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  Abstract 

Background:  Stigma is prominent in the lives of autistic children and their families, and a 

systematic literature review found that autism-related stigma contributes significantly to 

poorer mental health among parents. Parents are also at risk of internalising the stigma 

directed at their child, which further exacerbates poor well-being. Interventions that focus 

on the mental health of parents of autistic children are sparse, and there are currently no 

interventions available that help parents cope with autism-related stigma as well as prevent 

the internalisation of stigma. An intervention that is evidenced to improve mental health in 

part through increasing resistance to stigma will be of substantial benefit to families and, 

ultimately, their children.  

Purpose: The primary aim of this study was to develop a stigma protection intervention 

aiming to improve the mental health of parents of autistic children, and to evaluate its 

feasibility and acceptability. The secondary aim was to explore the preliminary impact of the 

intervention on the mental health of the parents. 

Methods: The Medical Research Council’s guidelines for developing complex interventions 

were used as a framework for the research. Evidence from multiple sources was 

synthesised to produce an eight week blended (face-to-face and online) psychosocial 

intervention titled ‘SOLACE’.  A randomised controlled trial was carried out comparing 

parents allocated to the SOLACE group (n=9) with those allocated to a control group (n=8) 

(no intervention). Mixed methods were employed to investigate feasibility, acceptability, 

and preliminary outcomes. Recruitment and retention rates, missing data and adverse 

events were recorded to assess feasibility. A qualitative focus group was conducted to 

evaluate the acceptability of the intervention and outcome measures. Outcomes were 

measured at three time points: baseline, post-intervention and at six weeks follow-up. The 
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primary outcome of interest was mental health (MHI-5). Other outcomes of interest 

included measures of courtesy stigma, self-stigma, self-esteem, positive meaning in 

caregiving, self-blame, self-compassion, social support, and social isolation.   

Results: Recruitment rates were lower than anticipated, yet the retention rates were 

excellent, with no dropouts and minimal missing data.  Attendance rates were particularly 

high for this population, with 80% of parents attending more than 50% of the sessions. The 

findings of the qualitative evaluation showed that SOLACE was acceptable to parents and 

that the combination of online and face to face delivery worked well. Quantitative analysis 

revealed that mental health scores had significantly improved for those who took part in 

SOLACE compared to no significant changes for control group participants. In addition, 

changes in secondary outcome measures were in favour of SOLACE.   

Conclusions: A stigma protection intervention that improves the mental health of parents 

and carers of autistic children in an acceptable and feasible way has been produced and 

evidenced for the first time. A number of recommendations are made for future use in a 

larger, powered trial. The knowledge derived from this thesis may be used to help inform 

future service provision for parents and shape future autism policy so that the importance 

of stigma in relation to parent mental health and their caregiving role is emphasised.  
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Chapter One: Background and Overview of the Thesis 

1.1. Introduction 

This study was matched funded by AUTISTICA and the Institute of Health Research at the 

University of Bedfordshire. The purpose of this study that is presented in this thesis, was to 

develop and evaluate the feasibility and acceptability of a novel intervention that improves 

the mental health of parents and carers of autistic children through increasing their 

resilience to autism stigma and avoiding and/or reducing the internalisation of stigma. This 

chapter provides a personal statement, background information, and explains the 

terminology used throughout the thesis, before setting out the research problem forming 

the rationale for this study.  This chapter concludes with a brief description of each chapter 

of the thesis.  

 

1.2. Personal interest 

I feel it is important to highlight my personal interest in the subject of autism stigma. I was 

brought up in a close family, living next door to my grandparents. They lived there with my 

late autistic uncle, who was unable to live independently.  We lived together like this so that 

my parents could share the care for him. This means I have first-hand experience of what it 

is like loving and living with an autistic family member.  I do not claim to fully understand 

what it is like to feel responsible for an autistic child, but I do understand the worries that 

came with caring for him. It also means I have experienced the stares, comments and jokes 

that were directed at him. However, while growing up, this never affected me in any way 

and I always felt very proud of my uncle and his ‘glow in the dark’ collections, extraordinary 

musical skills, and strange questions. Being a mother myself, I now realise how protective 

and sensitive we feel when things concern our children, and I often think back about what 
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life must have been for my grandmother. For me, he made me realise everyone is different 

from a young age and how much more interesting that makes life.  

 

1.3. What is autism? 

Autism Spectrum Condition (ASC) is a neurodevelopmental condition which has been 

characterised by diagnostic professionals as impacting upon social interactions, verbal and 

nonverbal communications and a ‘narrow’ spectrum of interests and behaviours (American 

Psychiatric Association, 2013). Autism Spectrum Condition is a wide-ranging condition and 

includes people with limited or no verbal communication and (or) low cognitive abilities, 

through to those with an average or high IQ (Kakkar and Srivastava, 2017).  ASC is 

extremely complex and has a wide and diverse range of symptoms (Kakkar and Srivastava, 

2017). However, people on the autism spectrum generally share a triad of difficulties first 

identified by Lorna Wing in 1981 which include difficulties in understanding and using 

communication (verbal and non-verbal); understanding social behaviour, affecting their 

ability to interact; and difficulty in social imagination which includes the ability to think and 

behave flexibly and therefore show ‘restricted’ or ‘repetitive’ activities (Baron-Cohen et al., 

2009). 

 

In the last edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-5) all 

autism ‘disorders’ are combined as one main diagnosis of autism including autistic 

disorder, childhood disintegrative disorder, pervasive developmental disorder-not 

otherwise specified (PDD-NOS) and Asperger Syndrome (APA, 2013). Asperger ‘syndrome’ 

was (and still is) often seen as being on the ‘high end’ of the spectrum and is mainly 

diagnosed at a later age when social differences become more obvious (Kozlowski, Matson 
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and Dieske, 2012). Autism, on the other hand, is usually diagnosed in early childhood when 

a delay in language development becomes apparent (Bailey, Phillips, and Rutter, 1996). 

The main difference is that people with Asperger’s syndrome do not have a delay in 

childhood language development, usually have ‘normal’ intellectual abilities, and are more 

likely to live independently in later life (Kozlowski et al., 2012).  

 

Children may display sensory related behaviours such as rocking, spinning, and twirling in 

order to self-stimulate and comfort themselves. Another aspect of autism can be auditory 

sensitivity. Autistic children may prefer wearing a headset or are known to cover their ears 

to minimise or block out unwanted sounds (Schaaf, Toth-Cohen, Johnson, et al., 2011).  

Co-occurring conditions are common in autistic people. Fombonne et al. (2011) reviewed 

14 prevalence studies and found that rates of autistic people with a learning disability 

ranged from 30% to 85% depending on the methods used in each study, although it is 

commonly accepted that around 50% of autistic people also have a learning disability 

(Emerson and Baines, 2010; Fombonne et al., 2011). Learning difficulties are often paired 

with behavioural or emotional problems (Russel and Norwich, 2012). Almost half the 

children with mild to moderate or severe learning difficulties show emotional and 

behavioural challenges. Furthermore, attention deficit hyperactivity disorder (ADHD) is the 

most common condition co-occurring with autism (Russell and Norwich, 2012) ranging 

from rates of 30% to 80% of autistic people also meeting the criteria for ADHD (Rommelse 

et al., 2010) which is often accompanied with behavioural difficulties (Koro-Ljungberg and 

Bussing, 2009).  
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The World Health Organisation’s International Classification of Disease (ICD-11) updated 

the diagnostic criteria for autism in 2018 and is now more in line with the DSM-5 published 

in 2013 by the American Psychiatric Association. This means that the category of ‘autism’ 

now includes Asperger’s Syndrome, Childhood Disintegrative Disorder, and certain other 

generalised developmental disorders. The WHO diagnostic criteria include difficulties in 

social interaction and communication, as well as repetitive behaviours and restricted 

interests, yet do not include issues related to language difficulties like the DSM-5 does. 

Both the DSM-5 and WHO also include sensory sensitivities as a common characteristic for 

autistic people. Although the DSM-5 acknowledges that autistic people can have 

intellectual disabilities, the IDC-11 provides detailed guidelines for differentiating between 

autism with and without co-occurring intellectual disabilities, whereas the DMS-5 does not.  

The changing and differing classifications of autism illustrate the complexity of the 

condition.  

 

The exact cause(s) of autism is still unknown but research to date suggests it involves 

various complex and interacting factors, including genetics, the environment, and the 

development of the brain (National Autistic Society, 2019). There are currently no specific 

tests or biological markers for autism available and the diagnosis, therefore, depends on 

the clinician’s interpretation of diagnostic criteria. Because of this, the diagnostic process 

may be affected by the conceptualisation of autism, as well as by the level of training and 

clinical expertise of the diagnostic professional (Strasser et al., 2018).  

 

Biomedical models of autism, like the DSM-5 and ICD-11, view autism as a 

neurodevelopmental disorder with clear genetic and neurological causes which 
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(eventually) can be detected. Social theorists on the other hand view autism as being 

socially constructed, that it is society that views autistic traits and behaviours as ‘different’ 

and that a change is required in what we view as ‘different’ versus ‘typical’ (Nadesan, 

2005).  It should be pointed out that critics of the social model maintain that this emphasis 

of society’s role in the conceptualisation of autism, underestimates the challenges and 

difficulties faced by autistic individuals and their family (Farrugia, 2009). Similar to social 

theorists, the neurodiversity movement considers autism to be a different cognitive style 

rather than a ‘disorder’ (Baron-Cohen, 2009). As a prominent figure in the neurodiversity 

movement, Baron-Cohen (2009) argues that neurological differences should be accepted 

and included, rather than considered a disorder that requires treatment or a ‘cure’. (Russel 

and Norwich, 2012).  

 

1.3.1. Prevalence of autism in the UK 

There is currently no official register or exact count of autism diagnoses kept in the United 

Kingdom (UK). Still, estimates of the prevalence of autism have increased dramatically over 

the last 30 years, and a prevalence study of autism in the UK suggests that 1.1% of the 

population are autistic (Brugha et al., 2012) which is in line with studies from Asia, Europe 

and North America where an average prevalence between 1% and 2% is reported 

(Christianson et al., 2016). Other studies have calculated higher prevalence rates by 

including children who have been recognised by researchers as having autistic traits and 

characteristics without having received an official diagnosis (Baird et al., 2006; Baron-Cohen 

et al., 2009).  This is in supported by a study from Russell et al. (2010) who found that a 

substantial number of people in the UK are undiagnosed. Yet, the most reported estimate in 

the literature is that of the CDC’s Autism and Developmental Disabilities Monitoring 
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Network (2015) of 1 in 68 children being reportedly on the autism spectrum.  Autism occurs 

in all racial, ethnic, and socioeconomic groups, although more boys than girls have been 

diagnosed as autistic. In fact, boys are diagnosed four times more frequently than girls 

(Rivet and Matson, 2011) and without co-occurring intellectual disabilities, the boy/girl ratio 

increases to approximately 10 to 1 (Fombonne, 2007). Girls also tend to receive the 

diagnosis later than boys (Siklos and Kerns, 2007). Researchers are increasingly beginning to 

question if gender bias during the diagnosis process lead to this disparity (e.g. Carter et al., 

2007) and claim that girls are better in copying social behaviours and therefore less likely to 

be assigned as autistic. This means that the differences in rates may not be as great as 

commonly reported.  

 

1.3.2. The diagnosis process and its impact 

In the UK, a diagnosis of autism is based on behavioural observations, clinical diagnostic 

measurements, and parental or carers’ reports and can be a lengthy process often lasting 

more than 30 weeks (Brett et al., 2016; Crane et al., 2016).  Whilst research suggests that 

autism can reliably be diagnosed as early as 24 months (Johnson et al. 2007; Steiner et 

al.,2012;), in practice the average age to receive a diagnosis is around four or five as shown 

in population based studies (Brett et al., 2016; Howlin and Moore, 1997; Shattuck et al. 

2009).  

 

Parents and carers may face a number of challenges when a diagnosis occurs, including 

understanding and accepting their child’s diagnosis (Crane et al., 2018), search for 

appropriate support services and interventions, and possibly having to choose different 

educational settings for their child (Cassidy, McConkey, Truesdale-Kennedy and Slevin, 
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2008; McConkey and Cassidy, 2010; Murphy and Tierney, 2006). Parental or carer reactions 

to the diagnosis can vary. Studies have reported feelings of relief or vindication upon 

hearing the diagnosis because their concerns were finally validated (DaPape and Lindsay, 

2014) and they are now able to gain access to helpful services and support (Russell and 

Norwich, 2012).  However, the diagnosis may also elicit negative feelings, and even 

subsequent resistance to the diagnosis because of its (potential) negative implications for 

their child. For example, a qualitative study carried out by Chell (2006) looked at the 

importance and impact of the diagnosis and found that parents in the UK were worried 

about the label that was now placed on their child.  Parents feared that the label had the 

power to change how their child was perceived by others. Connolly and Gersh’s (2016) 

qualitative study revealed that parents expressed a need for secrecy around the diagnosis as 

they fear that their child would be socially excluded (Connolly and Gersch, 2016). Connolly 

and Gersh (2016) further state that parents have to cope not only with the emotions a 

diagnosis brings, but also with potential life changes. This demonstrates that the diagnostic 

process can be a potentially stressful and emotive process for parents. 

 

Sanders and Morgan (1997) and Gray (1993) argued that the often relatively late and long 

process of diagnosis contributes to the stigma experienced. The diagnoses process has 

improved since the 1990s (Rutherford et al., 2016) but a survey of 1000 parents carried out 

in 2016 by Crane and colleagues revealed that the majority of parents in the UK found the 

process very stressful and long. Russell and Norwich (2012) qualitative interviews with 

parents of children, with and without an official autism diagnosis, revealed that parents 

were fearful of ‘labelling’ their child due to the stigma attached to autism. However, how 

the length of the diagnosis process, and the actual receiving of the diagnosis, relates to 
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perceived stigma and self-stigma has not been explored in the scientific literature. It would 

be valuable to consider if feelings of stigma, including self-stigma, before and after an 

official diagnosis change. 

 

There is currently little discussion in the stigma and autism literature about the time elapsed 

since the diagnosis of the child. The experience of stigma may vary over time in families 

affected by autism. The few quantitative studies available on stigma and autism are cross- 

sectional and do not provide a direction of the various psychosocial variables involved. They 

also are unable to provide information on how the perception of stigma and its effects on 

psychological wellbeing changes over time in the child’s development.  Additionally, the 

majority of research recruited parents of children at an older age and fail to acknowledge 

the time since diagnosis. Before the diagnosis of the child, the parent may be exposed to 

accusations of incompetent parenting because of the normal appearance of the child, but 

absence of a diagnosis and therefore the stigma experienced may be particularly high (Davis 

and Carter, 2008). Chiu et al. (2013) suggest that parents of older children are more likely to 

internalise stigma because of longer exposure to courtesy stigma. They based this on results 

from their survey with 211 Chinese parents of children with intellectual disabilities that 

showed that older parents reported higher self-stigma scores than younger parents.  

 

This section provided a brief description of the heterogeneous nature of autism. The 

complexity of the condition, in addition to the challenges parents face in obtaining a 

diagnosis, contribute to continuing misunderstanding surrounding autism, which in turn 

may result in stigma as will be explained in subsequent sections.   
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1.4. Terminology 

It is important to highlight the choice of language used throughout this document. As Brown 

(2011) clearly explains in her article ‘The significance of semantics’, the words we chose to 

communicate directly or indirectly affect those around us, and language trends have the 

power to change attitudes. Language is fundamental for social perception, attitude change, 

personal identity, intergroup bias, stereotyping (Saleeby, 1996) and subsequently, stigma.   

 

The semantic disagreement between ‘autistic individual’ versus ‘individual with autism’ is 

on-going. Supporters of the use of ‘identity-first’ language maintain that autism is an 

essential part of people’s identity and cannot be separated or taken away from the person 

which they claim ‘person first’ language may suggest. Supporters of ‘autism-first’ language 

also feel that ‘person with autism’ carries a negative connotation (Brown, 2011). 

The National Autistic Society commissioned a large survey in 2016 to explore the preference 

of language in the UK and found that autistic adults and their families prefer ‘identity-first’ 

whereas professionals leaned towards ‘person-first’ language (Kenny et al., 2016).  I 

appreciate that some parents do not want their child referred to as ‘autistic child’ and that 

they have a dislike for the word ‘autistic’ because they feel it does not emphasise the 

humanity of their child. I understand this need to be addressed sensitively. Throughout this 

thesis, however, I will use ‘identity-first’ language. The survey also showed how 

professionals prefer the terms ‘autistic spectrum disorders’ whereas autistic adults and 

family prefer ‘autism spectrum’.  

 

As a supporter of the neurodiversity movement, who view autism as a difference, not a 

disorder, in this thesis I will mainly use the term ‘autism’ and not ‘autism spectrum disorder’ 
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and ‘autistic person’ rather than ‘person with autism’ while recognising that autism is 

extremely heterogeneous. Furthermore, in this thesis autism is defined as a condition and 

not as a disorder in line with Baron-Cohen et al.’s (2009, 2017) explanation of the 

stigmatising potential of the word ‘disorder’ and suggestion of  the term ‘disorders’ to be 

replaced with ‘conditions’ thus ASD becoming ASC. Furthermore, I will use the term parents 

and carers in this thesis interchangeably. When using these terms, I refer to anyone caring 

for an autistic child with parental responsibilities for the child, including step- parents, 

adoptive parents, or foster carers.  Finally, the stigma surrounding autism (the devaluation 

of autistic people and their families because of their autism) is further referred to as ‘autism 

stigma’ in this thesis. 

 

1.5. Caring for an autistic child 

The impact of having an autistic child for parents and families is, like autism itself, complex 

and multi-faceted. As outlined in the section above, the understanding and 

conceptualisation of autism are continuously changing. Because the aetiology, as well as 

what constitutes as is the optimal treatment or support are unclear, families with autistic 

children may be left feeling insecure and left navigating a “complex and ever-changing 

course” as Karst and VanHecke (2012) note (p3).  

 

Parents may take on extra caring responsibilities, such as attending therapeutic 

appointments and learning ways to support their child’s needs.  Demands on the family can 

result in financial burden, marital adjustment, sibling rivalry, and lack of self-care (Fletcher 

et al., 2012; Gill and Liamputtong, 2011; Gray, 2002, 2003).  As mentioned earlier, many 

autistic individuals also have learning difficulties or cognitive limitations that make 
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independent living difficult, meaning that they may need lifelong support or care from their 

parents and families (Volkmar and Pauls, 2003). Karst and VanHecke (2012) state how this 

may impact upon parents’ perception of parenting and impact on their optimism about their 

and their child’s future.  

 

Worldwide research suggests that parents find caring for autistic children challenging (e.g. 

Divan et al., 2012; Kinnear et al., 2016; Ntswane and VanRhyn, 2007; Obeid and Daou, 2015; 

Schall, 2000). Parents must manage many aspects of caregiving, which can be demanding, 

overwhelming, and can affect the parents’ mental health. Research has consistently shown 

that parents of autistic children report higher stress and lower psychological well-being 

(Baker et al., 2011; Benson and Karlof, 2009; Griffith et al., 2010; Obeid and Daou, 2015). A 

meta-analysis of 15 studies conducted by Hayes and Watson (2012) demonstrates how 

parents with children on the autism spectrum experience more parenting stress than those 

of children with other disabilities (mean effect size of 1.58).  Factors contributing to 

parenting stress in carers of autistic children can include the child’s cognitive impairment 

(Brown et al., 2011), externalising behaviour problems (e.g. aggressive behaviour) (Tomanik, 

Harris and Hawkins, 2004) and internalised distress, (Lecavalier et al., 2006) hypersensitivity 

(Postorino et al., 2018) eating difficulties,(Koegel et al., 1992) toileting, (Tomanik et al., 

2004) strict routines, (Hall and Graff, 2011; Ingersoll and Hambrick, 2011) and social 

difficulties (Gray, 2002). Vasilopoulo and Nisbet (2016) systematically reviewed 12 studies 

exploring the link between quality of life and raising an autistic child and found that parents 

of autistic children report poorer quality of life when compared to parents of typically 

developing children.  This review also found that unemployment, being a mother, lack of 
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social support, and child behavioural difficulties were factors that further affected a poorer 

quality of life. 

 

It has been noted that in particular, the behavioural and social difficulties associated with 

autism can be stressful and testing for caregivers (Tomanik et al., 2004). According to 

Hastings et al. (2005), it is the child’s behavioural problems and not the autistic symptoms in 

isolation that predict parental stress. Higher levels of child behaviour problems have been 

consistently shown to relate to higher levels of parental stress, depressive symptoms, and 

anxiety symptoms (Beer et al., 2013; Davis and Carter, 2008; Rivard et al., 2014). However, 

others found that the severity of autistic symptoms is in fact related to parental stress (e.g. 

Baker-Ericzen et al., 2005; Osborne and Reed, 2009). Pottie and Ingram (2008) asked 93 

American parents of autistic children to complete twice a week, for 12 weeks, a list of 

measures assessing daily stresses, mood, and coping styles. They found that the severity of 

autism symptomology, as measured by the Social Communication Questionnaire–Lifetime 

Form (SCQ; Berument et al., 1999), made no difference to the daily mood of parents. 

Differences in conceptualising and measuring behavioural problems and autistic symptoms 

may explain some of the inconsistent findings.  

 

As noted earlier, autism is characterised by certain behavioural tendencies, many of which 

differ from the ‘social norm’ (Broady, Stoyles and Morse, 2017). Qualitative studies looking 

at the psychological impact of autism in families reveal that the majority of parents find the 

‘atypical’ behaviours of their autistic children stressful but in particular, the way the public 

reacts to their child’s different behaviour (Crabtree, 2008; Green, 2005; Gray, 2002a; 

2002b). Dababnah and Parish (2013)’s qualitative study revealed that parents experience 
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extreme difficulty in coping with the stares and negative judgments of the public when their 

child behaves differently than the ‘norm’. Reports of tantrums and destructive behaviours in 

public were quoted as particularly difficult experiences (Gray, 2002). Bekhet and Matel-

Anderson (2016) interviewed 93 caregivers trying to understand the caregiver’s perspective 

of what it is like to raise an autistic child. Again one of the recurrent themes expressed by 

the parents is the negative responses of others and the lack of understanding and 

awareness from the public, “e.g. “the most challenging part of caring for my son with ASD is 

dealing with the public and their perception of them.” (p3) 

 

Many parents report feelings of blame from the public, for example, for not disciplining the 

children when behaving differently than the social norm (e.g. Dababnah and Perish, 2013; 

Woodgate, Ateah and Socco, 2008). Focus on parental blame in the autism literature is not 

new (DeMyer 1979; Schopler and Mesibov 1983) although the shift of blame has changed as 

will be discussed in Chapter 4.  Robinson et al. (2015) demonstrated the multi-faceted 

experiences of blame, with parents blaming each other, themselves, and experiencing 

blame from others. Blame undermines parents’ confidence in their abilities and knowledge 

(Robinson et al., 2015) and therefore negatively impacts on their self-esteem (Crabtree, 

2007; Dababnah and Parish, 2013; Neeley-Barnes et al., 2011) and parenting self-efficacy 

(Karst and VanHecke, 2012). Parental blame can further contribute to parents feeling 

socially isolated (Gill and Liamputtong, 2011).   

 

Families with autistic children are at greater risk of social isolation which consequently 

increases the vulnerability of poorer psychological well-being. The link between social 

support and psychological health is well established (Vandervoort, 1999) and research 
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suggests that in particular for caregivers social support is hugely important for well-being 

(Clifford and Minnes, 2013; Mak and Kwok, 2010). Numerous studies have reported how 

parents of autistic children feel socially isolated (e.g. Broberg, 2011; Cantwell, Muldoorn and 

Gallagher, 2015; Dale et al., 2006). Parents in Woodgate, Ateah and Socco’s (2008) study 

explained this as being caused by a lack of understanding by society of what autism is and 

what is involved in caring for an autistic child. Parents expressed feeling isolated from a 

‘normal’ way of life. Parents felt that society place less value on the lives of autistic children 

and felt stigmatised, adding to feelings of isolation (Woodgate et al., 2008).   

 

1.6. Autism and Stigma 

Stigma plays a significant role in the lives of families with autistic children (Kinnear, Link, 

Ballan and Fischbach, 2016). Autistic individuals and their families are one of the most highly 

stigmatised groups (Ali, Hassiotis, Strydom and King, 2012). Studies have shown that up to 

95% of parents report feelings of exclusion, rejection, blame and devaluation (Gray, 2002; 

Kinnaer et al., 2016). According to Gray (1993, 2001, 2002b), this is due to the discrepancy 

between the normal physical appearance of the autistic child and the reality of the 

condition, as well as the social factors associated with autism. Evidence suggests stigma has 

detrimental effects on the well-being of the stigmatised individual as well as of those who 

are closely associated with the individual. It has been argued that stigma puts unique 

stresses on the stigmatised person because the stigma may become part of the person’s 

identity (Miller and Kaiser, 2001). Self-stigma occurs when stigmatised individuals start to 

internalise the prejudicial attitudes they experience and apply these negative attitudes 

towards themselves (Corrigan and Watson, 2002). Research has consistently shown that 

experiencing self-stigma has negative physical and psychological health effects such as 
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reduced self-esteem, reduced hope and self-efficacy, reduced quality of life and social 

withdrawal or avoidance (Livingston and Boyd, 2010; Ali et al., 2012). As highlighted earlier, 

stigma has a significant impact on the family of the stigmatised person. The stigma those 

close to the stigmatised person experience is described as courtesy stigma (Goffman, 1963). 

Like self- and public stigma, courtesy stigma can directly affect the health and wellbeing of 

family members (Ostman and Kjellin, 2002; Van der Sanden, 2015).  These studies, however, 

do not explicitly distinguish between public stigma and courtesy stigma. This is common in 

the stigma and mental health literature, and a lack of clearly defined conceptualisations of 

the different types of stigma makes comparisons challenging. Explorations of the 

relationship between public stigmatisation of autistic children and caregivers’ experiences of 

courtesy and self-stigma are missing from the literature. 

 

A relatively new concept in the stigma literature is the internalisation of courtesy stigma, 

which has been defined as ‘affiliate stigma’ (Mak and Cheung, 2008). Affiliate stigma has 

been found to relate to psychological stress and burden experienced by parents positively, 

and negatively to their psychological well-being (Mak and Kwok, 2010; Chiu et al., 2013). 

Affiliate stigma among parents of autistic children is higher than that of any other disability 

(Mak and Kwok 2010; Werner and Shulman, 2015). The limited research that has examined 

the harmful effects of affiliate stigma for parents of autistic children has been 

predominantly carried out in China. To my knowledge, no study has investigated the role of 

affiliate stigma in the psychological health of parents and carers of autistic children in the 

UK, nor has there been an attempt to validate measures to assess this construct.  
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Furthermore, according to Corrigan, Larson and Rusch’s (2009) social framework, 

internalisation of stigma occurs through stereotype awareness, agreement and application 

to oneself. How this framework applies to caregivers of stigmatised children is still 

uncertain. Not all parents who experience public stigma then go on to internalise this 

stigma. There is a large unexplained variance left in the relationship between stigma and 

mental health, and the risk factors for affiliate stigma are not adequately explored in the 

literature. There is a clear need for further research and adequate assessment and 

conceptualisation of affiliate stigma.  

 

1.7. Study rationale 

The development of interventions to reduce self-stigma is still a relatively new area of 

research and, to my knowledge, there are currently no interventions available that help 

parents of autistic children cope with the stigma they experience or prevent internalisation 

of stigma. Still, as stated above, autism-related stigma plays a key role in hampering the 

well-being of parents and carers of autistic children. Parents and carers are recognised as 

fundamental for the well-being of autistic children (Samuel, Rillotta and Brown, 2012; 

Duartes et al., 2005). Parental well-being is paramount for positive family functioning, and 

research asserts the relationship between parent and child well-being to be bi-directional 

(Hayes and Watson, 2013). Given the evidence that connects stigma with the mental health 

and well-being of parents and carers (Papadopoulos et al., 2019) increasing the resilience to 

stigma should have a positive impact on their well-being and subsequently their caregiving 

abilities.  
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Early interventions focused on parents with recent diagnosed children could be particularly 

important since they may be more vulnerable to self-blame and misunderstanding during 

the early stages of diagnosis and, as such, to affiliate stigma (Papadopoulos et al., 2019) 

New carers are likely to be more vulnerable to the misconceptions associated with autism 

given this may be the first time they encounter autism.  Therefore, they may be more prone 

to misconceptions, myths, and negative stereotypes (Obeid et al., 2015).  Furthermore, 

improving parental mental health as an early intervention may facilitate positive family 

functioning by increasing overall resilience and therefore further increasing parental ability 

to resist stigma.  

 

There is currently little known about parents of young newly diagnosed children. Giovagnoli 

et al. (2015) found that stress experienced by parents of autistic children seem to be greater 

during early childhood compared to older ages. Some researchers have suggested that older 

autistic children affect the mothers more than younger children (e.g. Gray and Holden, 

1992) whereas others have found the opposite (Hastings and Johnson, 2001). Hayes and 

Watson (2013) note that behaviours may become more distressing for parents as the child 

grows older, and language delays and self-stimulatory behaviour become more apparent. 

Hastings and Johnson (2001) point out that adolescence years may lead to increased stigma 

from the public; however, parents will have more experience in dealing with the public and 

their child’s behaviour at this time. According to Hayes and Watson (2013) early 

interventions aiming to reduce parenting stress should also facilitate positive change in the 

child’s autistic related behaviours.  The current study also aims to build on existing literature 

by focusing on children before and directly after their diagnosis. This could have the 

additional benefit that if found feasible, future studies could follow families over a longer 
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period of time to gain a clearer understanding of how stigma changes and impacts families 

over time.   

 

As is common in the caregiving population, parents of autistic children are likely to 

experience barriers for attending support groups and interventions. Face to face 

interventions include challenges such as time commitment, travel and childcare issues 

(Lodder et al., 2019; Whitebird et al., 2011). Research in other caregiving populations has 

started to explore the use of videoconference to deliver group sessions to overcome 

barriers to attendance and increase attendance rates (Banbury et al., 2018) with promising 

results.  Hall and Bierman (2015) reviewed 48 studies that provided education and 

intervention to parents of young children using technology assisted methods including 

videoconference and conclude that online interventions are promising but should be best 

used as a supplement and not a substitute for face to face interventions. The emerging 

research using videoconferencing to deliver group interventions to caregivers is 

encouraging, albeit limited. The current study sets out to add to the growing body of 

literature by adopting a blended format mode of delivery to overcome some of the barriers 

of attendance and to make the intervention accessible to everyone. An intervention that is 

evidenced to be easily accessible could provide a practical and cost-effective way to provide 

support to this population and ultimately their autistic children.  

 

1.8. Overall aims 

The aim of the current study is to address this unmet need of carers of autistic children and 

to contribute to this important gap in the literature. Because there are currently no 

interventions available it is unknown what will be effective, acceptable and achievable with 
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regard to the logistics and practicalities of such an intervention. It is, therefore, necessary to 

carry out a feasibility study to assess the feasibility and acceptability of the intervention for 

a future larger trial.  If the designed stigma protection intervention is evidenced to be 

feasible, acceptable and eventually proven to be effective, health and social care services 

can commission and include the intervention as part of their service provision. The evidence 

may also be used to help shape future local and national (and potentially international) 

autism policy so that the importance of stigma in relation to parents’ mental health and 

their caregiving role is emphasised. 

 

The overall aim of the current study is, therefore, to develop and evaluate the feasibility and 

acceptability of a stigma protection intervention for parents and carers of autistic children 

that primarily aims to improve their mental health. More specific study aims and objectives 

are presented in Chapter 3, section 3.2.  

 

1.9. Thesis structure and overview 

This thesis includes ten chapters:  

 

Chapter 1: The first chapter discusses my personal interest in the topic, provides key 

background information about autism and outlines the research problem and rationale for 

the study. It also outlines the terminology used throughout this thesis. 

 

Chapter 2: This chapter discusses the concept of stigma; its historical development; current 

definitions, and reviews relevant theoretical and conceptual frameworks of stigma.  

 



20  

Chapter 3: The third chapter positions the research within a framework that will guide the 

thesis including the aims and objectives of the study. It describes the overall study design 

and explains why a mixed methods design was chosen as the most appropriate approach.   

 

Chapter 4: Critically reviews the existing literature on autism stigma and the impact of 

autism stigma on the mental health of parents forming the theoretical foundations for the 

intervention. Strategies identified in the literature utilised by parents to resist and or cope 

with stigma are also discussed in this chapter.  

 

Chapter 5: This chapter provides an overview of current interventions that are designed to 

improve the mental health of parents of autistic children. Evidence from those 

interventions, as well as from interventions targeting stigma that parents and family carers 

of children with other stigmatised conditions experience, is evaluated.  

 

Chapter 6: This chapter describes the findings from a survey that was carried out among the 

autism community to explore their views and opinions on a stigma protection intervention 

for parents of autistic children. The methods and results are discussed, as well as the 

implications for the development of the intervention.  

 

Chapter 7: Chapter seven synthesises the findings from the previous three chapters and 

describes the development of the intervention. The full content, format and structure of the 

novel intervention are presented and discussed in this chapter.  
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Chapter 8: This chapter presents the methods used of the randomised controlled study 

which was carried out to evaluate the feasibility, acceptability and preliminary impact of the 

developed intervention. 

 

Chapter 9: The results of the RCT are presented and discussed in Chapter nine. It starts with 

a description of the quantitative results followed by the results from qualitative interviews 

to evaluate the acceptability of the intervention. The results are then synthesised and 

discussed to answer the study’s research questions.  

 

Chapter 10: The final chapter is the concluding chapter of this thesis. It includes a discussion 

of the methodological, theoretical and clinical implications of this study, presents a critical 

evaluation of the study’s strengths and weaknesses, and describes recommendations for a 

future trial that can build on findings from the present study.  



22  

Chapter Two: Conceptualising Stigma and a Theoretical Overview of Stigma  

2.1. Introduction  

This chapter discusses the origin of stigma and provides an overview of the theoretical 

models of stigma that are relevant to the current study. It is important to appreciate the 

various forms and contexts of stigma as well as the terminology used in the literature in 

order to understand the role of stigma in families with autistic children. This chapter 

presents the research on stigma content and theory; research pertaining to how stigma 

impacts upon the mental health of parents is presented in Chapter 4. The majority of stigma 

theories are based on research in the field of mental illness. How these theories may apply 

to parents of autistic children, including a detailed overview of autism related stigma and its 

impact are also presented in Chapter 4. 

 

2.2. What is stigma?  

Stigma results when a group of people devalue others based on perceived differences that 

are seen as inferior (Dovidio, Major and Crocker, 2000). The term stigma dates back to the 

physical marks the ancient Greeks and Persians marked or branded onto the skin of slaves, 

criminals, slaves and traitors to visually mark them as tainted or immoral people that should 

be avoided (Jones, 1984). By the 18th century, the word stigma was extended to signs of 

disease of physical and symbolic markers of social deviance or disapproval.  

 

Among the first to explore the impact of stigma upon the stigmatised individual was Erving 

Goffman who published his seminal work ‘Stigma: Notes on the Management of a Spoiled 

Identity’ in 1963. Goffman (1963) defined stigma as a process where “an attribute that is 

deeply discrediting reduces the person from a whole and usual person to a tainted 
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discounted one” (p3). He emphasised the social context of stigma and stressed that it is not 

the ‘attribute’ itself that causes the stigma, but rather how this ‘attribute’ is perceived by 

others (Bos et al., 2013). Goffman’s ground-breaking thesis on stigma has been influential 

for sociology, the health sciences, criminology, and psychology. Most stigma theorists build 

on Goffman’s ‘spoiled social identity’ and define stigma as an attribute that results in 

widespread social disapproval. Most current definitions of stigma include recognising a 

difference from the ‘norm’ and the devaluation of people based on this difference (Dovidio 

et al., 2000).  

 

Because stigma is based on perceptions of others, it is considered as a social phenomenon, 

and not as something that is part of the stigmatised person (Crocker et al., 1998; Hebl and 

Dovidio, 2005). This means that what is stigmatising in one social situation may not be 

stigmatising in another social context (Crocker et al., 1998).  Although variations of stigma 

definitions exists, the definition chosen as most appropriate for the current study is the one 

provided in Ali’s et al. (2012) study which states that “stigma is a social process where 

certain groups, such as those with mental illness, HIV or autism, are marginalised and 

devalued because their characteristics, practices, or values differ from the dominant cultural 

group” (Ali et al., 2012, p.2122). 

 

2.2.1. Sociological models of stigma 

Social psychological models describe stigma as comprising stereotypes, prejudice, and 

discrimination.  Stereotypes are harmful beliefs about groups of people and are almost 

unavoidably learned when growing up in a culture (Dovidio et al., 2000; Major and O’Brien, 

2005). The majority of current stigma research originates in the sociological work of 
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Goffman and the labelling theory, which posits that people’s identity and behaviours are 

determined by the labels society puts on them.  Critics such as Gove (1980) and Weinstein 

(1983) argued that too much power was given to stigma, and that Goffman and followers 

underestimated the harm the condition or illness itself caused to the individual. This is when 

the modified labelling theory was introduced, which recognises that even in the absence of 

stigma people experience difficulties with their condition or symptoms. Link and Phelan’s 

(2001) modified labelling theory explains how individual and social processes lead from 

labelling to stigma. The first component of their theory concerns recognising human 

differences. These differences can be cultural, social, economic or physical. These identified 

differences are subsequently labelled and linked to negative and undesirable characteristics. 

This process of stereotyping precedes the third component where the dominant cultural 

group (the labelling group) distinguishing themselves from the labelled or stigmatised 

group, creating ‘us’ and ‘them’.  Fourth, as a result, the labelled individuals experience 

discrimination and status loss. Thus, stigma exists when elements of “labelling, stereotyping, 

separating, status loss and discrimination co-exist in a situation where power of others allow 

this to happen” (Link and Phelan, 2001, p. 364).  

  

2.2.2. Cognitive model of stigma 

Another theoretical framework of stigma that is commonly used to explain the stigma 

process is Corrigan and Watson’s (2002) social cognitive model. This model hypothesises 

that stigma results from a process of stereotyping, prejudice and discrimination which 

Corrigan and Watson described as a cognitive, affective and behavioural process (Corrigan 

and Watson, 2002; Mak and Cheung, 2008). The cognitive component involves learning 

about a stereotype (e.g. autism is caused by bad parenting), which is then either perceived 
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as holding true value or not. This endorsement of the stereotype is described as the 

affective component or prejudice (e.g. I agree autism is caused by bad parenting). This is 

then followed by discrimination, i.e. the behaviour by which this prejudice is acted upon 

(e.g. declining an offer from the parents of an autistic child to babysit) (Corrigan and 

Watson, 2002). This social cognitive model was originally developed to explain the construct 

of public stigma, but Corrigan et al. (2006) later proposed that the model also applies to the 

process of self-stigma, which is described in section 2.3.1.   

 

2.2.3. Attribution model of stigma  

According to Weiner’s (1993) attribution theory, how someone perceives the reason and 

cause of someone’s condition can affect their affective and behavioural reaction to that 

person with the condition. The person’s perceived responsibility for the stigmatising 

condition elicits either anger and hostility (if the stigmatising condition is believed to be 

controllable, for example, when a smoker develops lung cancer) or pity and helping 

behaviours towards the person (if the condition is believed to be uncontrollable, for 

example, when a healthy woman develops breast cancer) (Corrigan et al., 2000; Corrigan et 

al., 2003;). Corrigan et al. (2000) state that usually stigmatised people are not held 

responsible for physical problems but are held responsible for behavioural or mental 

problems or problems which are seen as self-inflicted like drug addiction. In other words, 

the belief system people have about the cause or origin of a condition plays a big part in the 

amount of stigma is attached to that particular condition.   

 

Mak and colleagues (2007) argued that the attribution theory could also explain self-stigma, 

thus that the belief system about one’s controllability and responsibility (or self-blame) for a 
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condition determines whether someone internalises the stigma associated with their 

condition. They tested their theory in a large cross-sectional study of 119 people living with 

HIV/AIDS in China, and found that internal controllability was negatively related to self-

stigma, suggesting that people, who perceived to have lower control over their condition, 

are more likely to self-stigmatise (Mak et al., 2007). They found no support for self-blame 

leading to self-stigma, however when later testing the attribution model with parents of 

autistic children (Mak and Kwok, 2010) perceived responsibility and self-blame were 

confirmed to be significant predictors of self-stigma. This will be discussed in further detail 

in Chapter 4.    

 

2.3. The different manifestations and types of stigma  

Stigma can manifest itself in various ways. Bos et al. (2013) explain how stigmatisation can 

be obvious and direct in that it can manifest as social avoidance and rejection; 

dehumanisation, discrimination, or discrediting of people who have an attribute or 

characteristic that is seen as different than the norm (Bos et al., 2013; Dovidio et al., 2000). 

Stigma can also be less obvious or indirect. Bos et al. (2013) note how, for example, stigma 

can appear as non-verbal expressions of discomfort such as lack eye contact, that may result 

in awkward or tense social interactions between the stigmatised and non-stigmatised 

individual (Hebl, Tickle and Heatherton, 2000). Pryor et al., (2004) further explain that 

people may not overtly stigmatise because they are aware of their stigmatising thoughts 

and aim to control their reactions, but that their non-verbal reactions still show negative 

reactions to those with stigmatising conditions. Bos et al. (2013) claim that stigmatisation 

occurs at every level: individual, interpersonal and societal levels.  Based on their work with 
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HIV patients, Pryor and Reeder (2011) proposed a conceptual model explaining four 

dynamically interrelated manifestations of stigma, as illustrated in Figure 1.  

 

Figure 1: Four manifestations of stigma as identified by Pryor and Reeder (2011)  

 

Central to Pryor and Reeder’s (2011) model is public stigma which is defined as the public’s 

cognitive, affective, and behavioural reactions to someone who is perceived to have a 

stigmatised condition (Bos et al., 2013). Self-stigma, which occurs when stigmatised 

individuals internalise public stigma, is the second type of stigma in Pryor and Reeder’s 

model. According to Pryor and Reeder (2011) it includes both the fear of being stigmatised 

as well as the internalisation of the negative beliefs and feelings associated with the 

stigmatised condition. Stigma by association is the third type of stigma, which is also known 

as courtesy stigma (see section 2.3.2). Stigma by association, or courtesy stigma, concerns 

the stigma experienced by those closely associated with the stigmatised individual such as 

family or friends. In this model, stigma by association includes the internalisation of stigma 

by association. However, other models separate these two concepts and define this 

internalisation as ‘affiliate stigma’ (see section 2.3.3). The last type of stigma identified in 
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Pryor and Reeder’s (2011) model is structural stigma which is defined as the 

“legitimatisation and perpetuation of a stigmatised status by society’s institutions and 

ideological systems” (Pryor and Reeder, 2011, p23). As the arrows in the model illustrate, 

the four manifestations of stigma are interrelated, although public stigma is considered to 

be the basis for the other stigma manifestations. This means that public stigma, or the 

shared understanding that a certain social attribute is devalued (Bos et al., 2013) has to exist 

in order for people to self-stigmatise or experience stigma by association. Although public 

stigma is at the heart of the stigma processes, the current study does not aim to reduce 

public stigma but aims to reduce stigma at the intrapersonal level. Because the current 

study is mainly concerned with the stigma experiences of the parents of stigmatised 

children, the concepts self-stigma, courtesy stigma and affiliate stigma are discussed in 

further detail below.  

