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Abstract 

Introduction: It has been reported that family carers of adults diagnosed with intellectual 

disabilities experience significantly higher levels of psychological health difficulties than the 

United Kingdom general population. Acceptance and commitment therapy has been 

documented to be an effective intervention for a range of carer populations. A systematic 

literature review revealed that no studies have examined the efficacy of acceptance and 

commitment therapy for family carers of adults with intellectual disabilities. 

Methods: Sixteen family carers of adults with intellectual disabilities were recruited and 

attended a six hour workshop based on acceptance and commitment therapy. Family carers 

completed six self-reported outcome measures relating to their mental health, quality of life, 

experience of caregiving, psychological flexibility and problematic and values-based 

behaviours. Outcome measures were collected at three time points: baseline, three weeks 

post-intervention and three months follow-up. Statistical analyses were conducted on 

outcome measures at group- and individual-levels. 

Aims: This study investigated the feasibility, acceptability and effectiveness of an acceptance 

and commitment therapy workshop for family carers of adults with intellectual disabilities. 

Results: Group-level analyses revealed that there were no significant differences between 

depression, stress, anxiety, quality of life, positive aspects of caregiving, mindful awareness, 

cognitive fusion and psychological flexibility scores across three time points. Individual-level 

analyses revealed that the majority of family carers’ scores on outcome measures remained 

stable across time.  

Discussion: The results revealed that overall there were limited improvements on outcome 

measures at group- and individual-levels. There were a number of potential explanations for 

these non-significant findings including the small sample size and insufficient statistical 

power. The strengths and limitations of this study were discussed, as well as the implications 

and research recommendations. Overall, the results indicated that acceptance and 

commitment therapy could be considered as an intervention for this carer population, 

however further research is required. 
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Chapter One: Introduction 

Chapter Overview  

This chapter provides an overview of the literature relevant to this study. The first section 

will briefly outline the social contexts of people with intellectual disabilities (IDs) in the 

United Kingdom (UK). The second section will summarise the positive and negative impacts 

of caregiving on family carers of individuals with IDs. This will include an exploration of 

sibling carers and a critical discussion of family carer research literature and policy. The third 

section will summarise the determinants of stress and psychosocial interventions within this 

carer population. This will lead to a critical appraisal of carer interventions. The fourth 

section will describe and review the theoretical basis of acceptance and commitment therapy 

(ACT), the ACT model of psychopathology and psychological flexibility, and empirical 

support for ACT. The fifth section will outline and appraise research evidence on ACT for 

family carers of children with IDs. The chapter ends with a rationale for the current study 

based on existing caregiver research. 

Background 

Intellectual disability (also referred to as learning disability) is characterised by significant 

impairments in three areas of functioning, namely impaired intellectual ability (an 

intelligence quotient below 70) and impaired social and adaptive abilities, plus evidence that 

these difficulties were present from childhood (World Health Organisation, 2019). The term 

intellectual disability (ID) will be used in this study as it is increasingly used in research, 

practise and policy in the UK (e.g., Cluley, 2018). An individual’s level of ID can be 

classified as mild, moderate, severe or profound based on their intellectual and adaptive 

abilities (World Health Organisation, 2019). It is estimated that in the UK there are 

approximately one and half million people with an ID (Parkin et al., 2018). Many people with 

IDs also have comorbid physical and/or mental health conditions, and therefore may be 

reliant on others to meet their health needs (Cooper et al., 2015). The majority of adults with 

IDs in England live within their family home (Hatton, 2017). Even if adults with IDs do not 

reside with their family, they typically receive emotional, practical and financial support from 

family members throughout their life (e.g. Mulvany et al., 2007; Seltzer et al., 2005).  

Impacts of Family Caregiving 

Research has revealed that caring for individuals with IDs can both positively and negatively 

impact numerous areas of families’ lives (e.g., Kearney and Griffin, 2001). Studies have 

typically focused on the negative consequences of caregiving (Bahador et al., 2023) and have 
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frequently overlooked experiences of coping and resilience within these families (Grant and 

Whittell, 2000). Nonetheless, in recent years, research has increasingly explored these 

families’ strengths, protective factors, and the ways in which they thrive (e.g., Knight, 2013; 

Rajan and Romate, 2022).  

Positive Aspects of Caregiving 

Parents of adults diagnosed with IDs have reported numerous positive effects of caregiving 

across different relationships and aspects of their lives. On a personal level, this parent 

population have reported a sense of satisfaction and improvements in their purpose, 

confidence and personal strength (Beighton and Wills, 2019; Walden et al., 2000). Moreover, 

many parents have reported that they have developed new skills and perspectives on life, and 

enhanced their spiritual beliefs (Bahador et al., 2023). These parent carers have been reported 

to generally employ a diverse range of coping strategies, which can develop and expand as 

they age (Grant and Whittell, 2000; Llewellyn et al., 2010). At a relationship level, many 

parents have reported that their offspring with IDs have provided them with emotional 

support and a special connection (Beighton and Wills, 2019; Yoong and Koritsas, 2012). 

Additionally, this parent population have described their child as a source and/or expression 

of gratitude, love, pride, good luck, and joy (Beighton and Wills, 2019; Kearney and Griffin, 

2001).  

At a family level, parents of adults with ID have described strengthened relationships with 

family members and partners (Bahador et al., 2023; Fernández-Ávalos et al., 2020), as well 

as increased social interactions and networks (Yoong and Koritsas, 2012). At a societal level, 

some parents have used their lived experiences to become involved in activism, advocacy and 

academia work in relation to IDs (e.g. Good et al., 2017), and/or pursued a career in 

healthcare services (Murphy et al., 2007). Parents have also reported that they have 

developed increased empathy and compassion towards other people (Beighton and Wills, 

2019). Overall, these findings are consistent with research demonstrating that caregiving can 

have numerous positive effects on multiple aspects of family members’ quality of life (e.g., 

Yoong and Koritsas, 2012). Moving forward, further research is required to explore if 

parents’ positive experiences of caregiving changes across their lifespan (Beighton and Wills, 

2019). 
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Negative Aspects of Caregiving 

Mental Health Impacts 

The focus will now turn to considering the more difficult or negative aspects of caregiving. 

That said, to date, there has been a lack of research on the mental health impacts of caring for 

an adult with IDs in the UK (e.g., Grey et al., 2018). Grey et al. (2018) reported that family 

carers of adults with IDs experienced significantly higher psychological health difficulties 

than the UK general population. Nonetheless, much of the research on the impacts of 

caregiving have been based on parents of children with IDs and/or Autism Spectrum 

Conditions (ASCs). For example, parents of children with IDs have reported higher levels of 

parental stress and mental health difficulties than parents of children without IDs (Emerson, 

2003; Hassall et al., 2005; Weiss, 2002). Compared with parents of non-disabled children, the 

likelihood of experiencing mental health difficulties increased two- to three-fold for mothers 

of children with IDs, and increased two and half to five-fold for parents of children with IDs 

and ASCs (Totsika et al., 2011).  

In a study by Gallagher et al. (2008), it was found that for a third of parents of children with 

IDs depression scores fell within the clinical range, and half of parents’ anxiety scores fell in 

the clinical range. However, none of the parents in the study by Gallagher et al. (2008) were 

receiving medication for anxiety or cognitive behavioural therapy (CBT). This finding was in 

line with previous research demonstrating a lack of formal support for this carer population 

(e.g. Power, 2009) and strengthens arguments to improve carer support provision (Arnold and 

McPherson, 2023). Within this parent population, the increased rates of stress, depression and 

anxiety symptoms have been reported to remain consistent over time (Gallagher et al., 2008; 

Glidden and Schoolcraft, 2003). Furthermore, symptoms of anxiety and depression 

experienced by parents of individuals with IDs were documented to significantly deteriorate 

during the COVID-19 lockdown (Willner et al., 2020). Taken together, these findings 

indicate the need for additional research to examine the particular factors which place family 

carers of individuals with IDs at an increased risk of experiencing mental health concerns 

(Arnold and McPherson, 2023).  

Physical Health Impacts 

Parents of children with IDs report more physical health difficulties and poorer physical 

health compared to parents of typically developing children. Possible mechanisms to explain 

these health disadvantages include increased chronic stress and stigma associated with 

caregiving (Gallagher and Whiteley, 2013; Song et al., 2018), Some parent-carers have 
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voiced that their physical health had deteriorated after caring across their lifespan 

(Fernández-Ávalos et al., 2020), suggesting that older parents of individuals with IDs may be 

particularly at risk of negative physical health outcomes (Song et al., 2018). Research has 

also revealed that physical health problems are more likely to be experienced by mothers of 

individuals with IDs, possibly because they are more likely to be the primary carer (Allik et 

al., 2006; Gallagher and Whiteley, 2013). Equally, family carers of individuals displaying 

challenging behaviours are also more likely to experience poorer physical health outcomes 

(e.g., Gallagher and Whiteley, 2013). Nevertheless, as noted by Pinquart and Sörensen 

(2007), there are a number of methodological limitations of the research examining the 

relationships between caregiver stress and health. For example, most research has been based 

on caregivers’ self-reports about health and therefore alternative measures should be used to 

collect and triangulate direct measures of physical health (Pinquart and Sörensen, 2007). In 

summary, future research should aim to improve the rigour of studies to more accurately 

explore the associations between poorer physical health and informal caregiving (Pinquart 

and Sörensen, 2007). 

Interpersonal Relationships 

Challenges associated with caregiving has been reported to cause a strain on familial 

relationships (Thompson et al., 2014). For example, family carers of individuals with IDs 

often have less opportunities to engage in leisure activities, and socialise with other family 

members (Thompson et al., 2014; Yoong and Koritsas, 2012). There is some evidence that 

caregiving for an individual with IDs can have a detrimental impact on parents’ marital 

relationship (Caples and Sweeney 2011). Parents of adults with IDs have reported they had 

felt their child had been rejected and/or distanced from their family members and social 

network (Fernández-Ávalos et al., 2020). In a study by Fernández-Ávalos et al. (2020), the 

majority of parents reported a lack of support from family and friends, and consequently did 

not have sufficient time for self-care. Importantly, research has identified social support as a 

protective factor for families of individuals with IDs (e.g., Dew et al., 2019). 

Caregiver Stigma 

Family carers of people with IDs are exposed to higher levels of caregiver stigma than 

families of nondisabled individuals (Ali et al., 2012; Mitter et al., 2019; Song et al., 2018). 

This caregiver stigma may worsen throughout their relative’s adult years as their ID becomes 

more visible (Shearn and Todd, 1997). Potential negative implications of stigma include 

family carers concealing and/or withdrawing from their caregiving role, as well as carers 
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experiencing reduced self-esteem, social exclusion and isolation (Mak and Cheung, 2008; 

Mitter et al., 2019). These experiences of caregiver stigma also increase the risk of family 

carers experiencing depression and anxiety symptoms, and poor physical health (Mitter et al., 

2019; Song et al., 2018). Song et al. (2018) recommended the development of policies, 

campaigns and interventions to reduce caregiver stigma and thereby alleviate the health 

disadvantages experienced by this carer population. Examples of anti-stigma interventions 

include educational approaches to increase knowledge of ID and approaches to increase 

contact with people with IDs (e.g., films and sporting events for individuals with disabilities) 

(see Seewooruttun and Scior, 2014). However, further research is warranted to develop and 

evaluate the effectiveness of anti-stigma interventions (Seewooruttun and Scior, 2014). 

Finance and Employment Impacts  

There is substantial evidence that families of individuals with IDs experience significant 

employment and financial impacts (Ouyang et al., 2014; Saunders et al., 2015). Parents of 

adults with IDs are less likely to have career opportunities (Yoong and Koritsas, 2012). They 

are more likely to give up employment, change career path, and stop or reduce their working 

hours per week to care for their child (Banda et al., 2022; Caples and Sweeney, 2011; 

Ouyang et al., 2014; Saunders et al., 2015). Overall, these studies indicate a significant loss 

of income for parents of individuals with IDs (Banda et al., 2022). 

In the UK, families of individuals with IDs are significantly more likely to experience 

consistent poverty in comparison to families of individuals without IDs (e.g., Shahtahmasebi 

et al., 2011). For example, this parent population have reported paying additional financial 

costs on specialist services (e.g., day care services), healthcare, housing, and legal fees to set-

up guardianship (Banda et al., 2022). Similarly, some parents of individuals with IDs have 

reported substantial financial costs to repair and/or replace property damaged by their 

offspring (Banda et al., 2022). Importantly, this financial insecurity and disadvantage is often 

experienced across their lifespan (Luckasson et al., 2017) and has been negatively associated 

with quality of life outcomes (e.g., Yoong and Koritsas, 2012). In recent years, this financial 

burden on family carers has been exacerbated within the context of the COVID-19 pandemic, 

and significant government cuts in funding public services and benefits (e.g., Warnock, 

2023). Based on this research literature, Yoong and Koritsas (2012) recommended efforts to 

reduce the financial demands on parents of adults with IDs. 
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Long-term Challenges of Caregiving 

Research has mainly focused on parents of children with IDs (Shearn and Todd, 1997). 

Nevertheless, family carers often experience additional challenges supporting their relative 

with IDs throughout adulthood. For example, people with IDs frequently find it more difficult 

or have been unable to access services during adulthood (Banda et al., 2022; Blomquist, 

2006). These parents have also reported a paucity of day care and respite services for their 

adult children with IDs (Gauthier-Boudreault et al., 2019). This lack of service provision has 

resulted in increased care demands on families and negative effects on parental quality of life 

(Yoong and Koritsas, 2012). In addition, parents can often experience high levels of worry 

and anxiety related to the long-term housing and care arrangements for their adult relative 

with ID (Kruithof et al., 2021; Yoong and Koritsas, 2012). Moreover, there is evidence that 

parents of individuals with IDs may experience lower quality of life than parents of typically 

developing children (e.g., Leung and Li-Tsang, 2003). Furthermore, some parents of adults 

with IDs have reported that their quality of life had significantly deteriorated overtime 

(Fernández-Ávalos et al., 2020). Overall these additional, long-standing challenges indicate 

that families of individuals with IDs frequently require support across their lifespan (Banks, 

2003; Yoong and Koritsas, 2012). 

Sibling Family Carers 

Services have frequently focused on supporting and working alongside parents, and the role 

and experiences of sibling carers has been under-researched (Davys et al., 2011). However, 

siblings can frequently take on important caring roles and responsibilities throughout the 

lifespan of adults with IDs (Avieli et al., 2019; Simpson, 2021; Stoneman, 2005). During 

childhood, non-disabled siblings often provide support to their learning-disabled sibling 

beyond the typical sibling relationship (Stoneman et al., 1989) and assume a caregiving role 

(Simpson, 2021). Many adults with ID are increasingly outliving their parents following 

improvements in life expectancies (Bigby, 2010). As a consequence, many siblings have 

reported concerns about the future care and residence of their sibling with ID (Davys et al., 

2011).  

Adult siblings can often be expected to increase their care involvement and/or assume a 

primary carer role when their parents are not able to provide care, for example in the event of 

parental ageing or death (Davys et al., 2011; Seltzer et al., 2005). This has resulted in some 

adult siblings experiencing feelings of resentment and/or frustration about providing care to 

their sibling with ID (Simpson, 2021). Other siblings have reported feelings of guilt when 
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they are not able to contact and/or provide care to their sibling due to competing demands 

(Simpson, 2021). Nevertheless, siblings commonly provide support to their sibling with ID 

throughout their lifespan, even if they do not reside with them (e.g., Davys et al., 2011).  

Based on this sibling research, a number of practice, policy and research recommendations 

have been proposed (see Simpson, 2021). Firstly, recommendations have been made to 

ensure siblings are included in interventions, decision-making, advocacy and future planning 

related to their disabled sibling (Davys et al., 2011; Simpson, 2021). Secondly, the research 

findings support a call for professionals to consider and support the needs of non-disabled 

siblings (Lee and Burke, 2018), and to support sibling relationships throughout the lifecycle 

(Simpson, 2021). Thirdly, findings indicate the need for policies and legislations to be 

inclusive of all family carers of individuals with IDs, including sibling carers (Lee and Burke, 

2018; Simpson, 2021). Lastly, future research is required to explore the experiences of 

siblings, and develop and evaluate interventions to ameliorate the challenges related to 

sibling caregiving (Lee and Burke, 2018). 

Criticisms of Family Research and Carer Involvement Policies 

To date, research has revealed a number of positive and negative impacts of family 

caregiving, including the long-term challenges of caregiving for an adult with IDs. 

Nonetheless, it is important to note that there have been a number of criticisms of research on 

the experiences of families of individuals with IDs (see Knight, 2013). Firstly, some critics 

have argued that most of the research on families’ experiences is based on mothers and 

therefore may not represent all family members’ experiences (Knight, 2013; MacDonald et 

al., 2010). Secondly, research has been criticised for emphasising the importance of family 

carers’ (mainly mothers) being able to psychologically adjust to their challenging 

circumstances and thus focuses on examining their personal strengths, weaknesses and 

internal characteristics related to resilience (Knight, 2013; McConnell and Savage, 2015). 

Knight (2013) has argued that this research focus may not fully take into account and/or 

minimise the socio-political influences on caregiving, and may even condone caregivers’ 

experiences of marginalisation. This argument supports a call for carer interventions at a 

social-political level, including the development of public policy (McConnell and Savage, 

2015). 

Mental health and carer policies, such as the Care Act (UK Government, 2014), have been 

criticised for increasingly shifting the responsibility from the welfare state onto individuals, 
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including family carers (e.g.  Chard, 2022; Oulton and Heyman, 2009). For example, many 

family carers of individuals with IDs are responsible for the administration of personal 

budgets through direct payments instead of social services facilitating this (Chard, 2022). 

Importantly, this shift in responsibility onto family carers can have a number of possible 

negative impacts (e.g., Deacon et al., 2020). The individualisation of responsibility may 

exacerbate caregiving burden, result in worst clinical outcomes for both individuals and 

families (McPherson and Oute, 2021), and increase personal risk to family carers (Oulton and 

Heyman, 2009). Moreover, carer involvement can be detrimental to individuals where there 

are strained relationships and/or difficult family dynamics (McPherson and Oute, 2021). 

Overall, there has been a dearth of evidence to support this increase in carer involvement and 

shift in responsibility, highlighting an evidence-policy gap (e.g., McPherson and Oute, 2021). 

Determinants of Parental Stress 

There are a number of environmental, parent and child factors which interact and influence 

the stress levels of parents of individuals with IDs (Mash and Johnston, 1990). Equally, these 

factors may be affected by parental stress (Hassall et al., 2005), and therefore reflect a 

bidirectional relationship (e.g., Cappa et al., 2011). Child factors associated with higher 

parent stress include the increased severity of their child’s ID, support needs (Grey et al., 

2018), challenging behaviours (Lloyd & Hastings, 2009), and communication difficulties 

(Frey et al., 1989), as well as an ASC diagnosis (Staunton et al., 2023). Furthermore, parental 

factors associated with increased parental stress include having an external locus of control, 

emotion-focused coping styles (Hassall et al., 2005), negative appraisals about the family 

impact of their child’s ID (Trute et al., 2007) and parents being younger (Llewellyn et al., 

2010). Examples of environmental factors associated with increased parental stress include 

lower socio-economic status (Emerson, 2003), and lower levels of informal and formal 

support (Lloyd & Hastings, 2009; Park and Lee, 2022). Overall, these findings indicate that 

various factors impact parental stress (Hassall et al., 2005). 

Interventions for Family Carers of Individuals with IDs 

Psychosocial interventions have been found to reduce the negative impacts of caregiving and 

improve the quality of life and wellbeing of carers (see Neece and Lima, 2016). Furthermore, 

improvements in the mental health of family carers following these interventions can result in 

indirect positive effects on the wellbeing of individuals with IDs and their families (see 

Neece and Lima, 2016). A variety of psychosocial interventions have been delivered to 

parents of children with IDs including social care/respite interventions, systemic therapy, 
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CBT, mindfulness and psychoeducation (Cowen and Reed, 2002; Hastings and Beck, 2004; 

Neece and Lima, 2016; Reid et al., 2016). Nevertheless, the provision of parent interventions 

and support are not equally accessible across this population (e.g., Yannamani et al., 2009). 

Behavioural parent training and parent-led support programs are commonly offered to this 

parent population (Neece and Lima, 2016), and therefore the outcomes and potential 

limitations of these interventions are detailed below.  

Behavioural Parent Training 

Behavioural parent training (BPT) has been shown to improve parents’ ability to reduce their 

child’s challenging behaviours, and improve parenting stress and behaviours (Lundahl et al., 

2006; Neece and Lima, 2016; Ragni et al., 2022). Nevertheless, BPT interventions have been 

criticised for failing to address parental and environmental factors (e.g., parental stress and 

limited social support) which can negatively impact treatment effectiveness (O’Brien, 2011). 

For example, high levels of parental stress has been shown to negatively predict intervention 

outcomes for children with IDs (e.g., Brinker et al., 1994). Importantly, however, these 

interventions do not specifically attend to and/or address parents’ stress, mental health, 

quality of life or wellbeing (Hastings and Beck, 2004; Neece and Lima, 2016).   

Peer Support Programs 

Parent-led support programs are the most common intervention offered to parents of children 

with IDs (Hastings and Beck, 2004; Neece and Lima, 2016) and can have a number of 

positive outcomes (Neece and Lima, 2016). These have included improvements in parental 

coping, quality of life, feelings of belonging, distress and isolation (Bray et al., 2017; 

Solomon et al., 2001). Qualitative evidence indicates that these parents have valued 

developing relationships and learning from others in similar circumstances, and feeling 

mutually supported and understood (Bray et al., 2017; Dew et al., 2019). Nonetheless, Sartore 

et al. (2021) completed a recent review on family carers of children with complex needs 

(including IDs), and concluded that there was no quantitative evidence to support the 

effectiveness of peer support interventions. Overall, there has been a dearth of research 

evaluating the effectiveness of peer support interventions (Neece and Lima, 2016; Solomon 

et al., 2001). For these reasons, peer support programs are recommended to complement 

professional support, particularly as these parents may benefit from both types of support 

(Dew et al., 2019). 
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Methodological Limitations of Outcome Studies 

There are a number of methodological limitations of studies examining interventions for 

family carers of individuals with IDs (Hastings and Beck, 2004). For example, the majority 

of research on the effects of psychological interventions on parents of individuals with IDs 

has been based on white, educated, middle-class mothers (Leung and Li-Tsang, 2003; Singer 

et al., 2007). However, the experiences and needs of family carers may vary across 

demographics such as gender (Roberts et al., 2006), and therefore may require different 

interventions (MacDonald et al., 2010). Hence, additional research is required to make 

conclusions about the most effective intervention for family carers of adults with IDs 

(Hastings and Beck, 2004).  

Criticisms of Psychosocial Interventions for Carers 

The majority of psychosocial interventions for parents (e.g. behavioural parent training) have 

been criticised as they do not address parenting stress, but focus on improving parenting 

skills to manage problematic behaviours exhibited by their children (Neece and Lima, 2016). 

Similarly, as noted by Deacon et al. (2020), interventions for family members aim to improve 

their wellbeing in order to continue their carer role, rather than for their own benefit. For 

these reasons, the provision of these interventions makes parents of individuals with IDs 

responsible to oversee and provide specialist care to their children, and manage risks (e.g. 

Oulton and Heyman, 2009). For these reasons, it has been argued that psychosocial 

interventions for family carers of individuals with IDs are ideologically and economically 

motivated to reduce welfare state provision, rather than being focused on carers’ wellbeing 

(Chard, 2022; Deacon et al., 2020). Towards this end, Powers et al. (2009) have argued that 

policies need to redistribute the responsibilities of care and acknowledge the relational and 

collective nature of care. 

Acceptance and Commitment Therapy 

Having reviewed the literature on caregiver stress and associated interventions, this chapter 

will now change focus to introduce and describe the ACT model and how it has so far been 

used to support family carers of children with ASC and ID.  

Theoretical Basis of ACT 

In recent years, a third-wave CBT model known as ACT has been increasingly used as a 

psychological intervention for a range of populations (e.g., Harris, 2019). ACT is based on 

relational frame theory (RFT), radical behaviourism and functional contextualism (Hayes et 
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al., 2003; Twohig, 2012). Whilst it is beyond the scope of this thesis to fully describe RFT 

and functional contextualism, some of the applications and principles of these theories are 

briefly described in this chapter. 

Relational Frame Theory 

Relational frame theory (RFT) is a theory of human cognition and language (Harris, 2009). 

The main principles of RFT have been supported by an accumulation of research evidence 

(see Dymond et al., 2010). RFT asserts that human behaviour is predominantly governed by 

relational frames. This refers to the human ability to automatically develop internal relations 

between numerous external events, and cognitions and feelings without direct teaching or 

experience (Hayes, 2004). Relational frames are posited to potentially increase psychological 

distress as learned relational frames guide behaviour and can be difficult to break down 

(Hayes, 2004; Smith, 2017). Based on RFT, the goal of ACT is to support individuals to 

expand their relational frame network to form more helpful relational frames (Blackledge, 

2003), namely to develop more helpful links between events and cognitions and feelings 

(Blackledge, 2003). On this basis, RFT aims to reframe and change an individual’s 

relationships with their internal experiences (i.e. thoughts, feelings, sensations) instead of the 

frequency, form or intensity of these experiences (Hayes et al., 1999; Harris, 2009). For more 

information on RFT see Barnes-Holmes et al. (2004) and Blackledge (2003). 

Principles of ACT 

ACT does not aim to target specific disorders and/or reduce symptoms, and is not a 

diagnostic specific therapy (Luoma et al., 2007; Smith, 2017). It is a transdiagnostic approach 

which can be used to address key processes across a range of diagnoses and difficulties 

(Harris, 2019). In ACT, a number of experiential exercises, metaphors and paradoxes are 

employed to help individuals understand the six ACT processes (Harris, 2019). ACT 

interventions are not implemented in a structured or ordered sequence, but rather the 

techniques are used and adapted to meet each person’s needs (Harris, 2019). 

ACT Model of Psychopathology 

The ACT model of psychopathology asserts that suffering and pain naturally emerges from 

covert (e.g. thoughts) and overt language (i.e. behaviour) processes formed by the human 

mind (Hayes et al., 1999; Luoma et al., 2007). More specifically, there are six core 

pathological processes claimed to lead to psychological inflexibility, and the development 

and maintenance of mental health difficulties (Harris, 2019). These processes are cognitive 
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fusion, experiential avoidance, loss of present moment awareness, remoteness from personal 

values, unworkable action, and fusion with self-concept (Figure 1). These core processes are 

briefly outlined below. 

 

Figure 1 

ACT Model of Psychological Inflexibility 

 

 

Note. Image retrieved from Harris (2019), ACT made simple: An easy-to-read primer on 

acceptance and commitment therapy (page 33). 

Cognitive Fusion 

Cognitive fusion refers to the process of taking the content of cognitions literally or as 

absolute truths, so they dominate and/or negatively impact attention and behaviour (Harris, 

2019). 
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Experiential Avoidance 

Experiential avoidance means attempting to avoid, fight or reduce the frequency and severity 

of inner experiences (Luoma et al., 2007). Avoidance can paradoxically increase the 

frequency and severity of internal experiences and thereby increase psychological suffering 

(Harris, 2019). It can also lead to behaviour that is not meaningful or life-enhancing (Hayes 

et al., 1999). 

Loss of Present Moment Awareness 

Loss of present moment awareness means to not fully contact the present moment (both 

internal and external events). As a consequence, behaviour is typically dictated by cognitive 

fusion and experiential avoidance, and disconnected from values (Luoma et al., 2007). 

Remoteness from Values 

Remoteness from values is defined as a lack of clarity and/or contact with personally held 

values (Luoma et al., 2007). 

Unworkable action 

Unworkable action involves engaging in behaviour which is ineffective and/or inconsistent 

with personal values and mindful awareness (Harris, 2019). 

Fusion with Self-Concept 

Fusion with self-concept involves taking positive and negative thoughts and/or evaluations 

about oneself literally or as absolute truths (Harris, 2019). 

Psychological Inflexibility in Caregivers 

Based on the ACT model, family carers with higher levels of psychological inflexibility may: 

(a) take their thoughts literally (e.g., ‘I should be able to cope and support my relative on my 

own’), (b) try to avoid emotions, situations or thoughts (e.g. feelings of frustration, sadness 

and anxiety related to caregiving), (c) become preoccupied with past or future events (e.g., 

ruminate about their relative’s future care and accommodation arrangements), (d) not know 

or connect to what is important to them, (e) engage in behaviour which is inconsistent with 

their values (e.g., avoid social interaction when they value connection with others), and (f) 

take thoughts about themselves as a carer and/or person literally (e.g., ‘I’m a bad parent’). 
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Functional Contextualism 

Functional contextualism posits that internal events (e.g. cognitions, feelings or memories) 

are not viewed as unhelpful or problematic, but rather the context alters the function of inner 

experiences (Harris, 2009). For example, within a context of experiential avoidance and 

cognitive fusion, internal events are more likely to function in a way which is unhelpful or 

inconsistent with personally held values (Harris, 2009). On the other hand, within a context 

of cognitive defusion and acceptance, these internal events are more likely to function in a 

way which is helpful and values-congruent (Harris, 2009). In ACT, individuals are taught to 

observe and become aware of how their own covert and overt behaviours function in their 

lives (Harris, 2019). In line with functional contextualism, ACT focuses on evaluating the 

workability of cognitions (i.e. whether the cognitions help to move towards values-based 

living), in comparison to CBT which focuses on the validity of thoughts (Luoma et al., 2007; 

Ruiz, 2010). 

ACT Model of Psychological Flexibility 

The aim of ACT is to address psychological rigidity by developing psychological flexibility 

(Luoma et al., 2007). Psychological flexibility is defined as the ability to be present in the 

moment, respond to internal events without resisting or avoiding, and engage in behaviours 

consistent with personal values (Harris, 2019). There are six core ACT processes which are 

hypothesised to increase psychological flexibility: present moment awareness, acceptance, 

defusion, self-as-context, values and values-based action (Hayes et al., 1999). These core 

processes are interconnected (Harris, 2019) and have been outlined below (See Figure 2).   
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Figure 2 

ACT Model of Psychological Flexibility 

 

Note. Image retrieved from Harris (2019), ACT made simple: An easy-to-read primer on 

acceptance and commitment therapy (page 6). 

