
How will my data be stored? On the University of Liverpool’s secure (password protected) drive 

(M: Drive) 
How long will my data be stored for? The consent forms and hard copies of the data will be retained for a 

minimum of 6 years and will then be checked by the University of 
Liverpool Records Management Team to determine whether further 
retention is merited. If it is decided that these should not be retained 
they will be destroyed in accordance with the University of Liverpool 
Data Management Policy. 
 
The anonymised electronic data will be stored for a minimum of 10 
years in accordance with the University of Liverpool Data 
Management Policy. 
 
Audio recorded data will be deleted after the transcription process. 

What measures are in place to 
protect the security and 
confidentiality of my data? 

Due to the nature of focus groups confidentiality by other attendees 
can’t be guaranteed. 
 
Data will be stored and destroyed in accordance with the University 
of Liverpool’s Research Data Management policy and will remain the 
responsibility of Lucinda Mawdsley until completion of the doctoral 
program, at which point it will be transferred to Dr Ross White who 
will act as the Data Custodian. Electronic anonymised data will be 
held on a password-protected file on a secure university server (M: 
Drive). The audio recording will also be stored on this server as a 
password protected file and will then be deleted from the recording 
device. The recording will be transcribed and anonymised within one 
month of recording. 
 
Hard copy or paper data will be stored in a locked cabinet at the 
University of Liverpool. Data storage will be in accordance with the 
EU General Data Protection Regulation 2016 and Data Protection Act 
2018. 
 
Your rights to access, change or move your information are limited, as we 
need to manage your information in specific ways in order for the 
research to be reliable and accurate. 

Will my data be anonymised? Yes. When the focus group is transcribed by a University transcriber, 
any personal information will be anonymised. 

How will my data be used? The data will contribute to the preparation of a student research 
dissertation, journal article, and conference presentations. 

Who will have access to my data? The members of the research team will have access to the data. A 
University transcriber will also have access to the recording for the 
purpose of transcription. The study Sponsor (University of Liverpool) 
will also have access for auditing and monitoring purposes. 

How will my data be destroyed? The destruction of consent forms and hard copies of the data will be 
conducted in accordance with the University of Liverpool Research 
Data Team (normally after a minimum of 6 years). 
The study will end in June 2020 when the final thesis is submitted. 
After this date, the data custodian (Dr Ross White) will hold the data 
on a secure server for a minimum of ten years in line with the 
University of Liverpool’s Data Storage/Destruction Guidelines. 
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43. Expenses and / or payments 
Staff members will not receive payment for their participation. All reasonable participant travel costs 
will be reimbursed. 
 

44. Are there any risks in taking part? 
There is no evidence to suggest that facilitating a focus group is harmful. However, topics that 
come up during discussion may be difficult and sensitive topics which may cause emotional 
distress. This is something staff members will be familiar with in their current roles, and staffs’ 
usual levels of support including line management and clinical supervision will be available as 
is standard procedure. 
  
You will be able to speak with the researchers facilitating the study regarding any concerns you 
may have throughout the study. The principal investigator (Lucinda Mawdsley) and the Chief 
Investigator (Dr Ross White) will be available via telephone, email, or in person to answer any 
queries you may have regarding the research study (contact details are at the end of this 
information sheet). 
 

45. Are there any benefits in taking part? 
By taking part you will be contributing to research that may guide future interventions and clinical 
practice. Participants can ask for a copy of the final report. 
 

46. What if I am unhappy or if there is a problem? 
If you are unhappy, or if there is a problem, please feel free to let us know by contacting the Principal 
Investigator, Lucinda Mawdsley (lucinda.mawdsley@liverpool.ac.uk) and we will try to help. If you 
remain unhappy or have a complaint which you feel you cannot come to us with then you should 
contact the Research Ethics and Integrity Office at ethics@liv.ac.uk. When contacting the Research 
Ethics and Integrity Office, please provide details of the name or description of the study (so that it 
can be identified), the researchers involved, and the details of the complaint you wish to make. The 
University strives to maintain the highest standards of rigour in the processing of your data. However, 
if you have any concerns about the way in which the University processes your personal data, it is 
important that you are aware of your right to lodge a complaint with the Information Commissioner's 
Office by calling 0303 123 1113. 
 