 

2.3.1. Self-stigma 

As mentioned earlier, the majority of stigma research originates in the labelling theory 

which proposes that the way individuals view their own identity is strongly influenced by the 

terms, or labels, others use to describe them (Scheff, 1974; Thoits, 1999). It has been 

assumed that there is a direct relationship between how others perceive the individual and 

the individual’s perceptions of their own identity (Bos et al., 2013).  ‘Self-stigma’ happens 

when people internalise the prejudicial attitudes and apply these negative attitudes toward 

themselves with subsequent negative emotional and behavioural consequences (Corrigan 

and Watson, 2002). Thus, stigma may become part of a person’s identity which puts unique 

stresses on an individual (Miller and Kaiser, 2001). The stigmatised individual may actually 

hold the same stereotype about themselves which according to Link and Phelan then leads 



29  

to fear of rejection, lower self-esteem, anxiety and even depression. An interesting point 

made by Link and Phelan is that the stigmatised person may begin to behave in a way that 

confirms the stereotype and becomes less likely to challenge discriminators (Link and 

Phelan, 2001). Link et al. (2004) later criticise the model for failing to reflect the affective 

consequences of stigma which they suggest would be crucial in understanding the 

behaviour of those who stigmatise and those who are stigmatised.  

 

Corrigan is a prominent figure in the field of mental illness stigma and has carried out 

extensive research exploring the harmful consequences of stigma for the stigmatised 

individual, including the internalisation of this stigma (e.g. Corrigan et al., 2001; Corrigan et 

al., 2015; Corrigan, Rafacz and Rusch, 2011; Corrigan and Watson, 2002). In 2002, Corrigan 

and Watson propose (2002) the ‘3A model of self-stigma’ which shows that self-stigma 

occurs through a linear process of first becoming aware of the stigma, then endorsing the 

stigma (agree) before subsequently internalising the stigma to oneself (apply).  This process 

of awareness, agreement, and application of stigma to oneself (Corrigan and Watson 2002), 

is illustrated in Figure 2.  
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Figure 2: Corrigan and Watson's (2002) 3A model of self-stigma 

 

Research has consistently shown that experiencing self- stigma has negative physical and 

psychological health effects such as reduced self-esteem, reduced hope and self-efficacy, 

reduced quality of life and social avoidance (Livingstone and Boyd, 2010; Yanos et al., 2008). 

In 2009, Corrigan et al. expanded the ‘3A model’ to include the negative consequences of 

self-stigma. Corrigan et al., (209, 2016) argue that eventually self-stigma will lead to self-

devaluation, and a compromised drive to try and achieve life goals, known as the ‘why try 

effect’ (Corrigan et al. 2009, 2016). ‘Why try’ is a variant of Link and Phelan’s modified 

labelling theory in that when people perceive devaluation, they avoid situations where 

public stigma is anticipated (Eaton et al., 2016).  Corrigan and Watson explain how the 3A 

model can lead to self-stigma and diminished self-esteem based on whether the stigmatised 

individual agrees with the stereotypes people may have about their condition and whether 

the stigmatised individual identifies with the stigmatised group or not. They claim that some 

stigmatised people react with anger and strong rejection of the stigma, whereas others 

react with sadness and negative self-view. They call this the paradox of self-stigma and is 

illustrated in figure 3.   

 

 

 

 

Aware of 
Stereotype

Agree with 
stereotype

Apply to 
one-self

Self-stigma
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Figure 3: Corrigan and Watson's (2002) paradox of self-stigma 

 

The above illustrated process is useful for any self-stigma intervention initiatives. Awareness 

of stereotypes is almost unavoidable.  However, agreeing with the stereotype, believing 

they are true and factual is open to challenge.  Challenging stereotypes through education 

or mutual support may therefore be an effective way to deal with self-stigma (Bos et al. 

2013).  Research has shown that people with serious mental illness involved in self-help and 

other mutual support programs report less self-stigma and better quality of life (e.g. 

Corrigan et al., 2016). Bos and colleagues (2013) argue that both these approaches offer 

promise in helping people with mental illness replace self-stigma with hope and self-esteem.  
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The importance of group identification in the self-stigma process as highlighted by Corrigan 

and Watson (2002) shows overlap with the social identity theory (Tajfel and Turner, 1979). 

As explained in section 2.2, stigma is a social process. According to the social identity theory, 

people derive their identity from the groups they belong to (Tajfel and Turner, 1979). The 

social identity theory also posits that group membership and identification play an 

important role in moderating people’s reaction to stigma (Jetten et al., 2017). The social 

identity theory sets out that strong group identification can provide people with self-esteem 

and a base for giving, receiving and benefiting from peer social support (Turner et al., 1994). 

Further, strong group identification can lead to rejections of negative in-group stereotypes 

and thus increase resistance to stigma (Turner et al., 1994).  

 

2.3.2. Courtesy stigma 

Stigma does not necessarily only affect the stigmatised individual and extends to those 

closely affiliated with the stigmatised individual, particularly to family members. Goffman 

(1963) was among the first to note that family members “find themselves accorded a 

measure of acceptance, of courtesy membership of the clan” (p.29) and are subject of social 

devaluation and discrimination just like the stigmatised individual. He, therefore, defined 

this as ‘courtesy stigma’. However as mentioned earlier, the terms ‘stigma by association’, 

‘associative stigma’, ‘family stigma’ and ‘affiliative stigma’ are also commonly used in the 

literature described the stigma experienced by those closely associated with the stigmatised 

individual. In this study, the term courtesy will be used to describe the stigma experienced 

by parents of children with a stigmatised condition, i.e. autism.  
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Courtesy stigma refers to interactions and attitudes expressed and directed towards family 

members by others (Angermeyer, Schulze and Dietric, 2003) and can be expressed in various 

ways including derogatory language used to refer to the family; gossip and slander, 

comments or questions that suggest blame for the condition; criticism, pity, unwelcome and 

patronising advice, stares in public and social avoidance or exclusion (Moses, 2014). 

Furthermore, courtesy stigma can lead to direct discrimination (Green et al., 2005) and 

family members of those with a stigmatised condition report being teased, abused, blamed 

and perceived as responsible for the stigmatised person’s condition (Larson and Corrigan 

2008). The ‘sharing’ of stigma between children with disabilities and their carers has been 

consistently noted throughout the literature (e.g. Gray ,2002a;  McKeever and Miller 2004; 

Moses, 2014) and according to Green (2003), the more parents and carers think that there is 

stigma surrounding their child’s condition (i.e. public stigma), the more likely they are to 

report experiencing courtesy stigma themselves.  

 

In most cultures families are considered as those responsible for their child’s health and 

behaviour (Moses, 2014). Research consistently shows that parents of children with 

emotional and behavioural problems feel judged and blamed by others for their child’s 

behaviour (e.g. Broady et al., 2016; Crabtree, 2007; Selman et al., 2017). In the literature, 

parental blame is mostly seen as a manifestation of courtesy stigma (e.g. Mak and Kwok, 

2008), however, others argue that parental blame is actually a separate construct (Eaton et 

al., 2016).  Eaton and colleagues interviewed 12 Australian mothers of children with 

emotional and behavioural problems (mainly ADHD) and asked them about stigmatising 

experiences. They concluded that courtesy stigma and parental blame are separate 

constructs and refer to the parental blame as ‘parent blaming stigma’ or ‘bad-parent 
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stigma’. Courtesy stigma is the stigma experienced based on being associated with the 

stigmatised individual, whereas the blame parents experience because of being associated 

with a child with a stigmatised condition, is directly aimed at the parents.  Nonetheless, 

research has consistently shown that parental blame has harmful effects for parental well-

being. Waltz (2015) describes how the discourse of autism blame has changed over time but 

it still very much present in current times. McKenna Gulyn and Diaz-Asper (2018) carried out 

a survey among 524 University students and staff in America and found that a large 

proportion of participants attributed parenting factors to the onset of autism. In fact, 

component factor analysis found that 27% of the variance was explained by the factor 

‘parenting’. Genetics, on the other hand, explained 8% of the variance (McKenna Gulyn and 

Diaz-Asper, 2018). This suggests that parental blame is still prevalent.  

 

According to Moses (2010), parental blame is particularly damaging for mental health 

because it often leads to self-blame. The lack of a single explanation for the onset of autism 

further contributes to parental self-blame as parents seek explanations for their child’s 

autism (McKenna Gulyn and Diaz-Asper, 2018). Research has shown that parents attribute 

the reason for their child’s autism to immunisation, genetics, older maternal age, pregnancy 

or birth complications and environmental exposure (Altiere and von Kluge, 2009; Gray, 

2002; Harrington et al. 2006; Mercer et al. 2006).  Apart from self-blame relating to the 

onset of their child’s condition, parents are also prone to blame themselves for how they 

deal with their child’s condition and accompanying difficulties and behaviours. Moses (2014) 

points out that parents blame themselves for not ‘doing enough’ to prevent, reduce or 

eliminate their child’s problems (Fernandez and Arcia, 2004; Moses 2010). Stigma is likely to 

contribute to these feelings of self-blame, and prevents the reduction of self-blame. Koro-
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Ljungberg and Bussing (2009) carried out 30 interviews with parents of adolescents with 

ADHD, and found that parental self-blame was increased by experiences of stigma. Parents 

reported that negative judgments from others confirmed that they are to blame for the 

onset of their child’s ADHD.  Similarly, Moses (2010) conducted a mixed methods study and 

found 40% of parents of older children with mental illness, reported feelings of self-blame 

and giving ‘bad parenting’ as the main reason for these feelings of self-blame. Moses (2010) 

further found that perceived stigmatisation contributed to parents’ negative self-

evaluations. However, Ferriter et al. (2003) and Milliken (2001) found that parents report 

feelings of self-blame without experiences of stigma or blame from others, which led Eaton 

et al. (2016) to suggest that there may be other factors contributing to parent self-blame 

than solely stigma. It could, however, be that stigma is so ingrained in society that direct 

stigma experiences are not necessary to feel blamed or stigmatised. 

 

2.3.3. Affiliate stigma 

A relatively new concept is the internalisation of courtesy stigma. Mak and Cheung (2008) 

claim that courtesy stigma is particularly harmful as it contributes to the development of 

self-stigma for parents of children with stigmatising conditions such as intellectual 

disabilities or mental illness. The internalisation of experienced stigma by carers has been 

defined as ‘affiliate stigma’ (Mak and Cheung, 2008) to differentiate the construct from 

courtesy stigma.  Carers or parents may accept the public’s negative stereotypes towards 

their children and themselves and incorporate these within their own identity 

(Papadopoulos, 2016). Mak and Cheung (2008) stated that in response to public stigma that 

prevails in society,  those closely associated to stigmatised individuals, may develop affiliate 

stigma by which “they may feel unhappy and helpless about their affiliation with the 
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stigmatised individual and perceive a negative influence of themselves.” (p532). According 

to Mak and Cheung (2008), parents and carers may react behaviourally by hiding or 

concealing their child’s stigmatised condition, withdrawing from social occasions, or even 

alienating themselves from the stigmatised person to avoid association. Similar to the 

conceptualisations of self-stigma, affiliate stigma is proposed to consist of three interlocking 

components: cognitive, affective, and behavioural responses (Mak and Cheung, 2008).  

 

Thus, internalised courtesy stigma refers to parents’ negative thoughts and beliefs about 

themselves that generate feelings of shame, self-blame and/or embarrassment about being 

a parent of a child with a stigmatised condition (Muhlbuare, 2002). As mentioned earlier, 

parents often report experiencing both courtesy and affiliate stigma (Bogart et al., 2008), 

and it is likely that there is a bi-directional relationship between the two constructs (Mak 

and Kwok, 2010; Moses, 2014). The link between courtesy stigma, self-blame and affiliate 

stigma is, however, not quite clear as discussed in section 2.3.2.  Fernandeze and Arcia 

(2004), for example, found that mothers of children with disruptive behaviour disorders 

who report courtesy stigma were no more or less likely to blame themselves.  This study 

suggests that externally and internally imposed stigma are somewhat overlapping but 

independent experiences. However, it should be noted that they measured courtesy stigma 

by asking the mothers if they had felt ashamed by their child’s behaviour, or if others had 

disapproved or blamed them for their child’s behaviour. Feeling ashamed and feeling 

blamed by others are two separate concepts. Feeling ashamed is a manifestation of 

internalised stigma according to Mak and Cheung (2008), whereas feeling blamed by others 

is related to courtesy stigma.  Moreover, Eaton et al. (2016) also describe the hurt parents 

feel when their child is stigmatised, which they labelled as ‘vicarious stigma’. This illustrates 
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that parents experience courtesy, affiliate and public stigma and that it may be hard for 

parents (and researchers) to detangle the different types of stigma.  

 

According to Corrigan and Watson’s model, for adults with mental illness, self-stigma is 

thought to occur through a process of becoming aware of external stigma, agreeing with the 

stigma, and ultimately applying the stigma to oneself, as mentioned earlier. However, this 

model was based on research with adults with mental illness, and the 3A model and ‘why 

try’ explanations of self-stigma may not be the same for parents of children with stigmatised 

conditions. Feelings of shame and blame are commonly experienced by those who are 

stigmatised, it would, however, be overly simplistic to assume that parents of children with 

stigmatising conditions experience stigma in the same was as adults with mental illness 

(Eaton et al., 2016; Hinshaw 2004; Moses 2014; Mukolo et al. 2010). However, Eaton’s study 

supported the 3A model partially. In Eaton et al.’s (2016) qualitative study, mothers self-

stigmatised because they were aware of the stigma and believed this stigma to be true. 

Eaton et al. (2016) note however that mothers also had to believe their own self-doubt to 

be true and argue for self-stigma to occur, mothers felt like a ‘bad parent’. The role of self-

blame in the stigma process and how this applies to parents of autistic children is discussed 

in Chapter 4.  

 

A direct manifestation of affiliate stigma can be secrecy and concealment of the child’s 

condition (Moses, 2014). Although, concealment is not always a manifestation of affiliate 

stigma, as parents also use this strategy to protect their child from potential stigma. Mukolo 

et al. (2010) point out that many parents reject the notion that they should feel shame but 

use concealment as a protection strategy for their child and themselves.  Mak and Cheung 
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(2008; 2012) on the other hand, argue that parents do feel embarrassment and shame for 

being the parent of child that is ‘different’.  Mak and Cheung (2008; 2012) go as far as to 

argue that parents withdraw from society as a “shamed individual”.  Others also suggest 

that self-shame is an important part of self-stigma in parents of children with stigmatising 

conditions (e.g., Hasson-Ohayon et al. 2011; Mak and Kwok 2010; Zisman-Ilani et al. 2013). 

How this relates to parents of autistic children and parental mental health is discussed in 

Chapter 4.  

 

2.4. Conclusion  

This chapter provided an explanation as to how stigma is conceptualised and its different 

manifestations. Stigma is a social phenomenon which originates in people being labelled as 

‘different’ and devalued based on these perceived differences. Stereotypes are hard to 

resist and unfortunately those who are stigmatised may agree with and apply these 

negative attitudes towards themselves. Cognitive models of stigma explain how self-esteem 

and group identification play an important part in the pathway from stigma to self-stigma 

and offer opportunities to minimise self-stigma by empowering those who are stigmatised 

and through reducing stereotype endorsement.   

 

The focus of the current study is on courtesy and self-stigma that parents of autistic children 

experience. To understand how stigma, and in particular self-stigma manifests itself, is an 

important first step in preventing the internalisation of stigma in parents of children with a 

stigmatised condition such as autism, and in helping parents cope with courtesy stigma. 

Chapter 4 discusses the literature on autism related stigma and its impact on the mental 

health of parents of autistic children in detail and how the described models may be applied 
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in the quest to the prevent self-stigma and its negative impact  for parents of autistic 

children. 
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Chapter Three: Research Design 

3.1. Introduction 

Because there are currently no interventions available for parents or carers of autistic 

children that focus on stigma and psychological well-being as discussed in Chapter 1, this 

study aims to address this unmet need by developing such an intervention. It is also 

unknown what will be achievable, acceptable and feasible with regards to the logistics and 

practicalities of such intervention. It is, therefore, necessary to carry out a feasibility study 

to assess the feasibility and acceptability of the intervention for a future larger trial. A 

feasibility study is a study designed to build the foundations for a planned intervention 

study (Tickle-Degnen, 2013). Most feasibility studies aim to describe information and 

evidence related to the successful implementations and validity of a planned full trial, and to 

reduce threats to the validity of these studies (Tickle-Degnen, 2013). A feasibility study is 

not the same as a small, underpowered version of a main trial or study, which may 

constitute as unethical research conduct (Halpern et al., 2002). Arain, Campbell, Cooper and 

Lancaster (2010) recommend following the definition put forward by the National Institute 

for Health Research Trials and Studies Coordinating Centre which states that feasibility 

studies are pieces of research conducted before a main study to find out whether the study 

can be done and to estimate important parameters that are needed to design the main 

study. In current practice, however, there are no clear, distinct definitions made of pilot and 

feasibility studies and the terms are often used interchangeably.  Both Arain and colleagues 

(2010) and Thabane et al. (2010) state, therefore, that it is important for pilot and feasibility 

studies to be very clear in describing the aims and objectives and to produce a robust 

research design. The current chapter describes the overarching design of the study, whereas 

the feasibility trial methods are presented in Chapter 8. This chapter will first describe the 
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over-arching aims and objectives of the study, and position the research within current 

guidelines for the development and evaluation of complex interventions. There are two 

phases of this study: the design and development of the intervention and the feasibility 

testing of the intervention. These two phases are described, followed by a description of the 

philosophical approach taken, shaping the overall epistemology.  This chapter also describes 

why a mixed-method design was utilised, and how this fits within the study’s framework and 

epistemology.  

 

3.2. Aims and objectives 

The current study set out to develop and evaluate an intervention that is feasible, 

acceptable and potentially effective in improving the mental health of parents of autistic 

children in part through increasing their resistance to autism stigma, and prevent and 

reduce self-stigma.  

 

3.2.1. Overall aims 

The overall aims of the research study were, therefore, to: 

1. Develop a novel stigma protection intervention theoretically grounded upon the 

relationship between mental health and autism stigma. 

2. Evaluate the acceptability, feasibility and preliminary effectiveness of the intervention in 

improving mental health of parents and carers of autistic children. 
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3.2.2. Objectives of the two phases of the study 

The objectives of the development phase of the study were to: 

1. Develop a theoretical framework explaining the mental health and autism stigma 

relationship. 

2. Identify current strategies employed by parents and carers of autistic children to cope 

and resist stigma. 

3. Examine and synthesise the evidence base regarding the effectiveness of different types 

of interventions in improving the mental health of parents and carers of autistic 

children. 

4. Examine and synthesise the evidence base regarding the effectiveness of intrapersonal 

stigma interventions to reduce self-stigma in parents and carers.   

5. Conduct a listening exercise to explore the views and suggestions from the autism 

community to inform the intervention design. 

6. Synthesise the findings to draw out the components and characteristics to be designed 

into a novel intervention. 

7. Refine the intervention design based on the input from key stakeholders. 

 

The specific objectives of the feasibility phase of the study were to: 

1. Conduct a feasibility trial to test the feasibility of the intervention and study procedures.  

2. Test the acceptability of the intervention and outcome measures by exploring the 

parents’ experiences of it. 

3. Carry out a preliminary assessment of intervention effectiveness. 
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4. Assess whether and which adjustments to the structure, content and/or delivery of the 

intervention should be made to increase the likelihood of intervention effectiveness in a 

future trial. 

 

3.3. Developing and evaluating a complex intervention  

The UK’s Medical Research Council’s framework for the ‘development and evaluation of 

randomised controlled trials for complex interventions’ (Medical Research Council, 2000) 

was developed to provide researchers with guidance on how to design and evaluate 

complex interventions in a structured way. An intervention is classed as complex when it 

contains several components or active ingredients (Campbell et al., 2007; Munro and 

Bloor, 2010; Oakley, Strange, Bonell, Allen, and Stephenson, 2006) that may interact or 

operate independently and interdependently (Campbell et al., 2007).  A complex 

intervention is more than the sum of the intervention’s individual components (Hawe, 

Shiell, and Riley, 2004; Oakley et al., 2006). The Medical Research Council (2008) notes 

that the complexity of the intervention can be in different formats such as variation in 

participants’ behaviours, or of those delivering the intervention; different target 

populations; and variations in outcomes(Craig et al., 2008). Psychological and 

psychosocial interventions, aiming to change human beliefs or attitudes are therefore 

naturally complex, and explanations for the outcomes observed will be diverse. 

 

The recommended process from development through to implementation is illustrated in 

Figure 4.  Craig et al., (2008) describes the modelling process as cyclical, starting with a 

period of development, where the evidence base and guiding theory are established, 

followed by feasibility and piloting phase, which should inform both the development and 
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evaluation of the intervention. The process is continuous, which means the modelling 

processes inform but are also modified by the theory and trial stages (Campbell et al., 2007). 

This study follows the first two phases of the MRC’s framework for the development and 

evaluation of complex interventions.  

 

 

 

 

3.3.1. Development phase 

The MRC framework highlights the importance of the development phase of intervention 

design, ensuring that there is an evidence base and theory to support the intervention, 

modelling both the intervention process and outcomes, before it is tested for feasibility 

(Craig et al., 2006). It has been argued that the preparation process of developing an 

intervention is underestimated and lacks rigour (Hawe, Shiell, and Riley, 2004). This 

framework was developed to help address such weaknesses in previous trials of health care 
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Figure 4: MRC Framework for the development of complex interventions (Craig et al., 2008)  
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interventions. The authors of the revised guidelines of the MRC (2008) provide researchers 

with questions to take into account when developing an intervention about clarity of the 

aims; how the aims will be met, whether the intervention has a coherent theoretical basis 

and whether this theory has been used systematically to develop the intervention; and 

whether the intervention can be described fully so that it can be implemented properly for 

the purposes of evaluation, and replicated by others. This is why the MRC guidelines stress 

the importance of the development phase, as it can determine not only the success of the 

subsequent phases, but also of the intervention itself (Craig et al., 2008). 

 

Furthermore, the MRC guidelines for the development of complex interventions stress the 

need to address the view of key stakeholders in the development of interventions (Craig et 

al.  2008). Stakeholders are defined as those who are targeted by the intervention, involved 

in its development or delivery, or more broadly those whose personal or professional 

interests are affected (Craig et al., 2019). When developing and evaluating complex 

interventions, it is necessary to establish the level of acceptability to those who may benefit 

from it (Craig et al., 2008; Campbell et al., 2000). Sekhon et al. (2017) for example, 

recognises that adherence is greater when an intervention has good acceptability, which 

should in turn result in better clinical outcomes (Sekhon et al., 2017). People will only be 

able to experience the potential benefits of any intervention if they are able to engage with 

its components (Sharif, 2015). This means that any potential barriers to acceptability should 

be highlighted as soon as possible. An updated version of the framework has been 

commissioned by the MRC and National Institute for Health Research which is scheduled for 

release in 2019. The draft revision has however already been published (Craig et al., 2019) 
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and states that the input from key stakeholders should be addressed throughout each phase 

of the development and evaluation of an intervention.  

 

The MRC guidelines are relatively broad with regards to the intervention development 

phase (Wight, Wimbush, Jepson and Lawrence, 2015) which is also acknowledged in the 

newest guidelines from the MRC (2019).  Wight and colleagues have therefore proposed a 

more detailed guidance for the development stage with fits in the existing MRC framework.  

They suggest breaking down the development process into six steps to develop an 

intervention in a logical, evidence-based way to maximise likely effectiveness.  According to 

the authors, if each step is carefully addressed, better use will be made of limited public 

resources by avoiding the costly evaluation, or implementation, of unpromising 

interventions.  The suggested Steps for Quality Intervention Development (6SQuID) are 

illustrated in Figure 5.  

 

Figure 5: Six steps in quality intervention development (6SQuID) Wight et al., 2015 

 



47  

For the development of the intervention, this study followed the six Steps for Quality 

Intervention Development (6SQuID) which fits within the MRC framework. The introduction 

and discussion of the theoretical rationale for the intervention (Chapter 1) comprise the first 

step. Developing a theoretical framework which identifies modifiable causal or contextual 

factors as per step 2 is described in Chapter 4. Synthesis of evidence from studies to identify 

mechanisms of change and clarify how they will be delivered (step 3 and 4) is described in 

Chapter 5. The input from key stakeholders is described in Chapter 6 and Chapter 7 

describes how this contributed to the final modelling stage of intervention development. 

Step 5 and 6 are part of the second phase of this study, described below.  

 

3.3.2. Feasibility phase 

The second phase of the MRC framework is concerned with the feasibility or pilot testing of 

the intervention. The main question during this phase is whether the intervention is 

feasible, practically possible and acceptable and what changes should be made for a future 

trial. Thus, a feasibility study is a study designed to build the foundations for a planned 

intervention study (Tickle-Degnen, 2013) and are used to estimate important parameters 

that are needed to design the main study (Thabane et al., 2011).The principal tests of the 

intervention effectiveness should occur in the main study, not in the studies that test 

feasibility (Teare et al. 2014). However, as Moore et al. (2014) describe in the process 

evaluation guidelines of the MRC framework, process  evaluations may be conducted within 

the feasibility testing phases, alongside evaluations of effectiveness, or alongside post-

evaluation scale-up which is supported by the cyclical nature of the framework as was 

illustrated in Figure 1.  Therefore, to address the feasibility, acceptability and preliminary 

impact of a novel stigma support intervention, the designed intervention will be subjected 
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to a feasibility randomised controlled trial (RCT). Randomised controlled trials are regarded 

as the ‘golden standard’ in clinical health research (Lancaster et al., 2004) representing the 

most suitable way to determine efficacy and effectiveness for many intervention and 

prevention programs (West et al., 2008).  RCTs may not always be feasible, ethical or 

practically possible, and other quasi-experimental methods such as randomised encouraged 

designs, observational studies, or non-randomised designs may be more suitable (West et 

al., 2008). The RCT does, however, have the highest internal validity and represents the least 

biased means of establishing effectiveness, which is why this design has been chosen for the 

current study. In the current study, a feasibility RCT aims to inform the design of a future 

larger trial.  The intervention’s implementation process is therefore evaluated to provide 

detailed insights for a future trial. The evaluation also focuses on the acceptability of the 

intervention to the users through qualitative focus group interviews, as well as the 

acceptability to the deliverer through the evaluation of the implementation process.  

 

Acceptability to the users of the intervention is paramount. The intervention content and 

context, and the way it is being delivered, all have implications for acceptability. However, 

acceptability of the intervention to both intervention recipients (parents) and deliverers 

(e.g. facilitator) determines successful implementation (Diepeveen et al., 2013; Stok et al., 

2016). If the one who delivers the intervention feels the intervention has low acceptability, 

the intervention may not be delivered as intended (Borrelli et al., 2005; Proctor et al., 2009) 

which is likely to impact on the overall outcomes of the intervention. Acceptability to both 

deliverer and recipient is taken into account in the current study. This study addresses the 

input from the users (parents who took part in the study) by exploring their experiences of 

the intervention and the acceptability of the outcome measures.  
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The MRC guidelines stress that it is vital to not only understand if the intervention works, 

but also understand ‘how’ the intervention works. According to the guidelines written by 

Craig et al. (2008), addressing the question of what (and how) components of the 

intervention caused the desired change, is the only way to develop a good grounding for 

effective intervention design. Furthermore, the revised guidelines from the MRC highlight 

the importance to investigate the context (e.g. ethnic and social background) in which an 

intervention is implemented (Campbell et al., 2007).  Chapter 8 describes the feasibility 

testing phase and acceptability outcomes of the intervention. 

 

3.4. Methodology 

3.4.1. Critical Realism 

Epistemology influences the way research is conducted and implemented. It is considered 

important to recognise the various philosophical underpinnings to advance our 

understanding of how truth, reality and knowledge should be obtained and inform our 

research practise and design. Positivism, interpretivism and pragmatic paradigms view, 

understand and interpret reality, truth and research differently. Following a review of the 

various philosophical stances, I chose critical realism as the philosophical foundation for this 

study as it aligns with my view of the nature of the world. Critical realism is a post-positivist 

theory that is used to explain and ground claims of knowledge, truth, and reality obtained 

through research in both social and natural sciences (Archer and Bhaskar et al., 1998; 

Bhaskar, 1975, 1989). This philosophy of science is positioned between positivism and 

constructivism (Clark, 2008).  Critical realism recognises the existence of an independent 

reality which can provide a point of reference to test theories against (Bhaskar, 1978) albeit 

impossible to access this reality directly since our perceptions are never wholly objective, 
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and are influenced by our beliefs and theoretical resources. Thus, important considerations 

of critical realism are the use of existing theory and critical engagement with participants’ 

knowledge and experience (Fletcher, 2014). The ability to engage in explanation and causal 

analysis makes critical realism appropriate and useful for analysing social problems (Fletcher 

et al., 2016), which is therefore particularly appropriate to research related to stigma. 

 

Critical realists argue that the choice of methods should be determined by the nature of the 

research question (McEvoy and Richards, 2006).  It is often suggested that the most 

effective approach is to use a combination of quantitative (to measure and quantify 

knowledge in the objective world) and qualitative methods (to explore the knowledge of the 

mental, subjective, social world) (Olsen, 2002). The strength of quantitative methods is that 

they can be used to develop reliable descriptions (Madrigal and McCain, 2012). In the 

exploratory phase of research, quantitative methods can identify trends and associations 

that may otherwise be masked. This may help to find new and unexpected causal 

relationships (Madrigal and McCain, 2012).  Quantitative methods can also be used to test 

out theories about how causal mechanisms work under specific sets of conditions (Mingers, 

2004). According to McEvoy and Richards (2006), the main strength of qualitative methods, 

from a critical realist perspective, is that they are flexible and open-ended (McEvoy and 

Richards, 2006). This may allow themes to emerge during research that could not have been 

anticipated beforehand. Qualitative methods can help to highlight complex concepts and 

relationships that are unlikely to be captured by standardised quantitative measures (Clark, 

2008). From a critical realist view, quantitative and qualitative methods can be used to 

examine reality from different perspectives which will enable closer access to the objective 

truth (Clark, 2008).  
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3.4.2. Mixed Methods  

A mixed methods study design was chosen as the most appropriate method to answer the 

research question. Mixed method studies have been defined as research which includes at 

least on quantitative method and one qualitative method (Green, Caracelli and Graham, 

1989). Mixed methods bring quantitative and qualitative outcomes together, expanding the 

understanding of the problem. Mixed methods are gaining popularity and are increasingly 

used in public health and health care research, and particularly in feasibility and pilot 

intervention studies (e.g. Aguirre et al., 2017; Grahame et al., 2015; O’Cathain et al., 2007). 

As mentioned before, RCTs are seen as the ‘gold standard’ to examine the effectiveness of 

an intervention. There is however increasing appreciation of the contribution that 

qualitative methods can make to understand the complexity of interventions (Glenton, 

Lewin, and Scheel, 2011). Wolf (2001) argues that complex interventions have too many 

variables that cannot be controlled and that there is, therefore, too much ‘noise’ in the 

application of the randomised trial to complex interventions to meet standards of good 

science. She argues that this can be compensated by adding a comprehensive contextual 

evaluation based on mixed methods to the design.  Translating research into practice 

becomes useful only if “one can describe what interventions work best, when they work, 

how they work, and for whom they are beneficial” (Wolf, 2001, p125) which is the exact 

nature of a feasibility study. 

 

As mentioned above, for a feasibility study of a novel intervention it is important to 

understand how the intervention works and under what circumstances. Qualitative research 

can provide a deeper and wider perspective to adequately address these issues (Britten et 

al. 2011; Watkins, 2012). As mentioned before, feasibility studies are carried out to 



52  

determine whether a larger study can be done. Qualitative methods are, therefore, also 

particularly suitable for feasibility studies, as qualitative methods can provide deeper 

information about, for example barriers to adherence (Craig et al., 2008). Qualitative 

methods are also useful to progressively refine the design and provide a more in-depth 

exploration of the acceptability to the people benefiting from the intervention.  

 

Employing mixed methods also follows the guidance from the MRC (Craig et al. 2008) which 

notes that a mixed methods approach is considered a the most suitable way to develop and 

test the feasibility and acceptability of an intervention. The framework recommends the use 

of an RCT to assess the preliminary effectiveness of the intervention to be complemented 

with interviews with participants, to consider the way in which the intervention was used in 

the real world. The MRC guidelines suggest that qualitative investigations of participant 

responses allow identifications of unexpected pathways and in-depth explorations of 

pathways which are too complex to be captured quantitatively (Moore et al., 2014).   

 

In the MRC’s guidelines for process evaluation of complex interventions, Moore et al. (2014) 

set out how a combination of qualitative and quantitative methods provides the most 

rigorous way for the evaluation of an intervention. They explain how qualitative and 

quantitative methods could support the interpretation of each other’s findings (Moore et 

al., 2014) and that mixed methods, therefore, enable a continuous accumulation of 

understanding of how the intervention is delivered and how it works (Moore et al., 2014). 

Quantitative analysis of feasibility studies usually starts with descriptive information (e.g. 

recruitment and retention rates) to provide insight into measures such as recruitment rates, 

fidelity, dose and reach. Qualitative analyses can provide in-depth understanding of 
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mechanisms of action, how context affects implementation, or why those delivering or 

receiving the intervention did or did not adhere to the intervention protocol as it was 

designed. The flexibility of qualitative methods also mean that these methods can be used 

to explore complex or unanticipated events and consequences (Moore et al., 2014). How 

mixed methods are used in the current study is shown in Table 1:  

 

Table 1: Mixed methods applied in the current study 

Phase  Objective Methods 

Phase 1 Development of 

the intervention 

Develop theoretical 

framework 

Qualitative (systematic 

review)  

Phase 1 Synthesise learning from 

existing interventions 

Qualitative (literature 

review)  

Phase 1 Input key stakeholders  Qualitative (survey among 

autism community)  

Phase 2 :Feasibility testing 

phase 

Measuring Recruitment and 

Retention rates 

Quantitative 

 

 

Phase 2 Measuring Outcomes Quantitative 

 

Phase 2 Focus group interview Qualitative 

Phase 2 Process evaluation (Fidelity, 

Adherence, Implementation 

process) 

Quantitative & Qualitative 

 

3.5. Conclusion 

The MRC guidelines provide a useful framework for developing and evaluating a complex 

stigma support intervention for parents of autistic children, which will encompass the 

theory and modelling stages of developing a complex intervention.  Since currently no such 
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interventions exist, it will be challenging to draw theoretical evidence from other fields. As 

discussed in Chapter 1, published studies of psychological interventions for parents of 

autistic children are characterised by disparity in the reporting of the content and 

component parts and are often in feasibility stage themselves. This means there is no 

opportunity to replicate or further develop and evaluate an existing intervention. An 

opportunity therefore exists for the development of a new intervention which is evidence 

based and described in detail, therefore lending itself to thorough evaluation. In line with 

the critical realist approach taken, this evaluation will go further than asking whether it will 

work and more towards a consideration of what is feasible and acceptable for whom and 

under what circumstances (Bonelli et al., 2012) aiming to refine the intervention and how its 

mechanism of action may vary by context.  A mixed methodology will be guided by a critical 

realist theoretical approach, applying the most appropriate methodology for each piece of 

research. The remaining chapters describe work that will contribute to these aims and 

objectives, based on a phased approach. The phased approach is illustrated in Figure 6 

below. 
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Figure 6: Phased approach of the study 
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Acceptability
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PHASE I
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and cope with stigma

PHASE II
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PHASE I 

Chapter Four: The Empirical and Theoretical Relationship between Autism Stigma and 

Parental Mental Health 

4.1. Introduction  

This chapter presents the start of Phase 1: the development phase of the intervention 

design. The MRC guidelines stress the importance of ensuring that there is an evidence base 

and grounded theory to support the intervention. Following the steps in quality intervention 

development (Wight et al., 2015) as set out in chapter three, the current chapter aims to 

define and understand the problem and its causes, and clarify which causal factors have 

greatest scope for change. Thus, to develop an intervention that helps parents manage and 

resist stigma, it is important to explore how and why parents internalise stigma and whether 

(changeable) moderating variables can buffer this process. 

 

To do this, this chapter provides a detailed account of autism related stigma; its impact 

upon the mental health of parents and carers, and a review of identified strategies adopted 

by parents and carers to cope with the stigma they experience.  Although research is 

increasingly focusing on autistic children and their parents as a distinct population, it is 

common in the stigma literature to group children with intellectual disabilities, 

developmental disabilities and autism together. This chapter, therefore, also draws on 

research carried out in closely related fields exploring the impact of courtesy and affiliate 

stigma on the mental health of parents of children with intellectual disabilities.  

 

This chapter starts with a broader overview of the relationship between stigma and the 

well-being of parents of children with intellectual disabilities. This is followed by a 
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description of why autistic children and their families are subjected to stigma, before 

discussing the impact of autism related stigma, including the presentation of the results of a 

systematic review that was carried out to explore the impact of autism related stigma upon 

the mental health of parents and carers of autistic children specifically. The studies 

identified in the systematic review were used to inform the theoretical underpinnings of the 

intervention which are presented in section 4.5 and supports the first objective of Phase 1 

of the intervention development. This chapter concludes with a discussion of the literature 

that explores parents’ reactions to stigma including proactive coping strategies that could be 

incorporated into the intervention design which is in line with the second objective of Phase 

1 as set out in section 3.2.2.  

 

4.2. Stigma and its impact on the well-being of parents and carers 

Ali et al. (2012) were the first to systematically review the literature on courtesy and affiliate 

in family carers of children with intellectual disabilities, including autistic children. Their 

review aimed to gain a better understanding of the role of courtesy and affiliate stigma in 

families with children with additional needs. They also wanted to explore the relationship 

between stigma and measures of psychological well-being such as self-esteem, caregiving 

burden and quality of life (Ali et al., 2012). They identified 20 studies (n=1415) examining 

courtesy or affiliate stigma in parents, of which ten were qualitative, six were cross-

sectional, three used mixed methods, and one was longitudinal. Four studies were 

conducted in the UK of which only one included mothers of autistic children (Ryan, 2005). 

The majority of studies examined courtesy stigma and other studies included elements of 

affiliate stigma such as feelings of shame, embarrassment and distress (Baxter and 

Cummins, 1992; Chang, 2009; Green, 2004, 2007; Perkins, Holburn, Deaux, Flory, and Vietze, 
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2002; Shin et al., 2006) but not explicitly stated the term affiliate or self-stigma in caregivers. 

According to Ali et al. (2012) three studies did use the term affiliate stigma (Mak and 

Cheung, 2008; Mak and Kwok, 2010; Ntswane and van Rhyn, 2007). However it is slightly 

unclear why the authors included Ntswane and VanRhyn’s study since on further inspection 

there seems no mention of affiliate stigma in this study. Mak and Cheung (2008) were one 

of the first to conceptualise the internalisation of courtesy stigma and to use the term 

affiliate stigma. They developed the ‘Affiliate Stigma Scale’ to reflect cognitive, emotional 

and behavioural components of internalised courtesy stigma. They found that affiliate 

stigma among parents of children with an additional autism diagnoses children was higher 

than that of parents of children with intellectual disabilities alone, which is in line with the 

research on courtesy stigma noted earlier. They found that among 210 mothers of children 

with intellectual disabilities, including autism, affiliate stigma was positively correlated to 

subjective burden and negatively related to positive perceptions of caregiving. Although 

Mak and Cheung (2008) acknowledged that affiliate stigma was higher for parents of autistic 

children with an intellectual disability, they did not differentiate the results with regards to 

the impact upon parental well-being. Mak and Kwok (2010) did explore the impact of stigma 

for parents of autistic children specifically and is discussed in section 4.4.    

 

Other studies that were included in Ali et al.’s (2012) review and included autistic children, 

similarly grouped results together and did not specify whether parents of autistic children 

had different experiences. For example, Green (2007)’s mixed methods study examined the 

relationship between caregiver burden and perceived stigma of 81 mothers of children with 

various disabilities. She conducted seven follow up interviews with mothers of which one 

has an autistic child. Green (2007) found that perceived stigma, measured with an adapted 
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version of the Devaluation Discrimination Scale (Link et al., 1989) was positively related with 

caregiver burden. Measures of subjective burden included items related to embarrassment, 

guilt, worry and upset, and it could be argued that this construct therefore has considerable 

overlaps with the affiliate stigma construct. This exemplifies the differences in 

conceptualisation of stigma for parents of children with a stigmatised condition, and its 

various representations. Nevertheless, Green (2007) demonstrated that perceived stigma 

was positively related to subjective burden and emotional distress. In 2004, Green examined 

the relationship between stigma and mothers’ considerations of residential placement for 

their children. She found that regardless of the level of reported caregiver burden, mothers 

were more inclined to place their child in residential care when they experienced high levels 

of stigma. Although this does not provide evidence for the stigma-mental health 

relationship, it does illustrate the far reaching implications stigma can have in families with 

children with additional needs.  

 

In Ali et al.’s (2012) review seven studies with a total of 1159 parents and carers, 

investigated the relationship between stigma and psychological well-being of parents and 

carers. Six out of these studies found evidence that the stigma experienced by parents of 

children with intellectual disabilities, including autistic children, has negative consequences 

for parental well-being. They found that stigma increases parental stress, is related to 

feelings of increased caregiver burden and significantly associated with lower levels of 

reported quality of life (Ali et al., 2012). One study suggests that these feelings are 

persistent over time. Baxter and Cummins (1992) explored how stigma was related to stress 

in 131 parents of children with intellectual disabilities and how this changed over a seven 

year period. They found that the most hurtful reactions were people staring at or ignoring 
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their child, treating their child differently than their siblings or drawing attention to the 

child. Baxter and Cummins (1992) found that there was minimal change in the amount of 

stress reported over time by the parents which suggest the impact of stigma is long-term. As 

mentioned in Chapter 1, however, there is a lack of long-term studies confirming these 

findings and more research should be conducted to explore stigma experiences over time.  