Contact with the Present Moment 

Contact with the present moment involves paying attention and fully engaging with internal 

and/or external experiences in the here-and-now (Harris, 2019; Luoma et al., 2007). This 

involves focusing awareness on experience from a non-judgemental, open and curious stance 

(Harris, 2019).  

Cognitive Defusion 

Cognitive defusion (also called deliteralization) means not perceiving the content of 

cognitions (e.g., thoughts, images, memories) literally or as absolute truths (Harris, 2019). It 

involves distancing oneself from the cognitions, so they have less influence over attention 

and behaviour (Luoma et al., 2007).  
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Acceptance  

Acceptance refers to the process of opening up and making full contact with internal 

experiences (e.g., body sensations, urges and emotions) (Harris, 2019). It involves allowing 

both unwanted and wanted internal experiences to be present, without attempting to resist, 

avoid, or reduce the frequency and/or severity of these events (Harris, 2019; Luoma et al., 

2007).  

Self-as-context 

Self-as-context refers to part of the self which notices and observes all internal and external 

experiences (Harris, 2019). The aim in ACT involves developing a continuous and consistent 

sense of self which is separate from the events experienced (Harris, 2019), which also fosters 

acceptance (Luoma et al., 2007). ACT also aims to notice and not take self-evaluations 

literally (Luoma et al., 2007). 

Values 

Values refer to personally important life directions and chosen ways of behaving and living 

(Harris, 2019). In ACT, values are important in guiding and pursuing a meaningful and 

valued life (Harris, 2019). Values cannot be fully completed or achieved (compared with 

goals), but consist of ongoing, moment to moment values-based action (Luoma et al., 2007), 

Values can be used to identify behavioural goals in ACT (Harris, 2019).  

Committed Action 

Committed action (also known as values-based action) means taking effective physical and/or 

psychological action guided by personally important values (Luoma et al., 2007). Through 

taking committed action, individuals tend to experience unwanted inner states (Harris, 2019), 

which may act as internal barriers to committed action (Luoma et al., 2007). For this reason, 

individuals will often need to actively implement and/or develop their ACT skills (e.g. 

defusion and acceptance) to persist with valued action (Harris, 2019).  

Psychological Flexibility in Caregivers 

In line with the ACT model, family carers with higher levels of psychological flexibility may: 

(a) notice, acknowledge, and/or normalise their thoughts, images and memories (e.g., ‘I’m 

noticing an upsetting image of my relative’), (b) make space for their emotions, urges, body 

sensations, and thoughts associated with caregiving (e.g. notice and allow themselves to feel 

tired, frustrated and sad), (c) flexibly pay attention to the present moment whilst caregiving 

(e.g., savour and enjoy experiences with their relative), (d) be aware of what is important to 
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them, (e) engage in behaviour which is consistent with their values (e.g., attend personal 

health appointments when they value self-care), and (f) allow thoughts about themselves as a 

carer and/or person to come and go, and not take them literally (e.g., ‘I’m a good parent’). 

Empirical Support for ACT 

An accumulation of research indicates that ACT can be effective for individuals experiencing 

a range of mental and physical health problems (see A-tjak et al., 2015; Gloster et al., 2020; 

Ruiz, 2010). Gloster et al. (2020) completed a review of 20 meta-analyses of ACT studies, 

which included a total of 133 studies. The authors reported that ACT was effective across a 

range of mental health diagnoses (e.g. depression, anxiety, eating disorders and substance 

misuse) and physical health conditions (e.g. chronic pain), with largely similar effects 

reported across diagnoses. Moreover, Gloster et al. (2020) also reported that ACT was 

associated with small to medium effects sizes for quality of life, small to large effect sizes on 

psychological flexibility, and small to medium effect sizes on wellbeing and functioning. 

Based on these findings, Gloster et al. (2020) posited that ACT can be considered as effective 

as CBT. 

As a transdiagnostic approach, there is preliminary evidence to suggest that ACT may be 

particularly effective for individuals experiencing comorbid mental and physical health 

conditions (e.g., Dindo et al., 2017; Juarascio et al., 2010). More recently, based on recent 

evidence, NICE guidelines have recommended that ACT should be considered as a 

psychological intervention for chronic primary pain (National Institute for Health and Care 

Excellence, 2021). In addition, ACT has been shown to improve mental health and wellbeing 

outcomes for a range of informal caregivers, including family carers of individuals with 

dementia, autism, psychosis, acquired brain injury and children with IDs (Fowler et al., 2021; 

Han et al., 2021; Kishita et al., 2022; Magnacca et al., 2021; Reid et al., 2016). Overall, there 

is substantial evidence that ACT is an effective intervention for people with a range of mental 

health difficulties and needs (Gloster et al., 2020). 

Evidence for the ACT Model 

There has been an accumulation of empirical evidence to support the principles of relational 

frame theory underpinning ACT (Hayes et al., 2006; O’Connor et al., 2017). Similarly, 

mediational studies have been used to test the psychological flexibility model, as well as the 

mechanisms of change in ACT (Levin et al., 2012; Stockton et al., 2019). A systematic 

review of ACT mediation studies revealed that changes in psychological flexibility mediated 
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improvements in mental health outcomes, functioning and physical health symptoms (See 

Stockton et al., 2019). These findings were consistent with a previous meta-analyses of ACT 

mediational studies (See Hayes et al., 2011). Moreover, a review of component studies 

indicated that experiential avoidance has been significantly associated with a range of mental 

health difficulties, including anxiety and depression symptoms (see Ruiz, 2010). Overall, 

these findings provide further support for the psychological flexibility model underlying ACT 

(Hayes et al., 2011; Levin et al., 2012). 

Criticisms and Limitations of the Evidence Base of ACT  

There have been a number of emerging critiques about the evidence base of ACT (See 

Gaudiano, 2011). Based on a meta-analysis, Öst (2008) reported that all 13 randomised 

controlled trials on ACT had methodological limitations (e.g., co-intervention bias and a lack 

of treatment fidelity checks and measures). The author concluded that the ACT studies were 

less rigorous than CBT studies and did not meet the criteria for empirically validated 

therapies (see Chambless et al., 1998). In a review by Ruiz (2010), it was reported that there 

was initial evidence from six studies that ACT demonstrated better outcomes than CBT. 

However, based on extant literature, researchers have concluded that it remains unclear if 

ACT is significantly better than existing evidence-based therapies, including CBT (Gaudiano, 

2011; Gloster et al., 2020). Therefore, further research is required to investigate this (Hayes 

et al., 2006). 

Criticisms of the ACT Model 

The theoretical basis of ACT has received criticism (see Gaudiano, 2011). Specifically, it has 

been argued that the conceptualisation and definition of psychological flexibility remains 

unclear and lacks consensus (Malo et al., 2022). Moreover, research on the relationship 

between psychological inflexibility and psychopathology is correlational, and therefore 

causality has not been established (Malo et al., 2022). Hofmann and Asmundson (2008) have 

claimed that ACT does not constitute a third wave cognitive therapy and that both ACT and 

CBT can be conceptualised using a similar model and/or change processes (Hofmann and 

Asmundson, 2008). In a similar vein, Stockton et al. (2019) completed a systematic review of 

mediation studies and concluded that there was a lack of evidence to support the equal weight 

given to the six core processes underpinning psychological flexibility. More specifically, the 

authors reported that only one study had completed a mediation analysis for values and 

present moment awareness, and no mediation studies had examined self-as-context. On this 
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basis, researchers have proposed that future research is required to investigate the links 

between the specific ACT processes and the theoretical basis of ACT (e.g., Hayes, et al., 

2006; O’Brien, 2011). 

Barriers and Challenges to Adopting ACT Principles 

Based on qualitative evidence, some individuals have found it difficult to understand and/or 

implement ACT concepts (e.g., acceptance), particularly when they are feeling distressed 

and/or overwhelmed (e.g., Bacon et al., 2014). Other researchers have reported that some 

participants have misapplied ACT techniques (e.g., defusion and mindfulness) as experiential 

avoidance techniques (Bloy, 2013; Smith, 2017; Wardley et al., 2016). For instance, some 

clients have reported using defusion as a way of disputing their thoughts (e.g., Bloy, 2013; 

Smith, 2017). Studies have also reported that clients can often struggle to foster an 

acceptance agenda and thus may experience feelings of disappointment when the ACT 

intervention did not change and/or cure their difficulties (Harrison, 2012). One possible 

explanation for this was that clients have often received long-standing messages from others 

and more generally from western society, in accordance with the agenda to control private 

experiences (e.g., Luoma et al., 2007; Smith, 2017). For these reasons, it has been suggested 

that some individuals may require more time and/or further sessions to develop their 

understanding of ACT (Bacon et al., 2014). 

Empirical Support for ACT with Family Carers of Children with IDs 

To date, research has focused on ACT for parents of children with ASC (Chua and Shorey, 

2021). Only three quantitative studies have examined the effectiveness of ACT interventions 

for family carers of children with IDs (Lobato et al., 2022; Poddar et al., 2015; Saeedifard et 

al., 2016). Of these, two studies only included mothers in their study (Poddar et al., 2015; 

Saeedifard et al., 2016). Lobato et al. (2022) did not state the specific family members 

included, although 83 per cent of their sample were female. From pre-intervention to follow-

up, these studies reported significant improvements in anxiety, depression, psychological 

flexibility (Lobato et al., 2022; Poddar et al., 2015), resiliency (Saeedifard et al., 2016), 

stress, psychological distress, thought suppression, and positive and negative family 

interactions (Lobato et al., 2022). Moreover, Lobato et al. (2022) reported that the 

intervention gains had accelerated at two months post-intervention. However, due to the 

paucity of research, further quantitative research is required to replicate these preliminary 

findings. 
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Only one qualitative study by Reid et al. (2016) has examined the effectiveness and 

experiences of ACT for parents of children with IDs. However, the sample included only 

mothers of children with severe IDs, autism and challenging behaviours. In this study, all 

mothers reported positive intervention effects on them and their children. More specifically, 

these mothers reported that they felt socialising with peers enabled them to feel more hopeful, 

less stressed, and more compassionate and validating towards themselves. Additionally, these 

mothers also spoke about feeling more able to cope with stressors and respond in different 

ways. Some mothers described feeling able to talk about parts of their parenting experience 

(e.g. experiencing challenging behaviours directed towards them) which they would not have 

done otherwise. Some mothers described barriers and challenges to implementing formal and 

informal mindfulness practise, however most mothers felt that they incorporated mindfulness 

into their daily lives. Future research is required to replicate these initial qualitative findings, 

and to examine the experience and effects of ACT across different family carer populations 

and services (Reid et al., 2016). 

Limitations of ACT Research on Parents of Children with IDs 

There are several limitations of the research studies on ACT for parents of children with IDs. 

The three ACT studies on parents of children with IDs did not collect measures of treatment 

fidelity (Lobato et al., 2022; Poddar et al., 2015; Saeedifard et al., 2016). Therefore, it was 

not possible to confidently attribute the findings to the ACT processes implemented (Plumb 

and Vilardaga, 2010). Similarly, these studies did not collect measures of social validity, and 

therefore it was not possible to determine the social acceptability of the ACT groups (Garcia 

et al., 2021). Lastly, these studies did not include a range of family carers (e.g. siblings) of 

adults with IDs and two studies only collected outcome measures immediately at post-

intervention (Poddar et al., 2015; Saeedifard et al., 2016). As a consequence, the long-term 

maintenance of treatment gains could not be determined.  

To the writer’s knowledge, no studies have investigated the effectiveness of ACT for family 

carers of adults with IDs. This lack of research on ACT for family carers of adults could be 

explained by the different approaches of child and adult learning disability (LD) services. 

Namely, research has revealed that adult LD services tend to focus on individuals and 

therefore are less likely to offer carer interventions, in comparison with child LD services 

which are more family-focused (e.g., Brown et al., 2019). Hence, future research is required 

to investigate the effectiveness of ACT for family carers of adults with IDs. 
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Applicability of ACT for Family Carers of Adults with IDs  

Based on empirical evidence in support of ACT across a number of informal carer groups 

(e.g., Han et al., 2021; Magnacca et al., 2021), it therefore stands to reason that ACT may 

also be effective for family carers of adults with IDs. Moreover, the unique needs and 

challenges of this carer population may align with the goals of ACT (e.g., Blackledge, 2004). 

It has been suggested that the acceptance of unwanted internal experiences could be 

particularly helpful for this carer population (MacDonald et al., 2010). Firstly, many 

unwanted thoughts experienced by family carers of adults with IDs might be true (e.g. 

cognitions related to caregiver demands or stigma) and therefore are unlikely to benefit from 

cognitive restructuring (Blackledge, 2004). Secondly, family carers may not be able to 

change their unpleasant inner experiences and personal situation, and thus might benefit from 

fostering acceptance towards their unchangeable circumstances (Fowler et al., 2021; Juvin et 

al., 2021). Thirdly, some parents of individuals with IDs have reported difficulties fully 

accepting their child’s ID diagnosis and have expressed ongoing feelings of grief and sadness 

(Fernández-Ávalos et al., 2020). Research has revealed that parental acceptance of internal 

experiences (e.g. related to their child with ID) has been negatively correlated with parental 

mental health difficulties and positively correlated with parental wellbeing (e.g., MacDonald 

et al., 2010). Similarly, high levels of caregiver psychological inflexibility has been positively 

correlated with higher levels of mental health difficulties and caregiver burden (e.g., Tan et 

al., 2023). Overall, these findings suggest that ACT may be an effective intervention for 

family carers of adults with IDs (Lobato et al., 2022; MacDonald et al., 2010).  This study 

will be the first to systematically explore the effects of ACT within this carer population. 
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Chapter Two: Systematic Literature Review 

Chapter Overview 

This chapter provides a detailed examination of the literature on ACT interventions for 

family carers of individuals with IDs and/or ASCs, which helped to inform the exact focus of 

this study. This chapter starts by detailing the aims of the systematic review, search strategy, 

inclusion and exclusion criteria, and data extraction procedure. This is followed by a 

narrative review and critical appraisal of the quality of the studies included. The chapter ends 

with a rationale for the current research study based on the findings of the literature review. 

Aims of Systematic Literature Review  

The purpose of this literature review was to examine the effects of ACT interventions for 

family carers of individuals with IDs and/or ASCs across a number of outcome measures, 

including wellbeing, mental health (e.g. stress), quality of life and skills that improve 

psychological flexibility (e.g. cognitive defusion and awareness states). The second objective 

was to critically appraise the quality of the studies included in this literature review and to 

provide a rationale for the current study. 

Methods 

Search Strategy 

On 20th April 2023, a search was conducted using eight databases including: PsycINFO, 

CINAHL Ultimate, EMCARE, AMED, HMIC, PsycARTICLES, EMBASE and Medline. 

The search strategy involved using the “abstract” option for all searches. The search terms 

below were used:  

(intellectual AND disab*) OR (learning AND disab*) OR “IDD*” OR “ID*” OR “LD*” OR 

(mental* AND retard*) OR (mental* AND handicap*) OR (developmental* AND disab*) 

OR “Autis*” OR “ASC” OR “ASD” OR “Autism Spectrum Condition*” OR “Autism 

Spectrum Disorder” OR “Asperger*” AND “Acceptance and Commitment Therapy” OR 

“Acceptance and Commitment Training” OR "Acceptance and commitment" AND "Parent*" 

OR "Carer*" OR "Caregiver*" OR "Guardian*" OR "Mother*" OR "Father*" OR "Sister*" 

OR "Brother*" OR "Sibling*" OR “Grandparent*” OR “Relative*” OR "Famil*".  

To increase the number of papers found, forward citation searching was used, and the citation 

lists of the included studies and seven relevant systematic literature reviews were reviewed 

(Byrne et al., 2021; Garcia et al., 2021; Gur and Reich, 2023; Han et al., 2021; Juvin et al., 

2021; Magnacca et al., 2021; Merriman et al., 2020).   

https://hdas.nice.org.uk/help#database-PsycINFO
https://hdas.nice.org.uk/help#database-Medline
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Inclusion Criteria 

Studies had to meet the inclusion criteria below to be included: 

Population: Family carers of individuals diagnosed with ID and/or ASC were eligible. 

Both populations were included due to a paucity of ACT research exclusively on family 

carers of individuals diagnosed with ID. There were no restrictions on the age of individuals 

diagnosed with IDs and/or ASC, or the methods used to confirm their diagnoses to increase 

the number of articles. Family carers included members of biological, foster and/or step 

families (e.g. parents, stepsiblings, grandparents) of any age who were supporting their 

relative. 

Intervention: Studies were included if the intervention was based on a minimum of 

one core ACT process. There were no restrictions on the frequency, length or format of the 

intervention (e.g. virtual, self-guided, telephone or group), or the qualification, experience or 

role of the facilitator. 

Comparator or control group: Articles with or without any control groups were 

eligible. There were no restrictions on the type of control group. For example, treatment as 

usual (e.g. counselling), no treatment, attention placebo and wait-list control groups were all 

eligible. 

Outcomes: Articles with pre- and post-intervention quantitative data were included to 

evaluate the intervention effectiveness. All types of outcome measures were eligible 

including participant, family and clinician informed questionnaires (e.g. wellbeing, mental 

health symptoms, quality of life, shame, familial interactions and stress), direct measures of 

behaviour and ACT process outcome measures (e.g. questionnaires in relation to awareness 

states and thought suppression). 

Study design: All study designs were eligible including randomised control trials and 

non-randomised studies (e.g. single group pretest-posttest design, case series design, multiple 

baseline design, single case design and non-randomised control trials). There were no 

restrictions on the publication date and quality appraisal rating of studies. Taken together, this 

criteria was employed to minimise the risk of study selection bias (Ahmed et al., 2012). All 

studies had to be written in the English language due to the absence of translation services. 

Exclusion Criteria 

To be excluded from this systematic review, the study had to meet one of the following 

exclusion criteria: 
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Population: Studies that included family carers of individuals with other presentations 

(e.g. ADHD and other neurodevelopmental disorders) were excluded to only examine the 

effects of ACT for family carers of individuals with IDs and/or ASCs as these diagnoses 

commonly co-exist (e.g., Dunn et al., 2020; Postorino et al., 2016).  

Intervention: Articles were excluded if the intervention was non-ACT based (e.g. 

parent training interventions) and only mindfulness-based (e.g. mindfulness-based stress 

reduction) as these interventions are not based on the core ACT processes. Studies were 

excluded if the ACT intervention was delivered in conjunction with other interventions (e.g. 

counselling) to minimise the possibility of co-intervention bias (Armijo-Olivo et al., 2022). 

Outcomes: Studies without pre- and post-intervention data and statistical analyses 

were excluded as this was needed to assess the clinical and/or statistical significance of ACT. 

Study Design: Qualitative or mixed methods designs, book chapters, book reviews 

and systematic reviews (e.g. meta-analyses and narrative reviews) were excluded as this 

review aimed to evaluate primary, quantitative research. Non-peer reviewed articles (e.g. 

theses and dissertations) were excluded to improve the rigour and quality of the evidence 

examined (Kelly et al., 2014). 

Data Extraction and Synthesis  

The studies were initially screened according to their titles and abstracts against the inclusion 

and exclusion criteria (see Figure 3). The eligibility criteria was then used to screen the full-

text articles identified. Subsequently, the key characteristics of each study were extracted, 

checked and documented in Appendix A by one reviewer due to the time frame of a doctoral 

thesis, and restrictions of being a trainee clinical psychologist on the doctorate. 

Statistical Analysis 

As there was significant clinical and methodological heterogeneity across studies, a meta-

analysis was not completed in this review (Gagnier et al., 2012). Specifically, the causes of 

clinical heterogeneity related to diversity in the baseline data of participants (e.g. 

demographics and outcome measures), and the intervention frequency, length and techniques.  

In addition, there were differences in the timing and type of data collected. Causes of 

methodological heterogeneity related to the discrepancies in the comparators and designs 

employed by studies. Notably, meta-analyses were not completed in three similar reviews 

based on significant heterogeneity (Byrne et al., 2021; Jin et al., 2021; Juvin et al., 2021). As 

such, the results were summarised based on a narrative synthesis (Campbell et al., 2018, 

2020). 
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Figure 3 

Flowchart of study selection  
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(n = 4) 
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Risk of Bias Assessment  

Two assessment tools were used to evaluate the risk of bias. The Risk Of Bias In Non-

randomized Studies of Interventions assessment tool (ROBIN-I; Sterne et al., 2016) was used 

to assess non-randomised studies. The Revised Cochrane risk-of-bias tool for randomized 

trials was used to assess randomised control trials (RoB 2; Sterne et al., 2019). The domain 

and overall risk of bias scores were rated for each study by one reviewer as another reviewer 

was not available. The reviewer accessed training videos provided by Cochrane to increase 

the accuracy of risk of bias scores. These quality appraisal tools were selected based on 

previous systematic reviews of ACT interventions (e.g. Garcia et al., 2021). 

Results 

Intervention Effects 

Statistical Significance 

As shown in Table 1 and Appendix A, all twelve studies used outcome measures based on 

participants’ self-report. In six studies with control groups, at post-test there were significant 

improvements in the ACT groups in  psychological flexibility (Marino et al., 2021), 

mindfulness (Corti et al., 2018), experiential avoidance (Hahs, et al., 2019; Joekar et al., 

2016), awareness states (Hahs, et al., 2019; Marino et al., 2021), depression (Hahs, et al., 

2019; Joekar et al., 2016), cognitive fusion (Hahs, et al., 2019), internalised shame (Hahs, et 

al., 2019), values (Hahs, et al., 2019; Marino et al., 2021), resiliency (Saeedifard et al., 2016) 

and emotion regulation (Salimi et al., 2019), compared to the control group. Nevertheless, at 

post-test there were no significant differences between ACT and control groups on anxiety, 

quality of life (Joekar et al., 2016), stress (Corti et al., 2018; Joekar et al., 2016; Marino et al., 

2021), cognitive fusion (Corti et al., 2018), mindfulness (Hahs, et al., 2019), thought 

suppression (Hahs et al., 2019) and parents’ perception of their child’s behaviours (Marino et 

al., 2021). None of the six studies with control groups collected follow-up data.  

In the six studies without control groups, from pre- to post-intervention studies reported 

significant improvements in depression symptoms (Blackledge and Hayes, 2006; Jogdand 

and Magar, 2020; Lunsky et al., 2017; Poddar et al., 2015), anxiety symptoms (Jogdand and 

Magar, 2020; Poddar et al., 2015), stress (Jogdand and Magar, 2020; Lobato et al., 2022; 

Lunsky et al., 2017), physical health (Lunsky et al., 2017), psychological distress (Blackledge 

and Hayes, 2006; Lobato et al., 2022), valued-living (Fung et al., 2018), psychological 

flexibility (Fung et al., 2018; Lobato et al., 2022; Poddar et al., 2015), cognitive fusion (Fung 
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et al., 2018; Blackledge and Hayes, 2006), thought suppression (Lobato et al., 2022), familial 

interactions (Lobato et al., 2022), and psychological quality of life (Poddar et al., 2015). 

Alternatively, there were no significant differences pre- and post-intervention in experiential 

avoidance, general psychiatric problems (Blackledge and Hayes, 2006), and three quality of 

life domains (Poddar et al., 2015). Five studies gathered data at follow-up. Of these, the 

significant improvements in ACT processes and mental health outcomes were maintained at 

follow-up (Blackledge and Hayes, 2006; Fung et al., 2018; Joekar et al., 2016; Lunsky et al., 

2017), and accelerated over time in one study (Lobato et al., 2022).  

Table 1 

Key Characteristics of the Studies Included 

Author N Intervention 

Duration 

Outcome Measures P-value Effect 

Size 

Blackledge 

and Hayes, 

2006 

20 14 hours 3-weeks pre-group to 3-months follow up: 

Depression 

General psychiatric problems 

Psychological distress 

Cognitive fusion 

Experiential avoidance 

 

p = 0.06 

p = 0.048 

p = 0.021 

p = 0.035  

p = 0.043 

 

Corti et al., 

2018 

42 18 hours At post-test, IG compared to CG: 

Mindfulness  

Stress 

Cognitive fusion  

 

p<0.02 

p = 0.06 

p = 0.74 

 

ηp2 = 0.14 

ηp2 = 0.09 

ηp2 = 0.14 

Fung et al., 

2018 

33 1.5 day and 

1 refresher 

session 

Pre- to post-intervention: 

Valued-living  

Psychological flexibility  

Cognitive fusion  

 

p < 0.001 

p = 0.001 

p = 0.01 

 

Hahs, et 

al., 2019 

18 4 hours 1-week post-test, IG compared to CG: 

Experiential avoidance 

Depression  

Cognitive fusion  

Awareness states  

Shame 

Values  

Thought suppression  

Mindfulness 

 

p = 0.0318 

p = 0.0239 

p = 0.0485 

p = 0.007 

p = 0.0052 

p = 0.0159 

p = 0.1732 

p = 0.2506  

 

d= 0.94 

d= −1.01 

d= 0.83 

d= 1.29 

d= −1.37 

d= 1.11 

Joekar et 

al., 2016 

24 8 sessions At post-intervention, IG compared to CG: 

Experiential avoidance  

Depression 

Anxiety 

Stress  

Quality of life 

 

p = 0.001 

p = 0.01 

p = 0.069 

p = 0.365 

p = 0.071 
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Author N Intervention 

Duration 

Outcome Measures P-value Effect 

Size 

Jogdand 

and 

Magar, 

2020 

30 Not 

reported 

Pre- to post-intervention: 

Depression  

Stress 

Anxiety 

 

p = 0.01 

p = 0.01 

p = 0.01 

 

Lobato et 

al., 2022 

36 9 hours From pre-test to 2-months follow-up: 

Psychological flexibility 

Perceived stress 

Psychological distress   

Thought suppression  

From one week pre-and post-intervention:  

Positive familial interactions  

Negative familial interactions  

 

p = <0.001 

p = <0.001 

p<0.001 

p<0.001 

 

p<0.001 

p<0.001  

 

d= 1.19 

d= 0.66) 

d= 1.08 

d= 1.19) 

 

d= 1.384 

d= -1.422 

Lunsky et 

al., 2017  

33 1 full-day 

and 2 

evening 

sessions 

From pre to post-intervention:  

Physical health  

Depressive symptoms  

Stress  

 

p = 0.004 

p < 0.05 

p = 0.001 

 

Marino et 

al., 2021 

20 36 hours At post-intervention, IG compared to CG: 

Psychological flexibility  

Awareness states  

Personal values  

Stress 

Perception of their child’s behaviours 

 

p < 0.001 

p < 0.001 

p < 0.001 

Not reported 

Not reported 

 

Poddar et 

al., 2015 

5 10 sessions Pre‑ to post‑intervention: 

Anxiety 

Depression  

Psychological flexibility 

Psychological QoL  

Physical QoL  

Social QoL  

Environment QoL  

  

p = 0.04 

p = 0.04 

p = 0.04 

p = 0.04 

p = 0.52 

p = 0.23 

p = 0.34 

 

Saeedifard 

et al., 2016 

30 9 sessions At post-intervention, IG compared to CG:      

Resiliency  

 

p = 0.01 

 

η2 = 0.74 

Salimi et 

al., 2019 

30 16 hours At post-intervention, IG compared to CG:  

Six emotion regulation strategies 

 

p<0.05 

 

Autism Spectrum Disorder (ASD); Behavioural Parent training (BPT); Control Group (CG); 

Intervention Group (IG); Number of participants (N); Randomized Controlled Trial (RCT). 

Clinical Significance 

Based on reliable and clinically significant change (RCSC) calculations, Lobato et al. (2022) 

reported that none of the parents ‘deteriorated’ from pre- to post-intervention, or pre-

intervention to follow-up on measures of psychological flexibility, stress, psychological 

distress and thought suppression. The percentage of participants who ‘improved’ or 

‘recovered’ on outcome measures was as follows: on psychological flexibility scores, 63.8% 
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at post-intervention and 66.6% at follow-up; on stress scores, 36% at post-intervention and 

61.1% at follow-up; on psychological distress scores, 25% at post-intervention and 55.5% at 

follow-up; on thought suppression scores, 52.7% at post-intervention and 58.3% at follow-up.   

Assessment of Risk of Bias: Randomised Studies 

The quality of four randomised control trials (RCTs) was evaluated using the RoB 2 

(Appendix B). For domain one, two studies randomly allocated participants using a computer 

program, and demographically and clinically matched participants (e.g. on questionnaire 

scores and background factors) to reduce the risk of bias (Hahs et al., 2019; Marino et al., 

2021). However, two studies did not outline the randomisation procedure employed, 

allocation concealment or any differences between the control and intervention groups 

(Saeedifard et al., 2016; Salimi et al., 2019). As such, both studies were rated as ‘some 

concerns’ in the risk of bias arising from the randomisation process. 

In domain two, the participants and facilitators in all four studies were aware of the assigned 

intervention; however there were no deviations from intended interventions and an 

appropriate analysis was used. On this basis, all RCT studies were rated as ‘low’ risk of bias 

in domain two. Similarly, all studies were rated as ‘low’ risk of bias in domain three as the 

outcome data was available for all participants. In all four studies participants informed the 

outcome measures, which consisted of a low degree of objectivity and were likely to be 

influenced by participants’ awareness of receiving ACT. Furthermore, two studies used an 

inactive group control (Saeedifard et al., 2016; Salimi et al., 2019) and therefore did not 

control for non-specific intervention factors (e.g. participant effort, attention and expectancy). 

As such, the intervention effects for both studies may have been overemphasized. 

Moreover, two studies only utilised one outcome measure, as a consequence it is possible that 

all of the intervention effects were not measured (Saeedifard et al., 2016; Salimi et al., 2019). 

All four RCT studies did not collect outcome measure data at follow-up and therefore the 

longer-term effects of the intervention could not be assessed. For these reasons, all studies 

were rated as ‘some concerns’ or ‘high’ risk of bias in the measurement of outcome. For 

domain five, Marino et al. (2021) did not utilise an effect size calculation and therefore it was 

not possible to assess the size of the difference between the control and intervention groups. 