 
 
 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 

 
 

 

Chief Investigator/Primary Supervisor 
Dr Ross White 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 
rgwhite@liverpool.ac.uk 

Principal Investigator 
Lucinda Mawdsley 
The University of Liverpool 
Division of Clinical Psychology 
The Whelan Building 
Brownlow Hill 
Liverpool 
L69 3GB 
01517945530/34 or 07494263324 
lucinda.mawdsley@liverpool.ac.uk 
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AD – Phase 2 Staff Consent Form 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

211 

 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

212 

Appendix AE – Phase 1 COVID-19 Online Intervention Letter 

 
 
 
 
 
 
 
 



EXPLORING ACT AND PSYCHOLOGICAL PROCESSES IN CARER DISTRESS 
 

 
 

213 

Appendix AF – Phase 1 COVID-19 Postal Data Collection Letter 
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Appendix AG – Phase 1 Amended Participant Information Sheet   
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Appendix AH – Phase 1 Amended Participant Consent Form  
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Appendix AI - Phase 2 Amended Participant Information Sheet 
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Appendix AJ - Phase 2 Amended Participant Consent Form 
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Appendix AK – Phase 1 Amended Staff Information Sheet 
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Appendix AL – Phase 1 Amended Staff Consent Form 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Version 3 
25.03.2020 
IRAS ID: 256355 

1 of 2 

 

Please  
initial box 

 

 

                                                          

 

Mersey Care NHS Foundation Trust Staff Consent Form - Phase 1 

 

Title of the research project: Acceptance and Commitment Therapy (ACT) for distress experienced by carers 

of people with psychosis: a feasibility study 
Name of researcher(s): Lucinda Mawdsley, Dr Ross White, Dr Claire Seddon 
 

1. I confirm that I have read and have understood the information sheet (V5. 25.03.2020) for 
phase 1 of the above study, or it has been read to me. I have had the opportunity to 
consider the information, ask questions and have had these answered satisfactorily. 

 

2. I understand that co-facilitating phase 1 of the study involves co-facilitating four weekly 
group sessions of ACT.  

 

3. I understand that the remaining two group sessions will now be facilitated online due to the 
COVID-19 outbreak. 
 

4. I understand that two rounds of ACT groups will run, and I agree to co-facilitate both rounds 
of groups. 

 

5. I understand that co-facilitation of the ACT sessions is voluntary 

 

6. I understand and agree that the ACT intervention sessions will be audio recorded for the 
purpose of rating the facilitators’ competence in delivering the ACT intervention. 

 
7. I understand that the audio recorded data will be held securely and confidentially in line with 

data protection requirements at the University of Liverpool.  
 

8. I understand that the researchers may use my words, e.g. quotes, in publications, reports, 
webpages, and other research outputs, only if they agree to preserve the confidentiality of 
the information as requested in this form.  

 

9. I agree to take part in co-facilitating phase 1 of the above study. 
 

10. I agree to being contacted at a later date and invited to take part in future studies. I 
understand that I am only agreeing to receive information and I am under no obligation to 
take part in any future studies (please circle the appropriate response). 
 

11. The information you have submitted will be published as a report; please indicate whether 
you would like to receive a copy (please circle the appropriate response). 
 
 

 

 

 

 

 

 

 

 

Yes No 

Yes No 
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Appendix AM – Phase 2 Amended Staff Information Sheet 
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Appendix AN – Phase 2 Amended Staff Consent Form 
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Appendix AO – Phase 1 Debrief Sheet 
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Appendix AP – Phase 2 Debrief Sheet 
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Appendix AQ – Client Satisfaction Questionnaire 
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Appendix BA – The ACTs of ACT Fidelity Measure 
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