 

One study failed to report a significant association between stigma and psychological 

distress. Shin et al (2006) explored whether there were differences in the experience of 

affiliate stigma between fathers and mothers of children with a cognitive delay in Vietnam.  

They found that although stigma was associated with stress, this relationship was no longer 

significant when controlling for other variables. Shin et al., (2006) found that stress in 

mothers was associated with having a daughter, a child with lower intellectual functioning, 

and their partners’ health conditions. For fathers, on the other hand, stress was associated 

with lower socio-economic status and lower social support.  It could be argued that the 

measurement tool selected for this study does not fully capture affiliate stigma. The authors 

developed a 9-item scale which is significantly shorter than the 22-item scale developed by 

Mak and Cheung (2008). Shin et al. (2006) described how their scale covered factors related 

to guilt, shame, reluctance to take child out in public and reduced quality of life. They did, 

however, not include a full description of the scale in their study, making it difficult to make 

comparisons between the measurement tools.  

 

As mentioned in the introduction, the aforementioned studies focused on parents of 

children with intellectual disabilities, including autistic children, yet autism-related stigma 

was not its main focus. The results from Ali et al.’s review (2012) however demonstrate that 
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parents of autistic children experience more stigma than parents of children with other 

developmental conditions or intellectual disabilities. Mak and Cheung (2008) for example, 

recruited 210 mothers of children with intellectual disabilities, of which 46% had an 

additional autism diagnosis, to test the validity and reliability of their devised affiliate stigma 

scale. Mak and Cheung (2008) reported that parents of children with intellectual disabilities 

and autism reported significantly higher affiliate stigma scores than parents of children with 

intellectual disabilities alone.  In their evaluation of the impact of affiliate stigma however, 

they no longer differentiated autism and intellectual disabilities and grouped the scores 

together. Since then, others have similarly reported higher courtesy and affiliate stigma 

scores for parents of autistic children compared to children with intellectual disabilities. 

Werner and Shulman (2015) for example, carried out a cross sectional study among 171 

parents in Israel and found that parents of autistic children experience higher levels of 

stigma than parents of children with intellectual disabilities or physical disabilities. Terret 

(2016) coined the term ‘autism disadvantage’ to emphasise the unique stresses parents of 

autistic children face in response to the term ‘Down Syndrome advantage’ which is 

sometimes used in the literature when comparing parents of children with different 

developmental disorders and conditions (Hodapp et al., 2001; Mitchell, Hauser-Cram, and 

Crossman, 2015). For these reasons it is important to focus on autism stigma and its 

consequences separately. The next section outlines why autistic people and their families 

may experience high levels of stigma before discussing the impact of stigma on parental 

mental health in section 4.4. 
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4.3. Why are autistic children and their parents subjected to stigma?  

As described in Chapter 2, stigma results when people define others ‘different’ from their 

definitions of self, and feel that those who are ‘different’ are inferior. In line with the 

modified labelling theory, it is essential that both those elements exist (Link and Phelan, 

2002). To be labelled as stigmatised, the label of being ‘different’ is not stigmatising in itself. 

Autism is characterised with behaviours and traits that differ from the ‘norm’ (APA, 2013) 

and autistic people report to be called various names such as  ‘weird’, ‘strange’, ‘stupid’ 

(Harandi and Fishbach, 2016) or ‘sick’ (Selman et al., 2017).  Autistic behaviours and 

characteristics are labelled as different and autistic individuals subsequently face status loss 

and devaluation.  

 

Research suggests that it is a combination of autistic characteristics, lack of physical markers 

and society’s lack of awareness and understanding that leads to stigma. Among the first to 

explain autism stigma was Gray (1993; 1994; 1999; 2002). He argues that the discrepancy 

between ‘normal’ physical appearance and unexpected behaviours results in stigma.  Gray 

(1993) stated “it is this combination of pervasive disability and apparent physical normality 

that gives the stigma experienced by families with autistic children its unique quality” (p 

114).  

 

Although levels of autism awareness are increasing (e.g. Dillenburger, Jordan, McKerr, 

Devine, and Keenan, 2013; Hertz-Picciotto and Delwiche, 2009) autistic people are still faced 

with a lot of misunderstanding and misconceptions (Huws and Jones, 2010). There is an 

abundance of stereotypes (mainly negative) surrounding autism which originates in lack of 

knowledge and understanding (e.g. Brosnan and Mills 2016; Gillespie-Lynch et al. 2015; 
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Harrison et al. 2017; Sasson and Morrison 2019). Anecdotes from parents reveal that 

statements and opinions that autistic children cannot be a good friend; have lack of 

empathy; are dangerous or mentally ill, are common and hurtful (Green, 2004; Kinnear et 

al., 2016; Selman et al., 2017).  

 

Holton et al. (2014) found that news media was often stigmatising in its representation of 

autism, focusing on negative outcomes and using labels that differentiate and separate 

autistic people. Huws and Jones (2011) and Jones and Harwood (2009) examined the 

representation of autistic people in Australian and British newspapers and found that 

autistic people are frequently depicted as dangerous or unstable. Furthermore, the 

prevalence of savant skills in autistic people is often greatly overestimated (Draaisma, 2009; 

Jones and Harwood, 2009). Draaisma (2009) explored the media portrayal of autism in films 

and television series, and states that the majority of autistic characters have some form of 

savant skill, whereas in reality less than 30% of autistic individuals possess any savant skills 

(Howlin, Goode, Hutton, and Rutter, 2009). Still, very few studies have empirically 

investigated the stereotypes the public holds about autistic surrounding autism. Wood and 

Freeth (2016) surveyed 163 students from the UK to learn what stereotypes the public holds 

about autistic people. They excluded those who identified as autistic or had a close friend or 

family who was autistic. The main stereotypes reported by the participants were ‘poor social 

skills’; ‘introverted and withdrawn’; ‘poor communication and difficult personality or 

behaviour’. 

 

Chapter 2 also introduced the phenomenon where stigma extends to the parents of children 

with stigmatised conditions. Courtesy stigma manifests itself in various ways including 
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negative judgements, parental blame, criticism, stares and tutting in public, avoidance or 

exclusions (Gray, 2002; Kinnear at el., 2015; Moses, 2014). In society parents are deemed 

responsible for their child’s well-being and behaviour, and parenting is construed as a moral 

task whereby parents are held to moral standard regarding the degree to which they parent 

well (Harden, 2005). Because parents are considered largely responsible for their autistic 

child’s behaviour, a disproportionate burden of stigma falls on the shoulders of the parents. 

Parents report being blamed for their child’s behaviour (e.g. Ryan, 2008) or report that 

onlookers mistake the child’s behaviours for bad parenting (e.g. Dababnah and Parish, 2013; 

Eaton et al., 2016) and lack of control (e.g. Mak and Kwok, 2010).  

 

Parental blame is deeply ingrained in society. Although the destructive theory from the 

1950s of the ‘refrigerator mother’ which blamed cold and loveless parenting for the onset of 

autism has been mostly rejected by the public, Milacic-Vildojevic et al. vignette study 

explored students’ stigmatising views in 2012 and found that carers are still blamed for the 

onset of autism or for the delay of their child’s development. However, in Kinnear’s et al. 

(2016) survey, parents reported that only ‘a few’ people believe that bad parenting can 

cause autism.   

 

It was expected that the primary focus on the genetic and neurochemical aspect of autism 

would shift the blame away from parents (Phelan, 2005; Phelan, Cruz-Rojas and Reiff, 2002). 

Some research has indeed found that associating stigmatised conditions with certain genes 

leads the public to place less blame on the parents (Moses, 2014) and parents often rely on 

genetic explanations to provide an antidote to internalise stigma (Fiedrich et al., 2008).  

However, the biological discourse has not eradicated parental blame or stigma completely, 
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but rather taken a different direction (Todd and Jones, 2003). Waltz (2015) states that 

parents and mothers in particular, are now less likely to be blamed for ‘causing’ the 

condition, but more for not handling it optimally (Waltz, 2015).  For example, Blum (2007) 

interviewed 45 mothers of children with special needs and found that the focus of 

attribution had shifted in that the mothers felt no longer blamed for the condition, but felt 

instead criticised for how they handled their child’s condition.  

 

According to Kinnear et al., (2016) it is the autistic ‘symptoms’ and disruptive behaviour that 

are the main reason for rejection by others. They carried out semi-structured telephone 

interviews with 502 families registered with the Simon Foundation Autism Research 

Initiative. Trouble making eye contact; becoming upset when routine changes; repetitive 

behaviours like hand flapping; tantrums or meltdowns; aggression towards others; bowel or 

bladder control problems; and head banging were reported as the most challenging 

behaviours by parents, and linked to social rejection from others. The higher the frequency 

of the aforementioned behaviours; the more isolated and excluded the family felt from 

family, friends and general society. The authors explain this in line with the modified 

labelling theory (Link and Phelan, 2002). First, the child's behaviour is labelled as different 

and linked to negative stereotypes. Then the child is rejected, isolated and excluded, and 

loses social status, which then subsequently leads to rejection and discrimination (Kinnear 

et al., 2016). Although this is the most extensive quantitative study measuring autism stigma 

to date, and their findings support the model, the authors do not evaluate the individual 

behaviours in relation to stigma. ‘Lack of eye contact’ is likely to elicit a different stigma 

response than ‘bowel or bladder problems’. It is also plausible that parents of children, who 

display more aggressive or challenging behaviours withdraw themselves socially and 
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therefore report more social exclusion. Phillips et al. (2002) reported that more severe 

symptoms and behavioural problems are related to higher levels of reported courtesy and 

self-stigma in parents. Gray (2002) on the other hand argues that children with high IQ 

levels are likely to experience stigma because their differences are subtle yet more profound 

when attending mainstream school. Further, Cantwell et al. (2015) found no association 

between child problem behaviours and courtesy stigma. Mitter, Ali and Scior (2019) argue 

that this lack of association could be due to the selection of measures of challenging 

behaviours, which may not have identified the full range of behavioural problems. These 

mixed results do illustrate the complexity of autism related stigma.  

 

4.4. Stigma and the mental health of parents of autistic children  

Chapter 1 described how raising an autistic child can be challenging and that people’s 

reactions to their child’s autism contribute to these challenges. Qualitative studies looking 

at the psychological impact of autism in families reveal that parents find the way the public 

reacts to their child’s behaviour difficult (Bekhet and Matel-Anderson, 2016; Green, 2005; 

Gray, 2002, 2008). Research suggests that parents have difficulty in coping with the stares 

and negative judgments of the public when their child behaves differently than the ‘norm’. 

Reports of tantrums and destructive behaviours in public were quoted as particularly 

difficult experiences (Gray, 2002). Bekhet and Matel-Anderson (2016) analysed the 

responses of 93 American caregivers to the open ended question: “What is it like being a 

caregiver to a person with ASD?” and about 20% of caregivers, including grandparents, 

responded that the negative attitudes and opinions from others are causing real stress, and 

that lack of awareness contributes to feelings of embarrassment and bad feelings. Other 

qualitative studies report how parents feel blamed (e.g. Woodgate et al., 2008) and how 
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blame undermines parents’ confidence in their abilities and knowledge and therefore 

negatively impacts on their self-esteem (Crabtree, 2007; Dababnah and Parish, 2013; 

Neeley-Barnes et al., 2011). Quantitative studies support these findings, and the link 

between stigma and self-esteem is well established (e.g. Cantwell et al., 2016; Lu et al., 

2015; Werner and Shulman, 2015). For example, Lu et al. (2015) compared data from 118 

parents of autistic children with data from 122 parents of typically developed children in 

China and found that parents of autistic children reported significant lower levels of self-

esteem, which the authors argue is implicated in the stigma associated with autism. 

However, due to cross-sectional nature of these studies, no firm conclusions can be drawn 

about the direction of the relationship between self-esteem and stigma.  

 

These studies suggest, however, that stigma has a harmful impact upon the well-being of 

parents. Nevertheless, although numerous studies have explored the stigma families 

experience most fail to make explicit associations with mental health (e.g. Minhas et al., 

2015; Sarrett, 2015; Sotgiu et al., 2011). Other studies have explored the well-being or 

mental health of parents of autistic children and identify stigma as a finding or outcome 

(e.g. Bekhet and Matel-Anderson, 2016) or focused broadly on the experiences of parents 

raising an autistic child without clear focus on either stigma or mental health (e.g. Robinson 

et al., 2015; Schall, 2000). Others, like Kinnear et al. (2015) report upon stigma’s association 

with the ‘overall difficulty’ of raising an autistic child but do not explore stigma’s relationship 

with mental health. Robinson et al. (2015) describe how stigmatising situations leave 

families socially isolated, and Lu et al. (2015) provide support for the link between stigma 

and quality of life. This is similar in Selman et al. (2017)’s study who explored the nature of 

stigma experienced by Somali parents living in the UK to understand how parents cope and 
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resist such stigma. They interviewed 15 parents (12 mothers and three fathers) and 

although stigma was clearly pervasive in the lives of the families, the parents mainly 

described how they dealt with it in terms of social and emotional withdrawal; educating 

others and drawing on religion. One mother explained how she feels upset and finds is 

difficult when people react negatively to her daughter. This again clearly suggests stigma has 

a negative impact upon well-being although the link between stigma and parental mental 

health was not the main focus of the study.   

 

4.5. Systematic review of the relationship between autism stigma and parental mental 

health.  

4.5.1. Introduction  

To help inform an intervention that aims to improve parental mental health through 

addressing stigma, it is key to understand the relationship between stigma and the mental 

health of parents. It is of particular interest to identify variables that may mediate or 

moderate the stigma-mental health relationship since modifiable protective factors could be 

targeted in such intervention. To date, there has been no attempt to systematically identify 

and synthesise empirical evidence associated with autism-related stigma in its various forms 

and the influence on the mental health among parents and carers of autistic people. Given 

the aforementioned lack of studies with a clear focus, assessment or exploration of autism 

stigma as well as a clear focus, assessment or conceptualisation of mental health, a 

systematic review was carried out, to explore the impact of stigma on the mental health of 

parents of autistic individuals (Papadopoulos, Lodder, Constantinou and Randhawa, 2019). 

This review further aimed to identity psychosocial variables that may buffer the harmful 

impact of stigma upon parent mental health. An abbreviated version of the methodology is 
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described below, the full methodology and results, including quality appraisal, can be found 

in Appendix 1.  

 

4.5.2. Methods 

The systematic review protocol followed the standard approach as described by a range of 

eminent researchers in the field (e.g. Ali et al., 2012; Frantz, Hansen, and Machalicek, 2017). 

 

Search strategy 

Six databases were searched for peer-reviewed studies published in either English or the 

Dutch language (PubMed, PsycInfo, CINAHL, ScienceDirect, ERIC and SOCIndex) that 

reported on the empirical relationship between autism-related stigma and mental health 

among informal caregivers of autistic individuals published between 1990 and 2018. Search 

terms included: (stigma* OR attitud* OR prejudic* OR discriminat* OR judgement* OR 

stereotyp* OR belief* OR views*) AND (carer* OR caregiv* OR famil* OR parent* OR 

sibling*) AND (autis* OR asd OR asc OR asperger* OR PDD OR “intellectual disabilit*” OR 

“learning disabilit*” OR “neurological disabilit*” OR “development* disabilit*”) AND 

(mental* OR psych* OR well*). 

 

Inclusion criteria 

For the purpose of this study, informal caregivers referred to anyone providing unpaid, full-

time, care for an autistic child. Studies that included carers of individuals with different 

types of disabilities and conditions were only included if they reported on the stigma – 

mental health relationship of parents and carers of autistic people specifically. Excluded 

were studies that did not meet these criteria. Broader related mental health concepts such 
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general stress, parental strain, loneliness, and feelings of hope, shame and embarrassment 

were excluded.  

 

Data extraction  

Data was extracted using a spread sheet in Microsoft Excel, with the following extraction 

columns : author(s), study title, publication year, location, study aims, study design, sample 

characteristics, sample size, sampling strategy, response rates, retention rate, type of stigma 

as defined by the authors, type of stigma identified by research team, stigma measurement/ 

assessment information, mental health problem/outcome(s) assessed in relation to stigma, 

mental health assessment methods, quantitative tools’ validity and reliability, study quality, 

analytical methods, stigma results, mental health results, stigma and mental health 

relationship results, and study limitations.  

 

Quality appraisal 

To appraise the quality of the studies, the Joanna Briggs Institute Critical Appraisal tools 

were used to assess study rigour, specifically the ‘Checklist for Systematic Reviews’ and 

‘Qualitative Research’ and ‘Checklist for Prevalence Studies’. These tools were chosen 

because they include a clear explanation of each appraisal criterion for the included 

qualitative and quantitative studies respectively compared to some other available quality 

assessment tools (e.g. Critical Appraisal Skills Program checklists).  Higher summed scores 

equated to higher study quality (Aromataris et al., 2015).   
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Analysis 

Narrative synthesis was selected as the most appropriate method to evaluate the data since 

the heterogeneity of included study designs (Lucas et al. 2007). In the published systematic 

review, evidence was grouped together by socio-cultural setting (see Papadopoulos et al., 

2019, Appendix 1). For the purpose of this thesis, however, the main point of interest for 

the intervention development was to identify factors that buffer or protect against the 

harmful impact of stigma.  

 

4.5.3. Results 

Five qualitative and seven quantitative studies representing 1442 informal caregivers across 

a wide range of geographical settings including Israel (Werner and Shulman, 2013), West 

Bank (Dababnah and Parish, 2013), Australia (Broady et al., 2016; Gray, 2002), United States 

(Resch et al., 2010); Iran (Dehvani et al., 2011), United Arab Emirates (Crabtree, 2017), four 

from Hong Kong (Mak and Kwok, 2010; Wong et al., 2016; Chan and Lam, 2016; 2017) and 

one from mainland China (Zhou et al., 2018) were included. Interestingly, no study was 

carried out in the UK. As mentioned in the introduction, a full breakdown of the studies’ 

background information and methodological details, organised by cultural region, is 

presented in the Appendix 1.  

 

All twelve studies produced evidence illustrating the negative relationship between stigma 

and mental health among carers of autistic children. The five qualitative studies reported 

stigma to be directly related to depression (Crabtree, 2017; Gray, 2002; Dababnah and 

Parish, 2013), anxiety (Gray, 2002), psychological distress (Gray, 2002) ‘psychological 
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burden’ (Dababnah and Parish, 2013) and psychological well-being (Broady et al., 2017; 

Resch et al., 2010). The seven quantitative studies reported stigma being associated with  

depression (Zhou et al., 2018) or depressive symptomology (Chan and Lam, 2016, 2017), 

anxiety (Chan and Lam, 2017), psychological wellbeing (Mak and Kwok, 2010; Werner and 

Shulman, 2013), psychological distress (Wong et al., 2016), and general mental health 

(Dehvani et al., 2011). As mentioned before, for the purpose of intervention development it 

is important to identity possible modifiable variables that are evidenced to moderate the 

stigma-mental health relationship and can be targeted through intervention. The results are 

therefore reported in line with this objective highlighting the key modifiable variables 

identified in the reviewed literature. 

 

Zhou et al.’s (2018) quantitative study examined the relationship between affiliate stigma 

and depression among 263 caregivers of autistic children in Mainland China. Affiliate stigma 

was found to be significantly positively correlated with depression (r = 0.55, p = < 0.01). 

Their path analysis further suggests that caregivers low in self-esteem, high in proneness to 

shame, with poor family functioning (particularly family adaptability) were found to be 

significantly more likely to experience affiliate stigma and have more depressive 

symptoms. Dehvani et al. (2011) assessed affiliate stigma’s relationship among Iranian 

mothers (n=95) and found a significant positive association between internalised stigma and 

poor mental health (r = 0.54, sig = 0.00, adjusted R2 = 0.27). They also examined the 

potential moderating effect of ‘autism quotient’, as measured by the Gilliam Autism Rating 

Scale (Gilliam 2001), but found no significant association.  

Based on Weiner’s earlier described attribution model, Mak and Kwok (2010) explored the 

effect of perceived controllability, self-blame, and perceived responsibility on affiliate 
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stigma among parents of autistic children. Results showed that perceived controllability 

was negatively related to affiliate stigma which suggests that parents who felt they had 

little control over the cause of their children’s autism, their behaviours and the extent of 

stigma, were more likely to translate courtesy stigma into affiliate stigma. Mak and Kwok 

(2010) also found a direct link between courtesy stigma and affiliate stigma which they 

argue may be due to the pervasiveness of courtesy stigma in society leading to parents 

readily agreeing with the negative views of them and their children.  They found that carers 

accepted the attributions of responsibility and blame for their child’s condition and 

stigma, and so internalised courtesy stigma (Mak and Kwok, 2010).  

Werner and Shulman (2013) examined the link between affiliate stigma and mental health 

of 170 Israeli caregivers of children with various developmental disabilities including autism 

(n=56). They proposed a theoretical model linking affiliate stigma to subjective well-being 

with five psychosocial moderating factors and background variables and found that the 

association between affiliate stigma and caregiver’ subjective well-being is primarily 

moderated by self-esteem, social support, and positive meaning in caregiving. Religious 

affirmation and burden were not found to be significant.  This indicates that positive 

psychosocial variables, including self-esteem and social support, were more important to 

carers’ subjective wellbeing than the negative influence of internalised stigma. Self-esteem 

therefore appears to be protective of subjective wellbeing against the impact of stigma.  

Werner and Shulman (2013) results also suggest that the contribution of positive meaning in 

caregiving in explaining caregivers’ psychological well-being, reinforces the importance of 

caregivers’ maintaining a positive perspective and being able to make sense and find 

meaning in their lives.   
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Broady et al (2017)’s qualitative findings are in line with Werner and Shulman, and suggest 

that parents’ positive meaning of caregiving provides parents with a positive strategy and 

motivation to cope with stigma. Broady et al. (2017) explored how 15 Australian parents of 

autistic children experienced stigma surrounding autism and placed the findings within the 

contexts that stigma is most likely to occur. Semi-structured interviews revealed that there 

are four main contexts where stigma occurs for these parents: school; public; family and 

friends. Broady et al. (2017) further identified four domains of stigma: lack of knowledge, 

judgement, rejection and lack of support, which were each reported in aforementioned 

contexts. The third domain; rejection; is a commonly reported theme in the autism 

literature, although more commonly described as ‘social exclusion’ (e.g. Gray, 2002).  When 

a child is rejected or excluded (e.g. not invited to a party) parents often feel this as a 

personal rejection. Broady et al. (2017) found that rejection from family and friends had the 

most emotional impact on the parents, and were most likely to cause parents to withdraw 

socially. The fourth domain, ‘lack of support’, was also evident within each context, and 

again it was the lack of support from family and friends that parents found most difficult to 

cope with. Lack of support (e.g. babysitting or helping attending medical appointment) 

caused parents frustration and increased their personal limitations. Albeit that the 

conclusions are drawn from a small sample, these domains and contexts form a clear 

framework that explains how and where parents/ carers feel stigmatised.  

 

Wong, Mak and Liao (2016) proposed that other psychosocial variables may play a more 

important role in the affiliate stigma- mental health relationship and proposed that ‘self-

compassion’ potentially protects against the negative effects of affiliate stigma. Self-

compassion, defined as “a caring and compassionate attitude toward oneself in the face of 
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hardship or perceived inadequacy” (Wong et al., 2016, p.2), was examined as a unique 

coping strategy in both Wong et al.’s (2016) study and Chan and Lam’s (2017) study. Wong 

and colleagues (2016) carried out a study with 188 Chinese parents of autistic children to 

test their hypothesis. They found that, after controlling for various types of social support 

(i.e., family support, friends support, and professional support) and positive parental 

perception, affiliate stigma was significantly associated with psychological well-being. More 

importantly self- compassion moderated the relationship between affiliate stigma and 

psychological distress. Wong et al. (2016) concluded that these results illustrate the 

importance of cultivating self-compassion among parents of autistic children. They note that 

self-compassion can serve as an internal coping mechanism without the parent/carer having 

to rely on external sources of help. Their study suggests that self-compassion can act as an 

emotional regulation strategy that may allow parents to acknowledge and understand the 

negative emotional reactions implicated in affiliate stigma (Wong et al., 2016).  

Chan and Lam (2017) found similar results in their cross-sectional study of 424 Chinese 

parents of autistic children by demonstrating the significant moderating role of trait 

mindfulness (which involves self-compassion) in the stigma-mental health relationship. The 

authors suggest that their findings illustrate that the trait mindfulness and practising self-

compassion may protect individuals from the negative psychological impact of perceived 

stigma.  

 

4.5.4. Discussion  

Overall, the systematic review demonstrated a strong relationship between stigma and the 

mental health of parents of autistic children. Few studies differentiated between courtesy 

and affiliate stigma which, as explained in Chapter 1, is common in the stigma-mental health 



76  

literature in particular for qualitative studies. The included quantitative aimed to explain the 

pathway from courtesy to affiliate stigma and mental health outcomes and several 

modifiable variables were identified that buffer this process. Mak and Kwok’s (2010) 

proposed model demonstrates that affiliate stigma occurs when caregivers assume 

responsibility and self-blame and believe they have little control over their children’s 

condition and corresponding stigma. They further report that social support mediates the 

role between affiliate stigma and mental health. Werner and Shulman’s (2013) model 

builds on this by identifying that self-esteem and positive meaning of caregiving offers an 

additional buffer in the relationship between affiliate stigma and the mental health of 

parents. Wong, Mak and Liao (2016) subsequently argued that, in addition to 

aforementioned theoretical relationships, positive parental perception and self-

compassion offer a significant protective value between affiliate stigma and psychological 

well-being. Chan and Lam (2017) support Wong et al.,’s (2017) findings and also 

demonstrate that self-compassion can buffer the harmful impact of stigma and prevent 

the internalisation of stigma. The findings from the qualitative studies support the 

importance of positive meaning of caregiving (Broady et al., 2017).  

 

The reviewed studies are from a wide range of cultural settings and clearly suggest that 

stigma is a significant challenge for families with autistic children, irrespective of their 

cultural backgrounds. Still, the results indicate that while some consequences of stigma such 

as self-blame and social withdrawal are likely to be experienced by parents worldwide, the 

magnitude may vary in different cultural settings. Similarly, the process from experiencing 

stigma to internalisation of this stigma is likely to vary across cultures. For example, 

relatively lower levels of stigma were reported in Israel (Werner and Shulman, 2013) 
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compared to Hong Kong, Taiwan and China, whereas in Vietnam caregivers experienced 

higher levels of stigma compared to China (Ngo et al., 2012). That Werner and Shulman 

failed to find high levels of internalised stigma in their Israeli sample could be due to the 

cultural context in which the scale was developed. The scale was devised and validated in 

China and phrased quite negatively (e.g. “I feel emotionally hurt because I have a child with 

a disability”). It is also worth noting that this scale has not been validated in any European 

country yet. Moreover, not all parents who experience stigma necessarily internalise this 

stigma. Zisman-Ilani et al. (2013) point out that a major assumption of the Affiliate Scale is 

that the factor structure of self-stigma among parents should be similar to that of the 

stigmatised child. This could explain why the main studies concerning affiliate stigma in 

parents of autistic children (Mak and Cheung, 2008; Mak and Kwok, 2010; Werner and 

Shulman, 2015) found relatively low levels of affiliate stigma. Werner and Shulman (2015) 

for instance utilised the affiliate scale as devised by Mak and Cheung (2008) and found a 

mean score of 1.88 (sd =.61) (possible range 1-4).  

 

From the systematic review, as well as the wider stigma literature, it seems that there is a 

stronger focus on affiliate and courtesy stigma in Asian research whereas Western 

researchers focus more on public stigma. This may be because families in Asian countries 

are particularly subjected to negative treatment by other family members or members of 

the community (Chiu et al., 2013).  Research has shown that Chinese parents of children 

with disabilities tend to experience higher levels of stigma and may view their child’s 

condition as a source of shame and failure based on cultural expectations (Lu et al., 2009; 

Sun et al., 2013).Chinese parents may therefore have higher levels of affiliate stigma 

because they focus more on their social identity and value (Fung et al., 2007), and as Mak 
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and Cheung (2008) point out, Chinese parents’ concern for ‘face’ contributes to higher levels 

of stress too. This can also be identified in Dababhna and Parish’s (2013) study of collectivist 

Palestinian culture in which stigma from the extended family members and wider 

community increased parents’ feelings of shame and likelihood social isolation. This type of 

stigma that is rooted in the fear of shame from an in-group was not observed in the studies 

set in the Western cultural contexts. 

 

This may be another reason why Werner and Shulman (2013) found lower levels of affiliate 

stigma in caregivers of autistic children in Israel than previous studies found in more 

collectivist populations. Mak and Kwok (2010) found a direct link between courtesy stigma 

and affiliate stigma which may be due to the very high prevalence of courtesy stigma in the 

Chinese society so that parents easily agree with the negative views of others. However it 

could also be argued that  Werner and Shulman’s unexpected findings are a result of 

parents self-reporting lower stigma as a means of coping since the parents indicated that 

they believe that other families in the same situation would internalise the effects of stigma 

more than they did themselves (Werner and Shulman, 2015). Furthermore, Broady et al.’s 

(2017) study of family caregivers in Australia reported that negative judgements from family 

and friends were associated with feelings of hurt rather than shame and embarrassment 

which are concepts of affiliate stigma.  

 

Religion also plays a role as identified in the review (2018). In Crabtree’s study (2007), for 

example, autistic children in the Middle East were viewed as ‘divine punishment’. This is line 

with findings from Selman et al. (2017) and Ntswane and VanRhyn (2015), yet this view is 

generally not shared in Western cultures. Knowledge and understanding differ across 
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cultures too, and different cultures hold different types of misconceptions about autism. 

Obeid et al., (2015) explored the misconceptions student groups in the USA (n=346) and 

Labanon (n=329) hold about autism and found that there are significant differences 

between the two groups. For instance, the Lebanese students were much more likely to 

believe that autistic people are deliberately uncooperative, and that autism is caused by 

negative parenting, whereas the US students believed that all autistic people had learning 

difficulties. Thus, it is reasonable to conclude that culture underlies the stigma-mental 

health process for parents of autistic children. This is line with the findings from Ali’s et al. 

(2012) earlier described systematic review.  

 

There are a few limitations that need to be pointed out. Firstly, mental health was not 

always conceptualised clearly in the qualitative studies which posed a challenge whether to 

include or exclude certain studies. For example, in Selman et al.’ (2017) study it was 

reported how stigma left a mother upset. It was decided that this was not a strong enough 

link with mental health to include the study in the systematic review. Resch et al. (2012)’s 

focus group discussions highlighted experiences of challenges such as exclusion and adverse 

reactions by the public, and the parents explained how this often left them being isolated or 

labelled. It could be argued that the link to mental health is similarly weak and a future 

systematic review could benefit from better defined inclusion criteria. Also, it is possible 

that not all eligible studies were identified, particularly since wider mental health outcomes 

of interest (e.g. ‘stress’) were omitted from the keyword search strategy. Given the limited 

amount of available research, broader concepts such as quality of life or stress could have 

produce more search results.  Also, the search term ‘parents’ and ‘carers’ were used but not 
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‘mother’ or ‘father’ or ‘maternal’ and ‘paternal’. However, for the broader literature review 

of this thesis, these search terms were included and did not yield any additional results. 

 

Secondly, the included studies could be subject to some level of internal bias. None of the 

quantitative studies produced generalisable samples or reported adequate response rates. 

Future quantitative studies should therefore conduct sample size calculations and aim to 

maximise and report response rates. The main methodological weakness identified across 

the qualitative studies was the lack of any statement locating the researchers culturally or 

theoretically. It would be useful to know, for example, if investigators were ‘insider 

researchers’ and the impact this may have had. Thus, stronger methodological studies are 

necessary, as are studies with quantitative longitudinal designs. As mentioned before, there 

is not much know about how the relationship between stigma and mental health changes 

over time and what role moderating variables would play in this.   

 

Still, it is clear from the available research that autistic children are among the highest 

stigmatised groups and that parents report poorer psychological well-being because of the 

stigma attached to autism and the child’s ‘atypical’ behaviours. Stigma experiences have a 

negative impact on the mental health of parents of autistic children and contribute to 

feelings of low esteem, guilt, and shame (Green 2003, Werner and Shulman 2013). Families 

feel excluded, and worrying about potential stigma leads families to avoid social situations, 

further isolating themselves. It further seems that parents who experience higher levels of 

self-blame are more likely to internalise the stigma (Mak and Kwok, 2010). The quantitative 

studies included in the review seem to suggest that parents first experience courtesy stigma, 

which then leads to the internalisation of negative evaluations and subsequent 
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development of affiliate stigma in line with the 3A model as described in Chapter 2. This is 

further discussed in the next section. 

 

Nevertheless, the majority of studies reviewed do not explicitly distinguish between public 

stigma, courtesy stigma and affiliate stigma. This is common in the stigma and mental health 

literature, and a lack of clearly defined conceptualisations of the different types of stigma 

makes comparisons challenging. Explorations of the relationship between public 

stigmatisation of autistic children and parents’ experiences of courtesy and self-stigma are 

missing from the literature. As mentioned in Chapter 2 (section 2.2.2) Eaton et al., (2016) 

argue that parent stigma is not the same as courtesy stigma.  Courtesy stigma is originally 

defined as the stigma those close to a stigmatised person experience due to being 

associated with the stigmatise person. When parents are ‘blamed’ and ‘judged’ for their 

child’s autism, it could be argue this is stigma directed at the parents.  Parents are very 

closely connected to their child and it could be argued that it is hard to distinguish between 

public, courtesy and affiliate stigma. Nevertheless, even though the exact roles of public 

stigma, courtesy stigma or affiliate stigma in carers of autistic children needs further 

clarification, to help parents become more resilient to the harmful effects of stigma will 

have a positive effect on their mental health and subsequently on their caregiving abilities.  

 

4.6. Theoretical underpinnings of the intervention  

To help parents manage stigma and resist self-stigma, it is important to explore how and 

why parents internalise stigma and whether (changeable) moderating variables can buffer 

this process which is part of step three and four of the 6-steps of quality intervention 

development (Wight et al., 2015).  The systematic review of the literature has enabled the 
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identification of existing relevant theoretical models including those by Mak and Kwok 

(2010); Wong, Mak and Liao (2016); Werner and Shulman (2013); and Chan and Lam (2017) 

which specifically examined the pathways between affiliate stigma and the mental health of 

parents of autistic children. A synthesis of the learning from the studies detected in the 

systematic review, supported by studies from the wider literature review, resulted in the 

identification of five modifiable variables that play a significant role in the stigma- mental 

health relationship, and when targeted through intervention should see protection against 

self-stigma and reduce the harmful impact of stigma on mental health. These variables are:  

self-esteem; self-compassion; social support; positive meaning in caregiving; and self-blame 

and are illustrated in figure 7 and described below.  

 

Figure 7: Theoretical framework of stigma-mental health relationship for parents of autistic 

children 
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caregiver’ subjective well-being is primarily moderated by self-esteem, social support, and 

positive meaning in caregiving. Religious affirmation and burden were not found to be 

significant.  This indicates that positive psychosocial variables, including self-esteem and 

social support, were more important to parental mental health than the negative influence 

of internalised stigma. Self-esteem therefore appears to be protective of subjective 

wellbeing against the impact of stigma. Self-esteem has been consistently found to be 

associated with better family functioning in families with children with intellectual 

disabilities (Raina et al., 2004; Trute, Hiebert-Murphey and Levine, 2007) and families with 

autistic children (Bekhet and Matel Anderson, 2016; Cantwell et al., 2016). Self-esteem 

relates to feelings of worth, adequacy and self-respect (Rosenberg, 1979). It is 

conceptualised as an internal belief in one’s value that is related to positive self-evaluations 

(Fayed et al., 2011). Studies in the area of various disabilities have shown that negative self-

esteem is associated with higher levels of affiliate stigma, social exclusion and subsequent 

lower psychological well-being (Hughes et al., 2004; Nosek et al., 2003).  

 

Similarly, social support has been widely acknowledged in previous studies to be related to 

psychological health (e.g. Chou et al., 2009). Werner and Shulman (2013) results also 

suggest that  the contribution of positive meaning in caregiving in explaining caregivers’ 

psychological well-being, reinforces the importance of caregivers’ maintaining a positive 

perspective and being able to make sense and find meaning in their lives (Meyers et 

al.,2009). Indeed, as Meyers et al. (2009) showed in their qualitative study assessing how 

having an autistic child affected parents’ lives, finding meaning helps these families develop 

good coping styles and adjust to everyday challenges. Broady et al (2017)’s qualitative 

findings are in line with Werner and Shulman too, and suggest that parents’ positive 
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meaning of caregiving provides parents with a positive strategy and motivation to cope with 

stigma.  

 

Cantwell et al., (2015) critiqued Werner and Shulman’s (2013) study in that despite self- 

esteem being the strongest predictor of subjective wellbeing, it was not examined whether 

or not it worked in parallel with the other psychosocial variables. However, their cross-

sectional study carried out in Ireland provides further support for the importance of self-

esteem and social support to help parents cope with stigma and potentially prevent 

internalisation of stigma (Cantwell et al., 2015). Cantwell et al. (2015) surveyed 115 parents 

of children with intellectual disabilities, including autism, to explore the role of self-esteem 

and social support in the relationship between stigma and mental health. Because they did 

not separate the results based on the condition of the child, this study could not be included 

in the earlier described systematic review. Nevertheless, more than half the parents 

reported to have an autistic child, and 40% reported to have a child with more than one 

diagnosis including autism. It can therefore be confidentially argued that this study is a good 

representation of parents of autistic children, especially its cultural context as it one of the 

few studies carried out in Europe.  

 

Cantwell et al. (2015)’s study demonstrates how there is a significant relationship between 

perceived stigma and depressive symptomology.  Stigma was measured with seven items 

asking questions like “‘I feel I am treated differently when I am with my child(ren) with 

disabilities” suggesting this was more a measure of courtesy stigma and not affiliate stigma.  

Cantwell et al. (2015) results showed that self-esteem and social support are important 

moderating variables in the stigma-mental health relationship. Self-esteem, as measured 
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with Rosenberg’s self-esteem scale, was negatively associated with depressive 

symptomology suggesting that parents who reported more perceived stigma and lower self-

esteem also reported higher self-reported depressive symptomology. Perceived social 

support was negatively associated with stigma and depressive symptomology too meaning 

that those who reported higher social support reported less perceived stigma and less 

depressive symptomology. Thus, both Werner and Shulman and Cantwell et al. (2015) 

results highlight the importance of positive psychosocial variables, and self-esteem in 

particular, as potential buffers against the internalisation of stigma.  

 

Lu et al. (2015) also found that stigma was implicated in parents of autistic children low self-

esteem, social isolation and stress. Lu et al. (2015) aimed to examine whether self-esteem is 

an important predictor of life satisfaction in Chinese parents. As mentioned in earlier 

sections,  Chinese parents of autistic children tend to experience higher levels of stigma and 

may view their child’s condition as a source of shame and failure based on cultural 

expectations (Sun et al., 2013). For these reasons, Chinese parents of autistic children may 

experience lower self-esteem than their western counterparts due to higher parenting 

stress and stigma. Lu et al. (2015) found that social support was a significant mediator 

explaining the path from self-esteem to life satisfaction. It should be noted that they 

compared parents of autistic children with parents of neurotypical children and the pathway 

was the same for both groups. Nevertheless, their findings lend support to the importance 

of self-esteem and social support in the well-being of parents.  

 

Wong, Mak and Liao (2016) proposed that other psychosocial variables may play a more 

important role in the affiliate stigma- mental health relationship and proposed that ‘self-
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compassion’  potentially protects against the negative effects of affiliate stigma. Self-

compassion, defined as “a caring and compassionate attitude toward oneself in the face of 

hardship or perceived inadequacy” (Wong et al., 2016, p.2), was examined as a unique 

coping strategy in three Chinese studies (Wong et al., 2016; Yang, 2015, Chan and Lam, 

2017). In response to affiliate stigma, Yang (2015) found that parents of children with 

intellectual disabilities occasionally used self-compassion to regulate the emotional and 

cognitive anxiety arising as a result of self-stigma. Wong and colleagues (2016) carried out a 

study with 188 Chinese parents of autistic children to test their hypothesis. They found that, 

after controlling for various types of social support (i.e., family support, friends support, and 

professional support) and positive parental perception, affiliate stigma was significantly 

associated with psychological well-being. More importantly self- compassion moderated the 

relationship between affiliate stigma and psychological distress. Wong et al. (2016) 

concluded that these results illustrate the importance of cultivating self-compassion among 

caregivers of autistic children. They note that self-compassion can serve as an internal 

coping resource without having the family carer rely on external sources of help. Self-

compassion has been described as an emotional regulation strategy that may allow parents 

to acknowledge and understand negative emotional reactions implicated in affiliate stigma 

(Wong et al., 2016). This is an important finding as it indicates that aside from building good 

networks of social support, family carers may need help to develop a repertoire of internal 

coping resources in order to address the different dimensions (i.e. cognitive, affective and 

behavioural) of affiliate stigma. Wong et al (2016) argue that self- compassion helps parents 

deal with daily stressors including stigma. This supports findings from Neff and Faso (2003) 

who examined the link between psychological well-being and self-compassion of 51 parents 

of autistic children and found that over and above child behavioural symptoms, self-
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compassion uniquely predicted well-being and had a significant negative relationship with 

parental distress and depression.  

 

Chan and Lam (2017) found similar results in a large cross-sectional study of 424 Chinese 

parents of autistic children by demonstrating the significant moderating role of trait 

mindfulness (which involves self-compassion) in the stigma-mental health relationship. The 

authors suggest that their findings illustrate that the trait mindfulness and practising self-

compassion may protect parents from the negative psychological impact of perceived 

stigma (Chan and Lam, 2017). Wong et al. (2016) argue that self-compassion can help 

parents cope with negative life events and interpret negative events in a “less catastrophic” 

way (Allen and Leary, 2010). This is in line with previous research that has shown that self-

compassion (and mindfulness) decreases the harmful effects of stigma and improves the 

mental health among other stigmatised groups (Brown-Iannuzzi et al. 2014; Graham et al. 

2013; Lyons 2016). Stringer et al. (2018) reviewed the literature on stigma, self-stigma and 

resilience and maintains that the development of self-compassion may be an important 

turning point for people who manage self-stigma. According to Stringer et al. (2018) “self-

compassion can signal a key perceptual shift or cornerstone in perspective-taking that 

resolves conflicting internal and external views of the self, reduces perceived imbalance of 

power between self and other, and lessens social distance between self and other” (Stringer 

et al., 2018, p 321). Many people are harder on themselves than they are on others. In other 

words, they practise compassion towards others, yet fail to show the same compassion 

toward themselves (Neff, 2012; Siegel and Germer, 2012). Stringer et al. (2018), therefore, 

suggest that listening and sharing with peers in supportive environments enables those who 

are stigmatised to develop a better understanding of themselves that fully integrates 
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difficult emotions and experiences from the past and the present within cultural contexts 

(Brown, 2015). This way, those who are stigmatised not only increase their understanding of 

others but can also apply this care and understanding towards themselves. Thus, self-

compassion potentially reduces the negative views of one self that are out of proportion to 

one’s kinder views of others. 