Two studies used an ANCOVA or MANCOVA (Saeedifard et al., 2016; Salimi et al., 2019); 

these statistical tests reduced the risk of a type one error in contrast with the multiple t-tests 

employed by one study (Hahs et al., 2019). Nevertheless, Salimi reported that ACT had no 
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significant effect on rumination, however the p value was below 0.05 and therefore was in the 

significant range. One study did not outline the pre-determined statistical analysis plan 

(Salimi et al., 2019) and therefore was rated as ‘some concerns’ in relation to risk of bias in 

the selection of the reported result. On this basis, the overall risk of bias ratings were ‘some 

concerns’ for Hahs et al. (2019) and Marino et al. (2021), and ‘high’ risk for Saeedifard et al. 

(2016) and Salimi et al. (2019). It is important to note that Garcia et al. (2021) rated the study 

by Hahs et al. (2019) study using the ROB 2 and their domain-level and overall risk of bias 

judgements were consistent with the ratings in this review.  

Assessment of Risk of Bias: Non-Randomised Studies 

The quality of eight non-randomised studies was evaluated using the ROBIN-I (Sterne et al., 

2016; Appendix B). For domain one, six studies did not use a control group and therefore did 

not minimise or account for non-specific intervention factors (e.g. therapeutic rapport, and 

participant and therapist expectation), and therefore the results obtained cannot be confidently 

attributed to solely the ACT intervention. On this basis, it is possible that these studies may 

have overemphasized the effects of the ACT groups. Two studies utilised a control group 

(Corti et al., 2018; Joekar et al., 2016), but did not randomly allocate participants. Both 

studies did not match participants based on clinical and/or demographic variables (e.g. 

outcome measure scores), but statistical analyses revealed no significant differences between 

intervention and control groups on outcome measures at pre-intervention. Of these two 

studies, only one study utilised an active control group consisted of weekly individual 

counselling sessions (Joekar et al., 2016) and therefore adequately controlled for the 

nonspecific intervention effects such as therapeutic alliance, participant expectancy and 

levels of attention. Nonetheless, the format of the control (i.e. individual sessions) was 

different to the intervention group, and therefore may not have controlled for other non-

specific effects (e.g. peer support from other family carers). Notably, Corti et al. (2018) did 

not provide any direct psychological intervention for parents in the control group and 

therefore did not control for the potential impact of resentful demoralisation and differences 

in nonspecific treatment factors between groups (e.g. time and attention given to 

participants). For these reasons, all eight studies were rated as ‘moderate’ risk of bias in 

domain one. 

In domain two, all eight studies were rated as ‘low’ risk of selection bias as all eligible 

participants were included in the studies and the start of intervention and follow-up coincided 

for all participants. In domain three, all eight studies clearly defined and recorded the 



37 

 

intervention groups at the start of the intervention, and thereby were rated as ‘low’ risk of 

bias in the classification of interventions. In domain four, there were no deviations from 

intended interventions and an appropriate analyses were used. In addition to this, the co-

intervention provided to the parent’s children in the study by Corti et al. (2018) was balanced 

between groups. On this basis, all eight studies were rated as ‘low’ risk of bias in domain 

four. All studies were rated as ‘low’ risk of bias in domain five as the outcome data was 

available for all or nearly all participants. 

In domain six, all eight studies used participant reported outcome measures. Therefore, these 

measures involved a low degree of objectivity and were likely to be influenced by 

participants’ awareness of receiving the ACT intervention. One study only utilised one 

outcome measure (Jogdand and Magar, 2020), and therefore it is possible all of the 

intervention effects were not measured. Three studies did not collect outcome measures at 

follow-up (Corti et al., 2018; Jogdand and Magar, 2020; Poddar et al., 2015) and it was not 

possible to assess the longer-term effects of the intervention. For these reasons, all studies 

were rated as ‘moderate’ risk of bias in the measurement of outcome. 

For domain seven, one study did not outline the statistical analysis plan and therefore was 

rated as ‘moderate’ risk of bias in the selection of the reported result (Jogdand and Magar, 

2000). Only Lobato et al. (2022) calculated changes in outcome measures at individual-levels 

using RCSC calculations in addition to group-level analyses. Similarly, only two studies 

calculated the ACT intervention effect size (Corti et al., 2018; Lobato et al., 2022). As such, 

for the remaining six studies it was not possible to assess the size of the differences in 

outcome measures between time points. In addition, two studies completed non-parametric 

statistical tests (Blackledge and Hayes, 2006; Poddar et al., 2015), which have less statistical 

power than parametric tests. Nevertheless, the remaining seven studies were rated as ‘low’ 

risk of bias in domain seven. For all eight studies, the overall risk of bias was assessed as 

‘moderate’. It is important to note that Garcia et al. (2021) rated five of the eight studies 

using the ROBINS-I (Blackledge and Hayes, 2006; Corti et al., 2018; Fung et al., 2018; 

Joekar et al., 2016; Lunsky et al., 2017) and their domain-level and overall risk of bias 

judgements were consistent with the ratings in this review.  

Critical Appraisal 

More broadly, the specific ACT qualifications and clinical experiences of the facilitators 

were not reported in any of the studies; however these factors are likely to have influenced 
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the intervention effects. Two studies used four ACT processes (Poddar et al., 2015; Salimi et 

al., 2019) and ten studies used all six core ACT processes in their intervention. Nevertheless, 

one study did not document the ACT processes or protocol implemented (Jogdand and 

Magar, 2020), hence it was not possible to identify the core therapeutic processes utilised and 

the subsequent effects on the outcomes. In addition to this, only Blackledge and Hayes (2006) 

completed a direct assessment of treatment fidelity through the use of video tapes and 

adherence ratings, and two studies used measures of social validity to determine parents’ 

satisfaction and acceptability of the intervention (Corti et al., 2018; Lunsky et al., 2017). 

However, for the studies without these measures, the levels of treatment fidelity and social 

validity and the subsequent effects on outcomes could not be investigated. Only Marino et al. 

(2021) and Saeedifard et al. (2016) conducted a sample size calculation using a power 

analysis. Hence, it was possible that the other studies included inadequate sample sizes, 

undermining the statistical power and the probability of obtaining a significant result. A 

common strength for all of the studies was the use of standardised, validated and reliable 

outcomes to measure effectiveness. 

Discussion 

The purpose of this review was to examine the effects of ACT interventions for family carers 

of individuals with IDs and/or ASCs across a number of outcome measures. The findings 

indicated that carers reported improvements in familial interactions, emotion regulation and 

mental health outcomes, namely resiliency, shame and depression. Moreover, there were 

improvements in measures of awareness states, values, and psychological flexibility. These 

findings are supported by three existing reviews (Chua and Shorey, 2021; Garcia et al., 2021; 

Magnacca et al., 2021). However, mixed findings were reported on measures of anxiety, 

stress, cognitive fusion, experiential avoidance, mindfulness and quality of life. These 

inconsistent findings could be explained by the diversity in the risk of bias ratings across 

studies (Garcia et al., 2021). Importantly, the findings should be interpreted within the 

context of the studies’ risk of bias ratings. For RCTs, the overall risk of bias for RCTs ranged 

from ‘some concerns’ to ‘high’ risk of bias. The overall risk of bias was assessed as 

‘moderate’ for all eight non-randomised studies. Overall, research studies with a lower risk of 

bias are needed to more accurately evaluate the effectiveness of ACT in this population. 

Population 

Parents of children and/or adolescents with IDs and/or ASCs were the only family carers 

included in all articles. Of these, nine of the studies included parents of children with ASCs. 
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No studies included family carers other than parents (e.g. siblings), or family carers of adults 

with ASCs or IDs. Despite the lack of research, it has been revealed that supporting adults 

with IDs and/or ASCs may present with additional challenges (Kruithof et al., 2022). For 

example, many family carers can experience high levels of stress and anxiety about the future 

arrangements of their relatives’ care and accommodation (Kruithof et al., 2022). Similarly, 

seven studies only included mothers within their sample and one study did not specify the 

type of family carer (Lobato et al., 2022). Nevertheless, fathers and siblings have also 

reported negative experiences and challenges associated with being a carer, which may differ 

to mothers (Benderix and Sivberg, 2007; Cameron and Cooper, 2021; Kruithof et al., 2022).  

Future research should evaluate the effects of ACT within these populations. 

Additionally, the studies were only conducted in six different countries: Iran, Spain, Italy, 

Canada, United States, and India. Notably, none of the studies were completed in the UK. 

Research has revealed that caregivers’ experiences and mental health may differ according to 

culture (Papadopoulos et al., 2019). Additionally, nine studies did not complete a sample size 

calculation to establish the minimum number of participants required to obtain a significant 

result. The generalisability of the findings may have been reduced due to sampling bias 

resulting from small samples and non-probability sampling in all studies (Patel et al., 2003). 

In future, research should recruit participants according to a sample size calculation, and 

investigate the effectiveness of ACT across different cultures. 

At pre-intervention, there was substantial heterogeneity across articles on participants’ 

outcome measures, demographics, life style and social support. For example, the 

heterogeneity of outcome measures was related to the range of general and carer specific 

outcomes used (e.g., parenting stress measures versus general stress measures), which may 

have affected the results. These factors are reported to moderate the mental health of 

caregivers, (e.g., Lloyd & Hastings, 2009), and thus may have impacted the findings (see 

Juvin et al., 2021). Additionally, there is some evidence that individuals with heightened 

levels of stress prior to the ACT intervention benefit the most (Levin et al., 2017). Future 

studies should examine the intervention moderators to enhance treatment gains within this 

population (Mackinnon, 2011).  

Intervention 

Blackledge and Hayes (2006) were the only study to collect direct measures of treatment 

integrity, and no studies used questionnaires or scales to measure treatment integrity (see 
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O’Neill et al., 2019). Consequently, for the remaining eleven studies, it was not possible to 

determine the relationship between the specific ACT interventions and outcomes (Plumb and 

Vilardaga, 2010). Moving forward, studies should collect and monitor direct behavioural 

measures and/or clinician’s ratings of treatment integrity. Based on the social validity data 

from two studies (Corti et al., 2018; Lunsky et al., 2017), parents found the ACT protocol 

acceptable and were satisfied with the intervention. Nevertheless, additional research is 

needed to determine the level of carers’ social acceptability and satisfaction of ACT (Garcia 

et al., 2021). There was diversity in the length, frequency, ACT processes used, and 

facilitators’ ACT qualifications and clinical experience across studies; all of which may have 

influenced the intervention effects (Juvin et al., 2021). Future research should aim to 

investigate the ACT processes, and duration and frequency of ACT interventions required to 

achieve to best outcomes for family carers (Garcia et al., 2021).   

As only one study examined changes in outcomes using RCSC calculations, further research 

is required to evaluate the effects of ACT within this population at individual levels. 

Furthermore, six studies did not utilise a control or comparator, and only Joekar et al. (2016) 

employed an active control group in the form of direct psychological intervention for parents 

(Joekar et al., 2016). Therefore, the common therapy factors (e.g. connecting with other 

carers in similar circumstances) were not controlled for in studies using the single group 

pretest-posttest designs. Hence, the treatment outcomes for these studies may have been 

overemphasised in the absence of active controls (Guidi et al., 2018). Future research should 

improve the reliability of control groups by using active controls (e.g. attention placebo and 

clinical management controls) in order to accurately examine intervention outcomes (Garcia 

et al., 2021; Guidi et al., 2018). Finally, all ACT interventions were facilitated face-to-face. 

In one study, however, it was reported that 89 percent of participants decided not to partake 

in parent ACT group due to work commitments (Corti et al., 2018). Future research should 

investigate ways to promote access for family carers. This could be achieved by other modes 

of delivering ACT such as virtual groups and ACT-based mobile apps (Chua and Shorey, 

2021; Järvelä-Reijonen et al., 2020). 

Outcome Measures 

Participants informed the outcome measures in all studies. Hence, the data was likely to be 

affected by participants’ awareness of receiving ACT and response biases (Chang et al., 

2019); both of which can limit the objectivity of the data obtained. Similarly, Lobato et al. 

(2022) collected self-reported daily estimations of the frequency of punitive-hostile and 
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supportive-companion behaviours; however the accuracy of these behaviours could have 

been improved by direct frequency measures. Furthermore, there can be significant 

improvements in the frequency values-based behaviours per day, but limited changes on 

participant informed outcome measures (Gould et al., 2018). Future studies should use self-

reports in conjunction with other measures (Guidi et al., 2018), for example direct 

observations of behaviours (see Gould et al., 2018), and bioindicators of inflammation and 

stress (Järvelä-Reijonen et al., 2020).  

Additionally, only five articles measured intervention outcomes at follow-up (Blackledge and 

Hayes, 2006; Fung et al., 2018; Joekar et al., 2016; Lobato et al., 2022; Lunsky et al., 2017), 

with a maximum follow-up time of three months (Fung et al., 2018). As a result, it was not 

possible to assess the long-term impact of the ACT-based interventions. The seven studies 

without follow-up measures may not have captured all changes in outcomes as some studies 

have only observed significant improvements at follow-up, with largest effects at six months 

post-intervention (e.g., Gould et al., 2018). This suggests that some ACT skills require more 

time to develop (Hartley et al., 2019; Singh et al., 2014). Therefore, future studies should 

obtain data over longer time points (e.g. six months).  

Systematic Literature Review Limitations  

This systematic literature review had several methodological limitations. For example, this 

review only included papers published in English which may have introduced language bias 

and limited the findings (see Jackson and Kuriyama, 2019). The quality appraisal assessments 

were completed by one reviewer who had limited experience of using both tools and had not 

attended any formal training; all of which may have negatively impacted on the accuracy and 

reliability of the quality assessments (da Costa et al., 2017). In addition to this, some studies 

have reported low inter-rater reliability in the domain and overall judgement risk of bias 

ratings between different reviewers on the RoB 2 (Minozzi et al., 2020) and ROBIN-I 

(Minozzi et al., 2019). Additionally, both risk of bias tools do not assess all potential sources 

of bias and threats to validity such as conflicts of interest related to researchers and funders 

(Munder and Barth, 2018; Viswanathan et al., 2018) and publication bias (Cuijpers et al., 

2010). As a result, it is possible that other methodological issues and sources of biases in the 

studies may not have been captured in this review.  

Additionally, due to high levels of heterogeneity, the absolute effect of ACT was not 

calculated using a meta-analysis (Lee, 2019). Moreover, only peer-reviewed articles were 
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included in this review and therefore the results of this review may have been impacted by 

publication bias (Ayorinde et al., 2020). More specifically, it is possible that the published 

studies included more positive outcomes than unpublished research on ACT within this 

population (Polanin et al., 2016). Also, it is plausible that not all of the adults met the 

diagnostic threshold for ID and/or ASC as the procedures to confirm their diagnosis were not 

restricted. Lastly, qualitative evidence on the effects and experiences of ACT on family 

carers was not included in this review (e.g. Reid et al., 2016). Overall, the findings outlined in 

this review should be interpreted within the context of these limitations. 

Conclusion 

To conclude, the findings revealed that ACT groups for parents of children and young people 

diagnosed with ASC and/or ID can significantly improve a range mental health outcomes and 

ACT processes. The results of this review are supported by comparable systematic reviews. 

Nevertheless, improvements in the quality of studies are needed to more accurately assess the 

effects of ACT. Moreover, due to limited follow-up data, it was not possible to make 

conclusions about the long-term impacts of ACT. The majority of studies did not obtain or 

monitor measures of social validity and treatment integrity. All studies exclusively employed 

participant informed outcome measures. Finally, eleven studies used inactive or no control 

groups and hence did not account for nonspecific intervention effects. In future, researchers 

should aim to improve the quality of studies, and address the research gaps identified. 

Rationale for the Current Research 

The design of this research was selected based on the methodological limitations of the 

studies included in this review and the gaps in the research identified. Specifically, this will 

be the first known study to examine the effectiveness, feasibility and acceptability of ACT for 

family carers of adults with IDs. In addition, this research will provide insights into the 

mental health, wellbeing and quality of life and demographics of this carer population. It is 

also hoped that this feasibility study will inform future ACT studies and protocols within this 

population. Additionally, this research will potentially impact the psychological interventions 

and support offered to family carers both locally and nationally. Lastly, this research will 

possibly inform local and national policies which are inclusive of family carers of adults with 

IDs. 
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Chapter Three: Methods 

Chapter Overview 

This chapter will outline methodology used for this study. The first section will outline the 

ontological and epistemological positions adopted. This will be followed by a summary of the 

research paradigm and design. In the second section, the recruitment strategy, screening 

process and research setting will be outlined. The third section will describe the ACT 

intervention, data collection procedures and outcome measures used. This will involve a 

description of the psychometric properties of the six questionnaires used and measures of 

family carers’ problematic and values-based behaviours. The fourth section will outline the 

social validity questionnaire, demographic questionnaire and treatment fidelity measures 

used. The fifth section will summarise the group- and individual-level data analysis plan. 

This will describe the statistical assumptions checked for inferential tests, non-clinical and 

clinical norms used for individual-level analyses, feasibility calculations, and sample size 

calculation. The final section outlines the inclusion and exclusion criteria, ethical 

considerations and dissemination plan. 

Ontological Positioning 

The ontological position refers to the way in which the researcher views the nature of reality 

(Mertens, 2015). Realism and relativism perspectives exist at opposite ends of the ontological 

continuum (Coolican, 2018). Realism assumes that one reality exists which is external to 

human understanding (Mertens, 2015). In contrast, relativism assumes that there are multiple 

constructed realities, which are important in understanding the phenomenon being studied 

(Coolican, 2018). This study adopted a realist ontological position by assuming that the 

reality of family carers of adults with ID could be understood by collecting data through the 

use of objective observations to support or refute a hypothesis (Mertens, 2015). More 

specifically, this study used objective measurements of family carers’ mental health, quality 

of life, ACT processes and positive aspects of caring to support or refute hypotheses about 

the effectiveness of an ACT intervention.   

Epistemological Positioning 

The epistemological position of research relates to the way in which the researcher acquires, 

communicates and understands the nature of human knowledge (Grix, 2019; Willig, 2013). 

Positivism and constructivism exist at opposite ends of the epistemological continuum. 

Positivism adheres to the assumption that knowledge is objective and therefore the data, 

interpretations and outcomes are independent to researcher and participants (Guba and 
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Lincoln, 1989). Alternatively, constructivism adheres to the assumption that knowledge is 

ever changing, subjective and co-created based on the researcher’s perspective and 

participants’ individual experience (Creswell and Creswell, 2018). This study adopted a 

positivist epistemological position whereby group facilitators were expected to follow the 

same intervention ACT procedures and the participants completed the same standardised 

outcome measures.  

Research Paradigm 

The research paradigm selected for this study was based on the assumptions of the 

ontological and epistemological positions of the researcher (Braun and Clarke, 2013). As 

such, a quantitative framework was employed as this draws upon a realist ontological 

position and positivist epistemological position, which are best placed to answer the research 

question (Coolican, 2018). Quantitative methodology lends itself well to evaluate the 

effectiveness of psychological interventions by controlling variables, and eliminating and/or 

minimising the impact of confounding variables (Mertens, 2015). Moreover, the current lack 

of quantitative research into the effects of ACT on family carers of adults with IDs highlights 

a gap in the research literature which could be used to identify effective psychological 

interventions for family carers.  

Design  

A single group pretest-posttest design was utilised. The independent variable was a six hour 

ACT workshop. There were ten dependent variables in this study: depression, anxiety and 

stress symptoms, psychological flexibility, mindful states, cognitive fusion, quality of life, 

positive aspects of caregiving, and the frequency of problematic and values-directed 

behaviour. This design was selected for a number of reasons: (a) existing research on ACT 

with families of children with autism have used group interventions, (b) to give participants 

the opportunity to meet other family carers, (c) to increase the likelihood of family carers 

being able to attend the workshop due to time constraints related to caring commitments, (d) 

to maximise the number of participants recruited within the timeframe of a doctoral thesis, 

and (e) to minimise participant attrition. In addition, it is important to note a meta-analysis 

reported that ACT workshops had similar effects to longer-term ACT interventions (see 

Powers et al., 2009).  

The main objective of a feasibility study is to assess the feasibility and acceptability of a 

study and/or intervention (Abbott, 2014). Alternatively, in effectiveness trials, the primary 
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objective is to assess the effectiveness of an intervention (Abbott, 2014). Feasibility studies 

have been used in other carer populations (e.g., Kishita et al., 2022) to assess whether or not a 

full-scale effectiveness trial was deemed suitable. As a feasibility study, the primary objective 

of this study was to examine the feasibility and acceptability of ACT for family carers of 

adults with IDs. The secondary objective of this study was to provide preliminary evidence 

on the effects of the ACT within this carer population. 

The ACT intervention protocol for this study was developed and adapted based on ACT 

books (e.g. Harris, 2019) and previous research. As shown in Appendix C, the protocol 

included all of the six core processes and was designed based on the feedback provided by a 

group of family carers on 27th April 2022. A summary of the carer feedback can be found in 

Appendix D. Both group facilitators and thesis supervisors had the opportunity to review and 

make amendments to the ACT intervention prior to the protocol being finalised. The plan was 

to have a maximum of eight family carers in each group and to deliver at least two ACT 

workshops. However, the maximum number of participants was increased in the third 

workshop to maximise on participant recruitment within the timeframe of the doctoral thesis. 

The workshops lasted for six hours and were facilitated by two Clinical Psychologists who 

worked in the adult LD service and were registered with the Health and Care Professionals 

Council. Prior to facilitating the group, both facilitators had completed a three-day training 

course in Acceptance and Commitment Therapy at the Association for Psychological 

Therapies and had clinical experience of using ACT with clients.  

As noted by Zody (2017), there were some possible threats to the internal and external 

validity based on this research design. More specifically, one possible threat to the internal 

validity was that it was not possible to determine if the outcomes of the group were due to the 

ACT intervention, the relationships and connections formed with other family carers, the 

facilitators or both. Another possible threat to the internal validity was potential experimenter 

bias as the facilitators were aware of the study aims and therefore they may have 

unintentionally influenced the participants. Controls were used to reduce the risk of 

experimenter bias: (a) the chief investigator did not facilitate the group intervention, (b) two 

clinical psychologists facilitated the group, (c) the research was overseen by two thesis 

supervisors, and (d) the outcome measures were based on self-report. One of the thesis 

supervisors was also a group facilitator, however they were not involved in collecting the 

outcome data following the workshops. In addition to this, the ACT intervention procedure 



46 

 

was highly detailed to increase treatment fidelity and minimise experimenter bias (Drouillard, 

2019). One possible threat to the external validity was the selection of participants as family 

carers who volunteer to attend the workshops may be more open to discuss and explore their 

difficulties and change their behaviour (Zody, 2017); as a consequence, the sample in this 

study may not accurately represent the larger family carer population.  

Research Procedure 

Recruitment Strategy 

Family carers of adults with IDs were recruited from an adult LD service. Family carers 

included any family members (e.g. siblings and grandparents), guardians, or foster parents of 

any age who had caring responsibilities (Department of Health, 2010). The group facilitators 

worked within the adult LD service and disseminated the study information within the 

service. The study leaflet was emailed to clinicians within the service (see Appendix E) and 

included in the service’s staff newsletter. The leaflets were printed and placed around the 

adult LD service sites. The group facilitators discussed this study at multiple meetings within 

the service. The group facilitators reviewed the psychology waiting list within the service and 

made contact with family carers who were potentially eligible. Other clinicians (e.g. 

community nurses) within the multidisciplinary team liaised with the facilitators and/or chief 

investigator to discuss family carers they felt may benefit from the ACT group. Clinicians 

and group facilitators discussed the workshop with family carers they were working with and 

invited them to attend. The participant or staff member was asked to email one of the group 

facilitators and/or the chief investigator if they were interested in taking part in the research 

study. 

Screening Process 

The group facilitators or the chief investigator emailed or posted the participant information 

sheet and consent forms to the participants so they could access the information and complete 

the consent form independently if they chose. In addition, consent forms completed 

independently or over the phone were returned to the chief investigator via email or postage-

paid envelope. After a week, the chief investigator arranged a screening appointment with the 

participant over the phone or in-person, and asked the participants the screening questions 

(Appendix F). If the participant did not meet the inclusion and exclusion criteria, the plan was 

to signpost the participant to another service to meet their needs, however the need for this 

did not arise. If the participant was eligible and wanted to take part in the research, they had 
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the opportunity to ask any questions and/or receive help with the forms. If the participant was 

not sure whether they wanted to participate in the study, participants had 72 hours to decide if 

they wanted to take part. If the participant provided written informed consent, the facilitator 

completed the outcome measures with the participant during the screening appointment (time 

point one). The chief investigator and group facilitators informed the participant that they 

would make contact with the participant using the contact details provided to inform them of 

the time and date of the group.  

Setting 

Based on the feedback from a carer’s group, participants initially had to option to attend the 

ACT workshop in-person at one of the adult LD service sites, or virtually using the service’s 

secure video conference software (Microsoft Teams). The first workshop was offered face-to-

face at an adult LD service site. However, several participants reported potential barriers to 

attending the ACT workshop face-to-face (e.g. transport issues and caring commitments). 

Hence, the remaining two workshops were offered virtually to maximise the number of 

participants in attendance. Notably, there is evidence to support the delivery of ACT via 

video conferencing platforms (Lavelle et al., 2022). The plan was to facilitate the group 

virtually using the service’s secure video conference software if the Coronavirus Disease 

2019 restrictions were reintroduced, however COVID-19 restrictions were not reinstated 

during this research study.  

ACT Intervention 

One week prior to the group, participants were asked to select and define two problematic 

behaviours they wanted to decrease. Participants were asked to record the daily frequency of 

these behaviours on a chart over the next four weeks. Based on the feedback from carers, on 

the day of the workshop, participants had the option to attend the group 30 minutes before the 

start time to socialise with other family carers and/or to discuss the group. At the start of the 

workshop, participants were informed of the aims of the workshop, the limits of 

confidentiality and were told that they had the right to withdraw from the group at any point 

without providing a reason. During the six hour workshop, the participants were invited to 

take part in a number of activities, exercises, metaphors and discussions (please see the group 

protocol for full details of the intervention). At the end of the group, the participants were 

asked to complete the social validity questionnaire (Appendix G). Participants were invited to 

attend a debrief session and received a summary of the research findings via email. Lastly, 



48 

 

participants were informed that they had the option to stay for another 30 minutes to socialise 

with other family carers.  

Collecting Outcome Measures 

The chief investigator offered to complete the outcome measures with participants at time 

point two (three weeks post-intervention) and time point three (three months follow-up) over 

the phone or virtually, or to receive and return these via email. If the participants asked for 

support to complete the outcome measures, the chief investigator arranged a time to contact 

the participants over the phone to collect the outcome measures three weeks and three months 

after the group (time points two and three). If participants decided to complete the outcome 

measures via email, these were emailed over to the participants and an email reminder was 

sent to participants. If the participants did not complete the outcome measures within a week 

after the time point (e.g. four weeks after the group), the chief investigator attempted to make 

contact with the participant over the phone and/or email, and offered to complete the 

outcomes over the phone and/or prompted them to complete the outcome measures. The 

group facilitators (Clinical Psychologists) prompted a few participants to complete the 

outcome measures, but they were not actively involved in the data collection process. 

Measures 

Six self-reported outcome measures (see Appendix H) were collected at three time points: 

during the screening appointment (time point one), three weeks after the workshop (time 

point two), and at three months follow-up (time point three). Three ACT process measures 

were used to measure the proposed therapeutic mechanisms of change in ACT (Hayes, 2004): 

 Acceptance and Action Questionnaire version II was used to measure overall 

psychological flexibility and experiential avoidance (Bond et al., 2011). 

 Cognitive Fusion Questionnaire was used to measure cognitive fusion (Gillanders et al., 

2014).  

 Mindful Attention Awareness Scale was used to measure mindful states (Brown and 

Ryan, 2003).  

Four outcome measures related to family carers’ mental health, quality of life and positive 

aspects caregiving were used: 

 Depression Anxiety Stress Scales were used to assess symptoms of depression, anxiety 

and stress (Henry and Crawford 2005). 
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 Quality of Life Enjoyment and Satisfaction Questionnaire – Short Form was used to 

measure the levels of enjoyment and satisfaction across various areas of daily functioning 

(Endicott et al., 1993).  

 Positive Aspects of Caregiving was used measure the positive aspects of caregiving 

(Tarlow et al., 2004).  

Further details on the outcome measures used are provided below. 

Acceptance and Action Questionnaire-II 

The Acceptance and Action Questionnaire version II (AAQ-II) was used to measure overall 

psychological flexibility and experiential avoidance (Bond et al., 2011).  The AAQ-II 

consisted of seven items, each scored between one and seven (1 = never true, 2 = very seldom 

true, 3 = seldom true, 4 = sometimes true, 5 = frequently true, 6 = almost always true, 7 = 

always true). The AAQ-II questionnaire was selected as the seven item version of the 

questionnaire has better psychometric consistency than the AAQ-I (Bond et al., 2011). The 

AAQ-II has a Cronbach’s Alpha levels between 0.78 - 0.88, test-retest reliability between 

0.79 – 0.81, and adequate construct validity (Bond et al., 2011). An example item was “I’m 

afraid of my feelings”. AAQ-II scores were calculated by summing the numbers circled from 

the seven items, with a maximum score of 49 and a minimum score of seven; higher scores 

represent higher levels of psychological inflexibility and experiential avoidance (Bond et al., 

2011). The AAQ-II does not have cut-off scores to indicate when people are likely to meet 

the criteria for a psychological disorder; however scores above 24 – 28 are associated with 

clinically relevant levels of psychological distress (Bond et al., 2011).  

Cognitive Fusion Questionnaire 

The Cognitive Fusion Questionnaire (CFQ) was used to measure cognitive fusion (Gillanders 

et al., 2014). The CFQ consisted of seven items, each scored between one and seven (1 = 

never true, 2 = very seldom true, 3 = seldom true, 4 = sometimes true, 5 = frequently true, 6 = 

almost always true, 7 = always true). An example item was “My thoughts cause me distress 

or emotional pain”. The CFQ has Cronbach’s alpha levels between 0.88 – 0.93, test-retest 

reliability of 0.80, and good construct validity (Gillanders et al., 2014). CFQ scores were 

calculated by summing the numbers circled from the seven items, with a maximum score of 

49 and a minimum score of seven; higher scores represent higher levels of cognitive fusion 

(Gillanders et al., 2014). The items in the CFQ were developed based on the knowledge and 

clinical practice of a group of expert ACT clinicians (Gillanders et al., 2014). The CFQ does 
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not have cut-off points to indicate when people are likely to meet the criteria for a 

psychological disorder; however higher scores are associated with higher levels of distress 

and burnout (Gillanders et al., 2014), as well as symptoms of depression and anxiety (Luque-

Reca et al., 2021).  

Mindful Attention Scales  

The Mindful Attention Awareness Scale (MAAS) was used to measure mindful states 

(Brown and Ryan, 2003). The MAAS consisted of 15 items, each scored between one and six 

(1 = almost always, 2 = very frequently, 3 = somewhat frequently, 4 = somewhat 

infrequently, 5 = very infrequently, 6 = almost never). The MAAS has a Cronbach’s alpha 

between 0.80 – 0.92, test-retest reliability of 0.81, and adequate construct validity (Brown 

and Ryan, 2003). An example item was “I find myself preoccupied with the future or past”. 

MAAS scores were calculated by summing the numbers circled from the fifteen items, with a 

maximum score of 90 and a minimum score of 15. Brown and Ryan (2003) averaged the 15 

item scores in their original study. However, the total average MAAS score was calculated 

and used in this study as the largest sample sizes available in the literature for non-clinical 

and clinical MAAS norms had calculated the total average MAAS scores (Ayhan and Kavak 

Budak, 2021; Ruiz et al., 2016). Higher scores on the MAAS indicate a higher awareness of 

internal experiences and overt behaviours (i.e. mindful awareness and attention). The MAAS 

does not have cut-off scores to indicate when people are likely to meet the criteria for a 

psychological disorder. Nevertheless, higher scores on the MAAS are positively correlated 

with emotional wellbeing, self-regulated behaviour and life satisfaction (Brown and Ryan, 

2003), and negatively correlated with depression, anxiety and stress (Rayan & Ahmad, 2018).  

Depression Anxiety Stress Scales 

The Depression Anxiety Stress Scales (DASS-21) was used to measure symptoms of 

depression, anxiety and stress (Henry and Crawford, 2005). The DASS-21 consisted of 21 

items, each scored between zero and three (0 = did not apply to me at all, 1 = applied to me to 

some degree or some of the time, 2 = applied to me a considerable degree or a good part of 

time, 3 = applied to me a very much or most of the time). The DASS-21 has a Cronbach’s 

alpha of 0.88, test-retest reliability between 0.80 – 0.86, and adequate construct validity 

(Henry and Crawford, 2005; Silva et al., 2016). An example item was “I felt down-hearted 

and blue”. There are seven items for each depression, anxiety and stress subscale, with a 

maximum score of 42 and a minimum score of zero. For each subscale, the identified 

numbers are summed and multiplied by two. Higher scores indicate higher symptoms of 
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depression, anxiety and stress (Henry and Crawford, 2005). The scores for each subscale 

were used to determine the severity of depression, anxiety and stress based on cut-off scores 

ranging from normal, mild, moderate, severe, and extremely severe (Henry and Crawford, 

2005). The cut-off scores for each DASS-21 subscale score can be found in Appendix I.   

Positive Aspects of Caregiving  

The Positive Aspects of Caregiving (PAC) was used to measure the positive aspects of 

caregiving (Tarlow et al., 2004). The PAC consisted of nine items, each scored between one 

and minus four (1= disagree a lot, 2 = disagree a little, 3 = neither agree nor disagree, 4 = 

agree a little, 5 = agree a lot, -3 refused and -4 unknown). The PAC has a Cronbach’s alpha 

of 0.89, test-retest reliability between 0.82 – 0.98, and adequate construct validity (Kate et al., 

2012; Tarlow et al., 2004). An example item was “Providing help to a [care recipient] has 

made me feel appreciated”. PAC scores were calculated by summing the numbers circled 

from the nine items, with a maximum score of 45 and a minimum score of nine. Higher 

scores on the PAC represent more positive caregiving experiences (Tarlow et al., 2004), and 

are negatively correlated with depression (Hilgeman et al., 2007). 

Quality of Life Enjoyment and Satisfaction Questionnaire 

The Quality of Life Enjoyment and Satisfaction Questionnaire – Short Form (Q-LES-Q-SF) 

was used to assess the levels of enjoyment and satisfaction across various areas of daily 

functioning (Endicott et al., 1993). The Q-LES-Q-SF consisted of 16 items, each scored 

between one and five (1= very poor, 2 = poor, 3 = fair, 4 = good, 5 = very good). The Q-LES-

Q-SF has a Cronbach’s alpha between 0.89–0.95, test-retest reliability of 0.93, and adequate 

construct validity (Hope et al., 2009; Stevanovic, 2011). An example item was “Taking 

everything into consideration, during the past week how satisfied have you been with your 

physical health?” Q-LES-Q-SF scores are calculated by summing the numbers circled from 

the first 14 items, with a maximum score of 70 and a minimum score of 14.  

Endicott et al. (1993) suggested converting the total raw score into a percentage maximum 

score to make comparisons across different aspects of functioning for each participant and 

within participant groups. The authors recommend using the following formula: raw score 

minus the minimum raw score divided by the maximum possible raw score minus the 

minimum raw score. Nevertheless, the total raw score was calculated and used for the data 

analysis for a number of reasons: (a) this study was not comparing areas of functioning across 

or within participants, (b) there were no non-clinical norms available for the Q-LES-Q-SF 
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percentage maximum scores, and (c) multiple research studies have used total raw scores 

(Chen et al., 2017; Hope et al., 2009; Riendeau et al, 2018; Stevanovic, 2011). 

The two last items of the Q-LES-Q-SF are considered separately and are not included in the 

overall score. The Q-LES-Q-SF does not have cut-off points to indicate when people are 

likely to meet the criteria for a psychological disorder. Nevertheless, higher scores on the Q-

LES-Q-SF represent greater perceived quality of life across various areas of daily functioning 

(Endicott et al., 1993), and are correlated with better self-reported health status (Bourion-

Bédès et al., 2015b). 

Problematic and Values-Based Behaviours 

After screening, participants were sent a worksheet via email or post (Appendix J; Harris, 

2019). They were asked to complete this document and operationalise two problematic 

behaviours to be decreased. One week before the group, participants were asked to record the 

daily frequency of problematic behaviours over four weeks (up to time point two). An email 

reminder was sent to the participants one week before the group. During the workshop, 

participants were asked to operationalise two values-based behaviours and complete a 

worksheet (Appendix J) to record the frequencies of these behaviours over three weeks (time 

point two). 

Social Validity Questionnaire 

A questionnaire was used to collect data on the social validity of the ACT intervention 

immediately at the end of the session. The group facilitators did not oversee this process or 

view the responses from the participants. A copy of the social validity questionnaire can be 

found in Appendix G. This questionnaire was adapted from Wilson et al. (2022) and 

Kowalkowski (2012) and modified for the purpose of this study. This questionnaire contained 

nine items. Five items are rated on a five-point Likert scale ranging from one to five (“Not at 

all” to “A lot”). Higher scores on these five items indicate higher satisfaction with the ACT 

group (Kowalkowski, 2012), and increased social appropriateness and acceptability of the 

ACT intervention procedures (Wolf, 1978). Four items were open questions to allow 

participants to provide feedback on what they most and least liked about the ACT group, how 

they would change the group and any additional comments or feedback about the group.  All 

anecdotal qualitative feedback was collated into an excel spreadsheet and summarised in the 

results to ensure that researcher bias was minimised. 
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Demographic Questionnaire 

Participants were asked to complete a 15-item demographic questionnaire (Appendix K). 

This was designed for this research study to collect demographic information such as age, 

gender, ethnicity and relationship status.  

Treatment Fidelity 

The ACT intervention protocol was highly detailed to ensure the facilitators had enough 

guidance to maintain consistency within and between workshops (Drouillard, 2019). In 

addition, two methods were used to monitor and measure treatment fidelity. Following each 

workshop, both group facilitators completed self-reports of the ACT Fidelity Measure (ACT-

FM) in collaboration (O'Neill et al., 2019; Appendix L). The ACT-FM consists of 25 items, 

each scored between zero and three (0 = this behaviour never occurred, one = therapist rarely 

enacts this behaviour, two = therapist sometimes enacts this behaviour, 3 = therapist 

consistently enacts this behaviour).  The ACT-FM has moderate to excellent inter-rater 

reliability, which has ranged between 0.60–0.93 (O'Neill et al., 2019). An example item was 

“Therapist helps the client to notice thoughts as separate experiences from the events they 

describe”. For the consistent or inconsistent ACT scale, the maximum score was 36 and the 

minimum score was zero. The ACT-FM does not have cut-off points for the consistent and 

inconsistent ACT scales. However, higher total ACT consistency scores and lower ACT 

inconsistency scores indicate a higher degree to which the ACT intervention has been 

delivered as intended (O'Neill et al., 2019). Additionally, in line with previous research by 

Rauwenhoff et al. (2019), the group facilitators ticked off the exercises completed from the 

ACT intervention protocol and noted down any exercises added or omitted.  

Method of Analysis 

Group-Level Analyses 

Descriptive Statistics  

The data was analysed using Statistical Package for Social Sciences (SPSS) version 28 and 

Microsoft Excel. A range of descriptive statistics were used to summarise participants’ 

outcome data across time points and demographic information. Frequencies and percentages 

were calculated for nominal data (e.g. ethnicity and relationship status). Mean and standard 

deviations were calculated for ratio data (e.g. number of years caring for their relative), 

including all eight outcome measures across three time points. Frequencies of participants’ 

problematic and values-based behaviours were plotted on a line graph.  
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Test of Multivariate Normality & Equality of Multiple Variance-Covariance Matrices  

Test of multivariate normality 

Multivariate normality was assessed with the Mahalanobis distance test, which produced 

values (called MAH-1 values) for each observation of the outcome measures. The largest 

value among all measures was compared to the critical value on the chi-square distribution 

table (see Appendix M) based on an alpha value of 0.01 and the maximum number of 

outcome variables, which was eight in this analysis. In the chi-square distribution table, the 

corresponding critical value is 20.09, which is greater than 18.97, the maximum MAH-1 

value from the Mahalanobis distance test. Hence, multivariate normality of the data was 

achieved.  

Test of Equality of Multiple Variance-Covariance Matrices 

This assumption was assessed with the Box’s M Test through Multivariate Analysis of 

Variance. The text produced a Box’s M value of 77.29 and a p-value = 0.908. Since the p-

value from the data was greater than 0.001 (i.e., p>0.001), the equality of multiple variance-

covariance matrices assumption was achieved.  

Inferential Statistics  

As the data met the parametric test assumptions described above, a one-way within-

subjects multivariate analysis of variance (MANOVA) was used to detect any significant 

differences across three time points. A Bonferroni correction was applied to reduce the risk of 

a type one error. The plan was to follow-up any significant results from the multivariate 

analysis with a one-way within-subjects ANOVA for each outcome measure to determine 

which outcome measure(s) was contributing to the significant result. Additionally, the plan 

was to follow-up any significant results from the one-way within subjects ANOVA with a 

Bonferroni post-hoc test to determine where the significant difference(s) were across the time 

points, for example between time points one and two, two and three, and one and three.  

Non-Parametric Tests 

A Friedman test was used to detect any significant changes across the three time points when 

the data did not meet the parametric test assumptions. Any significant results on the Friedman 

test were followed up by a Wilcoxon signed-rank test to identify the significant difference(s) 

across the time points, for example between time points one and two, two and three, and one 

and three. A confidence interval of 95% was used to calculate effect size for all statistical 

tests. 
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ACT consistent and inconsistent item scores were analysed to assess treatment fidelity, in line 

with previous studies (Ong et al., 2019; Villatte et al., 2015; Wicksell et al., 2012). Based on 

existing research comparing treatment fidelity across sessions (e.g., Villatte et al., 2015), non-

parametric tests were completed to detect any significant changes in treatment fidelity across 

the three ACT workshops. As the treatment fidelity data violated normality tests (i.e. the 

Kolmogorov-Smirnov and Shapiro-Wilk statistic was significant), a Friedman test was 

completed on ACT consistent and inconsistent item scores across all three workshops. 

Finally, a Wilcoxon signed-rank test was completed on the ACT consistent and inconsistent 

item scores to detect any differences in consistency scores. 

Individual Analyses 

RCSC was calculated for five self-reported outcome measures, namely the DASS-21, Q-

LES-Q-SF, CFQ, AAQ-II, and MAAS. RCSC calculations were not completed for the PAC 

scores as there was no published clinical or non-clinical norms, or clinical cut-off points. An 

externally determined cut-off was used for RCSC calculations based on clinical cut-off points 

on the DASS-21 subscales: ten on the depression subscale, eight on the anxiety subscale and 

15 on the stress subscale (Henry and Crawford, 2005).  For the RCSC calculations, the 

reliability of the outcome measures used was based on Cronbach’s alpha. The Cronbach’s 

alpha included in the RCSC calculations were selected based on the largest sample size 

available from the sample norms reviewed in the literature. Based on a non-clinical sample of 

1,794 adults from the general UK population (Henry and Crawford, 2005), the Cronbach’s 

Alpha values of 0.88 was used for the depression subscale, 0.82 for the anxiety subscale and 

0.90 for the stress subscale.  

The Jacobson-Truax (Jacobson and Truax, 1991) method was used to evaluate the clinical 

significance of the ACT intervention effects at an individual level for the remaining four 

outcome measures aforementioned. This method was used to determine the number of 

participants who achieved reliable and clinically significant change on outcome measures 

between time points one and two, and time points one and three, which could not be 

attributed to measurement error (Jacobson and Truax, 1991). As advised by Hsu (1996), the 

criterion “C” was used as the cut-off. The reliable change index and clinical significance 

change score was calculated using the Leeds Reliable Change Indicator calculator (Morley 

and Dowzer, 2014).  
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The participants included in this sample would not be categorised as a clinical or non-clinical 

population as family carers report higher levels of distress and mental health difficulties than 

the general population (e.g., Emerson, 2003; Totsika et al., 2011). On this basis, sample 

norms were selected based on the sample most similar to the sample in this study (e.g. based 

on gender and age) to the best of the author’s knowledge.  

Q-LES-Q-SF Norms 

For the Q-LES-Q-SF, non-clinical sample norms (M = 48.91, SD = 7.06) were taken from 

Chen et al. (2017) based on a sample of 1,957 undergraduate students. This non-clinical 

sample was selected as no other published non-clinical means and standard deviations were 

available in the literature. There were published clinical norms available for veterans who had 

accessed a veterans’ mental health clinic (Riendeau et al, 2018), adult outpatients with a 

mental health diagnosis (Stevanovic, 2011), and adult outpatients with a substance 

dependence diagnosis (Bourion-Bédès et al., 2015a). However, the clinical sample norms (M 

= 32.29, SD = 16.13) were taken from Hope et al. (2009) based on a sample of 1,276 adult 

inpatients. This clinical sample was used as (a) Hope et al. (2009) had a higher proportion of 

females included and therefore was more likely to reflect this population, and (b) none of the 

samples included in this study reported any problems with substance abuse and/or 

dependence. The Cronbach’s alpha 0.86 was taken from Wyrwich et al. (2009).  

CFQ Norms 

For the CFQ, non-clinical sample norms (M = 22.28, SD = 8.3) were taken from Gillanders et 

al. (2014) based on a student and community sample (n = 1,040) in the UK (associates of the 

researcher). Published non-clinical norms were also available for another sample of UK 

students (Bolderston et al., 2019), German university students and clinicians (China et al., 

2018), French university students (Dionne et al., 2016), Hispanic college students (Flynn et 

al., 2018), and the general population in Brazil (José Quintero et al., 2022). However, these 

sample sizes were significantly smaller and/or were not based in the UK, and therefore were 

not selected for the calculation.  

The clinical sample norms (M = 34.31, SD = 8.06) were also taken from Gillanders et al. 

(2014) based on a mixed mental health sample of 215 participants across the UK (patients 

who had a confirmed mental health diagnosis). This clinical sample norm was selected as the 

sample was based in the UK and included a higher proportion of females, and therefore were 

more likely to reflect the sample included. Published clinical norms were available for a 
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sample of German adult inpatients with a mental health diagnosis (China et al., 2018), 

Canadian veterans who were struggling with emotional and interpersonal difficulties (Cox et 

al., 2018), and adult outpatients based in England who were experiencing psychosis (Johns et 

al., 2016). The Cronbach’s alpha of 0.9 was taken from Gillanders et al. (2014). 

MAAS Norms 

For the MAAS, published non-clinical norms were available for Chinese undergraduates 

(Deng et al., 2012), Turkish school teachers and white-collar workers (Catak, 2012), 

American undergraduates (Brown and Ryan, 2003; Gilbert and Christopher, 2010; MacKillop 

and Anderson, 2007), and college students and the general population from Spain and 

Portugal (Barajas and Garra, 2014; Elices et al., 2019; Gregório and Pinto-Gouveia, 2013).  

However, non-clinical sample norms (M = 63.33, SD = 16.17) were taken from Ruiz et al. 

(2016) based on 762 Colombian undergraduates. This non-clinical sample norm was selected 

as it was the largest sample of clinical participants available in the literature and was similar 

to this sample based on gender. 

Published clinical norms were available for a sample of outpatients with first-episode 

psychosis (González-Blanch et al., 2022), Spanish outpatients diagnosed with anxiety, 

depression or borderline personality disorder (Barajas and Garra, 2014), Spanish inpatients 

diagnosed with cocaine dependence, borderline personality disorder, or an eating disorder 

(Elices et al., 2019). The clinical sample norms (M = 32.59, SD = 8.55) were taken from 

Ayhan and Kavak Budak (2021) based on a sample of 700 adult outpatients diagnosed with 

depression. This clinical sample norm was selected as it was the largest sample of clinical 

participants available in the literature and was the most similar to this sample based on age. 

The Cronbach’s alpha 0.92 was taken from Ruiz et al. (2016). 

AAQ-II Norms 

For the AAQ-II, non-clinical sample norms (M = 19.33, SD = 8.63) were taken from a 

community sample (n = 884) in Hungary (Eisenbeck and Szabó-Bartha, 2018). Published 

non-clinical norms were available for a sample of employees from a UK bank (Bond et al., 

2011), Portuguese general population (Costa et al., 2014), healthy volunteers from Turkey 

(Yavuz et al., 2016), and a Greek student and community sample (Karekla et al., 2017). 

However, these sample sizes were smaller and the proportion of females was lower, and 

therefore was less likely to reflect this population.  



58 

 

The clinical sample norms (M = 40.72, SD = 8.59) were taken from a sample of 372 Dutch 

outpatients diagnosed with mild to moderate depression and anxiety (Fledderus et al., 2012). 

Published clinical norms were available for a sample of Greek adult outpatients with a mental 

health diagnosis (Karekla et al., 2017), Turkish adult outpatients who had at least one mental 

health disorder diagnosis (Yavuz et al., 2016), adult outpatients seeking therapy for substance 

misuse (Bond et al., 2011), adult outpatients based in England who were experiencing 

psychosis (Johns et al., 2016), and American veterans exposed to trauma (Meyer et al., 2013). 

The clinical sample norm was taken from Fledderus et al. (2012) as their participants were 

the most similar to this sample based on age and gender, and therefore was more likely to 

reflect this population. The Cronbach’s alpha 0.90 was taken from Eisenbeck and Szabó-

Bartha (2018). As shown in Table 2, criterion ‘C’ was used as the cut-off for these four 

outcome measures. 

Table 2 

Criterion C used for CFQ, AAQ-II, MAAS and Q-LES-Q-SF 

Outcome Measures Criterion C 

Q-LES-Q-SF 43.85 

CFQ 28.38 

AAQ-II 30.05 

MAAS 43.22 

The reliable change index values were used to categorise participants. The frequency and 

percentage of participants in each category was calculated. Participants were classified as: (a) 

recovered, if they moved reliably into the normal range; (b) improved, if they have made a 

positive reliable change but are still in the dysfunctional range; (c) unchanged, if they have 

not made a reliable change; and (d) deteriorated, if they made a negative reliable change 

(Ronk et al., 2013). Participants who ‘recovered’ and demonstrated a significant 

improvement, met the threshold for clinically significant change (CSC). The percentage of 

participants who met the CSC criteria was based on the number of participants in the clinical 

range at baseline. This was calculated manually as the Leeds calculator includes participants 

in non-clinical range in the CSC calculation.  
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Feasibility 

Lastly, based on a study by Fowler et al. (2021), the feasibility of the ACT group was 

measured by calculating the percentage of eligible participants who enrolled, completed the 

intervention, dropped-out, and completed the outcome measures from time points one to 

three. The percentage of eligible participants who enrolled was calculated by the number of 

potential participants who were approached and agreed to be screened for eligibility. This 

feasibility criteria was developed by Fowler et al. (2021) to examine the feasibility of ACT 

for caregivers of adults with Alzheimer’s disease and related dementias. Therefore, this 

feasibility criteria was selected as it had been previously used in a comparable feasibility 

study. Based on the feasibility criteria used by Fowler et al. (2021), the ACT intervention for 

family carers of adults with IDs was deemed feasible if (a) at least 50% of eligible 

participants enrolled in the group, (b) at least 70% of enrolled participants completed the 

whole workshop, (c) at least 70% of enrolled participants completed the outcome measures 

from time points one to three and (d) at least 70% of enrolled participants reported their 

overall satisfaction with the ACT group being “a good amount” to “a lot”.  

Sample Size Calculation 

A sample size calculation was completed using G*Power analysis based on a MANOVA 

repeated measures, within factors. With alpha = 0.05, power = 0.8, one group, three 

measurements, correlation among repeated measures = 0.5, the projected sample size required 

for a large effect (f = 0.4) would be approximately 14 participants. A large effect size was 

used for this calculation based on the effect sizes reported in the systematic literature review 

(chapter two). To allow for a 15% dropout rate, the aim was to recruit a minimum of 16 

participants. Participants from the same or different family were able to attend the 

workshops. 

Exclusion and Inclusion Criteria 

Participants were included if they met all of the following inclusion criteria: (1) they were a 

family carer or guardian of an adult diagnosed with a ID who was under the care of the adult 

LD service (2) experiencing stress related to their carer-giving role (3), aged at least 18 years 

old and (4) proficient in English.  The plan was to assess the inclusion of participants with 

special communication needs on an individual basis and to make reasonable adjustments to 

the group materials and discussions (e.g. using larger fonts, key words, and pictures) if 

possible. However, if it was not possible to adjust the group/study materials to meet the needs 
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of the participant, the plan was for the chief investigator and group facilitators to signpost the 

individual to other services which could provide support. Nevertheless, the need for 

reasonable adjustments did not arise as all participants reported that they were proficient in 

English and did not report any issues with reading comprehension.  

Participants were excluded if (1) they were a non-family member, (2) they had previous 

experience of ACT, (3) were receiving any other psychological interventions, (4) had changes 

to their psychotropic medication, (5) had major physical health issues, (6) evidence of 

substance abuse and/or dependence, (7) psychosis or suicidal ideation, or (8) there was a 

current safeguarding issue relating to the family. A non-substantial ethics amendment was 

made to change one of the exclusion criteria (see the next section). 

Ethical Considerations 

Ethical Approval 

Methods were taken to reduce the risk of any ethical issues. This study was conducted in line 

with the British Psychological Society Code of Ethics and Conduct (2018) and Code of 

Human Research Ethics (2021). Ethical approval was obtained from the Health Research 

Authority (Appendix N) and NHS Research Ethics Committee (NHS REC reference: 

22/WM/0249; IRAS project ID: 316039; Appendix O). After the study received HRA and 

Health and Care Research Wales (HCRW) approval, the Research and Development office 

within the NHS trust provided permission to complete this study within the service 

(Appendix P), and confirmed capacity and capability to host the study. Lastly, the study was 

approved by the University of Essex Ethics Research Governance Team (Appendix Q). As 

mentioned above, a non-substantial amendment was approved to include family carers who 

were taking psychotropic medication. 

The initial plan was to exclude family carers who were taking any psychotropic medication. 

However, several carers who were experiencing carer-related stress asked to participate, but 

were excluded due to taking long-term medication (e.g. antidepressants). Subsequently, a 

non-substantial ethics amendment was granted by HRA NHS REC to include family carers 

who were taking psychotropic medication. A copy of the NHS ethics amendment email 

confirmation can be found in Appendix R. The amendment confirmation email was shared 

with the Research and Development office within the NHS trust, and the Research and 

Development office department confirmed via email that the amendment could be 

implemented (Appendix S). The ethical approval granted by HRA NHS REC was accepted 
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by the University of Essex REO Research Governance Team (Appendix T) and a full 

application for ethical approval was not required through the university’s ethics review 

process. 

Informed Consent and Right to Withdraw 

Based on previous research (Blackledge and Hayes, 2006), the intervention was presented as 

‘Acceptance and Commitment Training’ rather than ‘Therapy’ as the intervention was 

manualised. The consent form was developed to include information about how participant 

data was stored, used and disposed of, and for the research team to have a record of informed 

consent. The participant information sheet was developed to provide information about the 

aims, procedures, and the potential benefits and disadvantages of participation, and the 

planned strategy of dissemination (see Appendix U). This information was included to enable 

participants to make an informed decision about whether or not to participate in this research 

study. Participants were given copies of the study leaflet and participant information sheet 

prior to their screening appointment, so they had the opportunity to ask the facilitator or chief 

investigator questions prior to providing informed consent (see Appendix V). Consent forms 

were sent via email or posted to family carers, and a self-addressed stamped envelope was 

provided where required. Participants were required to provide written informed consent for 

the participation and publication of the study. Participants were informed of their right to 

decline to participate or answer any questions, and to withdraw at any time without giving a 

reason. Participants were informed that this would not affect the NHS services that their 

family member received. If they withdrew from the study, any data collected prior to 

dissemination was deleted. If publications or reports had already been disseminated, these 

could not be withdrawn, however, these only contained anonymised and aggregated data.  

Risk 

The participants were not recruited from a clinical sample, however it was possible some 

participants were experiencing psychological distress associated with their caregiving role 

(Poddar et al., 2015). It was also possible that exploring and discussing the challenges and 

experiences of being a family carer during the study was emotionally difficult for 

participants. After the screening process, all participants were provided with the telephone 

number for the Samaritans helpline and advised to contact them in the event of any urgent 

mental health difficulties. In addition to this, participants were advised to contact their GP if 

they experienced any difficulties in relation to their physical and/or mental health. If required, 
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the facilitators had planned to sign-post participants to any additional services (e.g. mental 

health services); however the need for this did not arise. In the event of a participant in the 

online group becoming distressed and ending the video call, the facilitator had planned to 

contact the participant via email and/or telephone to check-in; however the need for this did 

not arise. A risk assessment was developed by the chief investigator and signed-off by both 

thesis supervisors. This risk assessment was used by the facilitators and chief investigator 

during the study to identify the potential hazardous events/consequences and to implement 

the current controls and additional controls. 

Confidentiality and Anonymity 

All information obtained from participants was kept confidential and was not disclosed unless 

required by law. Prior to the screening process, the limits of confidentiality were explained to 

the participants as well as safeguarding procedures. At the start of the group, all participants 

were asked to keep all information shared within the group confidential. Participants were 

given unique codes to use for the outcome measures. Participants were asked to complete the 

social validity measures anonymously to increase the likelihood of participants responding to 

the questions honestly (Audette et al., 2020).  

Data Management 

All documents with personally identifiable and/or confidential data were stored in a locked 

filing cabinet within the adult LD service, which only the intervention facilitators and chief 

investigator were able to access. Participant data was entered and analysed using an SPSS 

and excel database, which was stored on password protected NHS laptop kept by the 

researcher. University computers were used to analyse anonymised data on SPSS. At the end 

of the study, participants were thanked for their participation. All hardcopies of participant 

documents were disposed of using the confidential waste containers within the adult LD 

service, and electronic copies were deleted. All participant data was used and stored in 

accordance with the regulations of the University of Essex and the Data Protection Act 2018. 

Debriefing 

All participants were invited via email to attend an optional debrief session virtually using 

Microsoft Teams. A debrief session was used to provide participants with the opportunity to 

share their reflections, experiences or any issues. 
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Dissemination 

There are plans to disseminate the findings of this research in a number of ways. All 

participants received a written summary of the findings via email (Appendix W). The final 

research manuscript will be submitted to the University of Essex and subsequently uploaded 

onto the University of Essex research repository. Based on similar research (e.g. Gould et al., 

2018), the research report will be submitted for publication in a peer-reviewed journal such as 

the Journal of Contextual Behavioral Science, as well as the Bulletin of the Faculty for 

People with IDs. Additionally, the research findings will be presented at the area 

management team and positive behaviour support steering group meetings, and disseminated 

within the service via the staff newsletter. The research findings were presented at the 

University of Essex Staff-Student Research Conference. The author will also aim to present 

the research findings at a conference. Additionally, the findings of this research will be 

submitted to the Association for Contextual Behavioural Science website to be included in 

their publications webpage. Lastly, this research will be disseminated through academic 

social networks such as Research Gate.  
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Chapter Four: Results 

Chapter Overview 

This chapter will present the results from data collected and analysed from a one-day ACT 

workshop for family carers of adults diagnosed with ID. The first section will summarise the 

descriptive statistics of family carers’ demographic information. The second section will 

outline the feasibility and fidelity of the ACT intervention. In the third section, the 

quantitative and qualitative data related to the social validity of the intervention will be 

summarised. The fourth section will include an interpretation of the analyses conducted at 

group- and individual-levels on six outcome measures across three time points. The chapter 

will end with a summary of values-based and problematic behaviours reported by the 

participants from pre- to post-intervention. 

Demographics 

Twelve females (75%) and four males (25%) completed the study from baseline to time point 

two. The family carers’ ages ranged from 50 to 75 years old, with an average age of 61 years 

old (SD= ± 5.72 years). There were two couples who attended the workshop. The 

participants’ demographic information are presented in Table 3.  
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Table 3 

Frequencies and Percentages of Participant Demographics 

 N % 

Occupational Areas 

Retired  

Healthcare Worker 

Unpaid carer 

Administration 

Social Care Worker 

Police 

 

5 

5 

2 

2 

1 

1 

 

31.25 

31.25 

12.5 

12.5 

6.25 

6.25 

Ethnicity 

White-British 

White-Other 

Black-British 

 

14 

1 

1 

 

87.5 

6.25 

6.25 

Relationship status 

Married 

Single/divorced 

In a relationship 

 

11 

3 

2 

 

68.75 

18.75 

12.5 

Relationship with adult diagnosed with an ID 

Mother 

Father 

Sister 

Brother-in-law 

 

10 

3 

2 

1 

 

62.5 

18.75 

12.5 

6.25 

11 carers (68.75%) reported that they had not received therapy in relation to carer related 

stress. Of the five carers who had received therapy, one carer reported that they had received 

hypnotherapy (6.25%) and three carers reported that they had received counselling (18.75%). 