 

The body of research on self-compassion has increased enormously in the past 15 years due 

to its strong links with mental health (Neff, 2014).  Neff was among the first to explore the 

potential positive role self-compassion can play in the ability of parents to cope with the 

challenges of raising an autistic child (Neff 2011) and in 2014, Neff and Faso carried out the 

first study that tested the role of self-compassion in the well-being of parents of autistic 

children. Neff and Faso (2014) conducted a cross sectional study among 51 parents from 

various ethnic backgrounds (Caucasian, Latino, Asian and African-American) to examine the 

association between self-reported self-compassion, and several measures of psychological 

well-being. They found that self-compassion was positively related to life satisfaction, 

feelings of hope, and goal reengagement. Also, self-compassion scores were negatively 

related with depression and parental stress. Importantly, the results showed that even 

when accounting for child symptom severity, self-compassion scores significantly predicted 

parental psychological well-being. It should be pointed out that the results are based on a 

small sample yet suggest that self-compassion may play a significant role in the mental 

health for parents of autistic children. Given that self-compassion is a modifiable trait (Neff 

and Faso, 2014), this could have important implications for the intervention design. 

Interventions or programs that have successfully used self-compassion to improve the well-

being of parents of autistic children are discussed in chapter 5.  
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4.7. Parents’ resistance and management of stigma strategies  

For the design and development of a stigma protection intervention, it is also vital to 

understand how parents manage and resist stigma they experience. This section therefore 

examines strategies that have been identified in the literature as coping strategies for 

resisting stigma and avoiding self-stigma. Miller and Major (2000) point out the impact for 

the stigmatised individual and their families will largely depend on the person’s ability to 

manage stigma and resists internalisation of stigma. To date, only a handful studies have 

evaluated the strategies utilised by parents of autistic children to manage or resist the 

stigma they experience. The autism and parenting literature was searched for key words 

including ‘stigma resistance’; ‘coping with stigma’; and ‘resist parental blame’ and 

variations. 

 

Parents are reported to deflect stigma by apologising for their child’s condition or ignoring 

comments (Manago, Davis and Goar, 2017). This is in line with one of the main responses 

from the parents who took part in the survey described in Chapter six. The majority of 

parents responded that ‘developing a thick skin’ was the way they managed stigma (Lodder 

et al., 2019). Efforts to conceal their child’s condition are also described (Khanlou et al., 

2017; Selman et al., 2017; Dababnah and Parish, 2017) as well as social avoidance and 

withdrawal (Ngo et al., 2012; Broady et al., 2017; Gray, 1993; Farrugia, 2009; Werner and 

Shulman, 2015; Yang, 2015). Social withdrawal seems to be a more universal response to 

stigma (Papadopoulos et al., 2019) whereas concealment of the child’s condition was more 

likely to be reported in studies with African and Asian participants (Mitter, Scior and Ali, 

2019). Although the qualitative study from Manago et al. (2017) found that in the USA, two 

mothers reported to coerce their child to hide their ADHD diagnosis from others so that 
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they would not be treated differently. Manago et al. (2017) interviewed mothers of children 

with various conditions including autism, ADHD, and Down syndrome. ADHD is, like autism, 

not visible and it could be that parents of autistic children employ similar strategies in 

Western societies too.  

 

Harandi and Fishbach (2016) carried out a telephone survey in the USA to ask parents how 

they respond to stigmatising situations. They interviewed 502 parents of autistic children 

and found that 24% of these either ignore stigmatising situations or avoid situations that 

could potentially be stigmatising. Farrugia (2009) describes how 12 Australian mothers of 

autistic children avoid situations where their child could potentially face stigma and Moses 

(2014) notes that parents avoid events, including family events, out of fear their child’s 

behaviour is misunderstood and judged. Khanlou et al., (2017) interviewed 21 immigrant 

mothers in Canada and found that fear of stigma from their extended family added to the 

mothers’ experience of feeling socially isolated. The mothers describe how they keep the 

diagnosis a secret from family and friends and feel socially isolated as a result. In Broady et 

al.’s (2017) study parents perceived social withdrawal as an unfortunate means of dealing 

with stigma, as one mother was quoted:  “I am trying everything. I don’t know, I mean apart 

from trying to educate them to understand, is really to avoid these situations, which is 

pretty sad” (Broady et al., 2017, p.230). 

 

Although it is well documented that parents of autistic individuals experience social isolation 

(e.g. Broberg, 2011; Cantwell, Muldoorn and Gallagher, 2015; Dale et al., 2006) it may not all 

be rooted in fear of stigma. When interviewing 15 Somali parents about their experiences 

how autism was managed within the family, Selman et al. (2017) point out that parents not 
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always explicitly state whether it is the fear of anticipated stigma that results in social 

withdrawal, or that it is the difficulties the child may face when out (e.g. sensory overload, 

disruption to routine). This is in line with finding from Lodder et al. (2019) who interviewed 

14 parents in the UK to explore the impact autism stigma has on family life. In this study, 

one father explained how he avoids going to the cinema because he does not want his 

autistic son to become upset or disruptive and does not want his son’s behaviour to 

potentially upset other people. He maintained it was not a fear of stigma but rather a 

consideration for the public. It could be argued however, that if the father and son had 

experienced positive reactions from the public, his concerns may have been different.  

Although social withdrawal or deflection and avoidance are identified as methods parents 

use to deal with stigma, they are not strategies to be encouraged in an intervention design, 

especially given the vital role social support plays in the stigma-mental health relationship as 

identified in earlier sections.  Albeit limited, the literature has also identified positive 

strategies parents adopt to cope with the stigma they experience such as challenging stigma 

through educating others (Broady et al., 2017; Manago et al., 2017); disclosing the diagnosis 

(Austin, Galijot and Davies, 2017); seeking social support (Ali et al., 2012; Broady et al., 

2017);  religion (Selman et al., 2017; Tilahun et al., 2016), and seeking information 

(Dabannah and Parish, 2017; Selman, 2017. To inform the content of a stigma protection 

intervention, the proactive strategies utilised by parents are described in more detail.  

 

Although families report to feel socially isolated, seeking social support has been identified 

as a proactive coping strategy dealing with stigma (e.g. Ali et al., 2012; Selman et al., 2017). 

Talking to health professionals, family and friends was the most commonly used strategy 

among carers in Tilahun et al.’s (2016) study. Ali et al.’s (2012) systematic review concluded 
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with the notion that seeking social support would be an effective strategy to reduce the 

harmful impact of stigma. Broady et al. (2017) found that autism support groups were seen 

as a particularly positive resource for parents.  The benefit of social support from peers can 

be explained in light of the ‘paradox of self-stigma model’ and the social identity theory 

(Tafjel and Turner, 1979) as described in Chapter 2. According to this theory, group 

membership and identification plays an important role in moderating people’s reaction to 

stigma (Tajfel and Turner, 1979). Furthermore, a strong identification with the group may 

reduce the risk of self-stigma by reducing stereotype agreement and self-concurrence, and 

strengthening self-esteem (Watson et al., 2007; Yanos et al., 2015). Group identification 

may also provide a basis for giving, receiving and benefiting from peer social support, in turn 

increasing resistance to stigma and the rejection of negative in-group stereotypes (Turner et 

al., 1994). A sense of belonging is also likely to reduce social isolation.   

 

That parents report to actively seek social support as a way of dealing with stigma fits the 

proposed theoretical framework as described in the previous section (section 4.5.) 

proposing that social support moderates the relationship between stigma and mental 

health. Social support has long been recognised as an important positive influence on the 

health and well-being of parents (WHO, 2003; Edmondson, 2003), and as a way to reduce 

family stress for parents of children with additional needs (Lopez, 2014) and has been linked 

to the effectiveness in outcomes of interventions as discussed in the next chapter.  

Increasing parents’ social network and stressing the importance of social support should 

therefore see protection against stigma and improve mental health.  
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Harandi and Fishbach (2016)’s earlier mentioned study revealed that more than half of the 

parents used proactive strategies to educate the public about autism to increase 

understanding, tolerance, and acceptance of autistic children and their families. The authors 

described how some parents take a proactive stance by, for example, carrying cards with 

information about autism. This is in line with earlier findings from Farrugia (2009) who 

noted that parents frequently resist personal experiences of stigma by speaking out on the 

prejudices that were placed on them by the society in which they reside. The mothers in 

Broady et al.’s (2017) study similarly described how they had attempted to educate others 

and thus reduce future stigma. Through raising awareness and educating others, it was 

believed that stigma as a result of a lack of knowledge would eventually disappear. Likewise, 

the notion of advocacy was raised as a strategy of dealing with stigma. The tendency to 

advocate for their children was common among the parents in Broady et al.’s (2017) study 

and parents describe how they feel they have to fight their child’s battles. This proactive 

nature enables the parents to confront stigma and develop a sense of competence, rather 

than accept negative and hurtful situations. Moses (2014) states how mothers use 

education as a strategy to minimise friction and uncomfortable situations by, for example, 

teaching others how to interpret their child’s behaviour and how to respond to their child’s 

behaviour.  

 

It is not just educating others, but also seeking information for oneself that helps some 

parents resist stigma (Lodder et al., 2019; Selman et al., 2017). Psycho-education, which 

provides information, support and problem solving skills (Frantz et al., 2018) is a commonly 

used method to reduce self-stigma in other populations. Awareness and agreement of 

experienced stigma can lead to self-stigma according to the 3A model, as described earlier 
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(Corrigan and Watson, 2002). Thus increasing parents’ knowledge may lead to rejection of 

the public's stigmatising views and, crucially, prevent the internalisation of such stigma. 

Psycho-education is also a useful method to reduce self-blame. Providing explanations for 

their child’s behaviour that are not parent blaming could decrease self-blame as it appears 

that unhelpful cognitions maintain these beliefs (Mitter et al., 2018). For example, Lopez et 

al., (2018) compared the responses of Latino mother with white American mothers to 

receiving a diagnosis for their child and found that although both groups initially reacted 

with feelings of despair, grief and guilt, they found that for white mothers, an official 

diagnosis reduced their feelings of guilt and self-blame. The authors argue this is due to 

better knowledge and awareness in this group. The authors describe how this group of 

mothers actively seek information and educated themselves prior to the diagnosis. The 

Latino mothers were less likely to do so, and their feelings of guilt and blame increased after 

receiving the diagnosis. Psycho education may also help to empower caregivers (Thomas et 

al., 2015) and improve self-esteem both of which moderate the relationship between stigma 

and psychological well-being as was outlined in section 4.5.  

 

Tilahun et al. (2016) Ethiopian’s study demonstrates that more than half of their sample of 

carers (n=102) found support in their religious beliefs and rituals by using prayer as a means 

of coping with the negative effects of affiliate stigma. In their study, increased stigma was 

associated with seeking help from traditional sources, including religious centres and 

traditional healers.  Gona et al. (2011) found similar results in a small sample (n=20) of 

Kenyan parents and Selman et al. (2017) found that among the Somali community in the UK 

faith was reported as a resource to cope with stigma too. According to Selman et al. (2017) 

parents would draw on their faith to remain hopeful for the future, accept the differences in 
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their child and to reduce feelings of self-blame. The results from the systematic review 

discussed in Section 4.3 also found that religious affiliation moderates the relationship 

between stigma and mental health (Papadopoulos et al., 2019) suggesting that religion 

offers protection against stigma. However, these studies were predominantly non-western 

studies and religious affiliation differs across cultures with less emphasis placed on religion 

in northern European countries, including the UK. No European study has investigated the 

protective factor of religion or using faith as a coping mechanism to cope with stigma.  

Although an Israeli study from Werner and Shulman’s (2013) found that religious affiliation 

did not significantly moderate the relationship between stigma and mental health in a 

sample of 56 parents of autistic children.  

 

Ryan (2008) asked 18 mothers of autistic children and children with special needs living in 

the UK how they negotiate public spaces with their children. The mothers report to using 

their child’s diagnosis as an explanation for their child’s behaviour when challenging 

situations arise, although some reported to resent having to do so. The parents in Manago 

et al., (2017)’s study used similar strategies and the authors describe how parents invoke 

autism as a medical label to challenge public stigma and parental blame and how by 

challenging stigma this way they place the burden of social discomfort upon those who 

stigmatise (e.g. “She has autism, you don't know what you're talking about, you need to 

keep your mouth shut until you know what you're saying.” (Manago et al., 2017, p 176) 

 

Farrugia (2009) suggests that a child’s autism diagnosis is critical for parents to resist stigma. 

Twelve interviews with parents were analysed to explore the link between medical 

knowledge and stigma. It was found that biological and genetic explanations were 
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strategically utilised by parents of autistic children to resist stigma. Farrugia (2009) also 

found that medical knowledge was a way for parents to resist self-stigma which is in line 

with the 3A model (Corrigan and Watson, 2002) and supports the importance of psycho-

education as described above. Farrugia (2009)’s findings are based on a sample of Australian 

parents. Selman et al. (2017), on the other hand, found that for parents in a Somali 

community living in the UK, accepting and subsequently disclosing their child’s autism 

diagnosis came with the risk of being socially excluded. Selman et al. (2017) describe how 

the parents struggle to accept the diagnosis and seek alternative words to describe their 

child’s autism such as ‘different’ or ‘delayed’ in the hope to resist negative judgment from 

others. Selman et al. (2007) further describe how fathers in particular struggle to accept the 

diagnosis, and several mothers shared how their husbands would deny there was a 

problem, were unsupportive, or would leave the family home. Other studies have found 

that parents use disclosure strategies as a way of combatting stigma. A study by Austin, 

Galijot, and Davies (2017) compared mothers’ disclosure strategies and found that carrying 

cards was a more successful method to protect against stigma than compared to wearing a 

wristband or no disclosure among 383 parents in the USA. In line with the above, 

encouraging parents to disclose the diagnosis, or to have a group discussion about the 

benefits of disclosing the diagnosis and educating of others is therefore likely to have 

positive results. 

 

This section described several proactive coping strategies identified in the literature that can 

be used in the design of an intervention. Parents adopt to manage the stigma they 

experience such as seeking social support, seeking information and educating others. 

Disclosing the diagnosis has also been reported as a proactive strategy employed by parents 
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to deal with experiences of stigma. The implications of these findings are described in 

Chapter seven.  

 

4.8. Conclusion 

The first two objectives of Phase I of the intervention development phase were to develop a 

theoretical framework explaining the mental health and autism stigma relationship and to 

identity current strategies employed by parents/carers of autistic children to cope and resist 

stigma. The described literature suggests that the relationship between perceived stigma  

feelings of self-blame. A focus on decreasing self-blame and responsibility could be achieved 

by providing parents correct information and explanations for their child’s differences that 

are not parent-blaming. Helping parents identifying ways to discount the stigma they 

experience as holding no truth or value is also likely to be beneficial. Methods to do this are 

discussed in more detail in the following chapters.  
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Chapter Five: Interventions for Parents and Carers of Stigmatised Children: an Overview 

5.1 Introduction  

The aim of the current study is to develop and assess the feasibility of an intervention that 

could improve the mental health of parents of autistic children by increasing their resistance 

to autism stigma and prevent and/or reduce self-stigma. There are currently no 

interventions available that help parents/carers of autistic children cope with the stigma 

they experience or provide them with skills to protect against internalising stigma. However, 

various stigma reduction interventions have aimed to reduce stigma on the intrapersonal, 

interpersonal and society level.  Intrapersonal stigma interventions are designed to change 

characteristics of the individual affected by stigma such as knowledge, attitudes, and 

behaviours. The development of such interventions remains a relatively new area of 

research, and intrapersonal stigma interventions for parents and carers are particularly rare. 

Still, this chapter aims to include learning from such intrapersonal interventions that have 

been developed to help reduce self-stigma in those who are stigmatised and from 

interventions that specifically target courtesy and affiliate stigma, to inform the intervention 

design.  

 

Furthermore, although no stigma protection interventions for parents of autistic children 

exist, there are interventions available that target the mental health of parents. This chapter 

provides an overview of such interventions to help identify how to bring about change and 

how to best deliver the change mechanism as per step three and four of the six steps in 

quality intervention development from Wight et al., (2015). The previous chapter identified 

the key modifiable variables to be targeted for the desired change, whereas the current 

chapter explores strategies on how to put this into practice. This chapter first presents the 
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literature on self-stigma intervention followed by a discussion of available affiliate stigma 

interventions, before concluding with an overview of mental health interventions available 

for parents of autistic children. A thorough approach was taken in searching for relevant 

literature in a wide range of databases, with a particular focus on systematic reviews. Given 

the limited number of evidenced interventions available that directly target parent mental 

health, identifying relevant systematic reviews would ensure capturing the majority of the 

available literature. Chapter six describes the input from key stakeholders, and chapter 

seven synthesises the learning from chapters four, five and six to produce the final 

intervention design.  

 

5.2. Intrapersonal stigma interventions 

Although not in abundance, several interventions have been designed to address self-stigma 

in people with mental illness. These interventions are not aimed at caregivers, yet they have 

sufficient parallels to render research from this field useful to the self-stigma protection and 

reduction aim for parents of autistic children. They could, therefore, guide the direction of a 

stigma protecting intervention for caregivers and help reduce the risk of internalising stigma 

experienced. Self-stigma interventions are a relatively new area of research, and the 

majority of interventions are feasibility or pilot studies with relatively small samples.  

Yanos et al. (2014) identified six self-stigma reduction interventions for mental health that 

have been described in the literature. All were delivered face-to-face and included the 

common elements of (a) education to correct myths about mental illness, (b) cognitive 

techniques to combat self-stigmatising thoughts, (c) use of narrative to make sense of one’s 

own experiences, and (d) empowerment to act in line with personal values. Initial results 

suggest that such interventions lead to reductions in self-stigma post-intervention (Yanos et 



100  

al., 2014), although there have been few randomised controlled trials to test this (Griffiths 

et al., 2014).  

 

Mittal et al. (2014) reviewed fourteen interventions aiming to reduce self-stigma of mentally 

ill patients, and found that those that combined psycho education with elements of 

cognitive behavioural therapy and acceptance commitment therapy were most effective. 

Their review showed that the two approaches that show most potential in reducing self-

stigma are either to change people’s thoughts and belief system, or to help people with self-

esteem, feelings of empowerment and help-seeking behaviours. Eight of the included 

studies showed significant reductions in self-stigma, and the study that showed the largest 

effect size in Mittal et al.’s (2014) review was the intervention developed by Luoma et al. in 

2008. Luoma et al. (2008) evaluated the effect of acceptance and commitment therapy 

(ACT) in reducing self-stigma of 88 people with substance use disorder. During a six hour 

ACT workshop delivered instead of their normal treatment program, participants were 

instructed to ‘watch their thoughts mindfully’ and ‘feel their feelings completely’. The 

participants were taught ways to respond to their self-stigmatising beliefs (e.g. one group of 

participants felt like ‘losers’) by applying ACT principles such as ‘acceptance’, ‘diffusion’, and 

‘contact’. Acceptance and mindfulness strategies are known to be successful in changing the 

relationship between thoughts, feelings, and behaviours (Hayes et al. 2004). These 

strategies focus on the aforementioned relationship, rather than to try to change the 

problematic or negative thoughts and feelings themselves. Results showed that apart from a 

significant reduction in self-stigma, a large majority of participants were very satisfied with 

the intervention and would return to it. Nevertheless, no follow-up measures were taken so 

no conclusions can be drawn on the durability of the positive effects. Also, it should be 
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pointed out that the participants received 34 hours a week therapy and this intervention 

was therefore in addition to existing therapies.  However consistent with the findings from 

Wong et al. (2016) and Chan and Lam (2017) described earlier, acceptance and mindfulness 

strategies may be particularly salient for parents of autistic children because their child's 

autistic behaviours are unlikely to change or disappear rapidly (Blackledge and Hayes, 2006; 

Beer, Ward and Moar, 2013).    

 

Although mindfulness has a long tradition in the Eastern world, it has recently received 

more attention in Western research as a construct to help with psychological well-being and 

self-esteem (Pepping et al. 2013). Research has recently started to focus on the concept 

mindfulness in the stigma literature with encouraging results. Several studies have shown 

that mindfulness decreases the harmful effects of stigma and improve the mental health 

among stigmatised groups (Brown-Iannuzzi et al. 2014; Graham et al. 2013; Lyons 2016). 

Mersh, Jones and Oliver (2015) explored the role of mindfulness in self-stigma of a clinical 

population with the hope that this could inform intervention development. They 

hypothesised that people with first-time episodes of psychosis, who were more mindful, 

would report lower levels of self-stigma and argued that this is because they would be more 

likely to experience self-stigmatising thoughts as passing events in the mind. Their study 

confirmed that participants who are more mindful are less likely to believe stigmatising 

thoughts and, therefore, are less likely to internalise these stigmatising thoughts. In line 

with Corrigan and Watson’s 3A model as described in Chapter 3, for people to self-

stigmatise they need to be aware, agree and apply the stigma to themselves. Thus if 

mindfulness acts as a buffer between awareness and agreeing of the perceived stigma, 

more mindful people will have a lower risk of self-stigmatising.  Although Mersh et al. (2015) 
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study was cross- sectional and the sample size was relatively small, the results are promising 

and mindfulness could therefore be a promising mental practice to help reduce the negative 

effects of stigma and affiliate stigma in caregivers of autistic children as well as protect 

against self-stigmatising.  

 

This supports Beer, Ward and Moar’s (2013) argument that the positive effects of 

mindfulness may be particularly relevant for parents of autistic children. Through 

mindfulness, scholars argue that parents can feel empowered to “accept, approach and 

process” the negative feelings created by stigma (Arch and Craske, 2006; Graham et al., 

2013). This also supports Mittal et al.’s (2013) earlier mentioned conclusion that strategies 

aiming to increase empowerment are particularly useful to reduce self-stigma. Brown-

Iannuzzi et al. (2014) further note that mindfulness can help parents regulate their negative 

emotions and therefore, reduce the emotional intensity and duration of the feelings created 

by stigma (Brown-Iannuzzi et al. 2014).  

 

The aforementioned research suggests that mindfulness is a valuable construct to target in a 

stigma protection intervention for parents of autistic children.  The previous chapter 

described how self-compassion, a related and complementary construct to mindfulness 

(Neff and Dahm, 2015) acts as a buffer in the stigma –mental health relationship (e.g. Wong 

et al., 2017). Mindfulness is a core component of self-compassion, but self-compassion as a 

total construct is broader in scope than mindfulness (Neff and Dahm, 2015). Self-

compassion entails treating oneself with the same kindness or consideration as one would 

others. Thus when faced with difficulties, failures or mistakes, self-compassion recognises 

that imperfection is part of the shared human experience and takes a more forgiving view of 
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one’s perceived failures or struggles. As Neff and Dahm (2015) point out, in order to practice 

self-compassion, one must be mindful in order to recognise and accept that one is suffering, 

meaning that mindfulness is a core component of self-compassion. 

 

5.3. Affiliate stigma interventions  

Stigma and the impact on the mental health of parents/ carers of the stigmatised individual 

is a relatively new area of research, as highlighted earlier. Interventions specifically targeting 

affiliate stigma and helping parents cope with stigma are rare. A search of the literature 

searching for stigma support programs for family members yielded minimal results. To my 

knowledge, to date, two interventions have been developed that directly target the stigma 

that parents of children with stigmatised conditions experience. Perlick and colleagues 

(2011) developed an intervention for family caregivers of people with a mental illness. 

Perlick et al. (2011) targeted affiliate stigma, defined as family self-stigma, in two brief 

intervention programs aiming to reduce self-stigma, secrecy and withdrawal through 

stimulating social comparison processes that would inspire family members to reflect on 

their ability to cope with the stigma they experience. Perlick et al. (2011) adapted a widely 

used program developed by the National Alliance of Mental Illness (NAMI) ‘In Our Own 

Voice’ in 1997. NAMI’s In Our Own Voice (IOOV) incorporates psycho-education and the use 

of a video presentation of people with mental illness sharing their personal experiences.  

IOOV’s goal is to deliver quality education about mental illness ‘from those who have been 

there’, and to focus on recovery and positive outcomes (NAMI, 2012). Several studies have 

demonstrated IOOV’s ability to reduce stigma and increase knowledge about mental illness 

(Corrigan et al., 2010; Pittman, Noh, and Coleman, 2010; Rusch, 2008; Wood and Wahl, 

2006). 
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Perlick at el. (2011) used this format and developed an intervention called ‘In Our Own 

Voice- Family Companion (IOOVFC).’ Like IOOV, IOOVF is based on the theory that learning 

from peers about their experiences and stigma coping strategies will help reduce negative 

beliefs and prevent internalisation of these negative beliefs through discounting and 

challenging such beliefs instead of internalising them. To evaluate the intervention, Perlick 

et al., (2011) assigned 59 family members (parents, spouse or other family member) to the 

intervention group, and 63 family members to a control group which received a traditional 

psycho-educational lecture led by a professional. The intervention group (IOOV-FC) 

consisted of a 15-minute video during which family members describe their experiences 

coping with stigma associated with mental illness, followed by a 60-minute group discussion 

facilitated by two family peers. Results of between group comparisons showed that family 

members assigned to the peer-led discussion group reported significant reductions in self-

stigma and secrecy and that these reductions were significantly greater than to those 

assigned to the family education group. This suggests that peer- led group discussions 

following a video of others describing similar experiences can be beneficial for reducing the 

stigmatising thoughts and beliefs of family caregivers of stigmatised groups. Perlick and 

colleagues (2011) argue that this mode of delivery may be particularly beneficial for people 

with high anxiety levels, since they may not feel comfortable sharing their personal 

experiences. Since family carers (including parents of autistic children) are known to have 

higher levels of anxiety than the general population, using examples and experiences from 

other parents who successfully coped with stigma, may be a particular good way to target 

this population.  
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Although the results were promising, it should be noted that the authors did not report if 

these results were sustained over time, and another limitation is that a relatively small 

number of carers were from diverse ethnic and racial backgrounds, which limits 

generalisability. Nevertheless, the use of a video in which peers discuss relatable 

experiences to encourage group discussions seems a promising and relatively easy strategy 

to incorporate into a stigma protection intervention.  

 

The use of video material especially designed for parents of autistic children has been 

shown effective in a promising recent initiate to help reduce autism stigma among the 

public but also among parents of autistic children developed by “Sesame Street’ titled  ‘See 

Amazing in All Children’.  Apart from a new autistic character in the popular tv show, Julia, 

Sesame Street has developed a website (http://autism.sesamestreet.org/) that includes 

general information about autism and links to resources for families and the public. The 

website also features video clips of autistic children and of parents talking about their 

autistic children. The website was developed to reduce stigma and build positive 

perceptions about autism and was designed with help from the autism community (See 

Amazing, executive summary, 2017). Georgetown University (2017) carried out a study to 

evaluate the website’s impact upon knowledge, acceptance and positive attitudes towards 

autism and showed promising results. Parents of autistic children (n=331) reported to feel 

more confident and relaxed taking their child out in public (e.g., “I feel comfortable in taking 

my child to restaurants and stores), have more positive perceptions of their child (e.g., “I am 

proud of my child”), and report less feelings of stigmatisation caused by their child’s 

diagnosis (e.g., “I am sad because my child has autism”). Although the changes were 

moderate, the evaluation study showed encouraging and wide-reaching effects. “That the 
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See Amazing materials can invoke such remarkably positive changes in both the general 

community and in parents of autistic children makes Julia, the autistic Muppet, and this 

particular set of ground breaking resources the easiest and most effective website to 

increase acceptance and community inclusion, and should become the new standard for 

ASD resources” (cited in See Amazing, executive summary, 2017).  

 

Another intervention aiming to reduce family self-stigma has been developed by Yang et al. 

(2014) based on the ‘Modified Labeling Theory’ (Link et al., 2002) as outlined in Chapter 2. 

Similar to Perlick et al. (2013), Yang et al.’s (2014) intervention used a peer-led format to 

help parents from Chinese community living in the USA deal with stigma surrounding their 

child’s mental illness. Three weekly psycho-educative session lasting 90 minutes each were 

delivered to 11 parents. Stigma was addressed by teaching the parents about mental illness 

to discount negative stereotypes, and to reduce self-blame (Yang et al., 2014). Parents were 

also taught behavioural skills to help cope with discrimination at work and in public. Yang et 

al. (2014) targeted affiliate stigma by presenting common stereotypes and their impacts on 

the family of the stigmatised individual. Following simplified cognitive behavioural therapy 

principles (Beck, 1993), parents were taught to recognise negative stereotypes as automatic 

thoughts. Parents were asked to consider the true value of these thought and subsequently 

encouraged to change their thoughts based on the evidence (Yang et al., 2014). Yang et al. 

(2014) measured self-stigma in parents with the same tool Perlick et al. (2011) utilised to 

assess self stigma namely the ‘7-item Self-Stigma of Consumer Families Scale’. Within group 

changes were not found to be significant, but it should be pointed out this was pilot study 

with a small number of participants and therefore having no power to detect any statistical 

significant differences. The qualitative feedback they obtained suggest that the sharing of 
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experiences gave family members strong feelings of being understood and provided them 

with optimistic feelings for the future. The participants particularly valued the peer-leader 

sharing their experiences and knowledge. Like Perlick et al., (2011)’s study, this study 

demonstrates that the use of a peer-caregiver leader can be effective, which is in line with 

psycho education programs in other contexts (Chiu et al., 2011). The intervention was too 

brief to modify self- stigma completely, and Yang et al. (2014) acknowledged that it would 

be more beneficial to provide participants with extra (and flexible) time to talk freely about 

general difficulties they may experience.  They suggest that this will also encourage group 

rapport and mutual support. Combined with the carers’ qualitative feedback that the 

intervention should be longer and more in-depth, Yang et al. (2014) suggest that future 

interventions would benefit from five sessions, i.e., one session for psycho- education, two 

sessions for coping with experienced discrimination, and two sessions for reducing 

internalised stigma. 

 

5.4. Interventions for parents of autistic children: an overview 

There is a wealth of intervention research focusing on autistic children, yet interventions 

pertaining to the mental health of the parents have been largely overlooked (Blackledge and 

Hayes, 2006). This is remarkable given the well documented degree of psychological distress 

among this population. Although parent training has become more popular, the emphasis 

on this training is often on teaching parents strategies in supporting their child and their 

child’s behaviour (Frantz, Hasen and Machalicek, 2017). These training programs can 

indirectly improve parental mental health by improving parents’ confidence (Matson et al., 

2009) and reducing parental stress (Brookman-Frazee et al., 2006) but are not developed to 

target parental outcomes directly (Frantz et al. 2017).   Brookman-Frazee et al. (2006), for 
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example, reviewed twenty-two studies that involved interventions teaching parents skills to 

manage and improve their child’s (autistic) challenging behaviours. They found that 

although some studies included measures of depression or stress, these outcomes were not 

targeted directly (Brookman-Frazee et al., 2006).  Similarly, Matson et al. (2009) reviewed 

the literature on parent-training interventions that aim to provide parents with skills to be 

their child’s therapists. They too noted that these types of interventions increase parental 

knowledge about autism and indirect improvements in parents outcomes such as 

improvement in the parent-child relationship. Yet none of the included studies measured 

parental mental health as an outcome measure.  

 

5.4.1. Structured and evaluated interventions for parents in the UK  

In the UK, there are currently no interventions targeting parental mental health that have 

been evaluated empirically, and there are limited parent focused psycho-educational 

interventions available that have been formally evaluated.  Structured and manualised 

(psycho educational) interventions that are currently available in the UK and have been 

evaluated are The National Autistic Society’s ‘ EarlyBird’ and ‘EarlyBird Plus’ programmes; 

Barnardo’s ‘Cygnet’ programme; and Wright and Williams (2007)’s ‘ASCEND’ programme. 

 

EarlyBird (for parents of children under the age of five) and EarlyBird Plus (ages four to 

eight) are educative support programmes for parents of autistic children designed  by the 

National Autistic Society in 1997 and 2003 teaching parents about autism and offer advice 

on dealing with young autistic children and the associated challenges. The program has 

been delivered to more than 27,000 families in 14 countries (Dawson-Squib, Davids and 

deVries, 2019). In 2013, Stevens and Shields carried out a survey among 105 parents in the 
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UK evaluating the service and found that parents reported not only an increased 

understanding and knowledge about autism but also greater self-confidence.   Nevertheless, 

the lack of control groups and relatively small sample limits the ability to draw firm 

conclusions. Dawson-Squib et al., (2019) recently reviewed studies that have explored the 

Early Bird programs and identified 18 papers which carried out an evaluation of the Early 

Bird program. Their scoping review sought to review how these studies measured 

outcomes, and whether they included parent of child outcomes (Dawson-Squib et al., 2019). 

Results of their review show good acceptability of the program, yet lower levels of efficacy. 

Dawon-Squib et al. (2019) therefore recommend that future research should employ a  

randomised controlled trial design and ask for wider feasibility evaluation, including cultural 

appropriateness and scalability of the Early Bird programs.   

 

Cygnet is one of the most widely delivered psycho-educational programmes for parents of 

autistic children in the UK (Stuttard et al., 2016). This six week support program for parents 

of children aged 5-17 aims to increase parents’ knowledge and understanding about autism 

as well as to provide guidance and strategies how to support their child.  Cygnet also aims to 

increase parents’ confidence in their parenting skills. Stuttard et al. (2016) were the first to 

empirically evaluate the programme. They found that apart from an increased 

understanding of autism, parents reported a significant improvement in parenting sense of 

satisfaction, compared to a control group. These differences were still evident six months 

post intervention. Parents also showed an increase in self-efficacy although these 

differences were not significant. As with most small-scale studies, caution should be taken 

into generalisability. It does support the notion that psycho-education can help increase 

parents understanding and confidence.  
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Another manualised program delivered in the UK is The Autism Spectrum Conditions-

Enhancing Nurture and Development (ASCEND) programme (Wright and Williams, 2007). 

This mainly psycho-educative intervention consists of 11 sessions aimed to provide parents 

with skills and understanding of ASC with as secondary aim to empower families by sharing 

experiences and support each other. Pillay et al. (2011) surveyed 78 parents who 

participated in this program and found that parents reported improvements in both child 

behaviour and parental knowledge of autistic spectrum conditions. Pillay et al. (2011) also 

state that parental satisfaction improved, although this conclusion is not based on the use of 

validated outcome measures.  

 

A limitation that applies to the evaluations described above is the lack of scientific 

thoroughness in that they do not utilise pre and post- measures; use non-validated outcome 

measures; and often lack of a control group or follow up measures.  Despite the need for 

more robust evidence, it does seem that psycho-educative programs are positive in 

enhancing parental confidence which could lead to an increase in self-esteem. 

 

5.4.2. Mental health interventions for parents and carers of autistic children.  

As mentioned earlier, the psychological well-being of parents is not the main focus in these 

programs. There is an urgent need for interventions to directly address the psychological 

well-being and self- care of parents of autistic children. Fortunately, this is a growing area of 

research and in the past decade there are an increasing number of interventions developed 

to enhance well-being for parents of children with intellectual or developmental disabilities. 

Hastings et al. (2006) discussed the evidence for psychological interventions to reduce 

parental stress in parents of children with intellectual disabilities and found that the 
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strongest evidence was in support for interventions based on cognitive behavioural therapy, 

in particular to reduce stress in mothers. Hastings et al. (2006) also acknowledge the value 

of parent- led support networks.  

 

Singer et al. (2007) carried out a meta-analysis of group interventions aiming to improve 

mental health by reducing depressive symptoms in parents of children with developmental 

disabilities and found similarly that CBT was most effective but that multicomponent 

interventions were more effective than CBT alone. Singer et al. (2007) review included six 

studies which is indicative of the limited amount of intervention studies available. Since 

then, more interventions have been developed and although most studies are at piloting 

and feasibility stage, the learning from these studies is imperative for the design of a novel 

intervention. Three reviews have been carried out with the aim to evaluate interventions 

targeting mental health and well-being of parents of autistic children specifically:  DaPaz and 

Wallander (2017); Frantz, Hasen and Machalicek (2018); and Catalano, Holloway and Mpofu 

(2018).    

 

Dapaz and Wallander (2017) reviewed 13 studies that examined the effects of interventions 

directly targeting improvements in the mental health of parents of autistic children. 

Randomised controlled trials and quasi-experimental studies were included with 

quantitative measures of mental health as an outcome. The authors found that 

interventions that appeared to reduce depression; reduce anxiety; or improve psychological 

well-being successfully, include stress management and relaxation techniques, expressive 

writing, mindfulness, and acceptance and commitment therapy (ACT) which combines CBT 

with mindfulness training. The largest effect sizes were observed in interventions based on 
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mindfulness principles or acceptance and commitment therapy elements (Blackledge and 

Hayes, 2006; Ferraioli and Harris, 2013; Dykens et al., 2014; Kowalkowski, 2013). Dykens et 

al. (2014) carried out a mindfulness-based stress reduction intervention led by peer-mentors 

for mothers of autistic children and found that it successfully decreased anxiety, depression 

and had positive effects on sleep and psychological well-being. Parents met weekly for six 

weeks for one and a half hours in a group which never exceeded 15 participants. In addition 

to traditional mindfulness exercises such as meditation, guided breathing and movement 

techniques, participants were guided to challenge feelings such as guilt, worry and 

pessimism by using exercises such as gratitude, forgiveness and optimism. Dykens et al., 

(2015) found that these more cognitive tasks resulted in more positive parental outcomes. 

Dykens et al. (2015) results also shows that training peers to facilitate interventions rather 

than specialist therapists, could offer a practical and cost effective way to improve the 

mental health of parents of children with additional needs.  

 

The interventions reviewed in Dapaz and Wallander (2017) study varied in duration 

although the majority of interventions were weekly lasting between 6-8 weeks. Blacklegde 

and Hayes (2006) were an exception and implemented an intensive two-day ACT workshop 

for 20 parents of autistic children and guided them through exercises that helped clarify and 

accept their feelings, in particular their negative emotions. Pre- and post-measures showed 

that parents reported a decrease in depressive symptoms that lasted until the three months 

post intervention. Parents also reported an increase in self-esteem, coping skills and a 

decrease in stress, from pre- to three-month follow-up.  
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Apart from the intervention content and techniques, Dapaz and Wallander (2017) also 

assessed the format and mode of delivery of the interventions. No real differences were 

found between group sessions versus individual therapy; whether the sessions were 

facilitated by a professional, by peers or self-directed. They did find however that 

interventions presented in community locations were most successful at reducing stress 

(Campbell, 2003) and improving life satisfaction (Laplante, 2013). It should be pointed out 

due to their inclusion criteria studies assessing interventions with qualitative measures of 

well-being were excluded. Especially for such a new area of research where most 

intervention studies are at piloting or feasibility stage, qualitative input may have provided 

more insight into what works and what did not for the participants. 

 

Dapaz and Wallander’s (2017) review only included 13 studies and a major limitation as 

pointed out by the authors is the lack of independent replication of any of the interventions 

that have shown potential. Additionally, many studies reported small sample size and a 

majority of female participants as a main limitation to generalisability.  This is a very 

common limitation in the autism caregiver literature and gender differences in coping with 

an autistic child or the stigma that surrounds autism are not yet fully explored as mentioned 

in earlier sections.  The variety in study designs, contents, study populations, and settings 

makes comparison difficult. Nevertheless, it seems psycho-education and mindfulness based 

interventions including expressive writing show most potential.  

 

Frantz, Hansen and Machalicek (2017)’s systematic review identified 41 intervention 

studies, concerning 2147 participants, that aimed to decrease parental stress, parental 

depression or improve parental self-efficacy. Frantz et al., (2017) aimed to explore what 
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type and format of interventions were most effective in improving the aforementioned 

parental outcomes. In contrast to DaPaz and Wallander, they did include interventions 

which were aimed to provide parents with skills to manage their child’s behaviour which the 

authors defined as behavioural interventions. Nineteen studies were identified as 

behavioural, although one of these (Ferraioli and Harris, 2013) compared a mindfulness 

group intervention with a behavioural intervention group. Farraioli and Harris (2013) found 

that the parents who took part in the intervention that solely focused on  parental well-

being was more effective than teaching parents skills how to deal with their child’s 

behaviour.  

 

Half of the interventions reviewed were delivered individually and the remaining either in 

group format or a combination of the two. Frantz et al., (2017) do not describe the group 

sizes of the reviewed interventions. As in Dapaz and Wallander (2017)’s review, 

interventions ranged from three sessions (lasting three hours each, McAleese et al., 2014) to 

20 sessions (Todd et al., 2010) with the average duration of the group sessions being eight 

sessions.  

 

Nine of the reviewed interventions were psycho-educational which are defined by Frantz et 

al., (2017) as programs that provide parents with information, support and problem solving 

around the child’s condition. This may mean teaching parents about symptoms of autism 

(e.g. Al-Khalaf et al., 2014) or discussing practical strategies for raising an autistic child. The 

psycho-educational interventions in Frantz et al’s (2017) review did not significantly reduce 

depression, the authors conclude that psycho-education was found to significantly decrease 

parental stress and significantly improve parental self-efficacy. Farmer and Reupert (2013) 
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for example, delivered six weekly psycho-educational sessions for parents in rural Australia 

providing parents with information about autism and its various presentations. Farmer and 

Reupert (2013) asked parents to rate their knowledge and confidence pre and post sessions 

on a self-constructed scale and concluded that the intervention had not only increased 

parents’ knowledge and understanding about autism but also significantly reduced parental 

anxiety. It should be noted this was measured with a single item question (“how would you 

rate your anxiety”) limiting the ability to make firm conclusions. The qualitative feedback 

from parents revealed, however, that in particular, the social element of the intervention 

was well-received by parents.  

 

Three interventions in Frantz et al.’s (2017) review applied CBT, which were defined as 

interventions that focus on understanding the link between thoughts and feelings and 

behaviour (Frantz et al., 2017). During these interventions, parents are taught to challenge 

their negative beliefs and thoughts (e.g. ‘I am a bad mother’) and replace these negative 

thoughts with more positive and rational thoughts. Three of the reviewed studies 

representing 17 parents, used CBT to improve parental well-being in parents of autistic 

children (i.e., Anclair and Hiltune.n 2014; Izadi-Mazidi et al. 2015; Todd et al. 2010) and all 

three showed significant positive changes in the well-being of parents. The third category of 

interventions included in Frantz et al.’s review involved mindfulness which aims to teach 

parents to modify negative thought patterns related to how they organise and interpret 

their experiences, while engaging in a compassionate approach to self-reflection and 

parenting (Cachia et al. 2016). These studies were included in DaPaz and Wallander’s review 

as described above. 
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Frantz et al. (2017)’s review suggests that parent participation in psycho-educational 

programs, behaviourally based programs, CBT, mindfulness-based programs are promising, 

however the authors stress that very little of the included research met quality standards 

that examine the effectiveness of the interventions. They, therefore, argue that further 

research in this field is much needed.  