Another carer reported that they had accessed an aromatherapy group and individual 

psychotherapy (6.25%), but did not specify the therapy modality.  

Three carers were taking psychotropic medication from time points one and three. Of these, 

one participant was taking an antidepressant medication on a daily basis, alongside a 

medication for anxiety when required. This participant had been taking both medications for 

many years; however there was a recent increase in their antidepressant medication before 
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their screening appointment. The other participant had been taking a medication for anxiety 

and low mood on a daily basis for the past two years. Another participant was taking anti-

depressant medication for a physical health condition. Notably, there were no changes to both 

participant’s medication during the ACT intervention and data collection timeframe. 

The age of participants’ relative with an ID ranged from 18 to 60 years, with an average age 

of 32 years old (SD= ± 14.43 years). As shown in Table 4, all family carers stated that their 

relative had received another diagnosis in addition to their ID diagnosis, with the most 

common diagnosis being ASC.  

Table 4 

Co-existing Diagnosis for the Identified Adult with ID in Each Family 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 N % 

Neurodiversity/Developmental Condition 

Autism 

Downs Syndrome 

Awaiting ADHD Assessment 

Dyslexia 

Coffin-Siris Syndrome 

Tourette’s Syndrome 

Sensory Processing Disorder 

Dyspraxia 

Semantic and pragmatic language disorder 

Mental Health Diagnosis 

OCD 

Generalised Anxiety 

PTSD/Trauma 

Neurological Condition 

Acquired Brain Injury 

Alzheimer’s Disease 

Epilepsy 

Spinal Cord Injury 

 

10 

3 

1 

3 

1 

1 

2 

1 

1 

 

2 

5 

3 

 

1 

1 

3 

1 

 

62.5 

18.75 

6.25 

18.75 

6.25 

6.25 

12.5 

6.25 

6.25 

 

12.5 

31.25 

18.75 

 

6.25 

6.25 

18.75 

6.25 
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As shown in Table 5, the majority of relatives diagnosed with ID were living within their 

family home (68.75%). All participants were providing social, emotional and practical 

support for their relative diagnosed with ID (100%), and 13 participants were the joint or sole 

primary carer (81.25%). 

Table 5 

Living Arrangements and Family Support for the Identified Adult with ID in Each Family 

 

 

 

 

 

 

 

 

 

 

 

 

 

The number of hours of support family carers provided per day to their relative diagnosed 

with ID ranged from one hour to 23 hours, with a mean of 10.3 hours per day. Many carers 

described feeling as though they were “on call” 24 hours of the day to ensure they were being 

responsive and meeting the needs of their relative with an ID. Additionally, many carers 

reported that the level of care they have provided had varied over their relative’s life span. 11 

carers reported that they had been providing support to their relative since birth. The number 

of years family carers had provided support to their relative diagnosed with an ID ranged 

from four years to 60 years, with a mean of 26 years. 

 N % 

Living arrangements for their relative with an ID 

Family home 

Residential care home 

Own residence with support from carers 

Supported living 

 

11 

2 

2 

1 

 

68.75 

12.5 

12.5 

6.25 

Support provided by family carer 

Social  

Emotional 

Practical 

Financial  

 

16 

16 

16 

15 

 

100 

100 

100 

93.75 

Family carers who identified as a primary carer for 

their relative with an ID 

Sole Primary Carer 

Joint Primary Carer 

No 

 

 

9 

4 

3 

 

 

56.25 

25 

18.75 
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Three ACT workshops were facilitated. The initial workshop did not go ahead as seven of the 

eight participants dropped-out the day before the workshop was scheduled; these participants 

were invited to attend future workshops. Two participants attended the first ACT workshop 

face-to-face. 13 participants attended the second workshop, which was held virtually to 

maximise the number of participants in attendance. However, four participants in the second 

group dropped out between the workshop and time point two. Five participants attended the 

third group virtually.  

Feasibility 

Based on the feasibility criteria used by Fowler et al. (2021), the ACT workshop for family 

carers of adults with IDs was deemed feasible if all the following feasibility criteria were 

met: 

 At least 50% of eligible participants enrolled in the group. 

 At least 70% of enrolled participants completed the whole workshop. 

 At least 70% of enrolled participants completed the outcome measures from time points 

one to three.  

 At least 70% of enrolled participants reported their overall satisfaction with the ACT 

group being “a good amount” to “a lot”.  

As shown in Figure 4, 96 family carers were invited via email and/or in-person to participate 

in the ACT intervention over a 25-week period. 13 caregivers did not reply to the verbal or 

email invite (13.54%) and 24 participants were not able to attend due to caring or work 

commitments (25%). 35 participants attended screening appointments. Of these, one (2.86%) 

was not eligible to participate as they were receiving ongoing therapy. 32 participants 

completed the questionnaires at baseline and enrolled (33.3%). 20 participants attended the 

ACT workshop. 

In line with Fowler et al. (2021), the first feasibility criteria for at least 50% of eligible 

participants to enrol in the group was met as the remaining 32 eligible participants (91.43%) 

provided informed consent and enrolled in the intervention. Two participants withdrew 

between the screening appointment and workshop (6.25%). On the day of the workshop, ten 

participants did not attend due to a range of personal circumstances (31.25%).  
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The second feasibility criteria for at least 70% of enrolled participants to complete the whole 

workshop was not met as the remaining 20 participants (62.5%) out of the 32 enrolled 

participants completed the ACT workshop. Four participants withdrew between the workshop 

and time point two (20%). 

The third feasibility criteria for at least 70% of enrolled participants to complete the outcome 

measures from time points one to three was not met as 15 participants (46.88%) completed 

the outcome measures from time points one to three.  

The fourth feasibility criteria for at least 70% of enrolled participants to report their overall 

satisfaction with the ACT group being “a good amount” to “ a lot” was met as 90.9% of 

family carers reported the ACT workshop being “a good amount” to “ a lot” in terms of their 

satisfaction.  

As shown in Table 6, overall the ACT workshop for family carers would not be deemed 

feasible as two of the four feasibility criteria were not met.  

Table 6 

Feasibility Criteria and Findings 

Feasibility Criteria 
Criteria Met 

(✔/) 

At least 50% of eligible participants enrolled in the group. ✔ 

At least 70% of enrolled participants completed the whole workshop.  

At least 70% of enrolled participants completed the outcome measures 

from time point one to time point three. 
 

At least 70% of enrolled participants reported their overall satisfaction 

with the ACT group being “a good amount” to “a lot”. 
✔ 
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Figure 4 

Participant Enrolment, Screening and Drop-Out 

Time point three: 

Questionnaires at 3-months 

(n = 15) 

  

Invited via email or in-person 

(n = 96) 

Screened  

(n = 35) 

Time point two: 

Questionnaires at 3-weeks 

(n = 16) 

Did not meet exclusion criteria 

(n = 1) 

Withdrawn: 

Due to caring commitments  

(n = 1)  

Did not feel the group would 

be helpful (n =1) 

Included in analysis 

(n = 16) 

Did not reply to invite (n =13) 

Not interested (n = 13) 

Not able to attend due to: 

Work commitments (n = 14) 

Caring commitments (n = 10) 

Not liking online groups (n = 3) 

Dates not suitable (n = 7) 

Personal circumstances (n = 1) 

Withdrawn after workshop 

(n = 4) 

Did not complete 

questionnaires at time point 

three 

(n = 1) 

Time point one: Enrolled and 

completed questionnaires at 

baseline   

(n = 32) Withdrawn due to personal 

circumstances (n = 2) 

Did not attend workshop  

(n = 10) 

Attended ACT Intervention 

(n = 20) 



71 

 

Therapy Adaptations  

Three carers indicated that they would be supporting their relative diagnosed with an ID on 

the day of the workshop. To enable caregivers to still attend the intervention and be 

responsive to their family members, it was agreed that the caregivers would be able to step 

away from the virtual workshop at any time when needed. Similarly, on the day of the 

workshop, two participants had to leave the intervention early and one carer joined the 

session late due to caring commitments. However, these caregivers were provided with the 

materials and content required to complete the exercises individually, and the facilitators 

followed up the caregivers to answer any questions or queries. 

Treatment Fidelity 

The facilitators completed self-reports of fidelity across the three workshops using the ACT-

FM. The ACT consistent and inconsistent scores violated normality tests (i.e. the 

Kolmogorov-Smirnov and Shapiro-Wilk statistic was significant), and therefore non-

parametric tests were used. The SPSS statistic tables for the non-parametric tests below can 

be found in Appendix X. A Friedman test revealed that there was no significant difference in 

ACT consistent scores across the three workshops: χ2 (2, N = 13) = 3.429, p = 0.180. 

Moreover, a Friedman test revealed that there was no significant difference in ACT 

inconsistent scores across the three workshops: χ2 (2, N = 12) = 1.2, p = 0.549. Further 

analysis using a Wilcoxon sign-ranked test revealed that there was a significant difference 

between the ACT consistent (frequencies: M= 2.47; SD± 0.56) and ACT inconsistent scores 

(frequencies: M= 0.167; SD± 0.38) (Z= -5.297; p < 0.01).  

As shown in Table 7, the average ACT consistency scores were significantly higher than the 

ACT inconsistent scores across all subscales. The total average ACT consistent score was 

29.3 (out of a maximum score of 35), suggesting that the facilitators’ behaviours were highly 

consistent with the ACT approach (O'Neill et al., 2019). Moreover, the facilitators ticked off 

the exercises completed from the ACT intervention protocol, and no exercises were omitted 

or added. Taken together, this data indicates that there was a high degree of adherence and 

the intervention was delivered as intended.  
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Table 7 

ACT Consistent and Inconsistent Average Subscale Scores on ACT-FM 

ACT Consistent Average Score ACT Inconsistent Average Score 

Stance 

Open response style 

Aware response style 

Engaged response style 

8.0 

6.3 

7.7 

7.3 

Stance 

Open response style 

Aware response style 

Engaged response style 

1 

0 

0.3 

0 

Total Score 29.3 Total Score 1.3 

 

Social Validity 

Ten participants completed the social validity questionnaire. One participant completed a 

social validity questionnaire on the day of the workshop and seven weeks post-intervention to 

provide further feedback. In total, 11 social validity questionnaires were collected and 

analysed.  

Quantitative Feedback   

Five items on the social validity questionnaire were rated on a four-point Likert scale ranging 

from one to four (where 1 = “Not at all”, 2 = “Sometimes”, 3 = “Often”, 4 = “A lot”).  As 

shown in Table 8, none of the eleven participants responded “not at all” on any of the five 

items and all responses ranged between “sometimes/somewhat”, “often/a good amount” or “a 

lot”. The average total score on the social validity questionnaire was 16.4, and the total scores 

ranged between 13 and 19 (with higher scores indicating higher satisfaction and social 

acceptability). 
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Table 8 

Frequencies and Percentages of Participant’s Responses by Item the on Social Validity 

Questionnaire 

 Not at all 
Sometimes/ 

Somewhat 

Often/ 

A good amount 
A lot 

How much did you enjoy the 

ACT activities? 
0 (0%) 0 (0%) 6 (55%) 5 (45%) 

How much did you learn by 

doing the ACT activities? 
0 (0%) 2 (18%) 3 (27%) 6 (55%) 

How much did you learn about 

thoughts and feelings? 
0 (0%) 1 (9%) 7 (64%) 3 (27%) 

How often do you plan to use 

the ideas/skills you learned in 

the ACT activities? 

0 (0%) 2 (18%) 8 (73%) 1 (9%) 

Overall how satisfied were you 

with the ACT group? 
0 (0%) 1 (9%) 3 (27%) 7 (64%) 

 

Qualitative Feedback 

What did participants most like about the ACT group?  

Four items on the social validity questionnaire were open questions to allow participants to 

provide qualitative feedback and inform future interventions. All ten participants provided 

examples of what they most liked about the intervention. Six participants commented that 

they most liked the facilitators of the workshops. Of these, participants reported the 

facilitators were “very respectful”, “kind”, “excellent”, “very skilled”, “personable and 

friendly”, “gave space to think/ask questions”, and made them feel “welcome and valued”. 

Importantly, one participant spoke about finding the workshop “a safe, accepting space to 

share thoughts and feelings with others who understand”, and another said they “felt safe to 

share their experiences and learn from each other”. Similarly, one participant said they valued 

the “chance to talk candidly about feelings”. Two participants said they most liked the 

defusion techniques. For example, one participant commented “changing the language is 

something that has had an immediate positive impact for both myself and those around me”.  
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Four participants commented on most liking the group format and benefiting from meeting, 

sharing and/or hearing other carer’s experiences. For example, one participant stated “I felt 

that the group shared a genuine and deep understanding of what it means to be a carer and the 

acceptance I felt from it and toward the other parents/carers enabled me to consider and 

hopefully change my attitude towards myself differently”. One participant stated that they 

valued that “all participants had commonalities/struggles”. Another participant stated that it 

was “a nice sized group for a team’s meeting”. Two participants commented that they most 

liked learning new coping skills, and one participant most liked “being challenged to address 

issues and how to cope going forward”. Four participants spoke about most liking the videos 

presented in the workshop. Two participants stated that they found the exercises and 

techniques useful. Lastly, one participant stated that they most liked the mindfulness tools 

and another stated that they found the sky and weather metaphor helpful.  

What participants least liked about the ACT group? 

Two participants commented that it was a lot of information to take in during a one day 

workshop, and another suggested that “Two half days may be better”. Similarly, two 

participants commented that they would have liked more time to discuss and/or share stories. 

One participant said “they needed more time to practise coping exercises or given the chance 

to try before attending the group”. Another participant said that the “expansion exercise video 

was too brief”. Two participants commented that they would prefer to do the workshop face-

to-face. One participant said “it was a shame there were not more participants”. Two carers 

spoke about having caring responsibilities at the time of workshop and this being a challenge, 

and of these, one commented that “it is not possible to make the most of the course and still 

have caring responsibilities happening at the same time”.  One participant commented “I 

don’t think the concepts will change the way I am doing things”. One participant commented 

that they least liked “some of the exercises”, but did not specify which ones. Another stated 

that “what was required of us in some of the exercises was also not always clear. “This was 

particularly evident in the last values exercise and in the problem behaviours”. Similarly, 

another participant commented that the values exercise “could be reconsidered”. Lastly, one 

participant said that they “found the style of learning difficult”. 

What participants would do differently or change about the ACT group? 

Four participants stated that they would have liked two shorter sessions” and “longer for 

carers to interact with each other and share stories”. Two participants commented that they 



75 

 

would have liked more sessions. Two participants suggested the inclusion of more diverse 

participants, and this “might have brought in more views. For example, the great majority of 

carers’ children in this group were aged between 18 and 30, and therefore issues that arise as 

parents and their children become older were not so much covered”. One participant 

suggested that they would have liked “more information as to what was expected from the 

workshop so we could have some time to think before the session”. Four participants stated 

that they would have preferred a face-to-face group. Of these, one felt this would allow for 

more “meaningful interaction amongst the participants” and another commented that “it 

would be easier to connect the learning to some of those real-life feelings and experiences 

being spoken about”. Similarly, one participant commented “meeting in person and with 

more participants as I think it would have enabled parents/carers who often feel so isolated to 

discuss progress, share ideas, offer ongoing support and spur each other on.” One participant 

suggested “more breakout groups”. One participant commented that they would have liked 

guidance on understanding and supporting their family member with IDs who was displaying 

obsessions and compulsions. Finally, one participant suggested that it would be helpful to 

have more breaks away from the computer.  

Additional Feedback or Comments about the group 

Four participants said thank you for having the opportunity to attend the workshop. Three 

participants commented that they would like to attend a group for carers in the future to meet 

people in similar situations, to “keep everyone engaged and focused on practising the 

concepts and ideas learnt”, and “to know from a carer’s point of view that others are 

struggling too”. One participant said it was “Good to be a part of the project. I picked up a lot 

of good tips”. One participant commented “the actual skills being presented were good”. One 

participant said “I really enjoyed the group and am sure that I will use at least some of the 

tools to help me ACT”. Lastly, one participant commented “I am so pleased that carers’ 

needs and challenges are being recognised and I hope this opportunity will be offered widely 

to other carers who I feel are so often undervalued and overlooked in society. I’m sure it will 

benefit both the carer and in turn the cared for person. In particular I think this would be very 

useful to carers of children who may be struggling to adjust and accept their new life as a 

carer, as is something that I’m sure would have saved me a lot of pain and unnecessary 

mental suffering when my child was young, and I started my initially reluctant journey into 

the world of disability as a carer to my son”. 
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One participant provided additional feedback seven weeks after attending the workshop and 

commented “I found the day fun and eye opening, and it had a good balance of presentation 

and practical elements”. This participant went onto describe that “after trying to do some of 

the exercises I gave up” as the effects of some of the exercises “did not last” and resulted in 

them “worrying about exactly the same things as always”, including thoughts about the future 

welfare of their daughter. This last comment and comments from two other participants on 

the social validity questionnaire suggested that they may have had misconceptions about the 

ACT principles and/or techniques. 

Data Collection 

At time point one, the average number of days the questionnaires were completed before the 

workshop was 33 days, with a range between one day and 140 days before the workshop. At 

time point two, the plan was for participants to complete the questionnaires three weeks (21 

days) after the workshop. On average, the questionnaires were completed 34 days after the 

workshop, with a range between 21 days and 83 days post-intervention. At time point three, 

the plan was for participants to complete questionnaires three months (13 weeks) after the 

workshop. On average, the questionnaires were completed 15 weeks after the workshop, with 

a range between 13 weeks and 27 weeks and six days after the workshop. 

Depression, Anxiety and Stress Scores at Baseline 

At baseline, seven (43.75%) participants’ scores fell in the normal ranges across all three 

subscales of the DASS-21. The remaining nine participants’ (56.25%) scores fell in the 

clinical range on at least one of the DASS-21 subscales. The percentage of participants’ 

depression, anxiety and stress scores in the normal and clinical ranges are presented in Table 

9. Seven (43.75%) of participants’ scores fell in the clinical range on the depression subscale. 

Five participants’ (31.25%) scores fell in the clinical range on the anxiety subscale. Eight 

participants’ (50%) scores fell in the clinical range on the stress subscale. 
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Table 9 

Frequencies and Percentages of Participants’ Scores in the normal and clinical ranges on 

the DASS-21 subscales 

 

 Normal Mild Moderate Severe Extremely 

Severe 

 N % N % N % N % N % 

Depression 9 56.25  1 6.25  4 25 2 12.5 0 0 

Anxiety 11 68.75 1 6.25 3 18.75 0 0 1 6.25 

Stress 8 50 1 6.25 4 25 1 6.25 2 12.5 

 

Group-Level Analyses 

One-way Within-Subjects MANOVA 

An initial one-way within-subjects MANOVA revealed that there was no significant effect of 

time on AAQ-II, CFQ, MAAS, PAC, and DASS-21 depression, anxiety and stress subscale 

scores, Wilks’ Lambda = 0.601, F (8,7) = 0.762,  p = 0.716; ƞ𝑝²= 0.225 (see Appendix X). 

Quality of Life Enjoyment and Satisfaction Questionnaire 

The two last items of the Q-LES-Q-SF were analysed separately and are not included in the 

overall score. A Friedman test revealed that there was no significant difference between 

medication satisfaction scores across the three time points: time point one (M= 3.86; SD= 

0.378); time point two (M= 3.43; SD= 0.79); time point three (M= 3.43; SD= 0.53); [χ2 (2, N 

= 7) = 2.923, p = 0.232]. In addition, a Friedman test revealed that there was no significant 

difference between the overall life satisfaction and contentment scores across the three time 

points: time point one (M= 3.0; SD= 0.926); time point two (M= 3.0; SD= 1.0); time point 

three (M= 2.93.27; SD= 1.16); [χ2 (2, N = 15) = 0.545, p = 0.761]. 

Individual-Level Analyses 

ACT Process Measures and Quality of Life  

The magnitude of the differences in the means were small for the CFQ, MAAS, AAQ-II and 

Q-LES-Q-SF scores at post-intervention. At follow-up, the effect sizes were small for CFQ 

and Q-LES-Q-SF scores, and moderate for MAAS and AAQ-II scores (Table 10).   
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The mean CFQ scores at time points two and three were higher than time point one, 

suggesting that cognitive fusion had increased following the ACT intervention. The mean Q-

LES-Q-SF scores at time points two and three were lower than time point one, suggesting 

that quality of life had decreased. The mean MAAS scores decreased from time point one to 

time point three, suggesting a reduction in mindful awareness. The mean AAQ-II scores 

increased from time point one to time point three, suggesting an increase in psychological 

inflexibility following the ACT workshop. 

Table 10 

Mean, Standard Deviations and Effect Sizes for ACT Process and Quality of Life Scores 

  Time Point 1   Time Point 2 Time 3   

Outcome 

Measures 

Criterion 

C 
Mean SD Mean SD Mean SD 

Pre- to Post-

Intervention 

Effect size 

Pre-group to 

Follow-up 

Effect Size 

CFQ 28.38 22.56 8.65 23.88 9.44 23.07 10.07 -0.15 -0.17 

AAQ-II 23.52 20 8.92 21.06 7.77 22.80 9.59 -0.12 -0.41 

MAAS 43.22 65.44 12.3 61.88 11.12 61.6 13.68 -0.29 -0.41 

Q-LES-Q-SF 43.85 46.25 10.49 44.49 10.32 45.27 8.72 -0.15 -0.12 

As shown in Tables 11 and 12, the majority of participants’ scores on the three ACT process 

measures, and quality of life scores remained stable at post-intervention and follow-up. Of 

the scores which did not remain stable, three participant’s cognitive fusion scores 

‘deteriorated’, and three participants ‘improved’ and two met the RCSC criteria at post-

intervention. At follow-up, two participant’s cognitive fusion scores ‘deteriorated’ and two 

‘improved’ and both met the RCSC criteria.  Two participants’ psychological flexibility 

scores ‘deteriorated’ at post-intervention and follow-up. At post-intervention, four 

participant’s mindful awareness scores ‘deteriorated’. At follow-up, three participant’s 

mindful awareness scores ‘deteriorated’ and two participants ‘improved’. Three participant’s 

quality of life scores ‘deteriorated’ at post-intervention. At follow-up, three participant’s 

quality of life scores ‘deteriorated’ and one participant ‘improved’. 
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Table 11 

RCSC Calculations for ACT Process and Quality of Life Scores from Pre- to Post-

Intervention 

 
Pre-intervention to Post-intervention 

(n = 16) 

Outcome Measures 
Number “No 

Change” 

Number 

“deteriorated” 

Number 

“improved” 

Number meeting 

RCSC 

CFQ 10 (62.5%) 3 (18.75%) 3 (18.75%) 2 (40%) 

AAQ-II 14 (87.5%) 2 (12.5%) 0 (0%) 0 (0%) 

MAAS 12 (75%) 4 (25%) 0 (0%) 0 (0%) 

Q-LES-Q-SF 13 (81.25%) 3 (18.75%) 0 (0%) 0 (0%) 

Table 12 

RCSC Calculations for ACT Process and Quality of Life Scores from Pre-Intervention to 

Follow-up 

 
Pre-intervention to Follow-up 

(n = 15) 

Outcome Measures 
Number “No 

Change” 

Number 

“deteriorated” 

Number 

“improved” 

Number meeting 

RCSC  

CFQ 11 (73.33%) 2 (13.33%) 2 (13.33%) 2 (50%) 

AAQ-II 13 (86.67%) 2 (13.33%) 0 (0%) 0 (0%) 

MAAS 10 (66.67%) 3 (20%) 2 (13.33%) 0 (0%) 

Q-LES-Q-SF 11 (73.33%) 3 (20%) 1 (6.67%) 0 (0%) 

 

Depression Anxiety Stress Scales 

The means and standard deviations of the DASS-21 subscales across three time points are 

presented in Table 13.  The size of the differences in the means were small across DASS-21 

subscales at post-intervention and follow-up. The mean scores were higher at time points two 
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and three versus time point one across all DASS-21 subscales, suggesting that participants’ 

experiences of depression, anxiety and stress increased over time.  

Table 13 

DASS-21 Subscale Mean, Standard Deviations and Effect Sizes across Time 

  
Time Point 1 

(n = 16) 

Time Point 2 

(n = 16) 

Time 3 

(n = 15) 

 
 

Subscales of 

DASS-21 

External 

Criterion 
Mean SD Mean SD Mean SD 

Pre- to Post-

Intervention 

Effect size 

Pre-group to 

Follow-up 

Effect Size 

Depression 10 9.88 8.72 10.88 8.16 12.27 11.78 -0.11 -0.28 

Anxiety 8 5.5 5.82 6 6.61 5.87 6.52 -0.09 -0.07 

Stress 15 17 10.78 17.25 10.58 18.13 12.86 -0.02 -0.12 

 

As shown in Tables 14 and 15, the majority of participants’ depression scores remained 

stable at post-intervention and follow-up. Of the scores which did not remain stable, one 

participant’s depression scores ‘deteriorated’ at post-intervention. At follow-up, two 

participant’s depression scores ‘deteriorated’, two participants ‘improved’ and one participant 

met the RCSC criteria at follow-up. At post-intervention, two participant’s anxiety scores 

‘deteriorated’, and one participant ‘improved’. At follow-up, two participant’s anxiety scores 

‘deteriorated’, two participants ‘improved’ and one participant met the RCSC criteria at 

follow-up. At post-intervention, two participant’s stress scores ‘deteriorated’, three 

participants ‘improved’ and two participants met the RCSC criteria. At follow-up, three 

participant’s stress scores ‘deteriorated’ and three participants ‘improved’ and all three met 

the RCSC criteria. 
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Table 14 

DASS-21 Reliable Changes Indices and RCSC from Pre- to Post-Intervention 

 
Pre-intervention to Post-intervention 

(n = 16) 

DASS-21 

Subscales 

Number “No 

Change” 

 

Number 

“deteriorated” 

Number 

“improved” 

Number meeting 

RCSC 

Depression 15 (93.75%) 1 (6.25%) 0 (0%) 0 (0%) 

Anxiety 13 (81.25%) 2 (12.5%) 1 (6.25%) 0 (0%) 

Stress 11 (68.75%) 2 (12.5%) 3 (18.75%) 2 (25%) 

 

Table 15 

DASS-21 Reliable Changes Indices and RCSC from Pre-Intervention to Follow-up 

 
Pre-intervention to Follow-up 

(n = 15) 

DASS-21 

Subscales 

Number “No 

Change” 

 

Number 

“deteriorated” 

Number 

“improved” 

Number meeting 

RCSC  

Depression 11 (73.33%) 2 (13.33%) 2 (13.33%) 1 (16.67%) 

Anxiety 11 (73.33%) 2 (13.33%) 2 (13.33%) 1 (20%) 

Stress 9 (60%) 3 (20%) 3 (20%) 3 (42.86%) 

Participant Factors  

It is important to note that six participants reported that they felt their difficult personal 

circumstances had impacted their outcomes measures at time points two and/or three. These 

participants provided consent to report contextual information about these experiences. More 

specifically, two participants reported that they had started to experience health issues. One 

participant reported that they had started to care for another family relative who was 

experiencing health concerns. Another participant reported that they had experienced issues 

related to their employment. Lastly, two participants reported that they were experiencing 
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significant stress related to finding new accommodation and a care provider for their relative 

with an ID. It is important to note that the data from these two participants had a significant 

impact on the mean for all outcome measures across time. More specifically, when these 

participants were excluded from the analyses, mean cognitive fusion, mindfulness, 

depression, anxiety, stress, quality of life, positive aspects of caring scores improved from 

baseline to follow-up. Also, when these two participants were excluded from the analyses, 

mean psychological inflexibility scores minimally increased across time, however the 

magnitude of the differences in the means had reduced. Overall, based on the six participant’s 

reports, it is possible that these circumstances impacted the data collected. 

Problematic and Values-Based Behaviours 

All participants were invited to identify and record the daily frequency of problematic 

behaviours over four weeks (one week before the workshop to three weeks post-

intervention). Participants were also asked to operationalise two values-based behaviours 

during the workshop and complete a worksheet to record the frequencies of these behaviours 

over three weeks (time point two). Several participants reported that due to caring and other 

commitments it was difficult to complete the daily frequency of behaviours.  

Three participants completed records of the daily frequency of problematic behaviours over 

four weeks. The specific problematic and values-based behaviours are not outlined to 

maintain the anonymity of the participants. Many of the problematic behaviours related to 

difficulties in looking after their physical and/or mental health (e.g., socialising with others).  

For participant A, from one-week pre-intervention to three weeks post-intervention, the 

weekly frequency slightly decreased for one problematic behaviour and slightly increased for 

another problematic behaviour (Figure 5). 
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Figure 5 

Participant A: Frequency of Two Problematic Behaviours across Time 

 

For participant B, from one-week pre-intervention to four weeks post-intervention, the 

weekly frequency slightly decreased for one problematic behaviour and significantly 

decreased for another problematic behaviour (Figure 6). 

 

Figure 6 

Participant B: Frequency of Two Problematic Behaviours across Time 
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For participant C, from one-week pre-intervention to two weeks post-intervention, the weekly 

frequency slightly decreased for one problematic behaviour and increased for another 

problematic behaviour (Figure 7). 

Figure 7 

Participant C: Frequency of Two Problematic Behaviours across Time 

 

Four participants completed records of the daily frequency of values-based behaviours three 

weeks post-intervention. Many of the values-based behaviour related to participants looking 

after their physical and/or mental health (e.g. socialising with others). For participant A, the 

weekly frequency increased for one values-based behaviour and decreased for another 

values-based behaviour (Figure 8). 
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Figure 8 

Participant A: Frequency of Two Values-Based Behaviours across Time 

 

For participant A, the weekly frequency decreased for one values-based behaviour and 

remained the consistent for another values-based behaviour (Figure 9). 

Figure 9 

Participant A: Frequency of Two Values-Based Behaviours across Time 

 

For participant D, the weekly frequency decreased for one values-based behaviour and 

increased for another values-based behaviour (Figure 10). 
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Figure 10 

Participant D: Frequency of Two Values-Based Behaviours across Time 

 

For participant C, the weekly frequency decreased overtime for one values-based behaviour 

and increased for another values-based behaviour (Figure 11).  

Figure 11 

Participant C: Frequency of Two Values-Based Behaviours across Time 
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Chapter Five: Discussion 

Chapter Overview 

This chapter will discuss the results from a one-day ACT workshop for family carers of 

adults diagnosed with IDs. The first section of this chapter will discuss the family carers’ 

demographics and social context at baseline. The second section will summarise and discuss 

the group- and individual-level findings in relation to ACT outcome studies and the ACT 

model. The third section will discuss the treatment fidelity, social validity, and feasibility 

findings. The fourth section will explore the limitations and strengths of this study, as well as 

recommendations for future research. In the fifth section, the implications on clinical 

practice, policy, theory and future research will be explored.  Lastly, the researcher’s 

reflections, learning and positioning in relation to the research will be examined. 

Review of Study Findings 

This study evaluated the feasibility, acceptability and effects of a six-hour ACT workshop for 

family carers of adults with IDs. This was the first ACT intervention study within this carer 

population. Based on ACT research for family carers of individuals with IDs and/or ASCs, it 

was hypothesised that there would be significant improvements on depression, anxiety, stress, 

psychological flexibility, cognitive fusion, mindful awareness, quality of life and positive 

aspects of caregiving scores at post-intervention and follow-up compared to baseline. In line 

with existing research, it was also hypothesised that the ACT intervention would be feasible 

and socially acceptable within this carer population. Accordingly, the results will be 

discussed in the context of the literature outlined in the introduction chapter.  

Demographics  

Sixteen family carers of adults with IDs were recruited from a local LD service. The family 

carers reported that the majority of their adult relatives with IDs were living within their 

family home and had comorbid physical and/or mental health conditions, which was in line 

with previous research (Cooper et al., 2015; Hatton, 2017). The results revealed that the 

majority of family carers included in the study were mothers who were married and White-

British. This finding was congruent with the majority of ACT and psychosocial carer 

intervention studies (Leung and Li-Tsang, 2003; Singer et al., 2007). Based on this lack of 

participant diversity, it has been recommended that future research should aim to recruit more 

diverse and under-researched family carer groups by targeting barriers to participation 

(Drouillard, 2019). As an example, ten family carers in this study were not able to attend the 

ACT workshop due to caring commitments. Hence, offering and/or helping to organise care 
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arrangements for their relative with IDs may have enabled these carers to attend (Drouillard, 

2019). For this reason, Blackledge (2004) offered free childcare for parents of children with 

ASCs attending an ACT intervention. Overall, this specific sample in this study limited the 

generalisation of these findings to other family carers groups (Kowalkowski, 2012), 

particularly as the experiences and needs of family carers may vary across demographics (e.g. 

gender) and caring relationships (e.g. siblings and grandparents) (Lee and Burke, 2018; 

Roberts et al., 2006). 

The results revealed that nine participants’ (56.25%) scores fell in the clinical range on at 

least one of the DASS-21 subscales. These results were consistent with previous research 

documenting an increased prevalence of mental health difficulties in parents of individuals 

with IDs (e.g., Gallagher et al., 2008; Totsika et al., 2011). Furthermore, the results revealed 

that the majority of family carers in this study had not been offered or received therapy in 

relation to carer related stress, even though they had provided support to their relatives with 

IDs for 26 years on average. This result was in line with existing research highlighting a 

paucity of formal support for this carer population (Power, 2009). Taken together, these 

findings emphasise the need to recognise and address the mental health needs of carers, and 

improve carer support provision (Arnold and McPherson, 2023). 

Individual and Group-Level Analyses 

A one-way within-subjects MANOVA was used to examine statistical significance on the 

AAQ-II, CFQ, MAAS, PAC, Q-LES-Q-SF and DASS-21 depression, anxiety and stress 

subscale scores at baseline, three weeks post-intervention and three months follow-up. RCSC 

calculations were used to examine clinical significance on AAQ-II, CFQ, MAAS, Q-LES-Q-

SF, and DASS-21 depression, anxiety and stress subscale scores across three time points. The 

findings for each outcome measure are outlined below.  

Depression 

The findings revealed that depression scores increased between baseline and follow-up, and 

the effect size was small at post-intervention and follow-up. Also, there was no significant 

difference in depression scores across three time points. This finding contradicted six 

previous studies that had reported significant improvements in depression at post-intervention 

and/or follow-up (Blackledge and Hayes, 2006; Hahs, et al., 2019; Joekar et al., 2016; 

Jogdand and Magar, 2020; Lunsky et al., 2017; Poddar et al., 2015). However, the results 

were consistent with three ACT doctoral theses on parents of children diagnosed with ASCs; 
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these studies reported no significant improvement in depression scores from baseline to post-

intervention and/or follow-up (Kowalkowski, 2012; Montgomery, 2015; O’Brien, 2011). 

Notably, the three studies reporting non-significant findings on depression outcomes were not 

peer-reviewed articles. Hence, it is possible that the unpublished studies were of lower 

methodological quality, which may explain the discrepancies in these findings. Equally, the 

three studies reporting non-significant results may not have been published due to publication 

bias (whereby only significant findings tend to be accepted by academic journals) (Ayorinde 

et al., 2020). 

RCSC calculations revealed that the majority of participants’ depression scores remained 

stable at post-intervention and follow-up, which was consistent with previous research 

(O’Brien, 2011). One participant’s depression scores ‘deteriorated’ at post-intervention. At 

follow-up, two participant’s depression scores ‘deteriorated’, two participants ‘improved’ and 

one participant met the RCSC criteria at follow-up. Participants who experienced a 

deterioration in their depression scores also reported significant life stressors which they felt 

had impacted their scores, and therefore could explain this finding. As two participants 

‘improved’ at follow-up but not at post-intervention, it is plausible that these participants 

needed additional time to benefit from the ACT intervention, in line with an incubation effect 

(Blackledge and Hayes, 2006).  

Overall, these findings indicate that the ACT workshop did not have a significant impact on 

depression scores. Nonetheless, the results indicated that the majority of family carers 

included in this study were not in the clinical range on depression, anxiety and stress 

subscales at baseline. This may have minimised the magnitude of potential treatment gains 

and thereby reduced statistical power (Drouillard, 2019; Garzon, 2012). Also, there is some 

evidence that ACT interventions have larger effects for individuals with higher levels of 

distress (Levin et al., 2017), anxiety, stress and depression symptoms (O’Brien, 2011). 

Moving forward, future research should aim to recruit family carers with higher mental health 

needs and/or at points when family carers may be experiencing higher levels of distress, for 

example after their relative has received an initial diagnosis (Drouillard, 2019). This could be 

achieved by screening family carers for clinically significant levels of mental health 

symptoms or distress (O’Brien, 2011). 
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Anxiety 

The results revealed that the mean anxiety scores were higher at post-intervention and follow-

up versus baseline, and the effect size was small at post-intervention and follow-up. 

However, there was no significant difference in anxiety scores across the three time points. 

This finding was incongruent with two research studies demonstrating significant 

improvements in anxiety symptoms at post-intervention (Jogdand and Magar, 2020; Poddar 

et al., 2015). Conversely, the results were consistent with findings from two ACT studies 

with mothers of children diagnosed with ASCs. For example, Joekar et al. (2016) reported no 

significant differences in anxiety between ACT and control groups at post-intervention. 

Kowalkowski (2012) reported no significant improvement on anxiety scores from baseline to 

follow-up, but reported that there was trend towards a reduction in anxiety scores.  

RCSC analyses revealed that the majority of participants’ anxiety scores remained stable at 

post-intervention and follow-up, which was consistent with previous research (O’Brien, 

2011). At post-intervention, two participant’s anxiety scores ‘deteriorated’, and one 

participant ‘improved’. At follow-up, two participant’s anxiety scores ‘deteriorated’, two 

participants ‘improved’ and one participant met the RCSC criteria at follow-up. Three of the 

four participants whose anxiety scores deteriorated also reported significant life stressors 

which they felt had impacted their scores, and thus could explain these findings.  

In summary, these results indicated that the ACT workshop did not have a significant effect 

on anxiety scores, although there are a number of possible explanations for this finding. 

Interestingly, the non-significant results at a group-level were reported in unpublished studies 

and hence could be attributed to lower methodological rigour (e.g., Ayorinde et al., 2020). 

Secondly, as mentioned above, most of the family carers were in the non-clinical range on the 

anxiety subscale, which may have minimised the extent of treatment gains (Drouillard, 2019). 

Thirdly, it is possible that using the DASS-21 may not be the best measure to evaluate the 

effectiveness of ACT as the ACT model does not aim to reduce symptoms, unwanted 

thoughts and feelings, or suffering (Blackledge, 2004; Luoma et al., 2007; O’Brien, 2011). 

Equally, it is plausible that the family carers in this study became more aware of unwanted 

inner experiences (e.g. anxiety symptoms) and negative self-evaluations following the ACT 

intervention (Bacon et al., 2014; O’Brien, 2011). In fact, some ACT researchers have posited 

that increased symptom reporting after ACT interventions can be attributed to improved 

acceptance of symptoms (Bach and Hayes, 2002). Fourthly, the results may have been 
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confounded by participant factors, particularly due to the small sample size. Lastly, these 

participants may not have been able to understand or implement the ACT skills due to higher 

levels of psychological distress (Zody, 2017).   

Stress 

The results demonstrated that the mean stress scores slightly increased between baseline and 

follow-up, and the effect size was small at post-intervention and follow-up. Moreover, 

statistical analysis revealed there was no significant difference in stress scores across three 

time points. This finding was consistent with research demonstrating no significant 

differences in stress scores from pre- to post-intervention (Montgomery, 2015; O’Brien, 

2011). Similarly, other research has reported no significant differences between ACT and 

control groups on stress scores at post-intervention (Corti et al., 2018; Joekar et al., 2016; 

Marino et al., 2021). However, these results contradicted three ACT studies reporting a 

significant improvement in stress scores from pre- to post-intervention (Jogdand and Magar, 

2020; Lobato et al., 2022; Lunsky et al., 2017). In summary, inconsistent findings on the 

effectiveness of ACT for stress in family carers of individuals with IDs and/or ASCs have 

been documented. Future research is required to explain why some family carers report 

improvements in stress following ACT interventions and others do not. 

RCSC analyses revealed that the majority of participants’ stress scores remained stable at 

post-intervention and follow-up, which was consistent with previous research (O’Brien, 

2011). At post-intervention, two participant’s stress scores ‘deteriorated’, three participants 

‘improved’ and two participants met the RCSC criteria. At follow-up, three participant’s 

stress scores ‘deteriorated’ and three participants ‘improved’ and all three met the RCSC 

criteria. Three of the four participants whose cognitive fusion scores deteriorated also 

reported significant life stressors which they felt had impacted their scores (e.g. health 

issues), and thus could explain these findings. 

Taken together, these findings indicate that the ACT workshop did not have a significant 

impact on stress scores. As described above, the family carers may have become more aware 

of stress symptoms following the ACT intervention (Bacon et al., 2014; O’Brien, 2011). 

Another possible reason for the non-significant difference and slight increase in stress scores 

was that the ACT intervention workshop did not specifically target and/or ameliorate the 

stressors experienced by these family carers (Montgomery, 2015). Potential stressors within 

this carer population include caregiver stigma (Ali et al., 2012; Mitter et al., 2019; Song et al., 
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2018), financial and employment disadvantages (Ouyang et al., 2014; Saunders et al., 2015), 

and poorer physical health outcomes (Gallagher and Whiteley, 2013; Song et al., 2018). 

Additionally, based on criticisms of carer interventions, it is possible that the ACT workshop 

did not fully account for and/or address the socio-political influences on caregiving, including 

significant cuts to public services and benefits (Knight, 2013). As such, it has been argued 

that carer interventions should be targeted at social-political level, such as the development of 

public policy (McConnell and Savage, 2015). 

Positive Aspects of Caregiving 

The findings revealed that PAC scores slightly decreased from baseline to follow-up, 

however there was no significant difference in PAC scores across three time points. This 

finding was consistent with one study which reported no significant improvements in positive 

aspects of caregiving from baseline to follow-up (Kowalkowski, 2012). Nevertheless, 

Kowalkowski (2012) reported a significant difference in PAC scores from post-intervention 

to follow-up. Kowalkowski (2012) attributed this finding to improvements in mindfulness in 

line with research demonstrating that mindfulness can increase experiences of positive 

emotions (Fredrickson et al., 2008). As such, it could be argued that the non-significant 

difference in PAC scores could be explained by the non-significant changes in mindful 

awareness. Future research should investigate the relationship between mindfulness and PAC 

scores within this carer population (Kowalkowski, 2012). Alternatively, it is possible that 

after attending the ACT workshop, participants were more able to accept (rather than avoid) 

unwanted inner experiences, including those related to negative aspects of caregiving (e.g., 

O’Brien, 2011; Corti et al., 2018). For example, Bach and Hayes (2002) reported higher 

levels of positive psychotic symptoms following an ACT intervention, but significantly lower 

levels of re-hospitalisation. The authors posited that the increased levels of symptoms could 

be attributed to the improved acceptance of symptoms (Bach and Hayes, 2002). 

In addition, this was the first study to report PAC scores for family carers of adults with IDs. 

The average PAC score at baseline was 29.38, which was lower than the PAC levels reported 

by mothers of children with ASCs (M = 31.62) (Kowalkowski, 2012) and dementia 

caregivers (M =34.0) (Tarlow et al., 2004). Notably, levels of PAC have been reported to 

moderate treatment outcomes for dementia caregivers (Hilgeman et al., 2007). Therefore, this 

could be investigated in future ACT studies involving family carers of adults with IDs (e.g., 

Kowalkowski, 2012). 
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Quality of Life Enjoyment and Satisfaction 

The findings revealed that the quality of life scores were lower at post-intervention and 

follow-up than baseline, suggesting that quality of life had decreased overtime. The effect 

size for quality of life scores was small at post-intervention and follow-up. There was no 

significant difference in Q-LES-Q-SF scores across three time points, which was consistent 

with other research (Joekar et al., 2016). However, these findings contradict ACT research 

reporting significant improvements in psychological quality of life in parents of children and 

adolescents with ASCs (Montgomery, 2015; Poddar et al., 2015). Although, the discrepancy 

in these findings could be explained by the different family carer populations and quality of 

life outcome measures used across the studies. More specifically, it is possible that the quality 

of life of family carers in this study may have deteriorated after many years of caregiving 

(Fernández-Ávalos et al., 2020). In addition, Poddar et al. (2015) reported significant 

improvements in psychological quality of life, but no significant improvements in physical, 

social and environmental quality of life. Consequently, it is possible that this study did not 

detect changes across different quality of life domains.  

RCSC analyses revealed that the majority of participants’ quality of life scores remained 

stable at post-intervention (81.25%) and follow-up (73.33%). Three participant’s quality of 

life scores ‘deteriorated’ at post-intervention and follow-up. One participant’s quality of life 

scores ‘improved’ at follow-up. The three participants whose quality of life scores 

deteriorated could be explained by significant life stressors (e.g., starting to care for another 

relative), rather than the ACT intervention.  

Overall, the findings indicated that the ACT workshop did not have a significant impact on 

quality of life scores. It is possible that using a quality of life measure specifically for family 

carers, such as the Adult Carer Quality of Life Questionnaire (Joseph et al., 2012), may have 

produced different results. Additionally, it is possible that the lack of improvement in quality 

of life outcomes could be explained by non-significant changes on ACT processes. For 

example, improvements in parental quality of life have been positively associated with 

MAAS scores (Rayan and Ahmad, 2018), and negatively associated with AAQ-II scores 

(O’Brien, 2011). Lastly, it is possible that the ACT intervention did not target or address 

external factors negatively associated with quality of life, such as a financial disadvantages 

and caregiver stigma (e.g., Mitter et al., 2019; Yoong and Koritsas, 2012). 
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Psychological Flexibility 

The results indicated that AAQ-II scores increased from baseline to follow-up, suggesting an 

increase in psychological inflexibility following the ACT workshop. The effect size for 

AAQ-II scores were small at post-intervention and moderate at follow-up. However, there 

was no significant difference in AAQ-II scores across three time points. Based on ACT 

intervention studies for parents of children with IDs and/or ASCs, these non-significant 

findings were consistent with one study (Kowalkowski, 2012), but were in contradiction with 

four previous studies reporting significant improvements in psychological flexibility (Fung et 

al., 2018; Lobato et al., 2022; Marino et al., 2021; Poddar et al., 2015). 

RCSC analyses revealed that the majority of participants’ psychological flexibility scores 

remained stable at post-intervention and follow-up. This finding was not consistent with 

research by Lobato et al. (2022) reporting that the majority of family carers of children with 

IDs psychological flexibility scores ‘improved’ or ‘recovered’ at post-intervention and 

follow-up. In this study, two participants’ psychological flexibility scores ‘deteriorated’ at 

post-intervention and follow-up; both of whom were experiencing significant life stressors 

which they felt had impacted their scores. 

The findings indicated that the ACT workshop did not have a significant impact on 

psychological flexibility. It has been posited that a one-day ACT workshop may not be 

adequate to teach acceptance skills to family carers, particularly when they are feeling 

distressed (Zody, 2017). Similarly, other researchers have reported that clients can often 

struggle to foster acceptance skills after receiving long-standing societal messages to attempt 

to control their inner experiences (Luoma et al., 2007; Smith, 2017). As an example, 

Blackledge and Hayes (2006) reported no significant differences in AAQ scores from pre- to 

post-intervention, but reported significant improvements from post-intervention to follow-up. 

Based on this incubation effect, it has been recommended that family carers may need 

additional time and support to develop their acceptance skills (Bacon et al., 2014; Blackledge 

and Hayes, 2006). Lastly, the family carers recruited in this study may have had higher levels 

acceptance towards their relative diagnosed with IDs than other carers in this population (e.g., 

Drouillard, 2019). They may have also been more willing to explore their difficulties and 

change their behaviour (Zody, 2017); both of which may have minimised the extent of 

treatment effects on the AAQ-II (Drouillard, 2019). 
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Additionally, some researchers have criticised the AAQ-II for not equally measuring the 

breadth and depth of all six core ACT processes, and have argued that the AAQ-II 

predominantly focuses on acceptance and defusion processes (Francis, 2016). Future ACT 

studies may consider using more psychometrically robust measures of psychological 

flexibility (Axenova, 2022), such as the Comprehensive Assessment of Acceptance and 

Commitment Therapy Processes (Francis, 2016). In addition, the small sample size reduced 

the statistical power of the tests and the probability of gaining a statistically significant result 

(Kowalkowski, 2012). 

Additionally, Murrell et al. (2009) hypothesised that parents may interpret the items of AAQ-

II differently at post-intervention as their understanding of acceptance and experiential 

avoidance has developed, which may act as a confounding variable. Lastly, the AAQ-II is a 

general measure of psychological flexibility, and hence may not have assessed whether the 

participants learned to accept unwanted inner experiences linked to caring for a relative with 

IDs (Blackledge, 2004). For example, an ACT intervention for diabetes management resulted 

in significant improvements on acceptance, cognitive defusion and valued behaviour linked 

to diabetes; however there was no significant changes on the AAQ (Gregg, 2004). 

Prospective research should investigate the effects of ACT on ACT processes specifically 

linked to caregiving. 

Cognitive Fusion 

The findings revealed that cognitive fusion scores were slightly higher at post-intervention 

and follow-up compared to baseline. The effect size was small for cognitive fusion at post-

intervention and follow-up. However, there was no significant difference in cognitive fusion 

scores across time. This finding was consistent with the results from one study (Corti et al., 

2018), but contradicted four studies reporting improvements in cognitive fusion at post-

intervention (Blackledge and Hayes, 2006; Corti et al., 2018; Fung et al., 2018). 

RCSC calculations revealed that the majority of participants’ cognitive fusion scores 

remained stable at post-intervention and follow-up. Of the scores which did not remain 

stable, three participant’s cognitive fusion scores ‘deteriorated’, and three participants 

‘improved’ and two met the RCSC criteria at post-intervention. At follow-up, two 

participant’s cognitive fusion scores ‘deteriorated’ and two ‘improved’ and both met the 

RCSC criteria.  The three participants whose cognitive fusion scores deteriorated also 
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reported significant life stressors which they felt had impacted their scores (e.g. health issues) 

and could explain these findings.  

Overall, the findings indicated that the ACT workshop did not have a significant impact on 

cognitive fusion scores. However, there are several potential explanations for the non-

significant findings on cognitive defusion outcomes. Firstly, some participants may have 

misunderstood or misapplied the cognitive defusion techniques (Smith, 2017). For example, 

previous studies have reported that some clients have used defusion to dispute their thoughts 

(Bloy, 2013), and/or as an experiential avoidance technique (Smith, 2017). As such, it is 

possible that the non-significant differences in cognitive fusion scores across time could be 

explained by issues related to participants’ understanding and implementation of the 

cognitive defusion; however this was not examined in this study. Secondly, it is possible that 

participants became more aware of moments of cognitive fusion post-intervention (Corti et 

al., 2018). Thirdly, the CFQ may not have assessed whether the participants learned to defuse 

from unwanted thoughts related to caring for a relative diagnosed with IDs (Blackledge, 

2004). Fourthly, Bolderston et al. (2019) reported that the state cognitive fusion questionnaire 

was significantly more sensitive than the original CFQ after brief defusion exercises. 

Therefore, the CFQ may not have been sensitive enough to detect differences in cognitive 

fusion post-intervention. Future ACT studies should consider using the state CFQ 

(Bolderston et al., 2019). 

Mindful Awareness 

The results revealed that there was a decreasing trend in mindful awareness across time. The 

effect size was small for mindful awareness at post-intervention and moderate at follow-up, 

suggesting that the magnitude of change had increased over time. However, there was no 

significant difference in mindful awareness scores across three time points, which was 

consistent with previous findings from three studies (Hahs, et al., 2019; Kowalkowski, 2012; 

O’Brien, 2011) and contradicted one study reporting improvements in mindfulness at post-

intervention (Corti et al., 2018). 

RCSC analyses revealed that the majority of participants’ mindful awareness scores remained 

stable at post-intervention and follow-up, which was consistent with previous research 

(O’Brien, 2011). At post-intervention, four participant’s mindful awareness scores 

‘deteriorated’. At follow-up, three participant’s mindful awareness scores ‘deteriorated’ and 

two participants ‘improved’. Three of the five participants whose mindfulness scores 
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deteriorated also reported significant life stressors which they felt had impacted their scores 

(e.g. health issues) and therefore could explain these findings.  

Taken together, the results indicated that the ACT workshop did not have a significant impact 

on mindfulness scores. There are number of possible explanations for the non-significant 

differences and decreasing trend in mindfulness scores. Firstly, family carers may have 

learned to observe their private events (e.g. thoughts) before learning to accept and allow 

inner experiences without judgement (O’Brien, 2011). Secondly, it is therefore possible that 

the family carers may have become more aware of lower levels of mindfulness-based 

behaviours and moments of disconnection (Corti et al., 2018). This process has been 

hypothesised to precede improvements in mindful awareness scores (Corti et al., 2018). 

Accordingly, it has hypothesised that individuals may need a longer time to develop 

mindfulness skills (Corti et al., 2018). Thirdly, other studies have reported that participants 

have found it difficult to comprehend and implement mindfulness (e.g., Bacon et al., 2014). 

For example, participants have been reported to use mindfulness as an experiential avoidance 

technique, for example to relax, distract or reduce unwanted experiences (Bacon et al., 2014). 

As such, it is possible that issues related to participants’ understanding and implementation of 

the mindfulness could have contributed to these findings; however this was not monitored or 

assessed in this study. Fourthly, as described above, inconsistent results on the effectiveness 

of ACT on mindfulness for parents of individuals with IDs and/or ASCs have been 

documented (O’Brien, 2011). Lastly, it is possible that the family carers in this study did not 

receive adequate mindfulness skills training (O’Brien, 2011). Future research is required to 

investigate the effectiveness of ACT on mindful awareness in this carer population. 

Values-Based and Problematic Behaviours 

Only five participants recorded the frequency of their problematic and/or values-based 

behaviours. Several participants reported that due to caring and other commitments it was 

difficult to record the daily frequency of these behaviours. Of the family carers who 

completed the behavioural records, some carers reported that they had forgotten to complete 

the behavioural records and recorded the behaviours retrospectively, which may have been 

increased inaccuracies (O’Brien, 2011). Overall, it was difficult to draw any accurate 

conclusions about the effects of ACT on overt behaviours due to the absence of stable 

baseline data (O’Brien, 2011) and the limited data available. Future research should aim to 
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minimise the barriers to family carers recording behaviours (e.g., using online technology) or 

more regularly remind family carers to complete their behavioural records (O’Brien, 2011).  

Additionally, it is important to note that the frequency of values-based and problematic 

behaviours were based on participants’ self-reports, which may have been less reliable and 

accurate than direct observations of overt behaviours (e.g., Blackledge, 2004; O’Brien, 2011). 

Moreover, changes in the frequency of these behaviours may have been influenced by the 

process of self-monitoring and recording (Burke et al., 2011; Newcomb and Mustanski, 

2014), rather than the ACT intervention. For these reasons, future studies should use direct 

observations of participant’s problematic and values-based behaviours to minimise the effects 

of self-monitoring, and to improve the accuracy of the data (Blackledge, 2004). 

Problematic Behaviours 

Based on the data from three participants, the results indicated that there were mixed findings 

on the daily frequency of problematic behaviours. One participant reported a reduction in two 

problematic behaviours over time, and two participants reported that one problematic 

behaviour had increased and another problematic behaviour had reduced. Previous studies 

have documented a decrease in problematic behaviours. For example, Lobato et al. (2022) 

reported a decrease in punitive and hostile familial interactions. Similarly, Twohig et al. 

(2007) reported that participants no longer used marijuana following an ACT intervention. It 

is possible that the discrepancy in these findings could be explained by differences in the 

intervention format and duration. For example, Twohig et al. (2007) used eight 90 minute 

individual sessions, and Lobato et al. (2022) used three sessions lasting three hours each. 

Based on the mixed findings found both within and across participants, it is possible that the 

ACT intervention was more effective at reducing the frequency of certain problematic 

behaviours more than others. Future research should examine the impact of ACT on a variety 

of problematic behaviours within this carer population, such as negative interactions with 

their relative diagnosed with IDs and other problematic caregiving behaviours (e.g. O’Brien, 

2011). Similarly, it is possible that the ACT intervention needed to be more tailored to 

address the problematic behaviours identified by participants. For example, in the workshop, 

carers could have been asked to think about practical and cognitive barriers (e.g. fusion) to 

reducing their problematic behaviours. In summary, future research should examine the 

effectiveness of ACT on problematic behaviours within this carer population (e.g., Lobato et 

al., 2022). 
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Values-Based Behaviour 

Based on the data from three participants, there were mixed results on the daily frequency of 

values-based behaviour. Interestingly, there have been mixed findings on the efficacy of ACT 

on values-based behaviour for parents of children with ASCs within the research literature. 

O’Brien (2011) reported that the majority of valued-living and valuing behaviour 

questionnaire scores remained stable at individual levels. Additionally, Han et al. (2021) 

completed a systematic review on ACT for family caregivers of individuals with chronic 

conditions (including neurodevelopmental disorders). The authors reported that there were no 

significant improvements of ACT on valued living based on six studies. Conversely, two 

research studies on parents of individuals with ASCs have reported improvements in personal 

values in everyday life (Marino et al., 2021) and valued-living scores (Fung et al., 2018). 

Similarly, Gould et al. (2018) documented improvements in the frequency of parent’s overt 

valued-behaviours. Nonetheless, the discrepancies in these findings could be explained by 

differences in the intervention format and duration.  

Furthermore, there are a number of other potential explanations for the lack of improvement 

in values-based behaviour across and within family carers. For example, it is possible that 

family carers of adults with IDs may have a longer history of caring behaviours, and thus 

may be more resistant to changing their behaviours (e.g., Gould et al., 2018). Furthermore, 

there is some evidence that family carers may underreport their occurrences of values-

consistent behaviours (Gould et al., 2018). Additionally, many of the values-based 

behaviours selected by the family carers were related to their own health and wellbeing life 

domain. However, due to conflicting demands, it may have been difficult to invest their time 

and energy in this value domain (Fernández-Ávalos et al., 2020; Fung et al., 2018). It is 

therefore possible that the carers were acting in line with their values (e.g. kindness), but 

were focusing their time and energy on using their values in a different life domain, such as 

parenting or family relationships (e.g., Harris, 2009). In summary, it could be that the 

behavioural data did not capture all the effects of the ACT intervention on values and values-

congruent behaviour (Gould et al., 2018). As noted by O’Brien (2011), future research should 

examine the impact of ACT on values-guided behaviours across different valued-life 

domains, including domains related to caregiving (e.g. parenting). 
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Social Validity 

Ten participants completed the social validity questionnaire. Based on the quantitative 

feedback, all family carers reported that they had benefited at least ‘somewhat’ from the 

workshop across all five Likert-scale items. These findings were consistent with previous 

ACT studies reporting positive quantitative feedback from parents of children with ASCs 

(e.g., Corti et al., 2018; Lunsky et al., 2017). Although the quantitative feedback was 

generally positive, it is important to note that six participants did not complete the 

questionnaire and therefore these findings may not reflect the experience of all the 

participants. Similarly, qualitative feedback on the workshops was predominantly positive, in 

accordance with previous studies (Drouillard, 2019; Kowalkowski, 2012). Four family carers 

commented that they valued developing relationships, sharing their experiences and learning 

from others in similar circumstances, which was consistent with previous research 

(Blackledge, 2004; Drouillard, 2019; Lunsky et al., 2017; O’Brien, 2011). Based on these 

beneficial group therapy processes (see Ezhumalai et al., 2018), future psychosocial 

interventions should consider using group formats (such as workshops) within this carer 

population. 