 

Catalano, Holloway and Mpofu (2018) systematically reviewed interventions aiming to 

improve the mental health of parents of autistic children and only included studies that 

allowed for a comparison on outcomes across groups, and the outcome measures were 

clearly defined measures of mental health. They identified a further 13 studies (23 in total) 

and based on their review, Catalano and colleagues made several recommendations for 

mental health interventions for parents of autistic children.  Catalano et al (2018) suggest 

three strategies to be implemented by professionals working to improve the mental health 

of parents and carers: providing opportunities for parents to interact with others; providing 

parents and carers with written information about autism to be shared with family 

members as well as useful information on stress management, available resources and 

services that are available. 

 

5.5. Conclusion  

This chapter presented the literature on self-stigma and affiliate stigma interventions. 

Because the majority of stigma research and theories are grounded in research with people 

with serious mental illness, it was decided to review interventions aiming to reduce self-

stigma in this population. Recently, self-stigma reduction in other populations is emerging. 

For example, Pantelic et al., (2019) recently published a systematic review that evaluated 
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self-stigma reduction interventions for people living with HIV.  It was outside however 

outside the scope of this PhD to provide an overview of self-stigma interventions for 

different populations.  

 

To date, there is a lack of empirically validated interventions that may help parents prevent 

and reduce self-stigma. Interventions aiming to reduce self-stigma in parents are mainly 

focused on parents with children with serious mental illness. How self-stigma develops in 

carers is still relatively unknown and more research is needed to clarify whether theory 

derived from research in the field of mental illness is applicable to parents of autistic 

children. Still, it is likely that helping parents to identify ways to challenge the stigma they 

experience as holding no truth or value will have a positive impact. Psycho-education and 

cognitive behavioural strategies have been found to be effective in addressing stigma-

related negative self-beliefs and may be applicable in the parent context. Thus using psycho-

educational strategies to provide parents with (correct) knowledge about autism and 

debunk myths and stereotypes should also prevent internalisation of stigma and reduce 

self-blame.  

 

The empirical evidence also seems to suggest that in addition to the traditional psycho- 

educational and cognitive restructuring approaches, the provision of acceptance and self-

compassion strategies may offer an important way to help parents of autistic children 

develop stigma resistance, protect against self-stigmatising and improve their psychological 

health. Self-compassion seems particularly relevant for this population as this was identified 

as an important moderating factor between the stigma and mental health relationship. 
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Based on the current and previous chapter, it can be assumed that cultivating parents’ self-

compassion should potentially see protection against internalising stigma and self-blame.  

 

Catalano et al. (2018) suggest three strategies to be implemented by professionals working 

to improve the mental health of parents and carers: providing opportunities for parents to 

interact with others; providing parents and carers with written information about autism to 

be shared with family members as well as useful information on stress management, 

available resources and services that are available. This is in line with the proactive 

strategies of seeking social support, information and educating others as a way to manage 

stigma that were identified in Chapter 4.  Furthermore, the literature suggests that parents 

report that peer led family support groups (e.g., ‘In Our Own Voice—Family Companion’; 

Perlick et al. 2011) are helpful in creating positive social comparisons (Frigero and Montali 

2016) and provide an environment for sharing experiences and collectively discount 

stereotypes. A group setting wherein parents can share experiences and learn from each 

other is therefore consistently suggested to be the best format of delivery. Providing 

parents with examples of successful coping mechanism from similar others should also help 

normalise their situation. Additionally, parents should be provided with extra time to talk 

about topics of their choice, as recommended by Yang et al. (2014). This should further 

encourage social support and a sense of belonging.  

 

Having identified the change mechanisms, step 4 of the 6 steps of quality intervention 

development (Wight et al., 2015) requires working out how best to deliver them. To help 

with this, key stakeholders were involved to further learn which conditions and resources 

are necessary for successful intervention implementation. The input of key stakeholders is 
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described in the following two chapters. Chapter 6 describes a listening exercise carried out 

among the autism community and Chapter 7 synthesises the learning to form the 

intervention design which is then refined based on input from key stakeholders. 
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Chapter Six: Suggestions from the Autism Community 

6.1. Introduction  

Chapter three introduced the importance the MRC guidelines for the development of 

complex intervention places on the input from key stakeholders and the target population 

during phase I of the intervention development (Craig et al., 2008). Although the input of 

key stakeholders is not formally specified in the six steps of quality intervention 

development (Wight et al., 2015), this chapter contributes to step two and four in 

understanding how the intervention may work and how it can be best delivered. Further, 

understanding the views and needs of the target population should enable interventions to 

be developed in a way that is most appropriate and engaging for the ones the intervention 

is designed for (NHS, 2008). A limitation often cited in autism research and practice is the 

lack of involvement of the autism community, and in particular for intervention research. 

Although researchers are starting to recognise the lack of involvement of the autism 

community in research, Pellicano et al. (2014) explored the views of 1929 adults from the 

autistic community in the UK, and found that the majority of this population reports feeling 

of being ignored. Pellicano et al. (2014) stresses that the involvement of the autism 

community should be “genuine and not tokenistic” (p2). One of the objectives for phase I of 

the intervention development was, therefore, to listen to the autism community and elicit 

their views and perspectives to inform the design and development of the intervention. The 

aim of this listening exercise was to explore the views and suggestions from the autism 

community on a stigma protection intervention for parents and carers of autistic children. 

This chapter presents the methods and results of this listening exercise, and what the 

implications are for the intervention design. Details from this chapter have been published 

in a peer reviewed journal (Lodder, Papadopoulos, and Randhawa, 2019).  
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6.2. Methods 

6.2.1. Procedure and participants  

An online survey consisting of quantitative and qualitative questions was constructed using 

the secured online survey software ‘Qualtrics’ (www.qualtrics.com) to explore the autism 

community’s experiences of stigma and views on a planned stigma intervention titled, 

‘Stigma of living as an autism carer: a brief psycho-social support intervention (SOLACE)’ 

(Lodder et al., 2017). Data was collected between 15th December 2016 and 30th June 2017 

and anyone aged over 18 years and who identified with the autism community was eligible 

to participate.  

 

A link to the survey was distributed to 670 members of the Autism Spectrum Database UK 

(ASD-UK). ASD-UK is a UK research family database of children with an autism spectrum 

disorder funded by AUTISTICA and conducted at Newcastle University. The survey was also 

promoted through social media including via Twitter(pinned tweets on the authors’ 

personal accounts, and two health-related accounts associated with the University of 

Bedfordshire – these generated over 17,000 impressions/views)  and via the Facebook 

Group ‘London Autism Group’ which had 800 members at the time. This post was also 

shared publicly on the research team’s personal accounts.  

 

A total of 198 individuals completed the survey with 112 respondents providing views 

regarding our planned intervention. The majority of respondents were parents of an autistic 

child (93%) and female (89%). The average age of respondents was 42.24 years (SD=8.5) and 

most were married (60.7%) and non-religious (45.7%). The vast majority of respondents 

identified as either white British (71.4%) or White (23.2%). Almost half the participants were 
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educated to at least degree level (45.6%), and in some form of employment (58.9%). About 

one-fifth of the participants reported they stayed at home to care for their child (21.4%). 

Participants rated their financial situation as either ‘good’ (n= 43) or ‘fair’ (n=41). A full 

breakdown of the participants’ background characteristics can be found in Table 2.  
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Table 2: Participant demographics listening exercise 

Participant characteristics N=112 (100%) * 

Parent 104 (92.9%) 
Autistic Individual 19 (17.0%) 
Autism Professional 16 (14.3%) 
Friend of autistic individual 9 (8.0%) 
Gender 
    Female 
    Male 
    Other 

 
100 (89%) 
11 (9.8%) 
1 (.9%) 

Age (mean and SD)  42.24 (SD=8.5) (range 21-63 years) 
Relationship Status 
   Married/ Co-habiting  
   Single 
   Divorced/Widowed 
   Not disclosed 

 
76 (67.9%) 
21 (18.8%) 
10 (8.9%) 
5 (4.5%) 

Religious Affiliation 
  None 
  Christian protestant 
  Catholic 
  Other 
   

105 
48 (45.7%) 
33 (31.4%) 
14 (13.3%)  
9 (9.6%) 

Ethnicity 
   White British 
   White Other 
   Other  

 
80 (72.1%)  
26 (23.4%) 
5 (4.5%) 

Education 
   Doctorate Level  
   Masters/ Post graduate  
   Bsc University degree 
   Post graduate diploma 
   College/NVQ/ A-levels 
   GSCE/high school 
  Other 

 
4 (3.6%) 
14 (12.5%) 
33 (29.5%) 
20 (17.9%) 
26 (23.2%) 
14 (12.5%)  
1 (.9%) 

Employment  
   Full time 
   Part-time 
   Self employed 
   Unemployed 
   Carer to child/home maker 
   Student 

 
38 (33.9%) 
16 (14.3%)  
12 (10.7%) 
13 (11.6%) 
24 (21.4%)  
2 (1.9%) 
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Table 2 continued:  

Employment N 

Retired 
  Volunteer 
  n/a 

2 (1.9%) 
2 (1.9%)  
3 (2.7%) 

Perceived Financial situation 
   Excellent 
   Good 
   Fair 
   Poor 

 
6 (5.4%) 
43 (38.4%) 
41 (36.6%) 
22 (19.6%) 

 

6.2.2. Ethics 

Ethical approval was granted by the Institute for Health Research Ethics Committee at the 

University of Bedfordshire (ref: IHREC702, see Appendix 2). Approval was also secured from 

the ASD-UK Research Committee. Before participants commenced the survey, they were 

given information detailing the purpose of the study and explaining what will happen with 

the data they provided. Participants were provided with the researcher’s contact details and 

invited to ask any questions if they wished to do so. Participants were assured their 

responses would remain anonymous and that their data would be kept confidential in line 

with the University’s guidelines of data protection. Online informed consent was obtained 

from all individual participants included in the study.  

 

6.2.3. Data collection tool 

The survey included open-ended questions asking about stigma experiences, the impact this 

had upon their well-being, and questions that elicited their views and suggestions for a 

stigma intervention.  However, only responses to the questions “What 

advice/thoughts/views do you have about making our planned caregiver stigma intervention 
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more likely to be effective, feasible, practical, acceptable and/or sensitive?” and “Do you 

have any other view about what future research studies investigating the stigma towards 

autism should focus upon?” were analysed for the purpose of this study.  

 

6.2.4. Analysis 

The written responses were read repeatedly before coded inductively for themes (Braun 

and Clarke, 2006).  Using QSR Nvivo 11.0, codes were assigned to the responses. In some 

cases, a phrase could fit into more than one theme. If a response could not be easily coded, I 

discussed the response with my supervisors until agreement was reached about appropriate 

code(s). After all coding was completed the transcripts were reviewed again to ensure that 

the categories covered all vital aspects responses. The final thematic structure was reviewed 

and discussed with the supervisors, and any disagreements were discussed until consensus 

was reached.   
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6.3. Findings  

Analysis of the responses revealed five themes, which are presented in Table 3. 

 

Table 3: Themes and sub-themes responses listening exercise 

Main category Sub theme (n= number of responses) 

Education & Awareness  Education of general public (n=27) 

 Education of professionals (n=13) 

 Education for parents of autistic children (n=7) 

 ‘Ready-made information’(n=6) 

Boosting self-esteem & resilience  Boost self- esteem (n=13) 

 Develop thick skin  (n=5) 

Compassion  Self-compassion (n=11) 

 Compassion for others (n=8) 

 Recognition (n=7) 

Intervention format & design Group structure (n=12)  

 Involved autism community (n=6) 

 Timing of intervention (n=5) 

 Barriers to attendance (n=4) 

 Free sharing time (n=3) 

 Focus on fathers (n=1) 

Autism diagnosis Focus on positives of autism (n=9) 

Being open about diagnosis (n=7) 

Autism is heterogeneous (n=6) 

 

6.3.1. Education and Awareness  

Many respondents referred to raising awareness and education to reduce stigma. 

Respondents provided suggestions to target stigma at society level and offered detailed 

accounts on why they think stigma occurs, the negative impact it has upon them, and the 

view that a lack of understanding from the public contributes to stigma:  
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“There has to be more awareness about what autism is, the extent of the spectrum and 

associated behaviours.  The public need to be educated for example for the challenging 

behaviours of High Functioning ASD children, who may present themselves as 'normal' in 

every other way so that their parents are not accused for poor parenting skills” (53 year old 

mother of autistic individual). Respondents made suggestions for the education of the 

public (or ‘others’), professionals and parents, leading to three subthemes:   

 

Education of the general public 

Respondents suggested that education of the public through targeted campaigns should see 

a reduction in stigma. Responses varied from stating that the public should be educated 

(“The wider community needs to be educated with regards to autism.” 36 year old mother of 

autistic child) through to personal experiences of educating the public (“I always take the 

opportunity to educate now rather than getting angry.”, 50 year old mother of autistic 

individual) through to their wish for more awareness (“I would like more public awareness of 

what is taking place when a child has a meltdown so that they will not make nasty 

comments or judge parents trying to cope with difficult situations.”, 39 year old mother of 

autistic son)  

 

Some respondents gave quite brief answers (e.g. "education and awareness”) but some 

responses provided a deeper insight into why respondents may have offered suggestions for 

strategies to reduce public stigma rather than suggestions for an intervention aiming to help 

caregivers cope with stigma or protect against stigma:   

“I am not sure how this kind of intervention will help as it is the attitude of others and lack or 

public knowledge about autism that is the problem.”  (40 year old mother of two autistic 
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sons). And “I don't know people are always going to judge what they don't understand or 

experience themselves” (47 year old mother of three autistic sons). 

 

Education of professionals 

Respondents expressed feeling stigmatised by professionals and stated that education and 

more awareness from professionals should reduce stigma. The participants described how 

professionals do not acknowledge the difficulty the parents may go through, for example:  

"We are sometimes seen as pushy parents/caregivers, we are not we are just tired and 

exhausted from all the effort we put in to help our children” (42 year old mother of autistic 

child) or how professionals may not acknowledge the diagnosis as one parent points out: 

“So many people, including healthcare professionals would try to convince you that it is not 

autism, when it is, and you know it”(43 year old mother of autistic child). 

“I think all professionals should on a regular basis be trained on ASD.  In my experience most 

people have been on a day course and this is acceptable, its not especially those that work 

with children closely.  eg teachers, doctors.  In my experience they are the one's who seem to 

have no patience or time.  Regular updated training annually should be given to all 

professional working with children and adults” (42 year old mother of three autistic 

children).  

 

“Packs for teachers or workshops for school peers for those who are in mainstream school.  

Children can be cruel at what they do not understand.  Also, it would be beneficial for 

teachers to have yearly updates and made (not offered) to go to seminars where they can 

learn from parents - not from a book.” (38 year old mother of autistic child) 
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Education of parents 

Some respondents also voiced the need for education of caregivers (“Some information on 

the different presentations of autism, especially PDA as it does not seem to be very well 

understood by professionals, let alone caregivers.", 36 year old mother of autistic child). 

Respondents mentioned that education or support should be more clearly signposted as 

many seem uncertain about the available support. One participant, for instance, noted: "You 

need to advertise more that support for people on autistic spectrum exists and that 

supporters of those people can access training. People don't know there is help out there 

they can access.” (40 year old female, friend of autistic individual).  

 

Another participant suggests that a national pack which details help available, list local 

support groups and describes common feelings that parents may experience, would be very 

useful. One respondent suggested that educating parents or carers in recognising stigma by 

providing examples of stigma, would also be useful for an intervention.  

 

‘Ready-made answers’ 

Respondents provided further practical suggestions on how to help families be protected 

from autism stigma including the suggestion of providing families readily available 

information:  

“Giving families information in a shareable and accessible form, so that ignorance in others 

is reduced, therefore reducing stigma, and increasing understanding.” (49 year old mother 

of autistic child) They also explained how having ‘key phrases’ ready when faced with 

ignorant or negative attitudes from others, helps them deal with stigmatising situations and 

how this could empower others (and thus be used in an intervention):   
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“Give ideas of how to respond to negative comments - planned responses for the type of 

comments that frequently come up would empower the caregiver”(43 year old mother of 

autistic child)  

“I have learnt a few key phrases, so even if caught off guard I can respond.” (36 year old 

mother of autistic son)  

 

6.3.2. Self-esteem 

Respondents suggested that the intervention should aim to boost parents’ self-esteem 

including their confidence in their parenting style:  

“Give them self esteem, god knows any parent needs it, but i cant help feeling that those 

who parent ASD children need it even more. Give them confidence to call people out on their 

lack of knowledge and judgments, and give them the understanding that it is going to be ok. 

ASD changes, the child develops and what seems like the end of the world today may not 

seem like it in a few months.” (39 year old mother of autistic child) 

 

Caregivers also suggested that improving self-esteem may help with the lack of recognition 

from professionals:  

“I think it is important to be strong and have a clear focus in mind - so many people, 

including healthcare professionals would try to convince you that it is not autism, when it is, 

and you know it.” (43 year old mother of autistic child)  

 

Developing a “thick skin” 

Other respondents suggested that caregivers build up their self-esteem by developing 

resilience to negative views from others, including the idea of developing a "thick-skin." This 
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phrase was used to describe their experience as well as a way to suggest for others to deal 

with the stigma they may encounter. For example: 

 

“My personal feelings from my own experiences are that caregivers should just grow thicker 

skins” (47 year old mother of 3 autistic children)  

“Having two autistic children has opened my eyes about how judgmental my environment is. 

One needs to develop a thick skin to cope with every day live but that's not always easy. 

Other peoples behaviour can be very hurtful and very often we feel excluded.” (35 year old 

mother of 2 autistic children)  

 

6.3.3. Compassion  

Respondents provided suggestions to be more compassionate towards oneself but also 

expressed the view that taking a more forgiving view towards the public’s lack of awareness 

and negative attitudes, helps coping with the experienced stigma.  

Self-compassion 

Respondents pointed out that being kind to oneself and being accepting of oneself provides 

a positive way to deal with stigma:  

"None of this is your fault. Even on a bad day, you are a good parent." (45 year old mother 

of autistic child). 

 

Respondents suggested that caregivers should not feel ashamed of their children and 

suggest the use of mindfulness to prevent getting anxious about stigmatising situations.  
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“…one good way is to teach them Mindfulness. So you can learn to focus the mind on the 

here and now rather than getting anxious about what may be about to happen or what has 

just happened.”  (50 year old autistic mother of autistic child). 

 

Respondents also stressed the importance of self-compassion by taking some respite from 

the stress of caring for an autistic child. Others asked for the intervention to provide 

techniques to manage stress to be able to cope with the challenges of meltdowns and other 

challenges associated with raising an autistic child. Others added that caregivers should not 

accept others judgements as true and to find their own positives to build from. For example:  

“They [….] need to understand that people may judge them but that does not mean they 

should accept the judgement as true.  They need to learn to find their own positives and 

develop these.” (41 year old mother of autistic child)  

 

Compassion for others 

Some respondents viewed the public with compassion too and applied this perception as a 

positive coping mechanism.  These respondents acknowledged that the public’s reaction 

towards an autistic individual is the result of a lack of awareness and/or understanding. One 

respondent, for example, states:  

“Be careful to differentiate between stigma and misunderstanding. Much about Autism is 

still not known to the general public and its important to know when someone is judging 

based on the Autism vs something said in ignorance.” (23 year old autistic male) 

Another respondent shared this view noting that “you may feel everybody looks at you in a 

negative way but that this may not actually be the case.” (42 year old mother of autistic 
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child) This mother suggested possibly using cognitive behaviour therapy strategies as a 

means to re-evaluating negative experiences.  

 

Others expressed how they choose to ignore the public but understand that it is ignorance 

from the public causing their negative attitudes:  

“I don't tend to react to these people, as you will just come across angry and out of control, 

there is no changing these people's minds.” (43 year old mother of autistic son) 

 “Don't feel ashamed of your children it could happen to the people who are being ignorant. 

Don't hide away society won't recognise the challenges of asd if we hide away” (40 year old 

mother of autistic child) 

 

Recognition 

Participants noted that they do not feel taken serious or received empathy and 

understanding from other, and in particular from health professionals. Participants stated 

that there is not enough recognition from professionals that parents can be knowledgeable 

about their child's needs and behaviour and expressed a desire to be taken more seriously.  

“Showing what living with autism is like daily, how much a caregiver has to fight to get 

relevant procedures put in place in school, nursery etc. The effort a caregiver has to put in 

when child is in mainstream to ensure the person with autism has a chance to learn. We are 

sometimes seen as pushy parents/caregivers, we are not we are just tired and exhausted 

from all the effort we put in to help our children” (42 year old mother of autistic child). 
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6.3.4. Intervention format & design 

A quarter of responses related to practical suggestions for the intervention such as the 

format or its mode of delivery. Respondents suggested group sessions, free discussion time 

to share experiences during the sessions and an online platform to talk to each other in 

between sessions.  

“Would suggest offering an easily accessible venue e.g. Children's Centre…. Group sessions 

with parents/carers. Add online support forum so they can share ideas between sessions. 

Allow time for them to share concerns and what helps.  Usual caveats about confidentiality” 

(47 year old autistic female) 

 

Group format  

Respondents expressed the need and desire for caregivers to realise they are not alone and 

to share experiences with others who understand what they are going through.   

 “I think it is important for carers to know that they are not alone even though they may feel 

despair at times”. (58 year old mother of autistic boy)  

“That there is the understanding there and that other parents/families with similar needs 

will be there and they can all help each other." (38 year old mother of autistic child) 

It was also argued that meeting other caregivers or parents should not substitute other 

support for their child or interventions to help their child’s behaviour. As one caregiver 

commented:   “It helped me to know other parents with autistic children; however I didn't 

like it when 'parenting support groups' were offered to me as an alternative to real support 

for my child.” (41 year old mother of autistic child). 
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Barriers to attendance 

It seems parents want to meet others in a similar situation but are also overwhelmed by the 

challenges raising an autistic child brings, and the time it would take to commit to attending 

sessions. One respondent mentioned that ten weeks would to be too much of a time 

commitment and asked for a "short, sharp and effective” intervention program. Others 

pointed out that childcare would be a barrier for attending sessions. 

 

Timing of intervention 

Respondents voiced the need for early intervention and one asked for it to be available 

before diagnosis. One parent explains how caregivers may need more support for stigma 

when the diagnosis has first been made because caregivers may be more reactive to 

people's negative or careless comments at that time.  This parent explains that:  

“I think you need more support for things like stigma when you first get the diagnosis - as 

you are in shock, you worry about your child and their future, and you kind of mourn the 

future you don't even know that they won't have yet!  You are much more reactive to 

people's negative or careless comments.  As you move along the years, it is easier, and you 

come more to terms with the condition, that it is not the end of the world, and that anyone 

who judges you or your child, simply lacks the intellect to see beyond their own set of life 

circumstances.” 

 

Other suggestions related to the delivery format of the intervention referred to the 

facilitator of such intervention. Two parents commented that the facilitator should have a 

thorough understanding of autism and should use evidence-based research to deliver the 

intervention.  
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Involve the autism community 

Several respondents expressed the need for the autism community to be involved in 

research, practice and delivery of an intervention.  

“It would be best to plan with parents/caregivers who have been through it as they may 

have advice, information that you may not think about.” (30 year old mother of autistic 

child)  

“…work with the individual and taking notice of what their needs are and what they say they 

are!  The biggest expert about their behaviour and needs is them!” (63 year old female tutor 

for autistic children).  One caregiver also commented that there should be particular 

attention paid to fathers as they are often an overlooked group.  

 

6.3.5. Autism diagnosis 

Respondents expressed the importance of understanding that autism is heterogeneous and 

that interventions should cater for the whole spectrum, not just for caregivers of ‘high 

functioning’ autistic children. Some argued the importance of understanding autism as a 

matter of difference, rather than something that is ‘wrong’, and that there should be a focus 

on autism’s positives:  

“I would focus on the positives of the condition.  Particularly reminding that the people with 

ASD are different - and not wrong.  I always tell my son that if someone judges him poorly 

just because he has autism, then they are the idiot, as they don't really know why they don't 

like him, his difference seems to single him out to be judged harshly at times.  I always 

remind him of the talents he has and the positives of his condition, rather than the 

negatives” (43 year old mother of autistic son).  
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Being open about the diagnosis 

Some respondents recommended that caregivers should learn to be open to others about 

the diagnosis as this has helped them reduce to stress and resist stigma.  

“We have been as open as possible with friends / teachers / parents of children that attend 

my son's nursery about the possibility of our sons autism. We have found that this has 

reduced some of our stress levels and people in general have been very supportive.” (37 year 

old father of boy currently undergoing autism diagnosis)  

“I feel that it is important to tell people about our child's disability, autism is a non-physical 

disability so it is difficult for people to see it in society, but I find being honest with people 

can very often defuse situations that arise.” (42 year old mother of autistic boy)  

Respondents also commented that they feel it is important to be open about the diagnosis 

to the autistic individual so that they understand and are therefore better equipped to deal 

with stigma.  

“It is important that kids with ASD are told about their condition in a secure and positive 

way, so that they don't think there is something wrong with them - we were lucky with our 

son - we told him everyone was special, but he was just a bit more special, and that normal 

didn't exist as every person is different, we showed him lots of amazing people with autism - 

and after that things were better - it is harder when people are unkind when the child 

doesn't know" (43 year old mother of autistic son).  

 

However, one mother commented how she rather not disclose the diagnosis : “….as a 

parent you are always worried about meltdowns, and you feel it's nobody's business that 

they know your child had autism, as he gets older it's his choice to tell people” (48 year old 

mother of autistic child)  
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6.4. Discussion  

The main suggestion from the autism community was raising awareness and educating 

others about autism. Many respondents provided suggestions to target stigma at society 

level and offered detailed accounts why they think stigma occurs, particularly the view that 

a lack of understanding from the public results in stigma. Respondents showed a strong 

desire for professionals to be better educated about the differences in autism, and felt that 

lack of knowledge and understanding from professionals contribute to stresses and 

challenges in their lives. The responses and ideas provided under the category of educating 

others do not provide a direct suggestion for the design of an intervention at the 

intrapersonal level. It does, however, illustrate how concerned the autism community are 

about the misunderstanding and misconceptions surrounding autism, and how respondents 

feel they struggle with stigma in various contexts. 

 

Respondents also described educating others as a means towards coping with stigma. This is 

in line with findings from Harandi and Fishbach (2016), who carried out an extensive 

telephone survey to explore how parents of autistic children dealt with stigma. They found 

that parents used proactive strategies to educate the public about autism to increase 

understanding, tolerance, and acceptance of autistic children and their families. They also 

described how some parents take a proactive stance by, for example, carrying cards with 

information about autism. A study by Austin, Galijot, and Davies (2017) compared mothers’ 

disclosure strategies and found that carrying cards was a more successful method to protect 

against stigma than compared to wearing a wristband or no disclosure. Similarly, the 

respondents from the current study suggested having ‘ready-made’ information to hand out 

when needed, such as information packs or a leaflet. Respondents also suggested having 



139  

‘ready-made’ verbal responses ready to be able to respond quickly to negative or ignorant 

comments from the general public or other family members who do not understand or 

accept the autism diagnosis.  With a stigma support intervention design in mind, 

participants working together to produce such ready-made information (for example, in the 

form of cards) could be a valuable and beneficial exercise to help parents and carers feel 

empowered and more confident to cope with negative attitudes from the general public, 

other family members and/or professionals.  

 

Respondents also suggested educating caregivers and parents to achieve a better 

understanding of the complex world of autism. Psycho-education is a commonly used 

method to reduce self-stigma in other populations (see Chapter 5). Boosting one’s 

knowledge can be a useful and effective method in mitigating against the internalisation of 

stereotypical and negative attitudes (Mittal et al., 2014).  In line with this, and Corrigan and 

Watson’s (2002) view that awareness and agreement of stigma lead to internalising stigma, 

increasing parents’ knowledge through psycho-education may lead to parents rejecting the 

public's stigmatising views and, crucially, prevent the internalisation of such stigma. 

Furthermore, using education and cognitive restructuring techniques to change automatic 

thought patterns about negative attitudes from others may help to prevent the 

internalisation of stigma (Lucksted et al., 2011). 

 

Boosting understanding and knowledge through psycho-education may also help to 

empower caregivers (Thomas et al., 2015) and improve self-esteem.  Self-esteem is known 

to moderate the relationship between stigma and psychological well-being as described in 

Chapter 4 (e.g., Cantwell et al., 2014; Mak and Kwok, 2010; Werner and Shulman, 2013) 
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including at the intrapersonal level. For example, Knight, Wykes and Hayward (2006) 

educated participants about stigma, including the myths and realities about mental illness. 

Their intervention used education to increase self-esteem by boosting awareness and one’s 

ability to cope with stigma. Respondents from the listening exercise also recommended 

boosting caregivers’ self-esteem to cope with stigma including as a means to coping with 

negative interactions with professionals.  

 

The framework proposed by Broady et al. (2017) as discussed in Chapter 4, did not include 

stigma from professionals like general practitioners, paediatricians or social workers. This is 

in contrast to a number of other qualitative studies that do suggest that courtesy stigma 

comes from helping professionals (Crabtree, 2007; Resch et al., 2010; Dababnah and Parish, 

2013).  This listening exercise also found that parents struggled with not being 

acknowledged or taken serious by professionals.  This is in line with Moses (2014) who 

describes that a large cause of stress for families is when health care professionals 

underestimate or undermine parents’ strength and capacities, or communicates with the 

family with irritation, intolerance or even blame. Given the focus on new caregivers in the 

current study, it is likely that they are dealing with a variety of health care professionals for 

the first time. As evident in Crane et al.’s (2016) survey among parents in the UK about the 

diagnostic process, health care professionals seem to have a strong influence on parent’s 

stress levels and satisfaction with the diagnostic process. A stigma protection intervention 

should therefore also acknowledge the stigma they may encounter from professionals.  

 

Unsurprisingly, there was also support for the idea of connecting with other parents and 

carers to share experiences with peers. This desire from parents and carers to connect with 
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other parents is consistent with the literature. McCabe (2008) interviewed 43 parents of 

autistic children about their experiences of attending a service program with their child and 

found that parents preferred the support aspect of the group as opposed to teaching from 

professionals.  The sharing and learning from other parents was seen as the most valuable 

and important aspect of the program. Kerr and McIntosh’s (2000) study found that contact 

with other parents of children with similar disabilities provided emotional, social, and 

practical support that could not be derived from professionals or family and friends. 

Additionally, for parents of autistic children, higher levels of social support are associated 

with lower levels of depression (Benson, 2012; Benson and Karloff, 2009 ), stress, perceived 

burden of caregiving (Khanna et al. 2011) and higher levels of emotional and physical health 

(Ekas et al. 2010; Gouin et al., 2016; Khanna et al. 2011). Social support is therefore an 

important protective factor for the psychological well-being of parents and carers. 

 

Group membership and identification may play an important role in moderating people’s 

reaction to stigma too as identified in the previous chapter (Tajfel and Turner, 1979).  A 

strong identification with the group may be protective early in the process of 

‘internalisation’ by reducing stereotype agreement and self-concurrence, and strengthening 

self-esteem (Crabtree et al., 2010, Yanos et al., 2010). Group identification may also provide 

a basis for giving, receiving and benefiting from peer social support, which in turn increases 

resistance to stigma and the rejection of negative in-group stereotypes (Turner et al. 1994). 

A sense of belonging may furthermore reduce social isolation which has also been identified 

as moderating the relationship between stigma and mental health (Papadopoulos et al., 

2017). An intervention in a group format with group discussions and group tasks should 
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facilitate this and is in line with the needs identified by the autism community in this 

listening exercise.  

 

A recent development in the autism stigma literature is the role of self-compassion as a 

protective factor in the stigma-mental health relationship as explained in Chapter 4.  Chan 

and Lam (2017) discovered that parents of autistic children who have higher levels of self-

compassion are less affected by stigma than parents with lower levels of self-compassion. 

The ideas of being more compassionate and less judgmental of oneself were identified in 

the current study. Self-compassion in parenting means circumventing self-blame and, as 

suggested by Duncan, Coatsworth, and Greenberg (2009), it may also reduce the social 

evaluative threat that parents may feel when feeling judged by others especially when their 

child's behaviour deviates from the social norm. One way to increase self-compassion is 

through compassion focused therapy (CFT) or acceptance commitment therapy guided 

principles (ACT) (Hayes, 2002). Through creating and developing an accepting relationship 

with one’s internal experience, parents can work towards accepting, approaching, and 

processing their emotions caused by stigma.  Acceptance-based approaches may be 

particularly effective and suitable for parents and carers of autistic children as they can be 

brief in nature and are relatively easy to implement. Indeed, the view that an intervention 

with less of a time commitment would be more feasible to implement is consistent with the 

findings from this listening exercise. Face to face interventions include challenges such as 

time commitment, travel and childcare issues (Whitebird et al., 2011), all of which were 

identified as barriers by the respondents from the survey. This suggests that a ‘blended 

intervention’, where face to face meetings are supplemented with online support, may be 
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the most practical and beneficial approach for this population (Lipman et al., 2011; Clifford 

and Minnes, 2013). 

 

Another interesting finding was the belief that having a more compassionate and forgiving 

view of those who stigmatise may make judgments and/or negative comments from the 

public less hurtful. This is because some respondents felt that negative attitudes may not 

necessarily be the public’s ‘fault’ and that misunderstanding is not the same as 

mistreatment. This is in line with a theoretical model proposed by Stringer et al. (2018) 

which suggests that competence, compassion for others, and compassion for self potentially 

moderate the harmful effects of self-stigmatisation. According to Stringer et al. (2018) 

compassion for others offers a way to reject negative views of one self and reducing 

perceived imbalance in power and social distance between oneself and others. Stringer et 

al., (2018) point out that with the development of compassion for others, people hear and 

understand the struggle of others and learn to realise that others may not view them as 

harshly as perceived. Compassion for others (as well as self-compassion) should reduce 

social isolation in building more positive views of the self in relationship to others. 

There are a few limitations of this listening exercise that needs to be addressed. The survey 

was distributed via social media channels with a fairly low response rate. Although the 

survey was also distributed via AUTISTICA’s research data base, it could be argued that 

participants with stronger views or who experienced more negative experiences of stigma 

came forward for the study. Secondly, the majority of respondents were mothers of autistic 

children, white, highly educated and UK based. Although this is a common limitation in the 

autism literature, it limits generalisability. The listening exercise would have benefitted from 

a wider recrtuiment strategy, including targeting more fathers and autistic individuals.  
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 Furthermore, the survey did not collect data on the time since diagnosis for parents of 

autistic children or ask if any additional diagnoses were made, which may have been useful 

for analysis. However, this might also be considered a strength of the study design since the 

aim of a stigma protection intervention is to help support parents/carers of autistic children 

across the spectrum (an approach that was supported in the findings). 

 

A third limitation is that numerous participants responded that they did not know what to 

suggest with regard to the design of a stigma protection intervention. This may mean that 

some participants did not fully understand the purpose of the question. The question used 

in the survey was particularly lengthy, which could have been confusing for participants. On 

reflection, it may have been better to survey the autism community later in the research 

process so that a brief description of the proposed intervention content could have been 

provided inviting participants for their feedback and suggestions based on the proposed 

intervention. Future participatory research should include input from the autism community 

at various stages in the research process.  

 

The aforementioned could also explain why explain why participants provided more 

suggestions for the education of others, as opposed to suggestions on how to cope with 

stigma at the intrapersonal level. It is possible that respondents may have believed that the 

purpose of the intervention was to target ‘those who stigmatise' rather than those ‘being 

stigmatised'. On the other hand, this may signify that respondents felt stigma to be so 

ingrained in society and a part of life that they could not see the hope in an intrapersonal-

based intervention. This uncertainty reflects the key limitation associated with such online 
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surveys; that we are unable to fully ascertain and further explore the meanings behind given 

responses.  

 

6.5. Implications for the design of the intervention  

The findings from the survey supported the literature highlighted and discussed in Chapters 

4 and 5, and suggest that a brief group-based intervention using psycho-educational 

elements, cognitive restructuring, and compassion focused therapy strategies to acquire 

self-esteem, compassion, social support and knowledge should indeed see protection 

against the internalising of stigma and subsequently improve the psychological well-being of 

caregivers. Valuable suggestions were made which should be taken into account for the 

development of the planned stigma protection intervention, such as increasing self-esteem 

and self-compassion and parent-to-parent support. Based on these findings and those from 

the literature as described in Chapter four and five, an intervention should aim to challenge 

autism myths and stereotypes through psycho-education; develop skills how to recognise 

and cope with stigma to prevent internalising stigma; increase self-compassion and 

acceptance; increase self-esteem using a combination of cognitive restructuring techniques 

and psychoeducation; increase social support and reduce social isolation through group 

discussions and sharing of experiences whilst highlighting the positives of autism and taking 

into account the heterogeneous nature of autism.  

 

Also, based on the suggestions made by the autism community which are supported by the 

literature described in Chapter 5, it was decided to include a group exercise to work 

together in finding ‘ready made’ responses to stigma in different situations (e.g. family, 
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school, professionals). This should increase feelings of empowerments and spark group 

discussion helping the social support element.  

 

6.6. Conclusion  

This chapter presented the work carried out to include the views of the autism community 

in the development phase of the intervention to meet objective four of Phase I.  An online 

survey was carried out and findings supported the literature in that self-esteem, self-

compassion and group support should see protection against stigma. The autism community 

provided ‘developing a thick skin’ as a way to cope with stigma which illustrates the 

negative influence stigma has in the lives of families with autistic children. The autism 

community suggested having ‘ready made’ responses to stigmatising situations which is a 

practical and useful strategy to incorporate into the intervention.  

 

To the best of my knowledge, this survey was the first of its kind to explore the views and 

suggestions from the autism community to help inform the design of an intervention to 

support parents and carers with the autism stigma. Although there were a few limitations, a 

wide breadth of responses was collected which provided some powerful suggestions to be 

taken into account for the design and development of the intervention.  

 

Chapter seven describes how these surveys, and the previous chapters, have led to the 

design of the intervention as phase I of the intervention development.  Subsequent chapters 

describe phase II of the intervention development and present the feasibility trial the 

intervention was subjected to in order to assess its feasibility, acceptability and preliminary 

effectiveness.   



147  

Chapter Seven: Intervention design of SOLACE: ‘Stigma of Living as an Autism Carer’ 

7.1. Introduction  

The work in the previous three chapters described the learning from theory, literature and 

the autism community for the development of an intervention titled SOLACE: Stigma of 

Living as an Autism Carer. This chapter synthesises this learning to draw out the components 

and characteristics to be designed into a novel intervention as per objective five outlined in 

Chapter 3.   

 

The Consolidated Standard of Reporting Trials (CONSORT) 2010 states that authors should 

report sufficient details of the intervention for each group to allow replication, including 

“how and when they were actually administered” (Schulz, Altman, and Moher, 2010, p835). 

Although the CONSORT statement is endorsed by many leading editorial organisations and 

journals, critics argue that reporting of interventions is insufficient (Hoffman et al., 2014). 

Therefore, the template for intervention description and replication (TiDier) guidelines 

(Hoffman et al., 2014) has been used to describe the intervention. This checklist contains 

the minimum recommended items for describing an intervention and is used in conjunction 

with the CONSORT statement as an extension of Item 5. Hoffman et al. (2014) maintain that 

studies should provide information that the authors consider necessary for replicating the 

described intervention including the rationale, theory, or goals that underpin the 

intervention, and the components of a complex intervention so that this can help others to 

know which elements of the intervention are necessary for successful replication.  

 

This chapter starts with a description of the input from key stakeholders which was used to 

refine the intervention design as outlined per objective 6 in section 3.2.2. The following 
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section describes a summary of the development phase that contributed to the resulting 

stigma protection intervention. The format, mode of delivery, structure and content of the 

intervention is described in subsequent sections concluding with an overview of the 

sessions. The TiDier checklist can be found in Appendix 3.  

 

7.2. Key stakeholders 

The MRC guidelines highlight the need to address the view of key stakeholders in the 

development of complex interventions (Craig et al., 2008). As described in Chapter 3, input 

from key stakeholders is essential in order to develop an intervention that is acceptable and 

beneficial for the target population (Chinman et al., 2004; Flaspohler et al., 2012; 

Wandersman et al., 2008). The revised guidelines further state that the process is cyclical 

and that input from key stakeholders should be sought at every stage of the intervention 

development. The autism community was asked for their input into the intervention design 

as described in Chapter 6. Other key stakeholders that have provided their input into the 

study were Autism Bedfordshire and Luton Borough Council Special Needs Team.  Autism 

Bedfordshire, the largest autism charity in the county of Bedfordshire, and Luton Borough 

Council both had offered their support as study partners. Autism Bedfordshire’s chair of 

trustees, Mrs Miller, had offered to provide her perspective on the proposed intervention. 

Field notes taken during these meetings were discussed during supervisory meetings to help 

refine the content and format of the intervention.  

 

The intervention was developed during the first year of my PhD. At three different time 

points during this time (month 2, 6 and 10) I met with professionals from Autism 

Bedfordshire and explained the aims of the study; presented the ideas; and finally 
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presented the last draft of the intervention design. Several suggestions were made by our 

study partners that were discussed with the supervisory team, and taken into consideration 

for the final intervention design:  

• The word ‘stigma’ may be alarming for some parents, in particular for those who are 

new to autism. Since stigma and its impact are the main focus of the study, it was 

seen as unfeasible and unethical to avoid the word entirely. However, great care had 

been taken in the information sheet and recruitment documents to describe the 

topic sensitively.  

• A focus on the positive meaning of caregiving and acceptance is important. Autism is 

a lifelong condition; acceptance is, therefore, essential and so is to help parents early 

on with this process.  

• As the facilitator of the group, share personal experiences to connect with the 

parents. Parents are more likely to open up when they are aware of personal 

experience with autism. This view was echoed by the parents I met during coffee 

mornings.  

• Ensure parents feel they will benefit from the sessions as time constraints are a 

major issue for this population. In response to this, the information sheet and 

recruitment leaflet had been edited to make it more appealing for parents and in 

particular to make the ‘control group’ more ‘attractive’. 
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7.3. Development of the intervention  

A summary of how the development phase contributed to the resulting stigma protection 

intervention, titled SOLACE, is presented in Table 4 below and explained in more detail in 

subsequent sections. 

 

Table 4: Summary of sources used for intervention development 

Information Source Summary Implications for intervention 

Theory review (Chapter 4) • Identification of psychosocial 
variables that when targeted 
should see protection against 
stigma and self-stigma 
 

• The intervention should 
aim to increase levels of 
self-esteem, social 
support, positive meaning 
of caregiving and self-
compassion. 

• The Intervention should 
aim to reduce self-blame 
and reduce agreement 
with stereotypes (3A 
model) to prevent 
internalisation of stigma. 

Literature review: 
Interventions targeting 
parents of autistic children 
(Chapter 5, sections 5.2. 
and 5.3) 

• Parents (UK) use social 
support, education, 
disclosure and social support 
as proactive strategies to 
cope with stigma. 

• Psycho- education, CBT, and 
interventions involving 
mindfulness and self-
compassion seem most 
effective in improving mental 
health 

• Interventions are delivered in 
group and individual format 
ranging between 6-10 weeks.  

 

• The intervention should 
aim to increase feelings of 
social support and equip 
parents with knowledge to 
educate others about 
autism.  

• Teaching parents the 
importance of self-
compassion should have 
positive impact for this 
population.  

• Discussing disclosing the 
diagnosis as a strategy to 
deal with negative 
attitudes from others. 
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Table 4 Continued 

Information source Summary  Implication for intervention  

Intrapersonal stigma 
intervention 
(chapter 5, section 5.4) 

• Psycho education (providing 
accurate information about 
stigmatised condition) is 
effective way to reduce self-
blame and self-stigma 

• Increasing self-compassion is 
effective way to reduce self-
stigma and boost self-esteem 

• Intrapersonal stigma 
interventions are mainly 
delivered in group format 
which helps empowerment, 
sense of belonging and 
reduce self-stigma  

• Listening to peers explaining 
how they deal and cope with 
stigma and challenges (via 
video) is useful and effective 
for caregiving population 
(Perlick et al., 2011) 

• Free sharing time during 
which caregivers share 
experiences should be 
incorporated (Yang et al., 
2014) 

 

• Debunk common 
stereotypes surrounding 
autism and replace with 
correct information should 
reduce self-stigma 

• Group format should 
enhance feelings of 
belonging, reduce self-
stigma and increase 
feelings of self-esteem 

• Psycho-education and a 
focus on self-compassion 
and compassion should 
reduce feelings of self- 
blame and self-stigma 

• The use of other parents 
talking about their 
experiences (using the 
video clips from Sesame 
Street) to encourage 
group discussion. 

• Free sharing time during 
which parents can share 
experiences or discuss 
other topics. 

 

Listening exercise (Chapter 
6) 

 

• Parents expressed a wish to 
connect with other parents 

• Parents recommend a focus 
on increasing self-esteem and 
self-compassion.  

• Parents identified barriers to 
attendance of face to face 
groups  

• Parents suggest having ‘ready 
made answers’  to be able to 
respond quickly in 
challenging situations 

  

• This supports the need for 
the intervention to be 
delivered in group format 

• The use of a combination 
of online and face to face 
delivery should overcome 
barriers to attendance and 
increase attendance rates.  

• The Intervention should 
aim to improve self-
esteem, levels of self-
compassion.  

• A group discussion/ task 
working together on 
‘ready made answers’ to 
situation where stigma 
occurs should empower 
parents and work on 
sense of belonging and 
self-esteem. 
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Table 4 Continued 

Information source Summary Implication for intervention 

Key stakeholders (section 
7.2.) 

• Autism Bedfordshire 
recommended for the 
facilitator to share personal 
experience and interest in 
autism to gain parents’ trust. 

• They recommend a focus on 
the positive meaning of 
caregiving which is line with 
the theory (Chapter 4)  

• They recommend to be 
careful in using the word 
stigma in recruitment 
materials 

• They recommend ‘over 
recruiting’ 

• The facilitator should 
ensure to establish trust 
from the parents by 
sharing personal interest 
in autism. 

• A focus on the positive 
meaning of caregiving to 
be incorporated into the 
intervention design.  

 

 

7.4. Group format 

Social support is a vital moderating factor in the stigma-mental health relationship, as 

illustrated in the theoretical model in Chapter 4. The results from the listening exercise 

supported the need for group-based support. This desire to connect with other people in a 

similar position has long been noted in the literature. Meeting people with similar 

challenges and difficulties promotes well-being in two directions: both giving and receiving 

support enhances a sense of belonging and well-being (“the helper/ helpee principle”; 

White 2000). For example, a qualitative study from Solomon et al., (2001) showed that for 

parents of children with physical disabilities contact with other parents of children with 

similar disabilities provided unique emotional, social, and practical support that could not be 

provided by others, including professionals or family and friends (Solomon et al., 2001). 

Contact with other parents seems to have a ‘‘powerful stress buffering influence’’ (Kerr and 

McIntosh 2000, p. 309). The literature further suggests that parents of autistic children 

source most information and support from other parents (MacIntosh, Myers, and 
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GoinKochel, 2005). The literature review in Chapter 5 supports the notion that creating an 

opportunity for parents to interact with peers is a beneficial strategy for enhancing parents’ 

psychological wellbeing, and can be used as a way to cope with stigma. It was, therefore, 

decided to deliver the intervention in a group setting.  A group setting should create a sense 

of belonging and offer social support. Group discussions and group tasks should facilitate 

this further. 

 

7.5. Blended format 

As both the literature and the results from the listening exercise suggest, parents of autistic 

children are likely to experience barriers for attending face to face support groups and 

interventions. Face to face interventions include challenges such as time commitment, 

travel and childcare issues (Lodder et al., 2019; Shtayermman, 2013; Whitebird et al., 2011). 

Attrition rates are high for the caregiving population, and a meta-analysis of attrition in child 

and adolescent mental health interventions reported rates ranging from 16% to 72% 

depending on attrition definition and study design (de Haan, Boon, de Jong, Hoeve, and 

Vermeiren, 2013). Webb et al. (2017) argue that supporting parents of autistic children in 

overcoming barriers to attendance should be key targets in order to retain families in 

parenting programs.  

 

The availability of communication technologies such as the Internet has generated new 

ways of overcoming barriers to traditional means of social support. Research in other 

caregiving populations has started to explore the use of videoconference to deliver group 

sessions to overcome barriers to attendance and increase attendance rates. For example, 

Lipman et al. (2011) adapted a face to face group education intervention designed to 
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improve the mental health of single mothers. They delivered their intervention via video 

conferencing to single and poor mothers in rural parts of Canada. Focus group interviews 

revealed that the mode of delivery was very well received and that mothers reported that 

this format was less threatening than face to face delivery. The mothers felt that they were 

quickly able to establish trust and felt more able to share experiences talking from the 

comfort of their own home than they would have in a different group setting.  

 

In another Canadian study, Clifford (2012) carried out a feasibility study for parents of 

autistic children and facilitated an online peer support group. Clifford found that many 

parents reported that the most useful aspect of the group was the opportunity to connect 

with other parents and to gain information about resources. Based on her experiences, 

Clifford made the following recommendations for future work with family caregivers of 

autistic children:  (1) ensure that the facilitator is experienced and comfortable working with 

families of autistic children, and is able to think quickly to intervene effectively during group 

sessions; (2) clearly explain the format and expectations of the group at the beginning of the 

group; (3)  try to encourage consistent participation and regular attendance so that the 

parents will experience most benefits; (4) if possible, consider dividing parents into groups 

based on the age of the children; (5) encourage parents to take a role in deciding the focus 

and direction of the group, including the frequency of meeting times and the topics of 

discussion; and (6) encourage the development of relationships among the parents. 

Clifford’s recommendations (via personal communication as well as found in her final thesis, 

2012) were taken into consideration when delivering the intervention. It should be noted 

that Clifford mode of delivery was not via videoconference, but via an online forum where 

parents would log in to at a specific time.  
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Banbury et al. (2018) systematically reviewed the literature on using videoconference as a 

mode of delivery for group therapy, education and support within health care. Seventeen 

studies were included, which all suggested that videoconference is an acceptable and 

feasible method for delivering group support to caregivers. Most studies were at pilot or 

feasibility stage, and the majority of the reviewed studies included caregivers of people with 

dementia and were, therefore, older than the target population for the current study. The 

results are, however, promising for the use of videoconference in group support for carers.  

 

Hall and Bierman (2015) reviewed 48 studies that provided education and intervention to 

parents of young children using technology-assisted methods, including videoconference. 

Their review included two studies with parents of autistic children, namely Wainer and 

Ignersoll (2014) and Vismara et al., (2013).  Vismara et al. (2013) used videoconference to 

provide parent training to eight parents in their own homes. Parents reported to be highly 

satisfied with this mode of delivery and did not miss having the trainer (or therapist) 

physically present. Their preliminary research suggests videoconference may support 

parental learning and improve child behaviours for some families. Wainer and Ignersoll 

(2014) used videoconference to train five parents and also showed that this mode of 

delivery was feasible and acceptable to parents, and resulted in improved child outcomes. 

These studies did not aim to improve the well-being of parents yet their results suggest that 

videoconference is a promising method for intervention delivery to this population despite 

the small sample size of both studies.  Hall and Bierman’s (2015) review concluded that 

online interventions are promising but should be best used as a supplement and not a 

substitute for face to face interventions.  
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The limited but emerging research using videoconferencing to deliver group interventions to 

parents and carers is encouraging. For these reasons, a blend of face to face and online 

meetings, was chosen for the current study. The online component is expected to reduce 

some barriers to attendance for participation; for example, parents will be able to 

participate from their own home and will not have to arrange child care. Given the barriers 

mentioned earlier, online delivery may have the potential to be an alternative source of 

support for parents of autistic children which could reach potentially more parents in a 

relatively easy way.  

 

7.5.1. Facebook 

To provide additional support between the sessions and to improve retention and 

attendance rates, it was decided to include a secret Facebook as an additional online 

platform to support SOLACE. It was planned to use this group to remind participants about 

upcoming sessions and to share materials relevant to the sessions as well as provide a space 

for additional group discussions.  

 

Online support like this can offer social support in a flexible way, and at times suitable for 

the participants. Facebook (or other online groups) may be particularly useful for parents of 

autistic children for reasons described in earlier sections. Facebook is a widely used social 

media network with over 35 million users in the UK (O’Dea, 2018). Facebook support groups 

can provide similar support to traditional support and research suggests that parents use 

Facebook for similar reasons: sharing experiences, information, concerns and worries 

(Gerber, 2014) but without barriers to access like childcare, travel and time constraints.  

Chewing and Montemurro (2016) found that the “when I need it” and “the sense that there 
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was always someone there,” is particularly attractive for parents.  They suggest that 

opportunities provided by an online group, offer more flexible and relevant support than 

traditional support systems (Chewing and Montemurro, 2016).  

 

Mustafa et al. (2015) were among the first to investigate the use of Facebook as an online 

support groups for parents of autistic children. They thematically analysed 320 Facebook 

postings made by members of an online support group and showed that sharing of personal 

experiences is the purpose of common postings accompanied with other themes of social 

support. Mustafa et al.’s (2015) findings suggest that Facebook social support groups can 

provide an additional avenue for parents. Their findings further suggest that that emotional 

support, encouragement and positive reinforcement were the most helpful aspects for 

parents. It should be pointed out that this study was carried out in Malaysia and, therefore, 

the generalisability of this study is limited. No official study in the UK has empirically tested 

the effectiveness of the use of Facebook for parents of autistic children. However, research 

has shown how parents of autistic children turn to Facebook groups to find support and 

information (e.g. Mohd Roffeei, Abdullah, and Basar 2015; Reinke and Solheim,2015).    

 

As mentioned earlier, Hall and Bierman (2015) reviewed studies that utilised online 

platforms, including Facebook, to enhance interventions for parents of young children, and 

found that these are promising methods for intervention delivery, in particular when used 

as a supplement to face to face meetings. More recently, Swindle and colleagues (2018) 

used Facebook successfully to engage parents in an obesity control intervention for young 

children.  
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7.6. Time and location 

The timings and location of the intervention had been carefully planned to accommodate 

the identified needs of parents and carers. It was decided to run SOLACE in the evenings to 

ensure that working parents, and fathers in particular, are able to attend. It could be argued 

that this limits the accessibility for those without childcare options or those in single-parent 

households. Existing support groups run by Luton Borough Council and Autism Bedfordshire 

are held in the mornings and evenings. Discussions with the facilitators of these groups 

revealed that there is no real demographic difference in those attending the groups 

although no formal evaluations are available. The face to face sessions took place in Luton, 

at the University campus. There is ample parking opportunity and it is a well-known 

location. It could be argued that people from Bedford are unwilling to travel to Luton and 

vice versa, it was however again outside the practical scope of this study to accommodate 

two groups. The literature does not make firm recommendations on timings and location 

although DaPaz and Wallander (2017) found that that interventions presented in 

community locations were most successful at reducing stress (Campbell, 2003) and 

improving life satisfaction (Laplante, 2013). As Pawson and Tilley (1997) acknowledge, in 

reality, interventions will typically reflect assumptions derived from a range of sources, 

including academic theory, experience, and ‘common sense’ (Pawson and Tilley, 1997). 

Some decisions, such as the location of the face to face sessions, were therefore made 

pragmatically.    

 

7.7. Duration  

Chapter 5 described a variety of interventions with the majority lasting between 6-10 

sessions of one to two hours each. It was decided to run eight weekly sessions to be able to 



159  

provide enough support but not to burden participants with too much time commitment. 

The content of the sessions should be covered in 90 minutes. It was anticipated the online 

sessions would run between 60-90 minutes. 

 

7.8. Intervention content 

A multi-component intervention using psycho-education, cognitive restructuring strategies 

and compassion focused techniques to target the modifiable psychosocial variables 

identified earlier should see protection against internalising stigma and reduce the harmful 

effects of stigma and subsequently improve the mental health of the parents. The 

intervention incorporates a variety of techniques including lecture, group discussions and 

sharing of experiences, role play and guided activities.  

 

Psycho-education aims to increase the parents’ knowledge about the inaccuracy of 

stereotypes and stigma surrounding autism and therefore minimalises the internalisation of 

the stigma. Cognitive restructuring is the process of identifying and challenging negative and 

irrational thoughts. Psycho-education and challenging negative thoughts and perceptions 

parents may have about themselves, or about others around them, should see a reduction 

in self- blame and perceived responsibility for the stigmatised condition. For example, when 

a parent feels others think they are a bad parent, this thought can be challenged by asking 

questions about the ‘evidence’ of this thought, and whether this is rational thought.  

Increasing knowledge through psycho-education should also enhance confidence and self-

esteem. For example, Knight, Wykes and Hayward (2006) educated participants about 

stigma, including the myths and realities about mental illness. Their intervention used 

education to increase self-esteem by boosting awareness and one’s ability to cope with 
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stigma. Furthermore, to encourage participants to challenge negative beliefs about autism 

and themselves (self-blame) may minimise their internalisation of stigma and its harmful 

effects on psychological well-being (Mittal et al. 2012).  

 

To increase participants’ self-compassion should see a reduction in self-blame too and an 

increase in self-esteem leading to improved mental health scores. Furthermore, it may help 

the participants disengage themselves from stigma-related stress and hurt and create more 

awareness that embraces both the positive and negative aspects of caregiving (Garland et 

al. 2009). Given the compelling evidence of the positive impact of self-compassion for 

parents to reduce self-blame; increase feelings of well-being and reduce self-stigma and 

increase the ability to resist stigma, the intervention incorporates techniques to increasing 

self-compassion which are easy to implement during group discussions. For example, when 

a parent describes how they feel like they failed their child or are a bad parent; the parent 

could be asked what they would say to another parent who expressed those thoughts.  

 

According to Neff (2003; 2009; 2011), there are three core components of self-compassion: 

treating ourselves with kindness; recognising our common humanity; and being mindful. 

Neff (2011) explains that people are often a much harsher critic of themselves than of 

others. Practising self-compassion can reverse that pattern.  When faced with negative self-

thoughts, doubts or blame, one should treat oneself how they would treat a good friend in 

the same situation: with encouragement, sympathy, patience, and kindness (Neff, 2011).  

The ‘how would you treat a friend’ strategy is relatively easy to implement and a particularly 

good way to challenge parental self-blame.  
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The second strategy to increase self-compassion is to recognise our common humanity 

which is similar to mindfulness based interventions (Neff and Dahm, 2015). Neff (2011) 

describes how parents often view their ‘failings’ as abnormal and think that other parents 

are functioning better (e.g. “Why am I the only one who cannot get my child to eat 

vegetables, I am such a lousy mother”). Neff (2009; 2011) explains how thoughts like these 

can increase feelings of social isolation, whereas recognising that our imperfections connect 

us should reduce those feelings and increase feelings of belonging.   

 

A third strategy Neff (2009; 2011) identified is that of being mindful. In order to be self-

compassionate to ourselves, one needs to be able to recognise that one is suffering.  She 

argues that paying attention to the language one uses to address oneself is a strong 

indicator to recognise how harsh one is on themselves. Neff (2009; 2011) points out that 

once people notice and become aware of how painful and counterproductive these self-

attacks are, they can make changes. Neff (2014) states that after being mindful of these 

thoughts and behaviours, parents can aim to take another approach and try to be kind and 

supportive to themselves when not meeting their parenting ideals. Similarly, to encourage 

participants to take a more forgiving view of others’ misunderstanding without dismissing 

the hurt caused by this, could reduce some of the harmful impact of stigma experiences.  

 

Moreover, to encourage the participants to become mindfully aware of positive aspects of 

caregiving, they might come to reconsider stigma as opportunities for growth and 

experience a reduced sense of caregiver burden (Bryant and Smith 2015).  Parents will be 

encouraged to share positives about their child or their caregiving role and will be shown a 

video clip of parents explaining about the positives of their caregiving role. Drawing on the 
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learning from intrapersonal stigma interventions to help carers with stigma (Perlick et al., 

2011), the intervention will use short videos of other parents sharing their struggles and 

challenges as well as positive experiences.  These video clips will be used to encourage 

group discussions. It is hypothesised that this will work well during the online sessions as 

parents may be less likely to come forward with their experiences. The intervention will use 

the available materials from Sesame Street, which have been specially designed for families 

with autistic children.  In addition, preliminary research has shown that the materials on this 

website can reduce stigma and that parents feel more positive about their caregiving role 

after having spent time on the website as outlined in Chapter 5 (Section 5.4). 

 

To encourage group discussions, quotes provided by parents from the listening exercise will 

also be used. Participants will be asked if they can relate to given quote and what their 

thoughts or feelings are about the quote. For example: “My parents just don’t get it’ or ‘My 

father was very dismissive. Just said, “There’s nothing wrong with him” And friends’ 

attempts to be supportive were at times seen to make things worse: ‘Your son’s a genius, 

there’s nothing wrong with him” 

Every session focuses on a topic with free sharing time at the end of each session during 

which participants are able to discuss anything they like. The intervention is designed for 

parents to empower each other and provide support. The facilitator will introduce the topics 

to guide the discussions. A brief overview of each session is described below and a summary 

of the structure, content and mechanisms of action are shown in Table 5 in accordance with 

the TiDier guidelines of reporting. The TiDier checklist can be found in Appendix 3.  
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7.8.1. Overview of sessions:  

Session 1: Introductions 

The aim of the first session is to make introductions and provide an overview of the sessions 

and to reduce feelings of self-blame by providing correct information about autism and 

debunk common stereotypes. The group setting and group introductions will form the basis 

of the social support element that this intervention aims to achieve. Based on suggestions 

from the autism community as well as evidence from the literature, sharing experiences 

with other carers and realising there are others in a similar position has positive 

consequences for mental well-being.  This session will start with a psycho-educative 

element discussing autism, and what it is and what it is not. It will explore autism stigma and 

autism myths and stereotypes will be challenged through psycho-education.  Agreeing with 

and applying stereotypes to one-self leads can lead self-stigma, thus ensuring that the 

participants do not agree with the common myths surrounding autism will reduce self-

blame and self-stigma. Like every session, the session will finish with 15 minutes of free 

sharing time.  

 

Session 2: Coping with Autism Stigma  

The sharing of experiences in this online group session should empower participants and 

reduce feelings of social isolation. Participants will be asked to share stigma experiences and 

quotes from the listening exercise will be used to initiate discussions. The compassion 

focused guided task of looking at one’s own situation through the eyes of a friend should 

enhance feelings of self-compassion and therefore the ability to cope with stigma. According 

to Corrigan and Watson’s model (2002), agreement and application to oneself, leads to 

internalised stigma. Thus psycho-education aiming to reduce the ‘agreement’ element 
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should see a reduction in the internalisation of stigma. Group discussions and group 

empowerment additionally enhances self-esteem, which should reduce the application of 

stigma to oneself, and increase the ability to cope.  

 

Session 3: Positive meaning of caregiving 

Research has consistently shown that those who are able to find a positive meaning in 

caregiving are less affected by the stigma experienced, and also experience better mental 

health. The same applies for self-compassion; parents and carers who are more self-

compassionate seem to cope better with the challenges they may experience. Making 

parents aware of the importance of the positive meaning in caregiving is the first step 

towards achieving this. The clips from the Sesame Street Website used during this session 

have been shown to have promising results, and will also further the parents and carers’ 

understanding of autism. For example, one video clip shows a father discussing how autism 

impacts on his life and how it has changed him (for the better) as father and a person. 

Discussing how participants can relate with the families shown in the video clips in a group 

format should encourage discussion and enhance the feeling of social belonging. The free 

sharing time should also enhance the feeling of social belonging and reduce feelings of 

social isolation. 

 

Session 4: Self-esteem and resilience 

An effective way of dealing with stigma is through collective group empowerment as in a 

sense of solidarity. People are known to benefit from helping others (helper-helpee 

principle, Riessman, 1965). To work together as a group may be protective early in the 

process of ‘internalisation’ by reducing stereotype agreement and self-concurrence, and 
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strengthening self-esteem (Crabtree et al., 2010, Yanos et al., 2010). Helping each other in 

an activity motivated by common cause will lead to a mutual sense of empowerment and 

greater self-esteem and self-efficacy (Thomas et al., 2015). During this sessions participants 

are asked to work together to come up with ‘ready made answers’ to various stigmatising 

situations, e.g. stigma from the public, professionals, family members and at school. A group 

task based on suggestions from the autism community should facilitate empowerment and 

self-esteem. Self-esteem acts as a buffer in the relationship between stigma and 

psychological well-being. Family carers with higher levels of self-esteem are more resilient 

to negative attitudes from others. Furthermore, educating others has been used as a 

positive coping strategy of parents of autistic children. This group task should assist parents 

with this potential coping strategy.  

 

Session 5: Social support and belonging  

Parents and carers have a desire to connect with peers, and sharing their experiences with 

others in the same situation as described in earlier chapters.  Researchers found that 

sharing and learning from other parents is seen as the most valuable and important aspect 

of the support programs (McCabe, 2008). Parents and carers of autistic children with higher 

levels of social support are associated with lower levels of stress and perceived burden of 

caregiving (e.g. Mak and Kwok, 2010). Social support is an important protective factor in the 

mental health of parents as demonstrated in Chapter 4. Group membership and 

identification may further play an important role in moderating people’s reaction to stigma 

in line with the social identity theory. A strong identification with the group may be 

protective early in the process of ‘internalisation’ by reducing stereotype agreement and 

self-concurrence, and strengthening self-esteem. Group identification may also provide a 
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basis for giving, receiving and benefiting from peer social support, in turn increasing 

resistance to stigma and the rejection of negative in-group stereotypes (Turner et al., 1994). 

A sense of belonging may furthermore reduce social isolation which has also been identified 

as moderating the relationship between stigma and mental health. Explaining the 

importance of a social network and discussing how a network could be grown in a group 

format should facilitate this. During this session participants are asked about their current 

support network and explained about the different types of support we need (emotional, 

informational and instrumental). Strategies to increase their support network will be 

discussed in group format.  The participants will be shown a video clip of a mother 

explaining how she declines invitations to social events out of ‘self protection’. The group 

will be asked what they would advise this mother (‘how to treat a friend exercise’), and 

reflect on the difference between social exclusion and social withdrawal.  

 

Session 6: Self-compassion and self-care 

When parents and carers are able to accept their feelings and situations it may allow them 

to take a less harsh, more forgiving view of their own caregiving efforts (Neff and Faso, 

2014). Self-compassion in parenting means avoiding self-blame and it also may reduce the 

social evaluative threat that may be felt by parents and carers who feel judged by others 

with regards to their own parenting style, or their child’s behaviour in public social contexts. 

Research found that self- compassion moderates the relationship between (self) stigma and 

psychological distress. Similarly, self-compassion may protect parents and carers from the 

negative psychological impact of perceived stigma. Further, self-compassion can help 

parents cope with negative life events and interpret negative events in a less catastrophic 

way. During this session, the parents will be taught about the importance of self-compassion 
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and taught the strategies as set out by Neff (2014) to increase self-compassion. Drawing on 

examples provided by participants, the ‘how to treat a friend’ exercise will be explained and 

applied. The group will also be asked to discuss ways in which they could take some time 

out for themselves and help each other to find ways to engage in self-care without self-

blame. The session will again conclude with protective sharing time during which parents 

can discuss any topic of their choosing.  

 

Session 7: Coping with autism stigma II 

Having a more compassionate and forgiving view of those who stigmatise may make 

judgments and/or negative comments from the public less hurtful. This is because some 

respondents felt that negative attitudes may not necessarily be the public’s ‘fault’ and that 

misunderstanding is not the same as mistreatment. Using cognitive restructuring techniques 

to change automatic thought patterns about negative attitudes from others may help to 

prevent the internalisation of stigma. During this session the ‘automatic thoughts cycle’ will 

be explained and the group will discuss how sometimes situations are interpreted 

differently because of our underlying fears or previous negative experiences (e.g. are other 

parents really judging or is it lack of understanding?). Quotes from the listening exercise will 

be used to facilitate this. (“Be careful to differentiate between stigma and 

misunderstanding. Much about Autism is still not known to the general public and its 

important to know when someone is judging based on the Autism vs something said in 

ignorance.” ). The group will be encouraged to discuss what would happen if a more 

forgiving approach to the public would be taken.  
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Participants will be asked to challenge negative thoughts they may have using the following 

commonly used CBT strategic questions: (TherapistAid, 2017) 

• Is there substantial evidence for my thought?  

• Is there evidence contrary to my thought? 

• Am I attempting to interpret this situation without all the evidence? 

• What would a friend think about this situation? 

• If I look at the situation positively, how is it different? 

• Will this matter a year from now? How about five years from now? 

 

To end on a positive note, participants will be asked to share something positive about their 

child. This also fits in with the aim to increase ‘positive meaning of caregiving’. This will be 

followed by the free sharing time as usual.   

 

Session 8: Disclosure and next steps 

A group task bringing together the skills learned during the intervention should leave 

caregivers feel empowered and should improve self-esteem. Research suggests that 

disclosure may effectively and efficiently reduce negative attitudes from others. Parents and 

carers use disclosure in various ways that best suit their own preferences (for example 

through discussion, disclosure cards or wearing a bracelet). However sharing the diagnosis 

with family or friends can be harder than sharing it with the public. To discuss or practise 

ways to talk to family or friends should enhance feelings of empowerment and by sharing 

experiences reduce feelings of social isolation. The parents will be asked to work in a group 

or pairs to discuss ways of disclosing the diagnosis to family/ friends/ public.  If they feel 

uncomfortable or there is only small group size, it can be discussed in group format instead.  
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During this session participants will be given a list of support groups that are available and 

will be given the opportunity to share each other’s contact details. Arrangements for the 

qualitative focus group will be made during this session too.  
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Table 5: SOLACE session structure and aims, underpinning theoretical mechanisms of action and brief rationale. 

Session Aim Summary Informed by/ Key mechanism Brief Rationale 

1.Introduction 
 
(face-to-face)  
 
  

• To make 
introductions and 
provide an 
overview of the 
sessions.  

• To reduce feelings 
of self-blame and 
increase self-
esteem.  

Part 1: Introductions/ guidelines/ overview of sessions. 
Part 2: Main topic: “debunking autism stereotypes” 
This session will start to explore autism stigma and 
autism myths and stereotypes will be challenged 
through psycho-education and a group discussion 
about common stereotypes.                                                        
Part 3: Wrap up. End with sharing positive aspects 
about their child or their caregiving role. 

Knight, Wykes and Hayward 
(2006)/ Results from listening 
exercise/ Literature review 
results (Chapter 2)  
 
Key mechanism of action: 
Psycho-education 

The group setting, group introductions 
and sharing of experiences will form 
the basis of the social support element 
that this intervention aims to achieve.                           
Psycho-education about stigma and 
myths and realities about autism will 
increase awareness of and coping with 
stigma and self-esteem levels. Sharing a 
positive aspect about caring for an 
autistic child will enhance self-esteem 
by making carers aware of the positives 
their child brings as well as what they 
bring to others. 

2. Coping with 
autism stigma 
part 1 
(online)  

• To develop skills 
how to recognise 
and cope with 
stigma and to 
prevent 
internalising stigma. 

Part 1: introductions/ online session guidelines.      
Part 2: Discuss several quotes from listening exercise. 
Can they relate?  “How would you treat a friend”                                                                           
Part 3: Youtube video clip how a parent copes with 
stigma.                                                                                
Part 4: Free sharing time and wrap up.  
 

Results from Listening Exercise/ 
Perlick at al 2011- (video clips 
of other caregivers to help 
overcome self-stigma) 
Key mechanism of action: ACT 
principles  

This sharing of experiences in this 
online group session should empower 
participants and reduce feelings of 
social isolation. The ACT guided task of 
looking at your own situation through 
the eyes of a friend enhances feelings 
of self-compassion which should 
improve the ability to cope with stigma. 
 



 

3. Positive 
meaning of 
caregiving 
 
(online)  

• To increase the 
positive meaning 
associated with the 
caregiving role 
through and 
increase self-
compassion 

Part 1: introductions. Follow up from last session 
(gratitude exercise)                                                          
Part 2: Main topic: 2 video clips showing caregivers 
discussing how having an autistic child has changed 
them. Participants will be asked to discuss the content 
of the video clips and will be encouraged to go through 
the website autism.sesamestreet.org in their own time.                                                                          
Part 3: Free sharing time and wrap up.  
 

Autism Sesame street 
Research/ Neff and Faso 
(2014)/CFT workshop 
Key mechanism of action:  
Psycho-education/ ACT 

Being able to find a positive meaning in 
caregiving enables caregivers to cope 
better with challenges inc stigma. 
Finding positives in their role should 
also increases self-compassion and 
subsequent psychological well-being. 
Free sharing time will enhance the 
feeling of social belonging and should 
reduce feelings of social isolation.  

4. Self-esteem 
and resilience 
 
(face-to face)  

• To increase self-
esteem and 
resilience 

• To reduce social 
isolation 

 

Part 1: Introductions/follow up last week (sesame 
street website)                                                                 Part 
2: Discuss how research shows that caregivers cope by 
having “ready-made responses” ready either verbal or 
written. Provide 3 examples of stigmatising situations 
(supermarket, other family member, other parents of 
children at school) and discuss “ready -made answers”                                                                
Part 3:  Free sharing time and wrap up 

Results from literature review 
and Systematic Review/ Results 
from listening exercise/ Helper-
helpee principle, Riessman, 
1965/ Thomas et al 2015 
Key mechanism of action:  
Psycho-education 

Self-esteem acts as a buffer in the 
relationship between stigma and 
psychological well-being. To increase 
caregivers’ levels of self-esteem 
through psycho education and group 
empowerment should increase 
resilience.  Helping each other in a 
group activity motivated by common 
cause will lead to a mutual sense of 
empowerment and greater self-esteem   

5 Social 
Support & 
Belonging 
(online)  

• To stress the 
importance of social 
support to help 
reduce social 
isolation  

Part 1: Introduction, follow up from last week.      
Part 2: Main topic: “My support system” Distribute 
hand- out: “My support system” and ask participants to 
fill in the hand-out, explaining that supports can be 
formal (e.g.,  counsellors and gps) or informal (e.g., 
friends and relatives), and that support may take 
different forms (e.g., it may be emotional, 
informational, problem solving, social, financial or 
instrumental) Discuss responses that participants 
would like to share and ask if there are types of 
support that they would like to develop and how they 
think they could do that.                   

Results from the systematic 
review as well as literature 
review (Chapter 1)  
Clifford and Minnes (2013)/ 
Perlick et al (2011)   
Key mechanism of action:  
Psycho-education/ 
CBT/cognitive restructuring/  

The sharing of experiences with others 
during these face to face meetings 
should elicit feelings of being 
understood and encourage future 
optimism and a sense of belonging. 
Social support is crucial for the well-
being of caregivers.  



 

Part 3: Social exclusion versus social withdrawal- 
Youtube video clip of mother explaining how she 
sometimes avoids social contact”- discuss in group how 
they can relate to this? What they would recommend 
her to do?  
Part 4: Free sharing time and wrap up 

6. Self care & 
compassion 
 
(online)  

• To increase feelings 
of self-compassion  

Part 1: Introductions. Ask if they have reflected and 
had more thoughts on previous session 
Part 2: Explain the importance of self-care and self-
compassion. Discuss strategies how to achieve this.  
Part 3: show video clip how other parents achieve this 
and encourage participants to share their views.  
Part 4: free sharing time and wrap up 
 

Results from literature review/ 
CFT workshop/ Neff and Faso 
(2014)/  
Key mechanism of action  
Psycho-education / CBT 

When caregivers are able to accept 
their feelings and situations it may 
allow them to take a less harsh, more 
forgiving view of their own caregiving 
efforts. Self-compassion in parenting 
means avoiding self-blame and it also 
may reduce the social evaluative threat 
that may be felt by caregivers who feel 
judged by others with regards to their 
own parenting style, or their child’s 
behaviour in public social contexts. 
 

7. Coping with 
autism stigma 
part 2.  
 
(online)  

• To further develop 
skills how to 
recognise and cope 
with stigma and 
prevent 
internalisation of 
stigma 

Part 1: Introductions follow up from last week.    
Part 2: Explain the “automatic thoughts cycle”. 
Sometimes we interpret a situation differently because 
of our underlying fears or previous negative 
experiences. Give quotes from listening exercise that 
there is difference between mistreatment and 
misunderstanding. Discuss what would happen if we 
are more forgiving for the public’s misunderstanding.  
Discuss how their thoughts may have changed since 
having an autistic child- what did they know about 
autism before having a child?                                                
Part 3: free sharing time- include comments from fb 
last week 

Results from listening exercise/ 
Therapist Aid 
 
Key mechanisms of action: 
cognitive restructuring 

To teach caregivers cognitive 
restructuring skills to challenge 
negative beliefs about others and 
themselves may minimise their 
internalisation of stigma and its 
harmful effects on psychological well-
being.  



 

8. Next steps To further increase self-
esteem and reduce 
social isolation  
• To conclude the 

sessions and 
provide “next 
steps” for future 
reference 

Part 1: Introductions, reflections from previous week.                                                                             
Part 2: Main topic: “disclosure of diagnosis” Reflect on 
what we have discusses and learned the past few 
weeks. Explain that parents sometimes struggle telling 
others about their child- is this something you have 
trouble with? – pair up- and practice- and include 
saying something positive about your child.  
Part 3: Next steps- support groups/ Facebook group 
Part 4: Concluding of sessions and remind of upcoming 
focus group 

Results from listening exercise/ 
Results from literature review  
 
Key mechanism of action: CBT 
 

A group task bringing together the skills 
learned during the intervention should 
leave caregivers feel empowered and 
should improve self-esteem. By 
overcoming barriers to talk openly 
about the child’s diagnosis should 
reduce self-stigma.  
 



174 
 

7.9. Conclusion  

This chapter described the intervention content and format of delivery which was based on 

theory, input from the target population, key stakeholders and review of the empirical literature. 

It was decided to deliver eight weekly group sessions both via videoconference and face to face 

to limit barriers to attendance and increase retention rates. At the time of developing the 

intervention, no interventions aiming to improve the well-being of parents of autistic children 

had been delivered with the use of videoconference. Recently (March, 2019) one pilot study has 

been published that used videoconference to deliver a group intervention for parents of autistic 

children focussing on resilience and stress reduction (Kuhlthau et al., 2019) This study showed 

that videoconference was an acceptable and feasible method of delivery. Chapter 10 discusses 

this in further detail. The psycho-social intervention aims to provide parents with increased 

feelings of self-compassion and self-esteem and reduced feelings of self-blame which should see 

protection against self-stigma and improved psychological well-being. The group format as well 

as the learning about social support should enhance feeling of belonging and increase perceived 

social support which should further protect against the harmful impact of stigma. The following 

two chapters describe the second phase of this study which concerns a randomised controlled 

trial that was carried out to test the feasibility and acceptability of the designed intervention.  
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PHASE II 

Chapter Eight: Randomised Controlled Feasibility Trial Methods  

8.1. Introduction  

An intervention to support parents and carers of autistic children titled ‘SOLACE’ was developed 

using methods described in the previous chapters. Although the intervention format and delivery 

have been carefully developed drawing from a wide range of sources to maximise the probability 

of success, it is currently unknown whether it is feasible, acceptable and potentially effective in 

improving the mental health of parents and carers. The MRC guidelines for the development of 

complex interventions recommend conducting an exploratory trial as part of the intervention 

modelling phase or phase II of the intervention development.  A randomised feasibility study was 

therefore conducted to determine the feasibility of SOLACE and to inform a potential future trial. 

This chapter presents the start of phase II of the intervention development and reports the 

methods of the randomised controlled feasibility trial.   

 

Please note that a synthesised version of this chapter has been published; see: Lodder, AM, 

Papadopoulos, C., and Randhawa, G. (2019) ‘Stigma of living as an autism carer: a brief psycho-

social support intervention (SOLACE). Study protocol for a randomised controlled feasibility 

study.’ Pilot and Feasibility Studies, 5 (34), pp 1- 8. 
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8.2. Aims and objectives  

This feasibility trial aimed: 

• To determine the feasibility issues associated with recruitment and willingness of 

participants to be randomised.  

• To determine rates of recruitment retention during the intervention period. 

• To determine the acceptability of the outcome measures. 

• To determine the acceptability of the intervention.  

• To determine the feasibility and practicality issues associated with delivering the 

intervention. 

• To conduct a preliminary assessment of intervention effectiveness. 

• To assess whether and which adjustments to the structure, content and/or delivery of 

the intervention should be made to increase the likelihood of intervention effectiveness 

in a future trial. 

 

8.3. Study design and setting 

A parallel randomised controlled trial (RCT) that compared changes in outcomes of interest 

among parents or carers allocated to the SOLACE experimental group against parents or carers 

allocated to the control group (no intervention) was carried out.  Mixed methods were employed 

for data collection and analysis. The study had a repeated measures design, where data was 

collected at three time points: baseline, post intervention and at 6-week follow up.  Within and 

between group differences were analysed. Recommendations for Interventional Trials (SPIRIT) 

checklist were used to structure the study’s protocol (see Appendix 4) and the Consolidated 

Standard of Reporting Trials (CONSORT) extension to pilot trials was followed for reporting the 
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trial. The study was based in Bedfordshire. The trial was registered at the ISRCTN Registry 

(www.isrctn.com) with registry number ISRCTN61093625. 

 

8.4. Study population  

As set out in the commissioning brief from Autistica within their call for studies on carer mental 

health, this study targeted parents and carers of children up to the age of 10 years who had been 

diagnosed as autistic within the past 12 months or were still undergoing diagnostic assessment. 

Parents or carers’ identification of the child being autistic was accepted as confirmatory and no 

other documentation was used to confirm the diagnosis. 

 

8.4.1. Inclusion criteria 

• Parents or carers aged 18 years or older who care for an autistic child aged up to and 

including 10 years. 

• The child was diagnosed after October 2017 or undergoing diagnostic assessment at the 

time of recruitment. 

• Participants reside within the county of Bedfordshire.  

• Participants must be able to speak and understand English. 

• Participants should have access to the internet or a device to be able to take part in the 

online meetings (e.g. mobile, tablet, PC with a camera and microphone).  

 

8.4.2. Exclusion criteria: 

• Parents or carers aged 18 years or older who care for an autistic child aged over 10 years 

old.  
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• Child had received the autism diagnosis before October 2017. 

• Participants who live outside the county of Bedfordshire. 

• Participants not able to speak and understand English (resources for interpretation and 

translation were not available within this feasibility study). 

• No access to the internet or a device to be able to take part in the online meetings.   

 

8.5. Sample size 

The target recruitment for this feasibility trial was twenty-four participants. There are no specific 

guidelines for sample sizes of feasibility studies. There are also no definitive guidelines for group 

sizes of behavioural group interventions although common practice is for group sizes to range 

between 6-12 participants (e.g. Hayes and Watson, 2017; Frantz et al., 2017; Lucksted et al, 

2017). The feedback from Autism Bedfordshire as well as the literature suggests that recruitment 

and retention rates for this target population are challenging (e.g. Clifford, 2016). There is scarce 

research available on ideal group size for psychosocial interventions delivered via 

videoconference although retention rates for telehealth studies appear higher (Banbury et al., 

2018). Therefore, aiming for 12 per group for a blended format intervention was deemed 

appropriate for the current study.  

 

8.6. Recruitment  

The recruitment period commenced in June 2018 and ran until the 1st of October 2018. A public 

advert (see Appendix 5) was posted on local parenting Facebook groups (e.g. ‘mums and dads of 

Luton’) and more autism-specific groups (e.g. ‘CHUMS’, a Mental Health and Emotional 

Wellbeing Service for children and young people in Bedfordshire.)  The advert was also shared on 
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local Facebook selling pages (e.g.  ‘Things for sale in and around Luton’) and an advert was 

posted on the London Autism Group; a Facebook group which had more than 1000 members, 

predominantly parents, at the time.  A list of all Facebook groups used to advertise the study can 

be found in Appendix 6.   

 

Parents and carers were also recruited with help from our study partners Autism Bedfordshire 

and the Luton Borough Special Needs team by advertisements on their social media channels.  

Autism Bedfordshire is the largest autism charity in the county and Luton Borough Council 

Special Educational Needs Service team run the FLAG (Families Luton Autism Group), DADS (Dads 

Autism Disorder Support), and CALM (Children Autism Luton Meeting) groups where carers of 

autistic children meet for monthly coffee mornings. Parents and carers attending these groups 

were informed about the study and encouraged to contact the research team for more 

information. 

 

The study was advertised on the University Institute of Health Research’s website and social 

media channels, and a press release resulted in two local radio interviews, an interview at peak 

audience time on a regional news program (BBC Look East) and on the national BBC breakfast 

show.  Interested parents or carers were invited to visit the University’s website for further 

information. Flyers and posters were also distributed in local community centres in Luton (e.g. 

library, county hall,) and the local shopping mall. To encourage further recruitment an advert 

was sent out by AUTISTICA to people who subscribed to their research database. Because of 

interest received from those outside Bedfordshire, the original inclusion criterion was widened 
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to those who live in Bedfordshire or neighbouring counties and able to attend the face to face 

sessions in Luton.  