Four participants spoke about most liking the videos presented in the workshop, and therefore 

future ACT interventions should consider including these. The family carers in this study 

recommended some changes to the ACT workshop, some of which have been documented in 

the research literature (Drouillard, 2019). Recommendations included additional and/or 

follow-up sessions, and larger group sizes which should be considered in future ACT studies.  

Nevertheless, it is possible that participants’ responses on the social validity questionnaire 

may have been influenced by social desirability bias (Chang et al., 2019). Also, some family 

carers reported that they did not find some of the ACT concepts helpful and/or did not feel 

their behaviour or coping strategies had changed following the ACT intervention; similar 

findings have been reported in other ACT studies (Bacon et al., 2014; Drouillard, 2019). 

Overall, the social validity data indicated that the family carers were satisfied with the ACT 

workshop and found the intervention to be highly acceptable. Future research is required to 

explain differences in social validity reports across different family carers of individuals with 

IDs and/or ASCs.  
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Feasibility 

The results revealed that the ACT workshop for family carers would not be deemed feasible 

as two of the four feasibility criteria were not met (see Fowler et al., 2021). With regards to 

the two unmet feasibility criteria, at least 70% of enrolled participants did not complete the 

whole workshop or the outcome measures from baseline to three months follow-up. Both 

findings illustrate the significant challenges of this research with regard to data collection and 

participant retention, which has been documented in similar studies (Garzon, 2012; O’Brien, 

2011; Zody, 2017). 

In this study, due to participants’ care and personal commitments, it was difficult for some 

carers to attend screening appointments or complete the outcome measures, intervention or 

study. For example, virtual or telephone meetings with some family carers had to be 

cancelled and/or rescheduled on multiple occasions. The researcher tried to minimise these 

barriers by being flexible with appointment times (e.g. offering evening time slots) and 

sending postage-paid envelopes. Nonetheless, some family carers were not able to be 

contacted despite sustained efforts. Future research should aim to involve other professionals 

(e.g. LD nurses) in the data collection procedures where possible (O’Brien, 2011). For 

example, this could involve asking other professionals to support with arranging screening 

appointments or collecting outcome measures.  

Overall, it is possible that the ACT workshop may not be a feasible intervention for this carer 

population. Equally, it is possible that the feasibility criteria used was too stringent for this 

carer population. The feasibility criteria was originally used for caregivers of adults with 

dementia who accessed the intervention over the telephone, and may have had different needs 

and experiences (Fowler et al., 2021). For example, Garzon (2012) reported that none of the 

parents of children with autism in their study completed the outcome measures at follow-up. 

In future, the study design or intervention could be changed to the increase feasibility of 

future ACT interventions and research. This could involve reducing the number of outcome 

measures completed by family carers, offering participant compensation to increase 

participant recruitment or retention (Garzon, 2012), or adapting the intervention (e.g. offering 

multiple shorter sessions, telephone sessions or individual sessions).  

Treatment Fidelity 

The group facilitators completed self-reports of the ACT-FM (O'Neill et al., 2019) to monitor 

and measure treatment fidelity for each workshop. Analysis revealed that there was a high 
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degree of adherence and the intervention was delivered as intended. Based on the ACT-FM, 

the average total consistent ACT score was 29.30 and the average total inconsistent ACT 

score was 1.3 across the three ACT workshops, which was comparable to scores reported in 

previous studies (Casey et al., 2022; Robinson et al., 2023; Rose et al., 2023; Stynes and 

McHugh, 2023). Moreover, the facilitators ticked off the exercises completed from the ACT 

intervention protocol, and no exercises were omitted or added. Taken together, this data 

indicated that there was a high degree of adherence and the intervention was delivered as 

intended. This suggests that the outcomes reported in this study can be linked to the ACT 

intervention, rather than treatment fidelity issues (Plumb and Vilardaga, 2010; Sanetti et al., 

2021).  

Alternatively, this self-reported treatment fidelity data may have been less reliable, accurate, 

comprehensive and less predictive of intervention outcomes, compared with direct 

observations of treatment fidelity reported by an independent rater (Gresham et al., 2017; 

Sanetti and Collier-Meek, 2014). Future research should use direct measures of treatment 

fidelity (via direct observation, audio or videotapes) which are completed by raters 

independent to the study, with at least four data points per observation (Gresham et al., 2017; 

Hildebrand et al., 2012). 

Strengths 

This study had several strengths. It was the first to examine the effectiveness, feasibility and 

acceptability of ACT for family carers of adults with IDs. Additionally, a range of 

intervention adaptations were offered and/or implemented to allow family carers to attend the 

workshop and be responsive to their relatives with IDs. Although the impact of these 

adaptations was not assessed, it is possible that participant enrolment, engagement and 

retention was improved due these modifications. Moreover, in comparison with the criticisms 

of other carer interventions (see Chard, 2022; Deacon et al., 2020), the ACT workshop aimed 

to improve the participants’ own wellbeing, rather than placing responsibility on family 

carers to support and/or focus on the wellbeing of their relatives with IDs. 

Outcome Measures  

There were a number of strengths related to the outcome measures used in this study. Firstly, 

this study used a range of standardised, validated and reliable outcome measures to assess the 

effects of the ACT intervention. These outcomes measured family carers’ mental health, 

quality of life, ACT processes and positive aspects of caring. The outcomes were collected 
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over three points which allowed for an analysis of treatment effects at post-intervention and 

follow-up. The inclusion of the participant-reported frequency of problematic and values-

based behaviours provided further data in relation to the impact of the ACT workshop on 

their daily lives. Overall, the range and frequency of outcome measurement increased the 

likelihood of detecting all the intervention effects. Future ACT studies could use these 

outcome measures to directly compare their findings to this study. 

Statistical Analysis 

Another strength of the study was that a sample size calculation was completed and allowed 

for a 15% drop out rate. As such, this increased the statistical power and probability of the 

results reaching statistical significance (Kang, 2021). Furthermore, this study used a 

MANOVA (instead of individual tests) and post-hoc comparisons were not completed 

following a non-significant omnibus test. As a consequence, this method of analysis 

increased the statistical power (Futschik et al., 2019), and reduced the risk of a type one error 

(Tian et al., 2018). Moreover, based on RCSC calculations it was possible to examine reliable 

change and clinical significance. Although established norms were not available for this carer 

population, an extensive review of the norms available in the literature was completed by the 

author, and the norms were selected based on the sample most similar to the participants 

included this study (e.g. based on gender and age).  

Carer Involvement 

In line with recommendations from previous parent involvement research (e.g., Beighton et 

al., 2019), this study used feedback from a group of family carers to inform the study design 

and methods. More specifically, carer feedback was used to inform the duration, format and 

structure of the ACT intervention, the recruitment leaflets, and the inclusion and exclusion 

criteria. Previous studies have revealed that stakeholder engagement in outcomes research has 

improved participant recruitment, study quality, social validity, and the relevance and 

feasibility of studies (Forsythe et al., 2019; Maurer et al., 2022). Although the effects of 

stakeholder involvement was not evaluated in this study, it is plausible that the input from 

family carers may have resulted in valuable impacts. Future ACT intervention studies within 

this population should aim to maximise opportunities for stakeholder involvement and 

engagement throughout the research process. 
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Intervention 

There were a number of strengths related to the intervention. Firstly, the intervention covered 

all six core ACT processes, in contrast with previous studies (e.g., Poddar et al., 2015; Salimi 

et al., 2019). Secondly, based on the feedback from carers and previous research 

recommendations (see Blackledge, 2004), family carers had the opportunity to socialise for 

30 minutes before and after the workshop. The qualitative feedback revealed that many 

family carers reported that they had benefited from socialising and hearing about the 

caregiving experiences from other group members. Thirdly, the participant workshop 

handouts included links to the videos used in the workshop, and therefore participants had 

access to the videos to recap and practise their ACT skills (e.g. leaves on a stream exercise). 

Lastly, the intervention was delivered in a one-day ACT workshop, as opposed to individual 

or multiple sessions of ACT, which may have increased the likelihood of family carers being 

able to attend the workshop, given their caring commitments (Blackledge, 2004). 

Treatment Fidelity and Social Validity 

Another strength of this study was the inclusion of treatment fidelity measures which allowed 

for the treatment outcomes to be linked to the ACT intervention, rather than treatment fidelity 

issues (Plumb and Vilardaga, 2010). Additionally, the inclusion of social validity measures 

allowed for an evaluation of social acceptability and satisfaction of ACT for family carers of 

adults with IDs. This was particularly important as it was the first ACT outcome study within 

this population. Nevertheless, additional research is required to evaluate the social validity of 

ACT within this population and the associated impacts on intervention outcomes (e.g., Garcia 

et al., 2021). 

Limitations and Recommendations 

A number of limitations should be taken into consideration when interpreting the results of 

this study. Firstly, the author had not attended training on ACT which may have negatively 

impacted the design and implementation of this study (e.g., Busch, 2009). Nonetheless, the 

study was based on the review of other studies and contained all the necessary components. 

Secondly, this study did not utilise a control group and random allocation, and therefore did 

not sufficiently control for non-specific treatment factors. Examples of non-specific treatment 

factors included social desirability bias, therapeutic alliance, group processes (e.g., meeting 

other carers), and participant expectancy, effort and attention (Blackledge, 2004; Chang et al., 

2019; Guidi et al., 2018; Juvin et al., 2021). Consequently, this study may have overestimated 

the efficacy of the ACT intervention due to these confounding variables (Guidi et al., 2018). 



105 

 

Ideally, a RCT would have been used in this study, however this was beyond the scope of a 

doctoral thesis. Future research should use RCTs with active control groups to accurately 

evaluate the effects of ACT within this population (Garcia et al., 2021; Guidi et al., 2018).  

Sample 

A major limitation of this study was the small sample size and non-probability sampling 

method used, which may have decreased the external validity of the findings and increased 

the risk of sampling bias (Drouillard, 2019; Patel et al., 2003). In addition, the small sample 

size reduced the statistical power of the inferential tests and undermined the probability of 

gaining statistical significance (Kang, 2021). Equally, the sample size calculation was based 

on a large effect size (f = 0.4). However, the effect sizes found in this study were small or 

moderate across all outcome measures. It was not possible to recruit a larger sample size 

within the time frame of a doctoral thesis; however, it is likely that a larger sample size was 

required in this study to detect smaller differences in treatment outcomes (Serdar et al., 

2021). Future ACT studies should aim to recruit family carers of adults with IDs based on a 

sample size calculation and should consider using the effect sizes reported in this study to 

inform their sample size estimations (Serdar et al., 2021). 

Outcome Measures 

Another limitation of the study was the lack of long-term follow-up data due to the 

constraints of the thesis timeframe. The ACT effects may have significantly changed (i.e., 

improved or deteriorated) over longer follow-up periods (Lobato et al., 2022). Consequently, 

it was not possible to evaluate the long-term impact and maintenance of the ACT intervention 

in this study. Future research on ACT in this population should aim to collect follow-up data 

over longer time periods (e.g. 12-months). 

Another limitation related to the variation in the timing of data collection across participants, 

despite the chief investigator’s offers to complete the outcome measures with family carers 

over the phone or virtually. At three months follow-up, family carers completed the outcome 

measures between 13 to 27-weeks after the workshop. As a consequence, family carers with 

longer follow-up points may have had more time to consolidate or improve their ACT skills 

(e.g., Hartley et al., 2019), or the intervention gains may have reduced overtime (O’Brien, 

2011). Additional research should aim to minimise the variation in the timing of data 

collection to draw more accurate conclusions about the effects of ACT within this population. 
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Additionally, this study used participant informed questionnaires which are likely to be 

affected by response biases (e.g., Chang et al., 2019), and thus may have limited the 

reliability and accuracy of the data. Another limitation was that most of the questionnaires 

used (e.g. DASS-21) were not specifically designed to be used within carer populations, 

which may have influenced the research findings (Drummond et al., 2019; Harvey et al., 

2008). Future research should aim to develop or incorporate carer specific or adapted 

outcome measures (Blackledge, 2004).  

Intervention 

Due to time constraints related to the doctoral thesis, follow-up sessions were not offered in 

this study. Several family carers reported that additional and/or follow-up sessions would 

have been beneficial. In future, follow-up sessions should be offered (e.g. two months post-

intervention) to boost treatment outcomes, consolidate participants’ learning and/or address 

any misconceptions in relation to the ACT principles and techniques (Blackledge, 2004). 

These sessions could be used to identify and address any practical and cognitive barriers (e.g. 

fusion) to implementation, and to encourage participants to engage in valued-action 

(Blackledge, 2004; O’Brien, 2011; Zody, 2017). Although it is important to note that Zody 

(2017) offered a two-hour booster session one-month following the ACT workshop, however 

no parents attended. Future ACT outcome studies in this population should try to incorporate 

and overcome barriers to family carers attending follow-up sessions, and should investigate 

the effectiveness of these sessions (Zody, 2017). 

This study did not assess family carers’ understanding and retention of the ACT content. 

However, previous studies have assessed participants’ understanding at post-intervention and 

follow-up (e.g., Drouillard, 2019; Lavelle et al., 2022). The inclusion of this data would have 

allowed the researcher to explore the relationships between carers’ understanding and 

implementation of ACT and the intervention outcomes. Hence, the results of this study could 

be explained by issues related to participants’ understanding and implementation of the ACT 

workshop, rather than the ACT model. For example, the qualitative feedback suggested that 

the carers may have had misconceptions about the ACT principles and techniques. Additional 

research should investigate participants’ understanding of ACT and implementation of the 

ACT processes across multiple time points (Bacon, 2014). 

It has been argued that one-day ACT workshops may not provide an adequate dose of ACT 

intervention (e.g., O’Brien, 2011). Compared to this study, several studies have used longer 
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interventions (e.g., Blackledge and Hayes, 2006; Corti et al., 2018; Marino et al., 2021; 

Salimi et al., 2019) and multiple sessions (e.g. Lobato et al., 2022). Both of which provided 

participants with the opportunity to reflect and consolidate their learning between sessions 

(Drouillard, 2019). Although the shorter, one-day ACT intervention was recommended by a 

group of experts by experience and based on a review of other studies, this intervention 

design may have contributed to the lack of significant improvements reported in this study. 

Future research should examine the optimal doses and sessions of ACT for this carer 

population.  

The ACT intervention protocol was specifically designed for this study and carer population, 

however it had not been implemented or evaluated prior to this study. Therefore, another 

ACT intervention protocol may have obtained different treatment outcomes. Similarly, it is 

possible that the intervention protocol was not tailored enough for this carer population 

(Blackledge, 2004). Future research should design and implement a more bespoke ACT 

intervention for this carer population (Blackledge, 2004). Similarly, some researchers have 

recommended combining ACT workshops for family carers with behavioural parent training 

(e.g., Blackledge, 2004). Whilst it was beyond the scope of this feasibility study, future 

research should compare the effects of ACT interventions alone or combined with 

behavioural parent training within this carer population. 

Another limitation was that three carers were taking psychotropic medication from baseline 

to three months follow-up, which may have impacted the treatment outcomes. As previously 

mentioned, these family carers were subsequently included as they were experiencing carer-

related stress and had asked to participate. Future studies may consider excluding family 

carers taking psychotropic medication to decrease the risk of co-intervention bias (e.g., 

Armijo-Olivo et al., 2022). Additionally, the group facilitators were aware of the study aims 

and thus may have unintentionally influenced the participants and study results (Drouillard, 

2019). Lastly, this study did not train or include family carers as workshop co-facilitators due 

to time constraints. This approach has been used in other studies (Lunsky et al., 2018) and 

should be considered in future ACT research involving this carer population. 

Overall, there were a number of limitations of this research, many of which were due to the 

practicalities and time constraints related to the doctoral thesis time frame. As the first ACT 

outcome study in this carer population, further research is required and should address these 

methodological and design limitations. 
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Implications 

Clinical Implications 

The results revealed that the majority of family carers were in the clinical range on at least 

one of the DASS-21 subscales. These findings further highlight the need to address the 

mental health needs and challenges within this carer population (Montgomery, 2015). 

Similarly, the majority of family carers reported that they had not received therapy in relation 

to carer related stress, highlighting the need to increase the availability of carer interventions 

(Montgomery, 2015). Positively, the findings indicated that ACT was highly acceptable for 

family carers of adults with IDs. Qualitative feedback indicated that the ACT workshop had 

several benefits for these family carers. On this basis, ACT should be considered as a 

possible psychosocial intervention for this carer population.  

Additionally, incorporating ACT workshops may provide a low resource and low-cost 

intervention for this family carer population (Drouillard, 2019), particularly if services do not 

have the resources available to provide multiple or individual ACT sessions (Blackledge, 

2004). Hence, this method of intervention may be feasible within child and adult LD services 

(Drouillard, 2019). Importantly, some carers commented that they would have benefitted 

from the ACT intervention when their relatives with IDs were children, suggesting that carer 

interventions within child LD services may be particularly helpful. 

Moreover, ACT exercises could be adapted to fit a variety of topics relevant to family carers, 

such as managing behaviours of concern exhibited by their adult relative with IDs (e.g., 

Drouillard, 2019). Many of the recommendations from family carers to improve the ACT 

workshop can also be applied to other carer and/or ACT interventions both locally and 

nationally. Similarly, the ACT intervention protocol in this study could be used in the future, 

for example in ACT outcome studies and/or carer workshops. Nonetheless, future research is 

required to determine the feasibility, social acceptability and effectiveness of ACT for family 

carers of adults with IDs (Lobato et al., 2022). Based on extant literature, it is not currently 

possible to make conclusions about the most effective intervention for family carers of adults 

with IDs (Hastings and Beck, 2004). Prospective studies are required to compare the effects 

of different carer interventions, such psychoeducation, peer support groups and ACT (Corti et 

al., 2018). 



109 

 

Research Implications 

To the best of the author’s knowledge, this was the first study to examine the effectiveness, 

feasibility and acceptability of ACT for family carers of adults with IDs. Therefore, the 

current research makes an important addition to the literature on ACT, IDs and family carer 

interventions within the UK. As a feasibility study, this study reports preliminary findings on 

the effects of ACT for family carers of individuals with IDs. This research also contributes to 

the literature on the mental health, positive aspects of caregiving, wellbeing, quality of life 

and demographics of this carer population.  

It is important to write-up and/or publish non-significant findings to reduce the risk of 

publication bias (Ayorinde et al., 2020). Hence, the reporting of non-significant findings in 

this study may help to improve the validity and certainty of the ACT evidence base, and 

reduce the risk of overestimating the true effects of ACT (e.g., Murad et al., 2018). Also, the 

reporting and/or publishing of null findings may avoid unnecessary research duplication and 

reduce research ‘waste’ (Mlinarić et al., 2017; Polanin et al., 2016). Equally, it has been 

argued that it is important to replicate studies reporting non-significant findings as well as 

significant results (Pawel et al., 2024). Lastly, from an ethical perspective, the reporting of 

null findings promotes the transparency, integrity and trustworthiness of the research process 

(Roloff and Zyphur, 2019). 

As most of the family carers attended the ACT workshop via a video conferencing platform, 

this study adds to the literature base on the remote delivery of ACT interventions (Fowler et 

al., 2021; Lavelle et al., 2022). Other studies have found online, guided self-help ACT 

interventions to be effective in improving psychological flexibility (e.g. Axenova, 2022; 

Kishita et al., 2022). Based on the caring responsibilities within this population, on-line 

and/or self-guided intervention formats may increase the accessibility of ACT. Future 

research should examine the effectiveness, acceptability and feasibility of online, self-guided 

ACT interventions for family carers of adults with IDs.  

Theoretical Implications 

This study did not aim to investigate the theoretical basis of ACT and therefore mediational 

and/or component analyses were not completed. Although the ACT intervention in this study 

did not result in significant improvements, the ACT model should not be disregarded when 

working with family carers of adults with IDs (Blackledge, 2004). Based on a systematic 

review of ACT mediation studies, it was reported that changes in psychological flexibility 
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mediated improvements in mental health outcomes (Stockton et al., 2019). Similarly, 

research has demonstrated correlations between improvements in mental health outcomes of 

parents of children with ASCs (e.g. depression symptoms) and ACT processes (e.g., 

cognitive fusion and acceptance) (Blackledge and Hayes, 2006; Poddar et al., 2015). Hence, 

it could be argued that the non-significant changes in psychological flexibility and individual 

ACT processes found in this study could be explained by the non-significant changes in 

mental health outcomes. As such, these findings would be consistent with the ACT model of 

psychopathology (e.g., Blackledge, 2004).  

Future research should investigate which individual ACT processes are most important for 

treatment gains within this family carer population (Gould et al., 2018). Additional research 

should also examine whether treatment outcomes are impacted by the order of ACT 

processes delivered within interventions (Gould et al., 2018). Overall, further research is 

warranted to elucidate the mediators (e.g. ACT processes) and moderators (e.g. type of 

family carer and severity of ID) of treatment outcomes within this carer population (Corti et 

al., 2018; Fung et al., 2018). 

Policy Implications 

The findings indicated that most family carers were supporting their relative with IDs in their 

family home, and all carers were providing social, emotional and practical support. The high 

levels of care provided in this family carer sample are consistent with existing criticisms of 

carer policies (Oulton and Heyman, 2009). More specifically, the Care Act (UK Government, 

2014) has been criticised for increasingly shifting the responsibility from the welfare state 

onto family carers (e.g. Chard, 2022). As a result, it has been recommended that the current 

reliance on family carers should be decreased, and that policies should be developed to 

support both family carers and those being cared for (e.g., Pickard, 2001). Additional 

research and the provision of ACT groups within this carer population would be consistent 

with such recommendations. 

Researcher Reflexivity 

This section will be written in first person to convey my position in relation to this study and 

my own learning and reflections throughout the research process. 

I originally became interested in this study for several reasons. Firstly, I had worked in 

learning disability services before starting my clinical psychology training. During this role, I 
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worked alongside family carers to support their adult relatives with IDs. However, in line 

with the service model, I did not provide interventions to carers for their own personal mental 

health and wellbeing, which I felt was a gap in service provision. Secondly, I had grown up 

with a family relative diagnosed with a learning disability and therefore had witnessed some 

of the positive and negative aspects of informal caregiving. For these reasons, I felt 

enthusiastic about the opportunity to conduct research within this carer population. 

Before clinical psychology training, I had started to develop an interest in ACT. I was 

particularly struck by some of the differences between ACT and CBT, including the emphasis 

in ACT on the workability of thoughts rather than the validity of thoughts in CBT. I found the 

concept of values and values-based action particularly helpful. For example, based on my 

personal values, I selected this thesis to act compassionately towards this family carer 

population and to challenge myself to learn more about ACT. In line with my values related 

to equality and fairness, I felt it was important to involve carers in the design of this study. 

Interestingly, I found it very difficult to find a local forum or support group specifically for 

this carer population. As a result, I felt further convinced of the need to improve access to 

carer support and interventions in this population.  

Whilst recruiting participants, I developed a greater awareness of the day-to-day challenges 

and demands faced by this carer population. I was particularly struck by the fatigue and 

burnout reported by some family carers, and was shocked to hear that some carers were not 

able to gain even brief respite from their caring responsibilities. I felt a sense of injustice as 

there were several family carers who were interested in attending the ACT workshop, but 

were not able to as they did not have access to formal care arrangements for their relative 

with IDs. Consequently, I felt a sense of responsibility towards these family carers and felt 

committed to complete this study to the best of my ability. 

Throughout the study there were a number of challenges to participant retention and data 

collection, many of which were due to factors outside of mine and the participant’s control 

(e.g. time constraints due to care demands). At times, I felt disheartened and powerless to 

help participants overcome these obstacles. During these times, I found it helpful to make 

space for unwanted feelings (e.g. frustration), and defuse from my own thoughts (e.g. stories 

about not being able to collect enough data). In many ways, continually revisiting the ACT 

processes as part of this study, reminded and encouraged me to implement my ACT skills.  
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Throughout the research process, I aimed to reflect on and be aware of my own position and 

any assumptions and past-experiences impacting the research. However, it is possible that my 

experiences, knowledge and interests may have influenced the study in several ways. Firstly, 

it is possible that my interest in ACT resulted in me choosing ACT over other psychological 

therapies for this carer population. Secondly, I may have been more inclined to select ACT 

exercises for the workshop which I have found to be more beneficial based on my past 

experiences. Thirdly, my personal experience of having an adult relative with a learning 

disability may have resulted in me exploring or focusing on certain experiences associated 

with caregiving, or selecting particular outcome measures. Overall, I enjoyed completing this 

study and feel it has developed both my research and clinical skills, particularly my 

understanding and application of ACT. 

Conclusion 

This study used a single group pretest-posttest design to evaluate the feasibility, acceptability 

and effects of a one-day ACT workshop for family carers of adults with IDs. This was the 

first known ACT intervention study within this carer population. Group-level analyses 

revealed that there was no significant differences on outcome measures across three time 

points. Similarly, there were limited improvements on outcome measures at individual levels. 

There were a number of possible explanations for these findings including the small sample 

size, insufficient statistical power, under-dosing of the ACT intervention, possible 

misconceptions and misapplications of the ACT principles, and further time needed for 

participants to consolidate and develop their ACT skills. 

The ACT workshop for family carers was not deemed feasible as two of the four feasibility 

criteria were not met. It is possible that this finding could be explained by data collection 

challenges due to the care and personal demands of this carer population, which has been 

documented in comparable studies. Qualitative feedback on the social validity was mainly 

positive and indicated that all family carers felt that they had benefited at least ‘somewhat’ 

from the ACT intervention, which was consistent with findings from qualitative research. 

Nonetheless, it is possible that participants’ social validity feedback may have been 

influenced by social desirability bias. 

There were a number of strengths of this study including the involvement of carers in the 

study design and intervention, the inclusion of social validity and treatment fidelity measures, 

the range of standardised and validated outcome measures, as well as the use of individual-
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level analyses and intervention adaptations. Alternatively, there were a number of limitations 

of the study including the absence of a control group and random allocation, use of self-report 

measures, and a lack of follow-up sessions, long-term follow-up data and limited diversity in 

the participant sample. Therefore, the results of this study should be interpreted in the context 

of these limitations. Recommendations were made to address the limitations of this study and 

gaps in the research literature. Finally, there were a number of clinical, research, theoretical 

and policy implications of this study.  
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Appendix A 

Characteristics of the Studies Included 

Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Blackledge 

and Hayes, 

2006; USA 

 

Single 

group 

pretest-

posttest 

design 

 

20 parents of 

children 

diagnosed 

with autism 

(15 mothers 

and 5 

fathers);  

Mean age: 

42.9 years; 

 

3 dropped 

out. 

IG: 2-day ACT 

group (14 hours). 

Facilitated by a 

Clinical Psychologist 

(the primary author). 

 

All six ACT 

processes. 

 

Measures of 

treatment fidelity 

used (video tapes 

with an inter-rater 

reliability of 0.93) 

 

No measures of 

social validity 

used. 

From 3 weeks pre-group to 

3 months follow up: 

Significant improvements 

in depression (p = 0.06), 

general psychiatric 

problems (p = 0.048), 

psychological distress (p = 

0.021), cognitive fusion (p 

= 0.035), and experiential 

avoidance (p = 0.043). 

Corti et 

al., 2018;  

Italy  

Non-

randomised  

pretest-

posttest 

with control 

group 

design 

42 parents of 

children 

diagnosed 

with autism 

in the last 6 

months (20 

fathers and 

22 mothers).  

 

CG mean 

age: 37.86; 

IG mean age: 

39.65. 

1 dropped 

out. 

IG: 12 ACT sessions 

lasting 1.5 hours per 

session, every two 

weeks (n = 21).  

Facilitator: Two 

CBT therapists with 

expertise in ACT. 

 

CG: No direct 

intervention (n = 22) 

 

Both groups: BPT 

for 20 hours per 

week for 6 months. 

All six ACT 

processes 

 

No measures of 

social validity or 

treatment fidelity.  

At post-test, significant 

improvements in 

mindfulness (p<0.02, ηp2 

= 0.14) compared to CG. 

No significant difference 

in stress (p = 0.06, ηp2 = 

0.09), and cognitive fusion 

(p = 0.74, ηp2 = 0.14) 

between groups. 

 

IG: Positive reports of 

subjective evaluations of 

treatment and change.  
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Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Fung et 

al., 2018; 

Canada 

Single 

group 

pretest-

posttest 

design 

33 mothers of 

children 

diagnosed 

with ASD 

(mean age: 

44.8 years);  

4 mothers did 

not complete 

all outcome 

measures. 

Facilitators: Two 

mothers of children 

with ASD, trained in 

ACT.  

 

IG: 1.5 day session 

and a refresher 

evening session (1 

month later). 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity. 

 

 

 

Pre- to post-intervention: 

Significant improvements 

in valued-living (p < 

0.001), psychological 

flexibility (p = 0.001), and 

cognitive fusion (p = 

0.01); these significant 

improvements were 

maintained at the 3 month 

follow-up. 

Hahs, et 

al., 2019;  

USA 

RCT  

 

 

18 parents of 

children with 

ASD (5 

fathers and 

13 mothers);  

 

Mean age: 

45.5 years; 

 

No dropouts. 

 

Parents were 

matched on  

depression and 

experiential 

avoidance scores and 

randomly allocated 

to groups using 

computer software. 

IG: Facilitated by a 

the primary author 

(professional role 

not stated) 

2 ACT sessions (4 

hours in total, one 

week apart) + 

weekly BPT. 

 

CG: Weekly BPT. 

 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity. 

At one week post-

intervention, significant 

improvements in 

experiential avoidance (p 

= 0.0318, d= 0.94), 

depression (p = 0.0239, d= 

−1.01), cognitive fusion (p 

= 0.0485, d= 0.83), 

awareness states (p = 

0.007, d= 1.29), shame (p 

= 0.0052, d= −1.37), and 

values (p = 0.0159, d= 

1.11), compared to CG. 

No significant 

improvements differences 

in thought suppression (p 

= 0.1732) and mindfulness 

(p = 0.2506) between 

groups.  
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Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Joekar et 

al., 2016; 

Iran 

 

Non-

randomised  

pretest-

posttest 

with control 

group 

design 

 

 

24 mothers of 

children with 

high 

functioning 

autism.  

IG parents’ 

mean age: 

33.58 years 

CG parents’ 

mean age: 

36.33 years 

No dropouts. 

IG: 8 ACT group 

sessions (session 

duration not 

reported). 

CG: Weekly 

individual 

counselling sessions.  

Mothers were not 

randomly allocated 

to groups.  

No information on 

facilitators. 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity. 

At post-intervention: 

significant improvements 

in experiential avoidance 

(p = 0.001) and depression 

(p = 0.01), compared to 

CG. No significant 

differences in anxiety (p = 

0.069), stress (p = 0.365), 

and quality of life between 

groups (p = 0.071). 

Jogdand 

and 

Magar, 

2020; 

India 

Single 

group 

pretest-

posttest 

design 

 

30 parents of 

children with 

ASD.  

 

Average 

range 25-30 

years (the 

number of 

mothers and 

fathers was 

not reported).  

 

No dropouts. 

IG: ACT group (no 

information on the 

duration and 

frequency of 

sessions). 

 

No information on 

the facilitator(s).  

 

 

No information 

on the ACT 

processes used. 

 

No measures of 

treatment fidelity 

or social validity. 

Pre- to post-intervention: 

Significant improvements 

in depression (p = 0.01), 

stress (p = 0.01), and 

anxiety (p = 0.01). 
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Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Lobato et 

al., 2022 

Spain 

Single 

group 

pretest-

posttest 

design 

 

36 family 

members of 

children 

diagnosed 

with IDs (the 

types of 

family 

member were 

not 

specified). 

 

Mean age: 

55.8 years 

 

4 dropped 

out. 

IG: Three ACT 

group sessions 

lasting 3 hours (9 

hours in total) 

delivered by the 

author (psychologist 

trained in ACT). 

 

 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity. 

From pre-intervention to 

two months follow-up, 

significant improvements 

in psychological flexibility 

(p = <0.001; d= 1.19), 

perceived stress (p = 

<0.001; d= 0.66), 

psychological distress 

(p<0.001; d= 1.08), and 

thought suppression 

(p<0.001; d= 1.19).  

From one week pre-and 

post-intervention: 

significant increases in 

positive familial 

interactions (p<0.001; d= 

1.384), and decreases in 

negative familial 

interactions (p<0.001; d= -

1.422). 

Lunsky et 

al., 2017; 

Canada  

 

Single 

group 

pretest-

posttest 

design 

 

 

 

 

 

33 mothers of 

children and 

adolescents 

diagnosed 

with ASD. 

 

4 mothers did 

not complete 

all of the 

outcome 

measures. 

 

Facilitators: 2 

mothers and one 

father (clinician and 

primary author), all 

trained to facilitate 

ACT exercises.  

IG: 1 evening 

session, 1 full-day 

session and a 

refresher evening 

session (1 month 

later). 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity 

used. 

 

 

From pre to post-

intervention, significant 

improvements in physical 

health (p = 0.004), 

depressive symptoms (p < 

0.05), and stress (p = 

0.001); these significant 

improvements were 

maintained at 2 month 

follow-up. 
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Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Marino et 

al., 2021; 

Italy 

Single 

Blind RCT  

 

Group 

membership 

was blinded 

to data 

collectors, 

outcome 

assessors 

and primary 

researchers. 

20 pairs of 

parents of 

children with 

ASD (n = 40) 

 

IG mean age: 

40.6 years 

CG mean 

age: 42.0 

years. 

 

Parents’ 

gender was 

not reported. 

Parents were 

matched on clinical 

and demographic 

information and 

randomly allocated 

to groups.  

 

IG: ACT Matrix 

protocol (n = 20) 

CG: BPT (n = 20). 

 

Both groups lasted 

six months (90 

minute sessions over 

24 weeks)  

 

Facilitators were 

expert therapists (not 

aware of study aims 

or clinical 

information). 

All six ACT 

processes.  

 

No measures of 

treatment fidelity 

or social validity 

used. 

At post-intervention, 

significant improvements 

in psychological flexibility 

(p < 0.001), awareness 

states (p < 0.001), and 

personal values in 

everyday life (p < 0.001), 

compared to CG.  

No significant differences 

in parental stress and 

parents’ perception of their 

child’s behaviours 

between groups (p values 

not reported). 

Poddar et 

al., 2015; 

India 

Single 

group 

pretest-

posttest 

design 

 

5 mothers of 

children and 

adolescents 

diagnosed 

with ASD 

and ID (mean 

age: 39.54 

years). 

 

IG: 10 ACT sessions 

(over 2 months) 

 

No information on 

facilitator.  

Four ACT 

processes: 

acceptance, 

defusion, values 

and committed 

action 

 

No measures of 

social validity and 

treatment fidelity.  

 

Pre‑ to post‑intervention: 

Significant improvements 

in anxiety (p = 0.04), 

depression (p = 0.04) 

psychological flexibility (p 

= 0.04) and psychological 

QoL (p = 0.04). No 

significant differences in 

physical (p =0.52), social 

(p = 0.23), and 

environment (p = 0.34) 

QoL domains. 
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Author, 

Year and 

Country 

 

Study 

Design  

 

 

Number, 

gender and 

mean age of 

participants, 

(years) and 

drop outs 

Description 

Intervention and  

Control Groups  

Number of Core 

ACT Processes 

and Measures of 

Treatment 

Fidelity and 

Social Validity 

Main Findings  

Saeedifard 

et al., 

2016; Iran 

RCT 

 

 

30 mothers of 

children with 

IDs  

IG mean age: 

35.47 years, 

CG mean age 

= 36.44 

years.  

 

No dropouts. 

 

IG: 9 ACT sessions 

over 9 weeks 

(n = 15). Duration of 

sessions not 

reported.  

Facilitator: 

Teacher (primary 

author) trained in 

ACT. 

 

CG: No intervention 

(n =15). 

All six ACT 

processes.   

 

No measures of 

treatment fidelity 

or social validity. 

At post-intervention, 

Significant increases in 

resiliency (p = 0.01; η2 = 

0.74), compared to the 

CG. 

Salimi et 

al., 2019; 

Iran 

RCT 

 

 

30 mothers of 

children with 

autism 

(participant 

age was not 

reported) 

IG:  8 sessions 

lasting 2 hours each 

(16 hours in total) 

(n = 15).  

 

No information on 

the group facilitator. 

 

CG = no intervention  

(n = 15). 

 

Four ACT 

processes: 

Acceptance, 

values and 

committed 

actions, and self 

as context. 

 

No measures of 

treatment fidelity 

or social validity 

used. 

At post intervention, 

significant improvements 

in all six cognitive 

emotion regulation 

strategies, compared to the 

CG (p<0.05).  

 

Autism Spectrum Disorder (ASD); Behavioural Parent training (BPT); Control Group (CG); 

Intervention Group (IG); Randomized Controlled Trial (RCT). 
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Appendix B 

Domain and Overall Risk of Bias of Scores 

 

Risk of Bias Assessment for Randomised Control Trials (RoB 2) 

 

Risk of Bias Assessment for Non-Randomised Studies (ROBIN-I) 
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Appendix C 

Summary of the ACT Intervention Protocol 

The following protocol is based on a combination of exercises and ideas used from the 

following ACT text books: 

- The Happiness Trap (Harris, 2008) 

- Acceptance and Commitment Therapy: An Experiential Approach to Behavior 

Change (Hayes et al., 1999).  

- ACT Made Simple: An Easy-To-Read Primer on Acceptance and Commitment 

Therapy (Harris, 2019) 

- Learning ACT: An Acceptance & Commitment Therapy Skills-Training Manual for 

Therapists (Luoma et al., 2007).  

 

9am – 10.25am 

(1 hour 25 minutes) 

Introduction (15 minutes) 

Carer Burden/Experiences (15 minutes) 

Goals and Assumptions of ACT (5 minutes) 

Acceptance: Creative Hopelessness (20 minutes) 

Internal Struggles Video (5 minutes) 

Expansion Exercise (15 minutes) 

Contact with the Present Moment (10 minutes) 

BREAK at 10.25am – 10.40am (15 minutes) 

10.40am – 12.05pm 

(1 hour 25 minutes) 

 

Missing Out Video and Discussion (10 minutes) 

Dropping an Anchor (10 minutes) 

Walking Meditation (15 minutes) 

Informal Mindfulness Exercises (10 minutes) 

The “hands as thoughts & feelings” exercise (10 minutes) 

Explanation of Fusion and Defusion (15 minutes) 

Leaves on a Stream (15 minutes) 

LUNCH 12.05pm – 12.35pm (30 minutes) 

12.35 pm – 2.10pm 

(1 hour 35 minutes) 

 

Labelling Thoughts as What They Are (15 minutes) 

Defusion Exercises (10 minutes) 

When to use defusion skills (5 minutes) 
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Introduction to Self-as-context (15 minutes) 

Sky and Weather Metaphor (5 minutes) 

Observer Self Video (15 minutes) 

Defusion from self-concept (20 minutes) 

Introduction to Values (10 minutes) 

BREAK 2.10pm – 2.25pm (15 minutes) 

 

1 hour 30 minutes 

(2.25pm – 3.55pm) 

Identifying Values Exercise (20 minutes) 

Values-based action (20 minutes) 

Barriers to value-based actions (20 minutes) 

Reflections on the session (15 minutes) 

Ending the session (15 minutes) 

 

Intervention Protocol References:  

 

Harris, R. (2008). The happiness trap: How to stop struggling and start living. Shambhala 

Publications. 

Harris, R. (2019). ACT made simple: An easy-to-read primer on acceptance and commitment 

therapy. (2nd ed.). New Harbinger Publications. 

Hayes, S. C., Strosahl, K. D., & Wilson, K. G. (1999). Acceptance and Commitment 

Therapy: An Experiential Approach to Behavior Change. New York: Guilford Press. 

Luoma, J. B., Hayes, S. C., & Walser, R. D. (2007). Learning ACT: An acceptance & 

commitment therapy skills-training manual for therapists. New Harbinger 

Publications. 

McCracken, L. M., (2012). Acceptance and Commitment Therapy for Chronic Pain. 

https://www.div12.org/wp-content/uploads/2015/06/ACT-for-Chronic-Pain-manual-

McCracken.pdf  

 

 

 

 

 

 

 

 

https://www.div12.org/wp-content/uploads/2015/06/ACT-for-Chronic-Pain-manual-McCracken.pdf
https://www.div12.org/wp-content/uploads/2015/06/ACT-for-Chronic-Pain-manual-McCracken.pdf
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Appendix D  

Feedback from Family Carers on Wednesday 27th April 2022 

 

Three family carers were in attendance. This document summarises the feedback provided by 

the carers. 

 

Would it be preferable to facilitate the group weekly, all on the same day or two half days? 

 This would depend on the needs of the group members. 

 They suggested that evenings and/or weekends might work better for certain family 

carers due to work and/or caring commitments. 

 One suggestion was that videos could be sent to participants prior to the group to 

reduce the amount of time needed to attend face-to-face and/or virtually. 

 Carers could be broken up into certain cohorts depending on their needs, availability 

and role. The group would be more compatible if carers with similar circumstances 

were placed in the same group. 

 It would be helpful to facilitate the group all in the same day or to split the group into 

two sessions.   

 

How many sessions should we offer? How long should each session be? 

 I explained that ACT groups can range from 4 hours to 18 hours, and that there is 

evidence for both brief and long ACT groups. 

 The carers felt that 6 – 8 hours would be feasible for family carers to attend (e.g. 2 

sessions lasting 3 hours each). 

 

What would be the most convenient place to hold the group? Online, face-to-face or both? 

 Carers felt that this should be determined by the needs of the group. 

 They suggested that a mix of both face-to-face and virtual groups might meet the 

needs of different group members. 

 

What would be the minimum and maximum number of participants in a group? 

 I explained to the carers that we were aiming to recruit at least 16 participants for the 

study. 

 They felt that there should be a maximum of 6 – 8 people in each group. 

 Nevertheless, the carers felt that the group size should be determined by compatibility 

and needs. For example, it might be helpful to have a smaller group for dads rather 

than mix different family roles. 
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How long should we allow for informal discussions about family carer’s experiences within 

the group? 

 The carers felt that it would be helpful to include time for informal discussions as they 

felt the group would benefit from this. However, they felt this should be optional for 

group members as some members may not wish to attend and/or struggle with the 

unstructured nature of the discussion.  

 The length of the discussion might depend on the size of the group (e.g. you could add 

30 minutes at the end of a 2 hour group). 

 The informal peer support could be framed as a time to spend time with each other at 

the end of the group to have a cup of tea, process the group and discuss their 

experiences. 

 

Do you have any feedback on the format and structure of the group? 

 Try to organise the group based on compatibility.  

 Make sure the group has access to biscuits, tea and coffee to help them feel 

comfortable and settled into the group. 

 

Do you think this feasible and/or practical for carers to complete all of the outcome 

measures? 

 I explained the outcome measures we are planning to collect as part of this project. 

 Carers seemed to think these outcome measures were feasible. 

 One suggestion was to complete the baseline outcome measures over the phone with 

the facilitator (time point 1) during the telephone screening to increase the amount of 

data collected.  

 

Feedback on inclusion and exclusion criteria? Have I missed anything? 

 I explained the inclusion and exclusion criteria for the group. 

 Carers commented that some carers might be taking psychotropic medications as this group is 

more at risk of experiencing distress and/or mental health difficulties.  

 One suggestion was to include carers who have remained on the same psychotropic 

medication (e.g. dosage) for a long amount of time and to assess this on a case by case basis. 

 The carers noted that step-parents and/or partners might be in a caring role and therefore we 

might need to think about the definition of a “family carer” so this includes all family carers. 

 

How can we reach out to other types of family members e.g. siblings? 

 The carers stated that the mothers of children and/or adults have typically attended 

similar groups and other family members (e.g. fathers) often do not attend due to 

other commitments e.g. work. 
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 Carers could be broken up into certain cohorts depending on their family role. This 

might free up family carers to talk about their different experiences and potential 

challenges  

 One carer suggested that it might be helpful to facilitate an all-male carer group. In 

this case, it might be helpful to consider a male facilitator. 

 The carers reported that many siblings do not identify themselves as sibling carers 

and/or carers, and therefore it would be helpful to include “siblings of adults with 

learning disabilities” in the study leaflet to maximise recruitment. 
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Appendix E  

Study Leaflet 

 

 

 

 

 

Are you a father, mother, sibling, guardian or relative of an adult with a 

learning disability? 

Do you experience any stress related to 

caregiving? 

 

Would you like support to develop relaxation 

and coping skills to manage stress related to 

caregiving? 

Would you like to meet other family carers? 

 

We are running acceptance and commitment 

training workshops for family carers. The workshops will be used as a study to 

fulfil the researcher’s requirements as part of their doctorate in Clinical 

Psychology, at the University of Essex 

 

If you would like to participate, please email [Name removed] (Chief 

Investigator) via email: [Email removed] or [Name removed] (Clinical 

Psychologist) via email: [Email removed]. 

 

Date:   

Time:   

Location:     
 

 

 

Free Workshops for Family Carers of Adults with 

Learning Disabilities 

mailto:gemma.shoesmith2@nhs.net
mailto:alison.spencer2@nhs.net
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Appendix F 

Screening Questions 

 

Adapted from Kowalkowski (2012) for the purpose of this study. 

Name:______________________________ 

Contact Information:__________________________ 

1. Are you currently the relative and/or guardian of an adult with a diagnosis of Learning 

Disability (LD)?   Yes       No 

2. Was your relative formally diagnosed with a LD?  Yes        No 

3. Are you proficient in the English language?      Yes        No 

4. Have you previously received Acceptance and Commitment Therapy?    Yes         No 

5. Are you currently receiving any other therapy or psychotropic 

medication?____________________________ 

6. Do you have any major physical health issues?_____________________________ 

7. Do you have any significant mental health difficulties or problems with substance 

abuse and/or dependence?_______________________________ 

 

Availability to attend the group: 

 

 

 

Preference (circle) 

Online   Face-to-face  No preference  
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Appendix G 

Social Validity Questionnaire 

 

Adapted from Wilson et al. (2022) and Kowalkowski (2012) and modified for the purpose of 

this study. 

Please answer the following questions as honestly and accurately as possible. 

 

1. How much did you enjoy the ACT activities?  

Not at all   Sometimes          Often           A lot 

  1         2    3                  4 

 

2. How much did you learn by doing the ACT activities?  

Not at all   Sometimes          Often           A lot 

1                2    3                  4 

 

3. How much did you learn about thoughts and feelings?  

Not at all   Sometimes          Often           A lot 

1               2    3                  4 

 

4. How often do you plan to use the ideas/skills you learned in the ACT activities? 

Not at all   Sometimes          Often           A lot 

  1         2    3                  4 

 

5. Overall how satisfied were you with the ACT group? 

 Not at all   Somewhat    A good amount     A lot 

  1         2    3                   4 

 

6. What did you most like about the ACT group? (Please elaborate in the space below) 

 

 

 

7. What did you least like about the ACT group? (Please elaborate in the space below) 
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8. What would you do differently or change about the ACT group? 

 

 

 

9. Any additional comments or feedback about the group? 

 

 

Thank you for providing this feedback 
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Appendix H 

ACT Process Measures and Outcome Measures 

 

 

Acceptance and Action Questionnaire version II 
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Cognitive Fusion Questionnaire  
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The Mindful Attention Awareness Scale (MAAS) 
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Positive Aspects of Caregiving 

 



166 

 

Depression Anxiety Stress Scales (DASS‑21) 
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Quality of Life Enjoyment and Satisfaction Questionnaire – Short Form (Q-LES-Q-SF) 
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Appendix I 

DASS-21 Severity Ratings 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



169 

 

Appendix J 

Worksheet to Record Problematic Behaviours 
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Worksheet to Record Values-Based Behaviours 
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Appendix K 

Demographic Questionnaire 

 

Unique participant code:___________________ Age:______________ _____      

Gender:___________________________ Relationship Status:_________________________ 

Occupation:__________________________ Ethnicity: ______________________________ 

 

1. Which of your relatives have been diagnosed with a Learning Disability 

(LD)?____________________________ 

2. Where do they currently live?________________________ 

3. What is their age?______________________ 

4. Have they received any other diagnoses?___________________________________ 

5. What support do you currently provide to your relative with a LD? (circle all 

applicable)         Social              Emotional               Practical  Financial 

6. How many hours per week do you provide this support?_____________________ 

7. How many years have you been providing this support?______________________ 

8. Are you the primary carer for your relative with a LD?________________________ 

9. Have you ever received any therapy in relation carer related stress?    Yes        No 

10. If you answered “yes” to the last question, what therapy did you receive? 

___________________________________ 
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Appendix L 

The ACT Fidelity Measure 
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Appendix M 

Chi-square Distribution Table 
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Appendix N 

Health Research Authority and Health Research Wales Approval Letter  
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178 

 

Appendix O 

NHS REC Ethical Approval 
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Appendix P 

Confirmation of Capacity and Capability from NHS Trust 
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Appendix Q 

University of Essex Ethical Approval 
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Appendix R 

NHS Ethics Amendment Confirmation Email 
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Appendix S 

Research and Development Department Amendment Confirmation Email 
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Appendix T 

Evidence of University of Essex Ethics Amendment Approval 
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Appendix U 

Participant Information Sheet 

 

Evaluating the Feasibility, Acceptability and Effectiveness of Acceptance and 

Commitment Therapy for Family Carers of Adults with Intellectual Disabilities. 

 

Dear Participant, 

 

My name is [Name removed] and I am a Trainee Clinical Psychologist at the University of 

Essex. I am currently carrying out a piece of research entitled, Evaluating the Feasibility, 

Acceptability and Effectiveness of Acceptance and Commitment Therapy for Family Carers 

of Adults with Intellectual Disabilities under the supervision of [Name removed] (Clinical 

Tutor/Lecturer, Thesis Supervisor) and [Name removed] (Lecturer, Thesis Supervisor). 

This research will aim to investigate the effects of an Acceptance and Commitment Therapy 

(ACT) group on family carers of adults with Learning Disabilities (LDs) on their mental 

health, quality of life, experience of caregiving and psychological flexibility. ACT has 

evolved from Cognitive Behavioural Therapy and is a psychological model that focuses on 

accepting what you cannot change, but still living your life according to the values and goals 

that are important to you. There is existing research highlighting the benefits of ACT for 

other carer populations, however no research has been conducted on ACT for family carers of 

adults with LDs. It is hoped this project will help to address the gap in the research. 

 

The study is part of my clinical psychology doctorate in the Department of Health and Social 

Care at the University of Essex.  

This information sheet provides you with information about the study and your rights as a 

participant.  

 

Am I eligible to take part? 

If you are a family carer or guardian of an adult diagnosed with a learning disability who is 

under the care of the [Name Removed] Learning Disability Specialist Health Services, aged 

at least 18 years old and proficient in English, then you are eligible to take part. 

 

What does taking part in the research involve?  

The study will consist of attending a one-day workshop based on acceptance and 

commitment therapy (ACT). Participants are not required to have any previous knowledge of 
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ACT. Participants will have the choice to attend the workshop face-to-face in a large meeting 

at [Address removed] or virtually using the Trust’s secure software. The group facilitators 

will try their best to accommodate participant’s preferences and participants will be allocated 

to the intervention format (i.e. online or face-to-face) based on the order in which they were 

recruited. It is therefore possible that some parents may not have the option to choose 

between online or face-to-face if all the spaces have been allocated. It is possible that all 

participants may opt for an online or face-to-face group, and this will be facilitated where 

possible.  

 

The group will last 6 hours and will be facilitated by [Name removed] (Thesis Supervisor, 

Clinical Psychologist) and [Name removed] (Clinical Psychologist). During the group, 

participants will be encouraged to participate in a number of exercises, discussions and 

activities. Participants will be asked to complete a range of questionnaires to collect data on 

three occasions (during the screening appointment, and 3 weeks and 3 months after the 

group). The first outcome measures will be completed during the screening appointment and 

the second outcome measures will be completed during the workshop. Participants will be 

given the choice to complete the latter two with the facilitator over the phone or to complete 

and return copies via email or post. Participants will also be asked to identify and record the 

daily frequency of two problematic behaviours to be decreased and two values-directed 

behaviours to be increased over 4 weeks (one week before the group to three weeks after the 

group).  

 

Do I have to take part?  

There is no obligation to take part in the study. It is entirely up to you. If you do decide to 

take part, you will be given this information sheet to keep and be asked to sign a consent 

form. If you decide to participate in the study and then change your mind in the future, you 

can withdraw at any point, you are free to stop participating in the group, or withdraw even 

after the data has been collected. This will not affect the NHS services that your family 

member receives. If you withdraw from the study, any data collected prior to dissemination 

will be deleted. If publications or reports have already been disseminated, these cannot be 

withdrawn, however, these will only contain anonymised and aggregated data.           

What are the possible disadvantages of taking part? 

Exploring the challenges and experiences of being a family carer may be emotionally 

difficult to discuss. At any point during the group you may decide not to answer any 

questions or participate and to withdraw at any time without giving a reason. In this instance, 

participants will be invited to attend a debrief session and invited to share their reflections 

about participating in the study if they would like to. All participants will be provided with 

Samaritans helpline and advised to contact them in the event of any urgent mental health 

difficulties. In addition to this, participants will be advised to contact their GP if they report 



190 

 

any difficulties in relation to their physical and/or mental health. If required, the facilitators 

will sign-post participants to any additional services. 

 

What are the possible benefits of taking part? 

It is hoped that your participation will provide you with skills to help you cope more 

effectively with the potential challenges of being a carer and to live your life according to the 

values and goals that are important to you. You will also provide an opportunity to meet other 

family carers of adults with LDs. The findings of this research will help to understand the 

potential challenges faced by family carers of adults with LDs and ways to support carers to 

manage these. This information could be used to inform service developments within NHS 

services. 

 

Will my taking part in this study be kept confidential?  

All information collected will be kept securely and will only be accessible by the researcher, 

[Name removed], the facilitators, [Name removed] and [Name removed], and thesis 

supervisors, [Name removed] and [Name removed]. Confidentiality will only be breached if 

safeguarding concerns are raised. As part of the screening process, you will be asked to 

provide your name and asked to provide some demographic information for analysis 

purposes. After this, participants will be given a unique code to use to complete 

questionnaires. Data collected through this questionnaire will be aggregated and you will not 

be individually identifiable in any reports or publications from this research. The results from 

this study will be written up in a report for my Doctorate. Any identifiable information will 

be anonymised in the write-up. The findings will be shared with the Learning Disability 

Specialist Health Services via a verbal presentation and written report. The research report 

will also be submitted for publication in a peer-reviewed journal and/or possibly presented at 

a research conference. Participants will be invited to inform the facilitators during the group 

or email the group facilitators after the group if they would like to receive a summary of the 

research findings. The summary of the findings will be devised and shared via email or post 

in September – October 2023.  

 

Who has approved this project? 

This research project has been approved by the University Of Essex Ethics Committee, 

Health Research Authority and NHS Research Ethics Committee. Permission to complete this 

study was granted by the Research and Development office [NHS Trust name removed]. 

 

What happens if something goes wrong?  

If you are harmed by taking part in this research project, there are no special compensation 

arrangements. Regardless of this, if you wish to complain, or have any concerns about any 
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aspect of the way you have been treated during the course of this study then you should 

immediately inform the student and/or their supervisor (details below). If you remain 

unsatisfied and wish to make a formal complaint, please contact [Name and email removed] 

Research Governance and Planning Manager, who will advise you further. 

We would be very grateful for your participation in this study. If you need to contact us in 

future, please contact me on my email [Email removed], [Thesis supervisor name and email 

address removed] or [Thesis supervisor name and email address removed]. You can also 

contact us in writing at: [Name and address removed]. 

 

You are welcome to ask questions at any point.  

 

Yours sincerely,  

[Name removed], Trainee Clinical Psychologist 
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Appendix V 

 Participant Consent Form 
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7. I agree to take part in the above study. 

 

 

 

Participant Name  Date  Participant Signature 

________________________ __________ ________________________ 

 

Researcher Name Date Researcher Signature 

________________________ __________ ________________________ 

 

 

One copy will be provided to the participant and one copy will be kept for filing. 
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Appendix W 

Participant Research Summary 

Evaluating the Feasibility, Acceptability and Effects of Acceptance and Commitment 

Therapy for Family Carers of Adults with Learning Disabilities 

Background: 

 Acceptance and Commitment Therapy (ACT) has been shown to improve mental health 

and wellbeing outcomes for a range of informal caregivers, including family carers of 

individuals with dementia, autism, psychosis, acquired brain injury and children with 

learning disabilities (Fowler et al., 2021; Han et al., 2021; Magnacca et al., 2021; Reid et 

al., 2016). 

 To date, there have been no studies exploring the effects of ACT on family carers of 

adults with learning disabilities. 

Research Aims: 

 This study investigated the effects of an ACT group on family carers of adults with 

learning disabilities in relation to their mental health, quality of life, experience of 

caregiving, psychological flexibility and problematic and values-based behaviours.  

Methods: 

 Sixteen family carers of adults with learning disabilities were recruited from an adult 

learning disability service. 

 Family carers completed six questionnaires at three time points: during the screening 

appointment (time point one), 3 weeks after the workshop (time point two), and at 3 

months follow-up (time point 3). 

 Data analysis examined the differences in family carers’ scores across time based on 

group and individual scores. 

 Family carers were invited to record the daily frequency of values-based and problematic 

behaviours over three to four weeks. 

 Family carers provided feedback on the ACT workshop using a questionnaire.  

Results: 

 Statistical analysis revealed that there were no significant differences between depression, 

stress, anxiety, quality of life and positive aspects of caregiving scores across the three 

time points.  

 Statistical analysis revealed that there were no significant differences between mindful 

states, cognitive fusion and psychological flexibility scores across the three time points.  

 Statistical analysis of individuals’ scores revealed that the majority of family carers’ 

scores on seven outcomes did not change from time points one to three. Of the scores 

which did not remain stable, some family carers’ scores on the questionnaires deteriorated 

or improved over time. 

 Ten family carers provided feedback on the ACT workshops.  
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 All ten family carers provided feedback on what they most liked about the intervention. 

For example, some family carers reported that they valued meeting and learning from 

other carers, and others made positive comments about the group facilitators.  

 Family carers also provided constructive feedback about the ACT workshop. For 

example, some family carers thought it would be helpful to have more time to practise 

their ACT skills, and longer to interact with other carers. 

 

Conclusions and Implications 

 The results indicated that the ACT workshops did not result in significant improvements 

on the outcomes measured across time. 

 However, these findings could be explained by the small sample size, and the lack of 

follow-up sessions and long-term follow-up data.  

 Many family carers reported that they valued participating in the ACT workshop and 

meeting other carers. 

 These findings add to the research on interventions for family carers and the challenges 

and experiences related to informal caregiving. 

 As the first study within this area, further research is required to examine the effects and 

experiences of ACT on family carers of adults with learning disabilities.  
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Appendix X 

 

SPSS Output for One-way Within-Subjects MANOVA 

 

SPSS Output for Friedman Test on ACT Consistent Scores  

 

 

 

 

 

 

 

 

 

 

Multivariatea,b 

Within Subjects Effect Value F 

Hypothesis 

df Error df Sig. 

Partial Eta 

Squared 

Time_poi

nt 

Pillai's Trace .434 .762 16.000 44.000 .716 .217 

Wilks' Lambda .601 .762c 16.000 42.000 .716 .225 

Hotelling's 

Trace 

.607 .758 16.000 40.000 .719 .233 

Roy's Largest 

Root 

.488 1.341d 8.000 22.000 .276 .328 

a. Design: Intercept  

 Within Subjects Design: Time_point 

b. Tests are based on averaged variables. 

c. Exact statistic 

d. The statistic is an upper bound on F that yields a lower bound on the significance level. 

Test Statisticsa 

N 13 

Chi-Square 3.429 

df 2 

Asymp. Sig. .180 

a. Friedman Test 
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SPSS Output for Friedman Test on ACT Inconsistent Scores  

 

 

 

 

 

 

 

 

 

 

SPSS Output for Wilcoxon Sign-Ranked Test on ACT Consistent and Inconsistent 

Scores 

 

 

 

 

 

 

Test Statisticsa 

N 12 

Chi-Square 1.200 

df 2 

Asymp. Sig. .549 

a. Friedman Test 

Test Statisticsa 

 

All_inconsistent_sc

ores - 

All_consistent_Sco

res 

Z -5.297b 

Asymp. Sig. (2-tailed) <.001 

a. Wilcoxon Signed Ranks Test 

b. Based on positive ranks. 