  

Parents and carers who were interested in taking part or finding out more information were 

invited to read the online information sheet (Appendix 7) on the URL link provided or to contact 

the PhD student directly. After reading the online information document, participants were 

invited to confirm three eligibility criteria questions before being directed to the consent form 

(Appendix 8). If interested participants were to select ‘no’ to consent they were invited to state 

the reasons why. After consent was obtained, a link to the baseline questionnaire was provided.  

 

8.7. Randomisation and blinding  

The stratified randomisation method was selected as most appropriate for the current study 

design since this method addresses the need to control and balance the influence of covariates 

(Suresh, 2011). Stratified randomization is achieved by generating a separate block for each 

combination of covariates, and participants are assigned to the appropriate block of covariates 

(Suresh, 2011). After completing the baseline questionnaire, all participants eligible to take part 

were stratified based on gender and frequency of use of (online) support groups (ranging from 0 

(never) to 4 often)) to minimise imbalance between the two groups. These covariates were 

selected based on the link between social support and mental health (Chapters 4 and 5) and the 

relatively unknown gender differences on the impact of stigma upon mental health of parents of 

autistic children. The majority of caregiver research relies on data provided by mothers. Some 

research suggests that mothers feel more stigmatised than fathers (Gray, 1993) and that 

mothers report higher depression scores than fathers (e.g. Davis and Carter, 2008; Ortzak et al., 
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2014) yet there is little research on stigma and the differing impact on maternal and paternal 

mental health available.  Also, due to the psychosocial support element of the intervention, it 

was deemed appropriate to stratify based on current use of social support groups. The 

participants were randomised by an independent researcher via computer generated allocation 

using JavaScript’s Math functions (Random number generator: 

https://andrew.hedges.name/experiments/random/) to either the SOLACE intervention or to the 

control group. Double-blinding of group allocation was not practically possible since the 

intervention was facilitated by the researcher. 

 

8.8. Intervention group  

The intervention ran from 2nd October 2018 until 20th November 2018. As described in Chapter 7, 

the intervention comprised of eight themed sessions and included psycho-education, group 

discussions, short video clips and group tasks. There were five online sessions and three to face 

to face sessions and each session lasted between 60-90 minutes, occurring once a week. The full 

content of SOLACE is described in Chapter 7 and the manual can be found in Appendix 9. The 

sessions were hosted at 19.30 in the evening which was considered to be the optimal time for 

parents with young children and work commitments. An assistant facilitator was present during 

the face to face to sessions, which is described in section 8.10.  

 

A week before the start of the intervention, participants were sent detailed information about 

timings and locations, instructions on how to join the ‘secret’ Facebook group and how to use 

the videoconferencing program ‘Zoom’. The face to face sessions took place at the University of 

Bedfordshire main campus and the online sessions via the videoconference program ‘Zoom’ 

https://andrew.hedges.name/experiments/random/
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(www.zoom.us). Participants were given the opportunity to practice the videoconference with 

the facilitator if preferred. One participant used this opportunity and spoke with the facilitator 

on the phone to go through the setup of Zoom.  

 

‘Zoom’ was chosen to be the most appropriate software for the purpose of the study.  A ‘pro 

meeting plan’ was purchased for the intervention period meaning that there were no time limits 

or restrictions on numbers for meetings. Skype requires an annual subscription and only up to 

ten participants can join a Skype group call (Tuttas, 2015) whereas Zoom is built to host online 

meetings that can accommodate up to 100 interactive video participants and requires no yearly 

commitment.  Secondly, Zoom is relatively easy to set up and participants can access meetings 

without having to purchase or install software. Another reason why Zoom was selected is 

because of its screen sharing facilities and recording options. Only the facilitator could record 

and save the sessions.  

 

As described in Chapter 7 (Section 7.5.1.) during the intervention period, a ‘secret’ Facebook 

group called SOLACE, which only the experimental group participants had access to, was used to 

support the intervention and to boost retention rates. This group was closed, meaning that only 

the participants attending SOLACE could see posts and comments and that only those invited by 

the facilitator could join the group. The facilitator created a separate Facebook account to be 

able to add participants to the Facebook group and used this group to share details about 

upcoming sessions, instructions on how to use ‘Zoom’ and to share details of the sessions for 

those who were not able to attend. This information was also sent via email to the participants. 

http://www.zoom.us/
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A pinned post which remained at the top of Facebook page set out the guidelines for the use of 

the group to ensure a respectful and supportive environment (see Appendix 10) and all 

participants were encouraged to become familiar with these guidelines. After each group 

session, information relevant to the session was shared in the Facebook group and participants 

were encouraged to use the group to ask each other questions, or to share their experiences or 

concerns.  

 

8.9. Control group  

Participants allocated to the control group did not receive any intervention and were asked to 

continue with their normal day to day life as usual. Measures were taken again post intervention 

period (week 8) and six weeks post intervention (week 14) to describe potential preliminary 

differences between the control and intervention group.  After the study period when all data 

was collected, an abbreviated version of the SOLACE manual, including useful information and 

activities that were part of SOLACE was provided to this group.  

 

8.10. Facilitator(s) 

Both the facilitator and assistant facilitator have a background in psychology, educated to at 

least Masters level and both have personal (autistic family member) and professional experience 

with autism. It was my task as the facilitator to ensure the topics in the manual were covered 

and to encourage participant to participant interaction in a respectful and supportive 

environment where they can share their experiences and support and learn from each other.  
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The voluntary assistant facilitator was recruited from the University’s Masters in Health 

Psychology. Her role was to assist the facilitator whilst running the face to face groups. She was 

asked to familiarise herself with the manual so that she would have an understanding of the 

topics to be covered and could make notes on the fidelity. She was given a detailed description 

of the study aims and the aims of the intervention.  The assistant facilitator has a psychology 

background and taught psychology at a secondary school including autistic children. She was 

therefore familiar with talking to parents of autistic children.  The assistant facilitator was not 

required to take an active role in the intervention.  

 

8.10.1. Facilitator Training  

To ensure I was equipped with the necessary skills and experience to facilitate the intervention, I 

completed online autism training, a one-day Compassion Focused Therapy workshop, attended 

several autism support group meetings, and practiced with the supervisory team.   

 

8.10.11.1. Autism training  

In line with the recommendations from study partners and Clifford (2013) I took part in autism 

training provided by the National Autistic Society (www. Autism.org). I completed three online 

modules (‘understanding autism’; ‘autism, anxiety & stress’; and ‘autism: supporting families’) 

which are CPD accredited as conforming to continuing professional development principles. The 

obtained certificates can be found in Appendix 12. 

 

The module ‘understanding autism’ explains what autism is from the perspective of autistic 

people. Autistic individuals explain how autism is defined and experienced and includes the 
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strengths and challenges experienced by many autistic people and how to respond to create 

enabling environments. During the module, common stereotypes about autistic people were 

challenged by the autistic individuals, which was particularly relevant to the current study.  

The second module explored the differences in how autistic people experience stress and 

anxiety and explained the factors that impact on stress and anxiety, in order to provide effective 

support to reduce the impact of stress and anxiety on autistic people. The module ‘autism: 

supporting families’ explored providing support for autistic people and their families.  This 

module discussed the experiences, common challenges and difficulties families may experience 

and what support families may need.  

 

8.10.1.2. A Compassionate Focused Approach to Working with Carers 

The University of Birmingham’s School of Psychology offered a Continuing Professional 

Development (CPD) day in conjunction with the Compassion Focused Therapy Postgraduate 

Diploma suitable for people who are currently working with the carer population. (See Appendix 

13 for the CFT certificate). During this day, attendees were introduced to the theory and model 

of Compassion Focused Therapy and were encouraged to consider how this could be applied to 

understanding and working with carers/ parents, particularly in group settings. The training was 

provided by Dr Sampson and Dr Goss and attendees without prior experience of working with 

carers in a therapeutic setting were asked to read the book “ The Compassionate Mind, 

Compassion Focused Therapy” written by Paul Gilbert , which I did. Gilbert’s (2010) basic 

philosophy which was central during the training day is:  

• Life involves dealing with tragedies, and people do the best they can.  

• Much of what goes on in our minds is not of “our design” and our fault. 
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• We are all in the same boat.  

• The wisdom of ‘no blame’ with the ‘desire to take responsibility’. 

 

As described in earlier chapters, caring for an autistic child can be challenging and stressful but it 

can also be an opportunity to experience pleasure that being compassionate can bring. Parents 

and carers often describe feeling low, and can be very self-critical of their feelings in their 

caregiving role (such as frustration, anger, sadness, and grief). They can also describe feeling 

alone and isolated.  During the training, Dr Sampson and Dr Goss explained how to help parents 

and carers develop a compassionate understanding of the difficulties they may experience in 

their role. Other topics that were addressed were:   

• Common emotional experiences that can negatively impact on a carers’ ability to care for 

others and themselves. 

•  Ways to help carers develop their compassionate self to help them manage their feelings 

and become more effective and fulfilled in their caring role. 

• How to explore and work with common blocks carers experience to being compassionate 

and self-compassionate.  

• How to develop Compassion Focused group programmes for carers.  

 

Fifteen attendees (13 clinical psychologists, one occupational therapist, and I) worked together 

in a group to discuss the issues parents/carers may face and how we could help them. We 

identified the common emotional experiences that can negatively impact on the parents/ carers 

ability to care for others and themselves and we discussed common blocks carers experience in 

being compassionate and self-compassionate. The main blocks identified were self-blame; 
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feelings of anger towards the person they care for; lack of experience; and not knowing what is 

right thing to do.  Because the other attendees were working with the carer population in a 

clinical settings, their experiences and insights were very useful for the current study.  For 

example, it was very interesting to learn that sometimes parents and carers feel emotions that 

they are not able to share because they feel ‘guilty’ for these feelings, such as anger. They are 

more inclined to share these feelings with other parents or carers than with a facilitator. 

 

Dr. Goss and Dr. Simpson described how they very successfully carried out a five-week group 

intervention for parents of children with eating disorders. They described that parents attend to 

learn more about the condition, even though the information sheet stated that the intervention 

aimed to improve the well-being of the parents. Dr Goss and Dr Simpson noted that parents all 

have different levels of knowledge and provided information leaflets and podcasts to the parents 

before the intervention commenced.  Key workers from Autism Bedfordshire and Luton Borough 

Council also made me aware that many parents attend groups to learn more about autism, 

regardless the topic of the intervention.  However, because education and knowledge are key in 

reducing stigma and self-stigma, psycho-education will be an integral part of the intervention. It 

is however useful to acknowledge that parents and carers all have different levels of knowledge 

about autism at the start of the intervention and this should be acknowledged.  Another key 

learning point from this workshop was that carrying out an intervention can be emotionally 

challenging for the facilitator. Dr Goss and Dr Sampson strongly recommended that groups are 

either run by two facilitators or with an assistant facilitator. 
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8.10.1.3. Autism support groups/coffee mornings 

To further familiarise myself with the study population and their needs, challenges and 

expectations, I attended several coffee mornings and parenting groups hosted by the London 

Autism Group (unstructured peer support); and Luton Borough Council (CALMS, CAUSE and 

FLAG). During these meetings, I observed the group processes and spoke to as many parents 

possible. It was clear that parents were very willing to talk and keen to share their stories. This 

made me realise that one of the potential challenges during the intervention could be that it 

would be hard to give everyone time to talk. Some parents pointed out that they would prefer a 

facilitator to have personal experience with autism and recommended that I would share my 

story with parents to establish rapport quicker.  

 

To gain further experience and confidence, I facilitated a 90-minute support group hosted by our 

study partner, Luton Borough Council (CAUSE, March, 2018). Fifteen parents were present (14 

female, 1 male).  I asked them to share their experiences with stigma and how they feel about 

disclosing the diagnosis to others.  When parents shared a difficult situation, I would ask others 

in the group what they thought about it, or what they would do in this situation. For example, 

one mother said her husband did not ‘accept’ the diagnosis and it made her feel unsupported 

and alone. I asked others if they recognised this, and how they dealt with this. This encouraged 

group conversations and shared problem solving. This experience provided me with invaluable 

learning and practise for facilitating SOLACE.   
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8.10.1.4. ‘Zoom’ practice 

For the smooth running of the intervention it was vital that I was competent in using the 

videoconferencing software. There are various tutorials available on the website (www.zoom.us) 

and I used both a laptop and mobile phone to experience Zoom.  I also took part in meetings as 

the participant so that I would have a clear understanding of the participants’ perspective and 

potential difficulties in setting the software up. As part of the training, the online sessions were 

practised (following the manual) with the supervisory team.  

 

8.10.1.5. Qualitative interviews parents of autistic children 

For a separate but interconnected research project, I also carried out 15 semi-structured 

interviews with parents of autistic children of various ages to explore the impact of stigma in 

their lives.  Three interviews were face to face and 12 interviews via videoconference. Although 

not included in the current thesis, these interviews provided me with invaluable experience 

talking to parents of autistic children and learning about their challenges and struggles. Working 

with a comparable population (parents of autistic children) provided me with confidence 

discussing sensitive subjects and what to do in situations where a parent expressed feelings of 

distress and upset. The interviews took place before and during the intervention period, but 

after the intervention design had been finalised, hence not included in the current study.  

 

8.10.1.6. Supervision  

After each session supervision was provided on a weekly basis, or more frequently when 

considered necessary.  It was provided either over the telephone or face to face according to the 

preference and convenience of the parties involved. This was to aid reflective practise for the 

http://www.zoom.us/
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facilitator, to discuss any issues arising during the sessions, and to reduce negative emotional 

distress for the facilitator as discussed in the ethics section 8.13.  

 

8.11. Outcome measures 

As introduced in Chapter 3, a mix of quantitative and qualitative methods were used to evaluate 

the feasibility, acceptability and preliminary impact of the intervention as per the UK’s MRC 

complex interventions framework guidelines (Craig et al., 2008; Oakley et al., 2006). The 

implementation of the intervention was explored through a randomised controlled design and 

collected information relating the implementation process, the outcome measures and views of 

participants on the intervention (Oakley et al., 2006). It was also conducted with the aim of 

informing the future design of a refined version of SOLACE for the purpose of a definitive RCT. As 

discussed in previous chapters, the UK’s MRC guidelines highlight the need to address the view 

of key stakeholders in the development of interventions (Craig et al.  2008). When developing 

and evaluating complex interventions, it is necessary to establish the level of acceptability to 

those who may benefit from it (Craig et al., 2008; Campbell et al., 2000). If an intervention is 

considered acceptable, users are more likely to adhere to the intervention, and to benefit from 

improved outcomes (Sekhon et al., 2017). People will only be able to experience the potential 

benefits of any intervention if they are able to engage with its components (Shariff, 2015), 

therefore, any potential barriers to acceptability should be highlighted as soon as possible. 

 

Moreover, acceptability of the intervention to the deliverers (facilitator) also determines 

successful implementation (Diepeveen et al., 2013; Stok et al., 2016). From the perspective of 

intervention deliverer (i.e. facilitator in the current study), if the delivery of an intervention is 
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considered to have low acceptability, the intervention may not be delivered as intended (by 

intervention designers), which may have an impact on the overall effectiveness of the 

intervention (Borrelli et al., 2005; Proctor et al., 2009).  The following sections list the measures 

used to evaluate the processes. The results are described and discussed in Chapter 9.   

 

8.11.1. Feasibility and acceptability outcome measures 

The outcome measures to assess feasibility and acceptability were: 

1) Recruitment and retention rates, including willingness to be randomised. 

2) Drop-out rates, including reasons, were recorded to help determine the acceptability of 

the intervention to participants. 

3) Fidelity and implementation issues including adverse events were recorded in an 

implementation log to assess feasibility and acceptability of the delivery of the 

intervention. 

4) Missing data was descriptively analysed in order to evaluate the acceptability of the data 

collection measures and procedures.  

5) To evaluate the acceptability of SOLACE and its outcome measures to the parents, 

participants from the intervention group a qualitative focus group was carried out.   

 

8.11.2 Focus group 

As explained in Chapter 3 (Section 3.3.2.), it is necessary to establish the level of acceptability to 

those who receive the intervention (Campbell et al., 2000; Craig et al., 2008) and to identify 

barriers to acceptability as early as possible. A qualitative focus group and individual interview 
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were carried out to explore the views and experiences of the participants and to assess SOLACE’s 

acceptability of the intervention.  

 

At the end of the eighth and final SOLACE session, participants were asked about their 

availability and preference of location and time for the evaluative focus group interview. The 

majority of participants indicated they preferred an online interview, thus to ensure maximum 

attendance it was decided to carry out the focus group via the videoconference program Zoom. 

For those unable to attend the focus group session an individual interview was scheduled which 

followed the same format as the focus group. Although limited research is available on the use of 

videoconferencing software to run focus groups, researchers such as Tuttas (2015) have 

successfully used videoconference to conduct a focus group. This is in line with prior research 

supporting the use of both asynchronous Internet-assisted methods (Kenny, 2005; Turney and 

Pocknee, 2005; Williams and Reid, 2012) and synchronous Internet-assisted methods (Stover and 

Goodman, 2012) for qualitative data collection. 

 

A topic list was used to evaluate the intervention content, structure, format and delivery (see 

Appendix 14.) The acceptability of the outcome measurement tools and the intervention itself 

were discussed, and participants were invited to provide their opinions on whether and how the 

intervention could be refined to increase the likelihood of effectiveness of a future larger 

intervention study. Open questions were used as much as possible to encourage participants to 

elaborate on topics. Subjects of particular interest were explored further as they arose during 

the interview. The individual interview followed the same topic guide as used during the focus 

group interview. Topics included:  
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• Structure and format of the sessions  

• Mode of delivery (online versus face to face)  

• Content (what was beneficial and what was not, what was missing)  

• Suggestions for future trial  

• Any additional thoughts and issues 

 

8.11.3 Fidelity 

An important aspect of the evaluation process according to the MRC guidelines is to measure 

fidelity i.e. whether the intervention was delivered as intended (Moore et al., 2015). Within their 

process evaluation framework, Steckler and Linnan (2002) define fidelity as “the quality of 

delivery, emphasising the need to capture the qualitative nature (‘spirit’) of what was delivered”, 

(p 10) not just the technical aspects of delivery. Further definitions of fidelity offered by Bellg 

and colleagues (2004) include consideration of intervention design, training, delivery, receipt and 

enactment. As discussed in Chapter 3, the context of the intervention is important and complex 

interventions usually require some modifying when implemented in different contexts. Because 

this is the first study of its kind, it is unknown what will work and what will not work so well. As 

with complex interventions, strict adherence to the protocol may be inappropriate and 

adaptations may be necessary to suit the context of the sessions (Craig et al., 2008). 

Nevertheless, as Raine et al. (2016) stress, detailing the changes and deviations from protocol 

are important for future stakeholders as a lack of standardisation can reduce the likelihood that 

health care commissioners fund an intervention that cannot be ‘manualised’ (Raine et al., 2016).  

Also, deviations from the manual are an important aspect to refine the intervention for a future 

trial. The outcomes of the study may be affected by contextual factors (Howarth et al., 2016) and 
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factors related to the implementation of an intervention (Craig et al., 2008). Thus it is important 

to report on the implementation process to provide insight into why the intervention was 

successful or not and how they can be improved. To facilitate this, an implementation log was 

completed by the facilitator after session to record any deviations from the intervention manual 

and to record barriers to fidelity. It was recorded how much time was spent on each topic and 

whether each topic was covered.  The implementation log was also used to during supervisory 

meetings to discuss barriers to intervention fidelity and implementation issues.  The assistant 

facilitator took notes during the face to face sessions and marked in the manual whether each 

topic was covered discussed this with the facilitator after the sessions. Any issues that arose 

during the sessions such as technical or practical issues that interfered with the delivery of the 

intervention were also reported in the implementation log. This is key for the refinement of a 

future definite trial; to understand the context of the study and to interpret the study’s results. 

The template implementation log can be found in Appendix 9 at the back of the SOLACE manual.  

 

8.11.4. Statistical outcomes of interest 

The following outcome measures were used to assess the preliminary effectiveness of SOLACE 

and were measured at three time points: baseline (T0), week eight (T1) and week fourteen (T2). 

A list of all outcome measures used can be found in Appendix 14. 

 

8.11.5.1. Primary outcome measure 

Mental Health was measured with the validated and reliable 5-item ‘Mental Health 

Inventory’(MHI-5) (Berwick et al., 1991) which is the ‘mental health’ subscales of the widely used 

Medical Outcomes Study 36-Item Short Form Health Survey (SF-36). Participants were asked to 
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rate on a six-point scale how often they felt as described during the past month e.g.: “How much 

of the time, during the past month, have you felt so down in the dumps that nothing could cheer 

you up?”. Scores ranged from 1 (all of the time) to 6 (none of the time) and an average score was 

calculated and to compute a total MHI transformed score ranging from 0-100 (MHI Total score = 

[(mean MHI-1)*100]/5) with lower scores indicating poorer mental health. The MHI-5, which is 

used as the measure of common mental disorder, has excellent validity and reliability in 

measuring symptoms consistent with depression and anxiety (Bailey and Grenyer, 2015), and has 

a long history of use in large-scale health studies (Fone et al., 2007), including within the 

caregiver population (Bailey and Grenyer, 2015). In the current study the internal consistency 

was excellent too (α=.93). 

 

8.11.5.2 Secondary outcome measures 

Public Stigma was measured using the Perceived Public Stigma Scale (Chan and Lam, 2017).  This 

scale contains eight items on a six-point Likert scale ranging from 0 (strongly disagree) to 5 

(strongly agree) with higher scores indicating higher levels of perceived public stigma. The mean 

score was calculated as an index of public stigma.  A sample statement is “Most people think less 

of an autistic person than they do of other people”. This scale has been used with carers and 

parents of autistic children and shown good validity and reliability (Chan and Lam, 2017). 

However the reliability for the scale in the current study was questionable with a Cronbach alpha 

of .65.  

 

Courtesy Stigma: Levels of experienced courtesy stigma were measured using the Perceived 

Courtesy Stigma Scale (PCSS) (Chan and Lam, 2017) which contains seven items adapted from 
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the Devaluation of Consumer Families Scale (Struening et al., 2001). Carers rate each item on a 

four-point Likert scale ranging from 0 (strongly disagree) to 3 (strongly agree) with higher scores 

suggesting higher levels of perceived courtesy stigma. Items include statements like: “Most 

people blame parents for their child being autistic”. In line with the preferred language used in 

this thesis statement were changed to autistic individual. The PCSS has been used with parents 

of autistic children and its validity was demonstrated by its significant correlations with 

theoretically related constructs (Chan and Lam, 2017) and a good reliability score of α= 0.89. For 

the current study the reliability score was equally good (α=.88). 

 

Affiliate Stigma: Affiliate Stigma was measured using an adapted version of the Affiliate Stigma 

Scale devised by Mak and Cheung, 2008.  This original 22- item Chinese scale was adapted to be 

suitable for UK parents and carers. The term ‘family member with mental illness/intellectual 

disability’ was replaced with ‘autistic child’  Three items with the lowest factor loadings were 

dropped in order to decrease the number of negatively worded items based on work by Werner 

and Shulman (2015). An example item is “The behaviour of my child makes me feel 

embarrassed” and “People’s attitudes towards me turn negative when I am with my autistic 

child”. Each item is rated on a 4-point Likert scale ranging from 1 (strongly disagree) to 4 

(strongly agree). A mean score was calculated with higher scores indicating higher levels of 

affiliate stigma. Internal consistency was excellent (α=.93) in Werner and Shulman’s (2015) study 

as well as in the original study (α = 0.94; Mak and Cheung 2008) and the current study (α = 0.90). 

 

Self-Esteem: Rosenberg’s 10-item Self-Esteem Scale (Rosenberg, 1979) was used to measure self-

esteem. Participants were asked to rate how 10 statements applied to them on a scale from 0 
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(strongly disagree) to 3 (strongly agree). An example statement is “I feel that I have a number of 

good qualities” and “I am able to do things as well as most people”.  An overall index can be 

calculated by adding scores. Scores can range from 0-30 with score below 15 are considered as 

low self-esteem. The Rosenberg Self-Esteem Scale is a widely used measure of self-esteem which 

has been shown to have good internal consistency in various populations. The internal 

consistency was high in the current study too, α= .91 

 

Self- Compassion: Self-Compassion was measured with the Self-Compassion Scale--Short Form 

(Raes, 2001) modified version of Self-Compassion Scale (Neff, 2003). It measures six components 

of self-compassion: Self-Kindness (e.g. “I try to be loving towards myself when I am feeling 

emotional pain”) Self-Judgment (e.g. “I’m disapproving and judgmental about my own flaws and 

inadequacies”),  Common Humanity (e.g. “When things are going badly for me, I see the 

difficulties as part of life that everyone goes through”)  Isolation, Mindfulness, and Over-

Identification (e.g. “When I am feeling down I tend to obsess and fixate on everything that is 

wrong”). The 12 items were rated on a 5-point response scale ranging from 1 (almost never) to 5 

(almost always).  An average score was calculated to provide a mean self-compassion score. The 

SCS-SF has demonstrated good internal consistency (α ≥ 0.86) and a near-perfect correlation 

with the long form SCS (r ≥ 0.97) and has been successfully used with parents of autistic children 

(Neff and Faso, 2014). The internal consistency in the current study was good, α= .86.   

 

Positive Meaning of Caregiving: Based on Werner and Shulman’s (2015) study positive meaning 

in caregiving was measured with 11 items taken from parents’ qualitative responses to the 

question ‘‘How has caregiving for your child affected your life?’’ in a study by Meyers et al. 
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(2009) and from the Perceived Benefits scale constructed by Green (2007) containing 5 items. A 

sample item is “Being a parent/carer to an autistic child with a taught me kindness, patience and 

happiness.” Each item was rated on a 5- point scale ranging from 0 (strongly disagree) to 4 

(strongly agree) and an overall index of the mean score was computed. The internal consistency 

for this scale was high both for the current study (α=.91) and in Werner and Shulman’s study 

(α=.86). 

 

Self-Blame: A shortened version of the Self-blame and Responsibility Scale developed by Mak 

and Kwok (2008) was used. The scale was translated from Chinese for the current study by 

Winnie Mak (2017) and slightly adapted to make it more suitable for the UK population. For 

example the item “I blame myself for allowing my child to have autism-related negative 

behaviour” was replaced with “Whenever my child shows autism-related behavioural problems, I 

would blame myself”. The original scale consisted of 18 items and showed that responsibility and 

self-blame scores were highly correlated (rho=.80), and loaded on a single factor, so the mean of 

18 items was used (Cronbach’s alpha α= .90). To overcome response fatigue, questions which 

were almost identical were removed from the scale (e.g. “I am the cause of my child’s autism” 

was not included but only “I blame myself for causing my child to be autistic”).  Ratings were 

made from 1 (strongly disagree) to 7 (strongly agree) with higher scores indicating higher rates of 

feelings of self-blame. The internal consistency in the current study was acceptable with α= .75. 

 

Social Support: To measure perceived social support the Medical Outcomes Study: Social Support 

Survey (Sherbourne and Stewart, 1991) was used. This scale measures four components of 

perceived availability of social support, including (1) Emotional support/Informational support, 
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(2) Tangible support (including material support), (3) Positive social interaction (does the person 

have friends that are available to have fun), and (4) Affectionate support (including loving and 

nurturing relationships). Scores ranged from 1 (none of the time) to 5 (all of the time) and scores 

were added to compute a total score with higher scores indicating higher perceived social 

support.  Sample items were “Someone to prepare your meals if you were unable to do it 

yourself” and “Someone to turn to for suggestions about how to deal with a personal problem.” 

It has shown good reliability (α=.85) and validity on total scale (α=.88) as well as subscales in 

previous studies with caregivers (Sherbourne and Stewart, 1991) as well excellent internal 

consistency score in the current study (α=.95).   

 

(Subjective) Social Isolation: The Short-form UCLA Loneliness Scale (Russell et al., 1980) was used 

to measure social isolation.  The UCLA Loneliness Scale has been found to be a highly reliable 

measure with high internal consistency and high validity (Russell et al., 1980). The scale consists 

of 8 items with scores ranging from 1 (never) to 4 (often). A total score was calculated with 

higher scores indicating higher feelings of isolation. An example item is “How often do you feel 

that there is no one you can turn to? The internal consistency in the current study was good with 

a Cronbach alpha of .86. 

 

Other baseline measures: Information on general demographic variables such as age, gender, 

ethnicity, marital status, income, religious affirmation, educational level, how many children, 

gender and age of (autistic) child, what diagnosis the child has received, and current use of 

(online) support groups was collected at baseline.  
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8.12. Statistical Methods 

8.12.1. Intention to treat analysis 

As suggested by the CONSORT guidelines an intention to treat (ITT) analysis was carried out, 

subject to the availability of data, which means that the study findings are interpreted for the 

exact sample analysed (Gordis, 2014). ITT includes every participant who is randomised, 

regardless of what happens after randomisation (Newel, 1992), which is in contrast to the more 

traditional approach of ‘per protocol analysis’. In the ‘per protocol analysis’ approach, the data 

are analysed according to the intervention that participants actually receive during the study, 

regardless of their random assignment (Gordis, 2014). Critics argue that this approach 

contradicts the whole purpose of randomisation and presents a serious threat to the validity of 

the study findings (El-Masri, 2015). Gordis (2014) explains this is because participants who leave 

the study or do not adhere to their group allocation are likely to do so because of characteristics 

that may influence our understanding of the outcome. Thus although ITT analysis tends to give a 

more conservative estimate of the outcome than per protocol analysis, it is likely to be a more 

realistic outcome. Furthermore, it has been argued that ITT is appropriate for feasibility studies 

because it is a better representation of what is likely to happen in a full trial since protocol 

deviations, drop outs, and non-adherence are likely to happen in a full large scale trial too 

(Heritier et al. 2003). ITT avoids favourable results of an intervention as a result of removing non-

compliers from analysis (Gupta, 2011).  

 

8.12.2. Missing data 

The best possible way to deal with missing data is to minimise missing data from occurring 

through careful planning of the study and data collection (Scharfstein, Hogan and Herman, 2006; 
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Wisniewski et al., 2006). The outcome measures have been selected with this in mind and 

limited to reduce response fatigue and increased risk of missing data. Furthermore, reasons for 

withdrawal or non-consent were recorded for subsequent interpretation of the results.  There 

are no fixed guidelines on how to manage missing data in ITT and different methods may suit 

different situations (Hollis and Campbell, 1999). The CONSORT statement notes that dealing with 

missing data is less important in pilot and feasibility studies, but that is more important to 

understand why the data is missing helping to prevent missing data in a future larger trial 

(Eldridge et al, 2016). Missing data were explored using descriptive analysis to evaluate whether 

any missing data is associated with baseline characteristics and to evaluate the acceptability of 

outcome measures used. Furthermore, the qualitative focus group discussed the outcome 

measures to explore the acceptability of the measures which can help to discover the burden of 

data completion to the participants, and why some particular items may be incomplete. 

 

For the current study, it was decided that when there was no data for outcome measures or 

more than half of an outcome measure or domain was missing, it was classed as missing data 

and the outcome measure or domain was removed from the final analysis. When more than half 

of the values on a single domain were recorded, sample mean imputation was used. Kang (2013) 

points out this a more favourable method to ‘last observation carried forward’ where the last 

item value is carried forward to replace the missing value. Sample mean imputation is not 

possible for categorical variables and those were not replaced and recorded as missing when 

applicable.  
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8.12.3. Statistical analysis 

The quantitative outcome measures were analysed using IBM SPSS v23 software. In line with the 

research objectives quantitative data were first descriptively analysed to assess recruitment 

rates, follow-up and retention rates, and willingness of randomisation. Descriptive statistics 

(frequencies, percentages, means and standard deviations) were also used to describe 

categorical, demographic and quantitative outcome measures. To examine SOLACE’s preliminary 

effect, statistical tests were carried out. The selection of relevant statistical tests depended on 

the distribution of data.   

 

8.12.4. Measures of central tendency 

To determine which statistical test is appropriate to test for differences and changes in the data 

set, the distribution of the data set has to be examined for normality (Thode, 2002). There are 

various methods to assess the distribution of data, such as plotting methods that involve visually 

assessing the frequency distributions of data in histograms, stem and leaf plots or box plots to 

test for outliers (Thode, 2002). However, these methods are not always reliable (Ghasemi and 

Zadedias, 2012) and, therefore, in line with Ghasemi and Zahedias’ (2012) overview of normality 

testing, Sharpio-Wilks was selected to confirm the assumption of normality, as they claim that 

these tests provide better power than the commonly used Kolmogorov-Smirnov, and is better 

suited for small samples.   

 

The data was plotted on a separate histogram for each outcome measure. Visual inspection 

revealed that the majority of outcome measures were fairly normally distributed which was 

confirmed by the Sharpio-Wilks test. Further exploration of skewness and kurtosis revealed that 
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the outcome measure of social isolation was negatively skewed. Because this is a well validated 

outcome measure and the remaining outcome measures did meet the normality assumptions, it 

was decided to transform the social isolation scores to be able to conduct parametric tests on all 

outcome measures.  

 

8.12.5. Quantitative data analysis 

Individual and group-level descriptive analyses of both the frequency and/or central distribution 

(medians, means, standard deviation, range) of independent and dependent variables was 

conducted. Missing data within each measure was explored to further assess the acceptability of 

the measurement tools.  

 

A one-way repeated measures analysis of variance (ANOVA) was used to compare the mean 

values of the outcome variables over the three time points within both groups. To ensure that 

the assumption of Sphericity of the data was met, Mauchly’s Test of Sphericity was carried out 

for each within group analysis. No Bonferroni adjustments for type 1 error were applied due to 

the exploratory nature of the analysis (Armstrong 2014; Perneger 1998). Where significant, 

repeated t-tests were carried out to explore the changes in outcome compared to baseline 

measures. Independent t-tests were used to compare the mean values of quantitative outcome 

measures between the SOLACE and control group. This is an inferential statistical test performed 

to determine whether the means of two unrelated groups (SOLACE and control group) from a 

normally distributed population differ significantly from each other. A p-value of <0.05 and 95% 

confidence intervals were used to report precision of the estimates. 

 

https://0-link-springer-com.brum.beds.ac.uk/article/10.1007%2Fs10803-018-3734-3#CR4
https://0-link-springer-com.brum.beds.ac.uk/article/10.1007%2Fs10803-018-3734-3#CR37
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8.12.6 Qualitative data analysis 

In line with the study’s epistemological stance, a critical realist approach was adopted meaning 

that a fairly unidirectional relationship was assumed between the participants’ responses and 

the meaning of these responses (Braun and Clarke, 2006; Potter and Wetherell, 1987). Thematic 

analysis was chosen as the most appropriate method for examining the data set. Braun and 

Clarke (2006) and King (2004) stress that thematic analysis is useful for summarising key features 

of a data set, and is good for highlighting the perspectives of the participants, including their 

similar and differing views. Thematic analysis further helps the researcher adopt a structured 

approach handling the data, and subsequently produce a clear and organised report (King, 2004).  

An inductive analytic approach, as opposed to a deductive approach, was considered 

appropriate for the current study, given the lack of existing stigma protection interventions, and 

the novelty of mode of delivery.  Furthermore, in line with critical realism’ perspective, the data 

set was coded for semantic themes.  Braun and Clarke (2006) point out that searching for latent 

themes is more in line with social constructionist principles.   

 

Once both interviews were conducted, the audio files were downloaded on to a password-

protected computer. Recordings of the interviews were listened to several times and transcribed 

as soon as possible after the interviews took place. After transcription, both files were listened 

back to again to ensure the transcript was correct. The two transcripts were analysed at the 

same time as one data set. As mentioned above, the data set was subjected to thematic analysis 

following the guidelines and steps outlined by Braun and Clarke (2006). This involved in depth 

familiarisation with the interview data, systematic identification of codes to form a coding frame, 

indexing the data according to the coding frame to identify common themes and interpreting the 
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findings in the context of other research (Braun and Clark, 2006). Although the focus was on 

semantic themes, attention was paid to notable exceptions in which the participants’ words may 

have had more than one meaning; for example, if it was very apparent that their intended 

message was different from their spoken words. 

 

Braun and Clark (2006) recommend the following phases for qualitative analysis:   

• Phase 1: Familiarisation with the data 

• Phase 2: Generating initial codes 

• Phase 3: Searching for themes 

• Phase 4: Reviewing the themes 

• Phase 5: Defining and naming the themes 

• Phase 6: Producing the report 

 

Phase 1 & 2: familiarisation with the data and generating initial codes   

The first phases of thematic analysis involves immersing oneself in the data until familiar with 

the depth and breadth of the content (Braun and Clarke, 2006). Braun and Clarke (2006) point 

out that transcribing the data is step one of the familiarisation process. The interviews were 

transcribed without specialised software and re-read whilst listening to the audio recordings to 

ensure the transcripts were accurate. Both transcripts were merged into one document and read 

again whilst taking notes, and highlighting important and/or re-occurring phrases and words. The 

data set was then transferred into Nvivo 11 (v2) and an initial coding frame was manually 

created, which is listed in Appendix 15.  In line with Braun and Clarke (2006)’s recommendations, 

responses were coded for as many potential themes as possible, without making assumptions 
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about the themes at this stage (Braun and Clarke, 2006). Initially, a long list of codes was created 

and responses were often categorised under multiple topic headings. For example, when a 

response was related to the ‘being understood’ and ‘able to share’ with other parents they were 

coded under different topic headings but in later stages merged.  All anonymised transcripts 

were also read by one member of the supervisory team, who was not familiar with the individual 

participant data or case histories.  

 

Phases 3&4: searching and reviewing themes 

Discussion with the supervisory team occurred to ensure initial codes had appropriate face 

validity and sufficient depth of analysis, and to discuss initial theme generation. A mind map was 

created to visually present the codes and help organising the codes into initial themes (see 

Appendix 15). This exercise also helped identify overlap between codes. For example, the code 

‘to vent’ and ‘being understood’ were merged as both contained responses that referred to the 

same feeling of not being judged and understood.  

 

Phase 5: finalising themes 

After dividing the codes into themes, all responses were reread systematically and the 

validity of their assignment to each theme was reconsidered, as recommended by Braun and 

Clarke (2006). During this phase the themes were refined until the themes were all clearly 

defined and understood in relation to each other. As part of the refinement, certain themes 

were merged together. For example, the positives of being part of a group, as well as the 

positives of taking part in SOLACE, were merged under one theme of ‘SOLACE’s impact’. 

Once the research felt the themes represented the interview data ‘coherently’ and 
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‘concisely’, the themes were used for the final step to “tell the story about the data” (Braun 

and Clarke, 2006, p.22).  

 

Phase 6: producing the report 

The final phase is providing an analytic narrative of the dataset that not only describes the 

data but also provides an answer to the research question (Braun and Clarke, 2006). Braun 

and Clarke (2006) recommend including quotations to enhance the narrative story and to 

provide support for the identified themes. The excerpts are also a useful way to illustrate 

differences in participants’ opinions. All participants were given pseudonyms in the report to 

protect their anonymity. The findings are presented in Chapter 9, in the order of the 

identified themes aiming to “tell the complicated story of the data in a way that convinces 

the reader of the merit and validity of the analysis” (Braun and Clarke, 2006 p23).  

 

8.12.7. Role of interviewer 

It is important to note that I carried out the roles of researcher, facilitator, and interviewer 

during the study period. It has been suggested that interviewer bias can be minimised or 

eliminated if the interviewer is blinded to the outcome of interest (Finlay, 2002).  I, therefore, 

decided not to assess or analyse any quantitative data, including demographic data, until the 

focus groups were analysed to be as ‘blind’ as practically possible. It is, however, generally 

accepted in qualitative research that the researcher plays an active role in the research process, 

and influences not only the data collection but also the selection and interpretation of the 

collected data (Finlay, 2002).  This means it is recognised that research is a joint product of the 

participants and the researcher and their relationship, and that meanings are to be considered 
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within this social contexts (Probst, 2015). Qualitative researchers should be mindful and 

acknowledge their role in the research process, and are therefore recommended to practice 

reflexivity (Gilgun, 2010). Gilgun (2010) points out that the researcher should also acknowledge 

the impact the research process has on the researcher. There are no fixed guidelines how to use 

‘reflexivity’ because the process is so personal and different for each study (Probst, 2015). Probst 

(2015) also points out it may be difficult for the researcher to know in advance what will require 

reflexivity or what would be the most suitable reflective practice, suggesting that it can be 

difficult to build reflexivity into a study design. For the purpose of the current study, it was 

decided to keep a reflective journal throughout the intervention period and debrief with the 

supervisors after the sessions and interviews. Debriefing and working through issues with my 

supervisors was seen as a way to manage my own bias and reactivity and adding to transparency 

and trustworthiness of the research.  

 

However, reflexivity does not mean it fully reduces bias or a solution for the challenge of 

representing someone else’s reality (Pillow, 2003). Neither does it guarantees that the voices of 

participants have been truly represented (Probst, 2015). The purpose of the reflective strategies 

used during the study period was to aim for research integrity, my personal research 

development, and to reduce any emotional distress as discussed in the next section. A statement 

of reflection is given in the final chapter.   

 

8.13. Ethical considerations 

This study was conducted in accordance with the ethical guidelines of the Institute for Health 

Research to ensure trial integrity as well as participants’ safety and well-being. The guidelines 
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adhere to the General Data Protection Regulation (GDPR) and Data Protection Act 2018 (DPA 

2018). Ethical approval was granted on 30/01/2018 (ref: IHREC812, see Appendix 16) from the 

University of Bedfordshire, Institute for Health Research’s ethics committee. The main ethical 

issues to be considered were to ensure there is no reasonable likelihood of harm to participants 

or facilitator, to inform participants of the feasibility nature of the study, to avoid deception, and 

to ensure anonymity and confidentiality.  

 

8.13.1. Harms and benefits 

8.13.1.1. Participants 

The intervention was considered safe and there was no evidence to suggest that the planned 

intervention would be reasonably likely to cause any harm to participants.  Further, it was 

anticipated that the benefits of the intervention to be greater than any possible risk. For 

example, a participant may share that they received a negative comments regarding their 

parenting that left them feeling upset. The purpose of the group is to discuss strategies how to 

deal with these events and to be able to share these experiences in a non-judgmental safe 

environment. Participants were told that in the event that they do feel distress that they can 

withdraw from the study at any time. In such cases participants would be offered the 

opportunity to debrief with the facilitator, as well as a list of caregiver mental health resources 

(including services across the county and relevant online support groups). Likewise, it was 

unlikely that participants would experience any harm during the focus group interview given that 

the focus primarily regarded the feasibility, practicality, and acceptability of the intervention. It 

was ensured that all questions and probes used were phrased sensitively. A protocol and record 
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log for adverse events was utilised and all events were recorded immediately after each session 

as described in section 8.13.5.  

 

It is possible that participants allocated to the control group (no intervention) may have felt 

disappointed given that psychological interventions are not readily available for parents of 

autistic children. To minimise the potential disappointment, participant from the control group 

were provided with an information pack summarising the information shared during SOLACE and 

a list of support groups that are available in Bedfordshire and online (Appendix 15). Participants 

in the SOLACE group were reimbursed for their travel expenses to the face to face meetings. 

Finally, in line with Thabane et al.’s (2010) recommendations, it was important that all 

participants were fully aware of the feasibility nature of the study which was carefully explained 

in the information documents.  

 

8.13.1.2. Facilitator  

To minimise the potential negative emotional impact for the facilitator, a reflective diary was 

kept and field notes were written after each session. After each session, a meeting was 

scheduled with one of the supervisory team to debrief the session.   

 

8.13.2. Voluntary informed consent  

A detailed participant information sheet that clearly described the purpose of the study, what 

participation involves, risks and benefits of participation, and what happens after involvement 

ends including the possible use of their responses in outputs and dissemination, was provided to 

all potential participants (see Appendix 7). Contact details were provided in case the interested 
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participants had any questions or wanted to learn more about the study.  Potential participants 

were asked to carefully read the informed consent form that summarised the key information 

and evidenced their willingness to freely volunteer to participate in the study. Digital informed 

consent was obtained from all participants before the start of the study and reasons for not 

consenting were asked when applicable. Participants were made aware that they could 

withdraw from the study at any time and it was made clear that their anonymity would be 

respected at all times in the dissemination of results. 

 

8.13.3. Confidentiality and anonymity  

Participants were made fully aware and reassured that all collected data would be anonymised 

(using pseudonyms for qualitative data) to protect their identity and that the findings are used 

for the current research study and future research papers only.  Data and findings are treated 

confidential, but participants in the SOLACE group were informed that due to the group format 

there is no absolute guarantee that other participants will maintain confidentiality, although this 

was explicitly requested. Participants were asked to treat each other respectfully, and a friendly, 

non-judgmental, supportive environment was encouraged throughout all aspects of the 

intervention. The secret Facebook group was designed to carry on the socially supportive 

environment in between group sessions and participants were given the opportunity to post 

anonymously via a private message to the facilitator if they wished to do so. A post with house 

rules was pinned on the Facebook page, detailing the importance of creating a non-judgmental, 

respectful environment and asking to respect each other’s confidentiality.   
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Participants were informed that in the unlikely event the research team becomes aware of a 

significant risk of harm to a child or participant; confidentiality would be waivered in line with 

the British Psychological Society’s Code of Ethics and Conduct as outline in the protocol of 

adverse events described earlier.  

 

8.13.4. Data monitoring and management 

In line with the GDPR principles, a strict process ensuring the safety of all data was put in place. 

All quantitative data was captured electronically in a secured online survey platform 

(www.qualtrics.com). The data was then be uploaded into the IBM SPSS (version 22) database. 

Qualitative data was collected using audio recordings, written notes, and memos. The program 

QSR Nvivo 11 was used to analyse the qualitative data. Recordings of the online intervention 

were securely stored on a password protected laptop and only used to assess fidelity and 

evaluate the implementation process. Zoom does not store the recordings.  All data was 

anonymised and electronically stored separate from identifying information. Only the research 

team had access to the final dataset which is password-protected. All collected data is used only 

for the purposes of this research. In accordance with the UK DATA PROTECTION ACT 1998 and 

GDPR legislation no research was shared unless expected by law. All documentation and data 

will be retained for a minimum of 5 years, as recommended by the Good Practice Guidelines for 

the conduct of psychological research within the NHS (Cooper et al., 2005).   

 

8.13.5. Adverse events 

The participants’ safety is paramount and every step to ensure their safety has been taken (see 

section 8.13.1.). This included providing procedures for recording and reporting of adverse 
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events and their follow up. Adverse event monitoring is part of Good Clinical Practice (GCP) and 

is required by international research guidelines for all human research involving the delivery of 

treatment interventions (Peterson et al. 2013). An adverse event (AE) is broadly defined as a 

negative change in psychological or physical well-being observed during the study period 

Adverse events are to be recorded regardless of their relationship to the study intervention 

(Jonsson et al., 2014).  

 

Based on the recommendations made by Jonsson et al. (2014) in their review of current practice 

of reporting harms in randomised controlled trials of psychological interventions, a combination 

of structured and un-structured methods were used to measure adverse events. Participants 

were asked each week how they have felt since the last session; participants were invited to 

share feelings throughout the sessions and during the evaluation session they were asked if 

there was anything they did not enjoy about the intervention. The recording of adverse events 

started when the baseline questionnaires were completed and finished after the 6 week follow 

up were taken. The study protocol stated that if an adverse event became apparent after this 

period it would be recorded when related to the study. This protocol can be found in Appendix 9 

at the back of the SOLACE manual. 

 

Adverse events were recorded after each session in the implementation log and classified as 

follows:  

1. Severe. Adverse events that are severe include serious risk of harm to self or others and 

will need to be reported as soon as possible. For the purpose of this study, when any of the 

research team becomes aware of a child being at risk of harm; a suicide threat or another person 
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being at risk of serious harm, these events are classified as severe and will require immediate 

action.  

2. Significant. Adverse events that are significant will also require immediate attention 

although not life threatening. These events include becoming aware that a participants is 

clinically depressed or anxious; displays of severe emotional distress during the study; aggressive 

behaviour towards facilitator or other group members; a serious breach of confidentiality or 

privacy of participants by the researcher or group members that results in or could result in, e.g., 

deportation, arrest, loss of job, loss of family support; loss of laptop with private, identifiable 

information about participants. Significant adverse events must be reported within 2 working 

days and discussed with the supervisory team. 

3. Mild. Mild adverse events are recorded but only escalated in a modification of the 

protocol to mitigate and/or detail this event. Examples of a minor adverse event is when it 

becomes clear that the participant felt sad after the sessions; argued at home as a result of the 

sessions; or felt mildly upset because of anything that was discussed during the sessions.  

 

As Linden (2013) points out, it is difficult to ascertain what caused an adverse event in a 

psychosocial intervention, and it is likely to be multi-faceted. As defined by Linden (2013) 

adverse events can be: 

1. Related to the study. Any adverse event that is related to the study should be reported. 

For example, psycho-education could sensitize participants to issues they may not have 

experienced. Or hearing experiences from others may upset them which without being part of 

the study would not have happened. Even questionnaires could evoke adverse events. All study-

related events will need to be reported.  
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2. Unrelated to the study. There may be external factors, unrelated to the study, causing 

adverse events such as family events or existing underlying issues. Although these events will be 

recorded they will not need to be reported unless they are severe in nature as defined above.  

 

8.14. Conclusion 

This chapter described the start of the second phase: the feasibility testing of the designed 

intervention. A combination of qualitative and quantitative measures were selected to evaluate 

the feasibility, acceptability and preliminary effectiveness of SOLACE.  This chapter set out the 

methods used for the randomised controlled trial. Chapter 9 details the implementation of the 

intervention, as well as a description and discussion of the quantitative and qualitative results. 

Recommendations for the refinement of the intervention and for future research, based on 

these results are presented in Chapter 10.  
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Chapter Nine: SOLACE Feasibility Trial Results 

9.1. Introduction  

This chapter describes the results from the randomised controlled trial that was carried out to 

evaluate the feasibility, acceptability and preliminary effectiveness of SOLACE. The first part of 

the chapter describes the quantitative results followed by the qualitative results from the 

interviews which were carried out to explore participants’ experiences of SOLACE to assess its 

acceptability to parents of autistic children and help determine whether and what changes or 

improvements to the study protocol are needed. The results are presented in the order they 

were collected. The qualitative analysis was, however, conducted before the quantitative 

analysis to limit any potential bias in interpreting the participant’s responses during the 

interviews. The results are synthesised and discussed in section 9.10 in relation to the objectives 

set for phase II (section 3.2.2). It is also drawn out how the synthesised results can be 

interpreted and relate to the wider literature. Strengths and weakness of the study including 

recommendations for a future trial and refinement of the intervention are presented in Chapter 

10, which is the concluding chapter of this thesis. 

 

9.2. Recruitment and response rates  

The flow of participants is illustrated in Figure 9 (CONSORT flowchart). The online link with full 

information about the study and consent form was accessed by 75 individuals. Two people had 

asked for a paper version of the information sheet which was posted out to them. Twenty seven 

people provided consent of which 21 met the eligibility criteria and were subsequently sent the 

baseline questionnaire. There were no reasons for not consenting reported. Nineteen 

participants completed the baseline questionnaire. No reasons were given for not completing 
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the baseline questionnaire from the two remaining people. One participant’s circumstances 

changed immediately after completing the baseline measures so withdrew from the study 

before randomisation. Therefore, 17 participants were eventually allocated to either Solace 

(n=9) or control group (n=8). After random allocation, participants were contacted individually to 

inform them of the group they were allocated to and those in the SOLACE group were given 

instructions on how to join the Facebook group and further details of the upcoming sessions. 

Contact was lost with one of the participants allocated to SOLACE since emails were left 

unanswered and voicemail messages were not returned. A cut of point of five attempts at 

contacting was set (three emails and two phone calls in this case). It was decided to remove this 

participant from the analysis as they had not started the intervention or joined the Facebook 

group. 

 

During the first session of SOLACE, one participant’s husband joined and indicated he was 

planning to attend all sessions. He was asked to complete the online consent form immediately 

and completed the baseline questionnaire straight after the first session. The inclusion of the 

additional participant did not result in differences in baseline data between the control and 

intervention group (see table 7, in section 9.3 but it should be noted that he was not randomly 

allocated to SOLACE and that his data is likely to be closely related to his spouse’ data. 

During the online sessions, the husband of another participant joined, he was included in the 

focus group interview but not in the data analysis or in the following CONSORT participant flow 

chart. This is discussed in further detail in sections 9.5 and 9.8.1. 
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Figure 8: CONSORT participant flow chart 

  

 

9.3. Sample characteristics 

Seventeen parents (16 mothers and 1 father) were included in the study. Sixteen participants 

were either married or cohabiting and one was single. The ages ranged from 24 to 50 (mean age 

37.00, sd=7.71). The majority of the parents were White British (n=14). The participants’ 
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education levels ranged from A-levels to doctorate level and 50% of the parents were employed 

full or part time and the other 50% were full time carer for their child.  The majority of 

participants indicated to not follow a religion (n=11), five identified as Christian and one as 

Muslim.   

 

The age of the child diagnosed as autistic ranged from 2 to 10 with an average age of 5.91 (sd = 

2.59).  Two children were currently going through the diagnostic process and 15 had already 

received their diagnoses within the past 12 months. Six children had no additional diagnoses; 

other children had additional diagnoses of ADHD (n=2), global developmental delay (n=3), 

dyspraxia (n=1) Down syndrome (n=1) and speech delay (n=3). Parents reported various sources 

of professional support yet only two reported to have received professional support aiming at 

the parents. Ten parents indicated to be a member of an (online) autism support group with an 

average of two groups per participant. The majority of parents reported to use these group 

sometimes (n=6), regularly (n=2) or rarely (n=2) and one parent reported to use this group often 

(n=1). A full break down of the participants’ characteristics is displayed in Table 6. Independent t-

tests revealed no significant differences in age of the parents or children and Chi-square tests 

suggest both groups are similar in baseline demographics. 
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Table 6: Sample characteristics of SOLACE and control group 
  SOLACE CONTROL Total* 

Gender Female (n) 8 8 16 
 Male (n) 1 - 1 
Age Range in years 26-42 24-50 24-50 
 Mean (sd) 35.00 (6.42) 39.25 (8.83) 37.00 (7.71) 
Ethnicity White British (n) 7 7 14 
 Other  2 1 3 
Marital Status Married/Cohabiting 

(n) 
9 7 16 

 Single(n) - 1 1 
Religion  None(n) 5 6 11 
 Christian/Catholic (n) 3 2 5 
 Islam(n) 1 - 1 
Education A levels (n) 1 2 3 
 College (n) 2 1 3 
 Higher degree (n) 6 5 11 
Employment Full time  3 1 4 
 Part time 3 2 5 
 Looking for work - 1 1 
 Full time carer 3 4 7 
Income Less than £10.000 1 3 4 
 £10.000-£19999 3 - 3 
 £20.000-£29.999 2 1 3 
 £30.000-£49.999 1 1 2 
 £50.000-£79.999 - 2 2 
 £80.000 + 2 - 2 
Support Groups Member of (online) 

support group (n): 
6 4 10 

 Use rarely 1  1 
 Use Not very often 1 2 3 
 Use Sometimes 6  6 
 Use Regularly  2 2 
 Use Often  1 1 
Child gender Male 7 6 13 
 Female 2 2 4 
Age Range in years 3-8  2-10  2-10 
 Mean (sd)  4.83 (1.73) 7.13 (2.95) 5.91 (2.59) 
Diagnosis  Autism  9 8 17 
 ADHD 1 1 2 
 Global Developmental 

Delay 
2 1 3 

 Speech and Language 
delay 

3  3 

 Dysphraxia 1  1 
 Down Syndrome  1 

 
1 

 Dyslexia  2 2 

* No significant differences between the participants and the control group were observed for any of the variables 

 

9.4. Retention rates 
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Retention rates were excellent in the current study with no dropouts. One participant from the 

control group failed to complete the online questionnaire immediately post intervention (see 

table 8). No reason was given for not completing the T1 questionnaire and the participant 

completed the questionnaire again at T2.  

 

Table 7: Retention rates during study period 

Time point:  SOLACE CONTROL 

T0 N= 9 N= 8 
T1 N= 9 N= 7 
T2 N= 9 N= 8 

 

9.5. Intervention implementation process 

The outcomes of the study may be affected by factors related to the implementation of an 

intervention (Craig et al., 2008). Thus it is important to report on the implementation process to 

provide insight into why the intervention was successful or not and how they can be improved. 

To evaluate what worked well and what did not work so well during the study period, 

attendance rates, adverse events and fidelity to the manual were recorded to evaluate the 

implementation of the intervention and identity potential barriers to effective intervention 

delivery. 

 

9.5.1. Attendance rates 

One participant withdrew from the intervention after attending one online session only but 

chose to remain part of the study, completing all follow up data. The other participants attended 

an average of six sessions suggesting a high attendance rate.  The online sessions were better 

attended (mean = 7.6, sd= .89) than the face to face sessions (mean 4.67, sd=1.15). This 
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difference was found to be significant (t (6) =4.06, p=.007). Reasons for not attending were lack 

of childcare, conflicting schedules, or difficulty bringing children to bed. Table 9 displays the 

number of participants per session and reasons for absence given.  

 

Table 8: Intervention attendance rates and reasons for absence 

Session Attendance (n) Reasons for absence 

1 (face to 
face)  

6 Bedtime routine (1), lack childcare (2) 

2 (online)  9* Children’s sports clubs (1) 
3 (online)  7* Childcare (2) 
4 (face to 
face)  

4 Childcare (3), No reason given (2),  

5 (online) 7* Children sports clubs (1), Forgot time (1), No 
reason (1) 

6 (online)  8* Childcare (1), No reason (1) 
7 (online)  7* Childcare (1), Bedtime routine (1), No reason 

(1) 
8 (face to 
face)  

4 Childcare (4),  Other course to attend (1), No 
reason (1) 

*This includes the husband who joined the online sessions; he was not included in final data analysis 

 

9.5.2. Reportable events and implementation process  

The sessions lasted between 71 and 100 minutes. The face to face sessions were longer (mean 

96.00, sd= 4.58) than the online sessions as anticipated (mean = 81, sd= 10.65) although this 

difference was not statistically significant (t(6)= 2.26, p>.05). There were no reportable serious 

adverse events during the intervention period. There were some minor events that were 

reported that interfered with the implementation of the intervention. None of these events 

were related to the participants’ well-being but related to technicalities such as sound quality or 

practicalities such as late comers and background distractions which are described further 

below.  
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One participant reported, however, during the focus group interview that some of the questions 

(self-blame and positive meaning of caregiving) made her feel “a bit bad” as she found some of 

the questions confrontational. She recognised it is good to acknowledge those feelings and 

shared that she still finds it quite hard to accept her daughter’s autism diagnosis and that the 

questions relating to ‘positive meaning of caregiving’ made her aware of these feelings. She had 

disclosed earlier during one of the sessions (session 3) that she was unable to see any positives 

about caregiving. She said however that she found the sessions very helpful, just to be able to 

vent. This is discussed in Section 9.9. Her comment about feeling ‘a bit bad’ was recorded as a 

mild adverse (expected) event and discussed with the supervisory team. The facilitator provided 

her (and the others) with a list of support groups and encouraged the group to share contact 

with each other to continue the social support of the group.   

 

The first unexpected event that was reported was the additional participant. As discussed in 

Section 9.3 during the first session a couple arrived despite only one officially signing up to 

SOLACE. During this first session, the husband made it clear he intended to attend all sessions so 

he was asked to sign the consent form at the start of the session (electronically) and asked to 

complete the baseline questionnaire as soon as possible after the session. He was subsequently 

included as an official participant. However, during the first online session, another participant’s 

husband joined the session. Because the sessions had already started, including the Faceboook 

group, he was therefore not included as an official participant but asked to read the group rules 

pinned on the Facebook group and consent to taking part in the focus group (see section 9.8.2.). 

 



224  

 

Setting up Zoom seemed straight forward and there were minimal problems with starting the 

first session. The facilitator would make sure to be online 10 minutes before the start of each 

session. Participants would join one by one within the first 10 minutes. The facilitator would 

engage in conversation with the participants and make sure to acknowledge each arriving 

participant to check whether the audio was working and they were set up correctly. The 

facilitator noted this as challenging and distracting. For example, a participant joined and the 

facilitator would ask the participant if the audio was working fine. If that was all fine, the 

facilitator would ask how the participant’s week has been. When a new participant joined, but 

the other participant was talking about his or her week, it was difficult for the facilitator to 

acknowledge the new participant whilst keeping the conversation flowing.  It was also noted as 

difficult to know when to officially ‘start’ especially when participants had not confirmed 

attendance or notified the facilitator beforehand about late attendance.   

 

There were several technical issues reported to interfere with the intervention. The sound 

quality was poor for some participants, in particular for the two couples. This made it hard at 

times for the facilitator as well as for participants to have a natural conversation. After the first 

online session, an email was sent to the participants to use a head set if possible and to remind 

participants that being in a private quiet place would work best. The participants were also asked 

to select ‘mute’ when not talking. The facilitator also had the ability to mute participants when 

needed. Two participants used this function properly, the remaining participants did not use 

mute. Two participants used a headset during the remaining online sessions. The two couples 

who joined during the online sessions shared a laptop and were therefore unable to use a 

headset. One couple sat quite far away from their computer which made the visibility poor too. 
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During one session, a couple of participants and the facilitator reported bad sound feedback. 

This took about 5 minutes to resolve. The facilitator noted that when one particular participant 

spoke, a high pitched tone would interfere with the sound and when she was on ‘mute’ the 

feedback would disappear. There was one occasion that the facilitator’s screen froze. This lasted 

about 40 seconds and Zoom re-connected automatically when connection was re-established. It 

did not interfere with the group dynamics and atmosphere, however it was challenging for the 

facilitator.  

 

Distractions in the background were noticeable events that occurred during the online sessions 

and interfered with the delivery of the intervention. After the first online session, an email was 

sent to the participants to remind participants that being in a private quiet place would work 

best. One participant had her small daughter with her who was very loud and asked for the 

attention of her mother. The child of another participant would also sometimes come into the 

screen and would say ‘hello’ to everyone.  Some participants would press ‘mute’ and talk to 

other people in the house or go and make themselves a cup of tea. During one session, a 

participant joined Zoom with her mobile phone which she then took with her whilst driving. The 

facilitator could see she placed the phone on the car seat and was unable to see the participant’s 

face.  This made it near impossible for the facilitator to include her in the group discussions and 

therefore ‘muted’ the participant.  

 

The facilitator also noted how the communication style differed between online versus face to 

face sessions. During the online sessions, participants would wait to be called on to talk. 

Participants took turns, and checked in one by one for each question or topic of conversation, 
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and spoke directly to the facilitator. This made the facilitator having to work hard to get 

participants to speak which was in contrast to the face to face meetings where the participants 

would talk more freely and it was the facilitator’s role to make sure everyone would get a chance 

to speak. During weeks with more than 6 participants present, the facilitator reported how it 

took a lot of her energy and effort to ensure that everyone spoke. During the session with fewer 

participants it was easier to create a more natural group conversation. The facilitator did note 

however that this became easier during the 8 week period and would adapt her style. For 

example, the facilitator would ask less ‘open questions’ but would ask directly a participant’s 

thoughts and then relay this back to the group instead of waiting for someone to offer to talk.  

 

9.5.3. Fidelity to the manual 

Fidelity to the manual was good. All topics were covered suggesting there was enough time for 

each topic. All topics were covered although not always in the order pre-planned. The facilitator 

would be guided by the preference of the group trying to re-direct back to the topic when 

appropriate. For example, during the final session (3rd face to face session) it was planned to 

‘practise’ disclosing the autism diagnosis to others, including family members. Due to the small 

number of participants present, the group consensus was to do this as a group, instead of pairing 

up. However, the parents were less concerned about disclosing the diagnosis to others but were 

more anxious about when and how to tell their child about the diagnosis. This was discussed in 

the group and ideas and solutions were shared. Similarly, during the second face to face session 

(session 4) it was planned to work as a group to come up with ‘ready made’ answers for 

situations where parents are faced with stigma. This task turned into a lively discussion about 

stigma and in particular the stigma or misunderstanding they received from close family. The 
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task was not was finished as initially intended, it did however spark a discussion during which 

parents shared how they dealt with challenging situations where they feel judged or undermined 

by others.  

 

Fidelity to the manual was higher and easier to maintain during the online sessions. All topics 

from the manual were covered but the face to face sessions would not always follow the order 

as outlined in the manual. This was due to the difference in communication style. The 

conversation style differed significantly during the online sessions and the face to face sessions 

as mentioned in the section above. During the online sessions, the participants would wait for 

the facilitator to talk and the facilitator had to give ‘turns’ to make sure everyone talked. This 

made following the manual easy. During the face to face sessions on the other hand, participants 

would talk more freely and it would be the task of the facilitator to steer the conversation back 

to the topic.  The ‘free sharing time’ was utilised different during the face to face sessions too 

compared to the online sessions. This is partially due to the conversation style being more 

naturally and the facilitator would let the conversation naturally take the direction of the 

participants’ choice during the last 20 minutes instead of ‘officially’ starting the ‘free sharing 

time’.  Another reason was that because during the second session, one of the participants 

arrived 20 minutes late. Because there were only 3 participants present, including one couple, it 

was decided to wait for the fourth participant to officially start. The first 20 minutes were 

therefore used for free sharing time and the facilitator asked about their week and whether 

there were any particular challenging situations. During all sessions, it was ensured all topics 

from the manual were covered, but the flow of the conversation was deemed more important as 
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part of the social support the group aimed to provide. A summary of the technical and 

procedural implementation events is show in Table 9.  

 

Table 9: Summary of implementation issues and deviations from protocol 

Session  Duration  Technical events Other notable events Deviations from protocol 

1  100 min None Unexpected ‘extra’ participant Free sharing time happened 
naturally, without being 
‘announced’  

2 72 min • Low sound 
quality  
 

• Phone in car 
• Late comers  
• Unexpected extra 

‘participant’  
 

 

3 85 min • Screen 
sharing 
failed first 
video(pp 
only heard 
audio) 

Facilitator felt more like a 
‘teaching’ role and had to get 
participants to talk. The 
facilitator had to initiate the 
free sharing time. 

 

4 97 min  • Late arrival  
• Small number participants 

Task not completed as 
intended but good discussion. 
Free sharing time at start of 
sessions as waiting for 4th 
participant to arrive (20 min) 

5 85 min • Low sound 
quality few 
participants 

• Background distractions 
• One participant half in 

camera 
• One couple far away on 

screen 

 

6 71 min  • Frozen 
screen (40 
seconds) 

• Participant battery died on 
phone.  

• Participant face not visible 
(phone to ear)  

 

7 70 min • Feedback 
which lasted 
a few 
minutes 

  

8 91 min None  Minimal deviations but focus 
of task adapted to suit 
participants’ wishes 

 

9.5.4. Facebook  

Facebook was used to remind participants of each upcoming session. The facilitator would create 

an event and invite all participants. The participants did not respond to this event apart from one 
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participant who would accept the Facebook invitation each week. Invitations were also sent via 

email to ensure every participant received a reminder.  After each session, the facilitator would 

post on Facebook to thank the participants for attending and provide a brief summary of what 

was discussed during the session. After the second session, a participant thanked the group and 

wrote she felt initially nervous about meeting new people online and that is was very nice to 

meet everyone.  

 

One participant was more active on Facebook than the others and would regularly post links to 

parenting blogs, funny stories about autism, or share practical information she had seen online. 

For example, she posted a link to a post about the use of lanyards for autistic children when 

travelling by plane. Other participants thanked her for this post and one commented she ordered 

the lanyard. In week four, a different mother reached out to the group and posted she felt 

overwhelmed during half term (school break) and felt like a ‘bad mum’. Three participants 

reacted to her post by providing support and understanding.  

 

The facilitator used Facebook to share the videos that were viewed during the sessions, a link to 

the social support sheet that was discussed as a group, and a link to strategies to improve self-

compassion (https://psychcentral.com/blog/5-strategies-for-self-compassion/). Participants did 

not actively engage with these posts. When SOLACE was finished, the facilitator also posted links 

to local support groups and workshops provided by Autism Bedfordshire. 

After the intervention period had finished (January 2018) one participant (the most online active 

participant) suggested starting a WhatsApp group to remain in contact. All participants reacted 

positively to this and shared their numbers in private messages or via the facilitator. The 

https://psychcentral.com/blog/5-strategies-for-self-compassion/
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facilitator did not become part of this group, only facilitated in setting the group up. The 

Facebook group was not used again after this post. 

 

9.6. Missing data 

There was minimal missing data. All baseline demographic questions were answered apart from 

one control group participant who did not select an income band. One control group participant 

did not complete any measures at T1 despite several reminder emails (three emails were sent 

out). One participant from the intervention group missed the courtesy stigma measures (7 

items).  Three individual items were missed:  item 14 on the affiliate scale (“Having an autistic 

child makes me lose face”) was missed by a control group participant at T0;  item 6 on the 

positive meaning of caregiving scale was missed by a participant from the intervention group (“I 

would not change anything about my child, his/ her autism is part of his/her uniqueness”) at T1; 

and lastly, one item on the social support scale was missed by a control group participant (“I 

have someone to relax with”) at T2. This means missing data accounted for less than 2% of the 

final data set.  The three missing items were replaced by the sample mean score imputation.   

 

9.7. Preliminary impact of SOLACE 

As well as testing the feasibility and acceptability of SOLACE and study procedures, the trial 

aimed to detect a potential effect of the intervention, which would have some clinical relevance. 

As mentioned earlier, results from the following analysis are to be considered only as descriptive 

as the study is not powered to detect any significant difference in the outcome measures used. 

Table 10 displays the mean scores and standard deviations for each outcome measure, 
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measured at the three time points (baseline, T1 and T2). These results are presented and 

discussed in further detail in the subsequent sections. 
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Table 10: Means, Standard Deviations and Significant Differences Between and Within Group of each Outcome Measure, at Baseline, T1, and T2. 

 

 

 

 

 

  

 T0  T1  T2  
 Mean (SD)  Mean (SD)  Mean (SD)  

      
 SOLACE Control  SOLACE Control SOLACE  Control 

MHI-5 45.78 (18.88) 49.00 (15.82) 53.78 (21.83) 56.57 (24.81) 60.00 (18.22)ᵇ 58.50 (19.47) 
Courtesy Stigma  1.94 (.61) 2.05 (.60) 1.25 (.24)ᵇ 2.06 (.50)ᵃ 1.27 (.33)ᵇ 1.84 (.31)ᵃ 
Affiliate Stigma 2.51 (.48) 2.36 (.49) 2.09 (.29)ᵇ 2.44 (.42) 2.06 (.37)ᵇ 2.29 (.48) 
Self-Esteem 13.89 (5.71) 18.13 (5.14) 17.11 (5.30)ᵇ 16.57 (5.35) 15.56 (5.58) 16.63 (5.50)  
Self- Compassion 2.91 (.73) 2.80 (.80) 2.99 (.57) 2.43 (.88) 3.12 (.62) 2.52 (.74) 
Pos. Meaning in 
Caregiving  

2.79 (.43) 2.40 (.94) 3.15 (.38)ᵇ 2.04(1.00)ᵃ 2.98 (.43) 2.30 (.94) 

Self-Blame 4.06 (.83) 3.04 (.84)ᵃ 3.64(1.00) 3.44 (1.12) 3.58 (1.22) 3.10 (.99) 
Social Support 65.67 (13.11) 49.88 (11.46)ᵃ 72.00 (13.26) 46.57 (12.41)ᵃ 68.67 (16.82) 48.06 (13.17)ᵃ 
Social Isolation  26.00 (3.35) 26.50 (5.53) 27.33 (3.54) 29.29 (5.28)ᵇ 20.22 (3.82)ᵇ 23.88 (3.87) 

       
ᵃ Significant difference between groups, p<.05 
ᵇ Significant change from baseline within groups, p<.05 (not Bonferroni corrected) 
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9.7.1. Primary outcome MHI-5 results 

Mental health scores could range from 0 to 100 where a score of 100 represents optimal 

mental health. The mean scores at baseline for both SOLACE and the control group were 

low with a mean score of 45.78 (sd =18.88) for SOLACE and 49.00 (sd=15.82) for the control 

group. Independent t-tests show this difference is not significant (t (15) =-.38, p=.71).  

 

Immediately post intervention (T1) the mean scores had improved for both groups with a 

mean score of 53.78 (sd =21.83) for SOLACE and 56.57 (sd=24.81) for the control group. This 

suggests that scores of the SOLACE group had improved slightly more than those of the 

control group. Six weeks after SOLACE finished (T2) the participants from SOLACE reported 

higher mental health scores than the control group suggesting a bigger improvement in 

mental health for SOLACE.  The mean scores for SOLACE were 60.00 (sd= 18.22) and for the 

control group 58.50 (sd=19.47). The differences between SOLACE and the control group 

were not significant at either time point (T1: t (14) = -.24, p= .81 and T2: t (15) = .16, p=.87). 

Table 11 displays the descriptive scores for both groups, including the change in scores.  

 

Table 11: Means, confidence intervals, standard deviations and changes* from baseline in 

MHI-5 scores 

MHI-5 SOLACE Control 

 Min Max Mean Sd Min Max Mean Sd 

T0 24.00 68.00 45.78 
CI: 31.27-60.29 

18.88 20.00 68.00 49.00 
CI:32.47-60.10 

15.82 

T1 12.00 84.00 53.78 (↑8.00) 
CI:37.00-70.56 

21.83 20.00 84.00 56.57 (↑7.57) 
CI:33.62-79.52 

24.81 

T2 16.00 76.00 60.00 (↑14.22) 
CI:45.99-74.00 

 

18.22 32.00 80.00 58.50 (↑9.50) 
CI:37.90-75.24 

19.47 

*changes in green suggest positive change, changes in red suggest a negative change 
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A one-way correlated analysis of variance showed that the positive change in scores for the 

SOLACE group was significant (Sphericity Assumed) F (2, 16) = 4.23, p= .034. Further 

exploration showed that the difference in mental health scores between T0 and T2 was 

significant: t(8)= 2.49, p=.041. For the control group, the differences in mean scores over 

time were not significant F (2,12)= 3.32, p>.07. Figure 9 illustrates the direction of scores for 

both groups. 

 

Figure 9: MHI-5 scores over time for SOLACE and control group 

 

 

 

9.7.2. Stigma scores 

Various measures of stigma were collected; measures of public stigma, courtesy stigma and 

affiliate stigma. Higher scores indicate higher levels of perceived stigma.  
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Public stigma 

Public stigma was initially measured at baseline. At the start of the intervention, both 

groups perceived high levels of public stigma. Those in SOLACE rated a mean score of 3.22 

(sd= .81) and those in the control group 3.39 (sd= .50). This difference was not significant (t 

(15) = -.51, p=.62). Public stigma was measured at baseline. Based on feedback during a 

progression point examination as part of the University of Bedfordshire course 

requirements, it was decided to not follow up on this measurement as the focus of the 

intervention was on intrapersonal experiences of stigma and not on public stigma.  

 

Courtesy Stigma 

At baseline both groups scored similar mean courtesy stigma scores (t (15) = -.40, p=.70).The 

participants in the SOLACE group reported a mean courtesy stigma score of 1.94 (sd= .61) 

and those in the control group scored 2.05 (sd= .60). Immediately post intervention, the 

mean scores for those in SOLACE had improved and now scored a mean of 1.25 (sd= .24) 

whereas those in the control group reported no real change in perceived courtesy stigma 

(2.06 (sd=.50). An Independent t-test revealed that the difference in mean scores at this 

time were significant (t(13)=-4.10, p=.001). This difference remained the same when 

measured six week post intervention with SOLACE obtaining a mean score of 1.27 (sd=.33) 

and the control group 1.84 (sd=.31).This difference was again significant with SOLACE 

scoring significantly lower courtesy stigma scores than the control group post intervention: t 

(15) =-3.70, p=.002). 

 

The changes that were observed within the SOLACE group over time were in the right 

direction and one-way correlated analysis of variance suggest that the improvement in 
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scores over time is significant: F (2, 14) =5.2, p=.02. Further exploration showed that scores 

of perceived courtesy stigma reduced significantly for those who took part in SOLACE (t (7) = 

2.73, p= .03 which remained significant at T2 (t (8) = 2.62, p= .03).  There were no real 

differences observed for those in the control group (F (2, 12) = .53, p=.60). 

 

Affiliate Stigma 

At baseline both groups scored similar affiliate stigma scores with an average of 2.51 (sd= 

.48) for SOLACE and 2.36 (sd= .48) for those in the control group (t (15) .65, p=.53). 

Immediately after the intervention period, scores for those in SOLACE improved slightly to 

2.09 (sd= .29) whereas the scores for those in the control group increased to a mean score 

of 2.44 (sd= .42). Independent t-tests found this difference not to be significant (t (14), -

1.98, p=.07). At T2 the scores improved again for those who participated in SOLACE (2.06 

(sd=.37)). Those who participated in the control group scored a mean 2.29 (sd=.48) at the 

six-week follow up point and although the between group differences are not found to be 

significant (t (15) -1.12, p=.30). 

 

The results suggest that those who participated in SOLACE reported less affiliate stigma over 

time. To evaluate whether these changes were significant a one-way correlated analysis of 

variance was conducted. Mauchly’s test of Sphericity was non-significant for both SOLACE 

(p=.50) as control group (p=.30) hence Sphericity was assumed. Results suggest that there is 

a statistically significant difference over the three time points for affiliate stigma in the 

SOLACE group F (2, 16) =16.74, p=.0001. Further examination suggests that for the SOLACE 

group, affiliate stigma scores reduced significantly post intervention (T1) (t (8) =3.97, p 

=.004) and T2 (t (8) =5.90, p=.0001).  There was no significant reduction in affiliate stigma 
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scores for those in the control group (F (2, 12) = .51, p=.61). The descriptive scores, including 

changes in mean scores for both groups are displayed in Table 12.  

 

Table 12: Range, means, standard deviations and changes* from baseline in stigma scores 

 SOLACE Control 

 Min Max Mean Sd Min Max Mean Sd 
 Courtesy Stigma 

T0 1.14 2.86 1.94 
CI: 1.36-2.43 

.61 1.00 2.71 2.05 
CI:1.52-2.69 

.60 

T1  1.00 1.57 1.25 (↓.69) 
CI:1.05-1.45 

.24 1.43 2.86* 2.06 (↑.01) 
CI:1.60-2.52 

.50 

T2 .86 1.86 1.27 (↓.67) 
CI:.99-1.58 

.33 1.43 2.43* 1.84 (↓.21) 
CI:1.64-2.16 

.31 

Affiliate Stigma 
T0 1.79 3.42 2.51 

CI:2.25-2.96 
.48 1.84 3.11 2.36 

CI:2.00-2.87 
.49 

T1 1.74 2.79 2.09 (↓.42) 
CI:1.86-2.37 

.29 1.95 3.00 2.44 (↑.08) 
CI:2.06-2.83 

.42 

T2 1.58 2.72 2.06 (↓.45) 
CI:1.83-2.41 

.37 1.84 3.05 2.29 (↓.07) 
CI:1.88-2.80 

.48 

*changes in green suggest positive change, changes in red suggest a negative change 

 

9.7.3. Remaining secondary outcome measures 

Self esteem  

Before the intervention commenced, those in SOLACE reported lower self-esteem scores 

than those in the control group with a mean of 13.89 (sd= 5.71) compared to a 18.13 

(sd=5.14) for the control group although this difference was not significantly different (t 

(15)=-1.60, p=.13). After the intervention, self- esteem scores for those in the SOLACE group 

improved to a mean of 17.11 (sd= 5.30) whereas self-esteem scores for the control group 

declined (mean 16.57 (sd=5.35). At the 6- week follow up, scores for those in the SOLACE 

group had declined slightly but were still higher than at baseline (mean 15.56 (sd=5.68)).  

Self-esteem scores for the control group, on the other hand, were still lower than at the 

start of the study (16.63 (sd =15.50)). The differences between the groups were not 
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significant (t (14) =-1.60, p=.84 and t (15) =-.40, p=.70). The improvements in self-esteem 

scores were significant for the SOLACE group as a one-way correlated analysis of variance 

found: F (2, 16) = 4.93, p=.02 (Sphericity assumed). Further analysis suggest that the 

improvement in scores (mean 3.22 difference) from baseline to post intervention was 

significant (T1) (t (8) = -4.59, p=.002. This change was no longer significant at T2 (t (8) = -

1.49, p=.17). The changes for the control group at the three time points were not significant 

(F (2, 12) =.20, p=.82).  

 

Self-compassion  

Analysis suggests that self-compassion scores at baseline were similar (t (15), .28, p=.78) for 

both groups with an average of 2.91 (sd=.73) for those who took part in SOLACE and 2.80 

(sd=.80) for those in the control group.  After the study period, the participants who took 

part in SOLACE reported a slight increase in self-compassion scores (mean 2.99 (sd=.57)) 

whereas those in the control reported lower self-compassion scores (2.43 (sd=.88)).  Those 

in SOLACE reported a further increase in self-compassion scores at the follow up point with 

a mean of 3.12 (sd=.62) whereas the control group still reported lower self-compassion 

scores than at the start of study. Independent t-tests to assess whether the differences 

between the groups were significant showed the differences in mean scores at T1 and T2 

were not statistically significant (t (14) =1.54, p=.15 and t(15) 1.82, p=.09 respectively). 

Within group analysis suggest that there were no significant changes over time for either 

SOLACE (F(2, 16)= .92,p=.42) or the control group (F (2,12)= .88, p=.44).  

 

Positive meaning of caregiving 
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Participants from the SOLACE group reported a mean score of 2.79 (sd= .43) at baseline 

whereas those from the control group reported a mean score of 2.40 (sd= .99). This 

difference was not significant (t (15) = 1.14, p=.27). Scores measured at T1 suggest changes 

in positive direction for the SOLACE group with a mean score of 3.15 (sd= .39) whereas the 

control group scored lower at this time point (mean= 2.04 (sd= 1.00)). This difference was 

now significant (t (14) = 3.07, p=.008). At T2, participants from the SOLACE group still scored 

higher than at baseline with a mean score of 2.98 (sd=.43). The control group reported a 

mean of 2.30 (sd= .94) which suggests the changes in scores were in favourable direction for 

those in the SOLACE group. The difference between SOLACE and control group was however 

no longer significant (t (15) = 1.96, p=.07).  

 

Mauchly’s test of Sphericity suggests that Sphericity can be assumed for both groups. Within 

group analysis revealed that for the control group the changes in positive meaning scores 

were not significant over time (F (2, 12) = .11, p=.24).  The change for SOLACE on the other 

hand did reach significance (F, 2, 16) =5.60, p=.01). The significant difference was observed 

at T1. Reported positive meaning in caregiving increased significantly for parents in the 

SOLACE group after the intervention (t (8) =-2.82, p=.02). This significance was not 

maintained at follow up. 

 

Self blame 

At the start of the intervention, those in SOLACE reported significantly higher self-blame 

scores (mean= 4.06, sd= .83) than the control group (mean= 3.04, sd= .84) (t (15) =2.51, p= 

.024). After the intervention this difference had disappeared and SOLACE’s self-blame scores 

improved to a mean of 3.58 (sd= 1.22) whereas those in the control group declined (mean 
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3.44, sd= 1.12). Reduction in self-blame scores continued for those in SOLACE with a mean 

score of 3.58 (1.22) at T2, and the control group 3.10 (.99). No significant changes between 

groups were observed at either T1 (t (14) = .38, p=.71) or T2 (t (15) =.88, p=.39).  

 

The results suggest that self-blame scores for the SOLACE group improved whereas they did 

not for those who did not take part in SOLACE. Within group analysis showed that changes 

were not at significant at the p<.05 level for either SOLACE (F (2,16) = 1.20, p=.328) or 

control (F (2,12) = 1.19, p=.338).  

 

Social support 

To illustrate the changes in perceived social support and social isolation, the results are 

presented in Figure 10 and explained below.  

Figure 10: mean social support and social isolation scores per group at T0, T1 and T2. 

  

At baseline, those who participated in SOLACE reported more perceived social support 

(mean 65.67 (1.11) than those in the control group (mean 49.88 (11.46). This difference was 

found to be significant (t (15) = 2.63, p=.02). The reported social support scores increased 
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for those who took part in SOLACE at T1 (mean 72.00 (13.26) whereas the scores decreased 

for those in the control group (mean 46.57 (12.41)).  Six weeks post intervention (T2), the 

reported social support scores for those in SOLACE decreased slightly (mean 68.67 (16.82) 

although they were still higher than at baseline. For those in the control group, the scores 

increased slightly at six-weeks follow up (mean 48.06 (13.17)) but were still lower than at 

the start of the intervention period. The differences between groups were significant at T1 

and T2 (t (14) =3.91, p=.002) and (t (15) =2.79, p=.014).  

 

To assess whether the changes in social support scores were significant over time, a one-

way related repeated measures of variance was carried out for both SOLACE and the control 

group. Sphericity could be assumed for the SOLACE scores, yet no significant changes were 

reported (F (2, 16) = .71, p=.51). Mauchly’s Test of Sphericity indicated that the assumption 

of Sphericity had been violated for the control group scores. No significant changes were 

found in the changes in social support scores over time however once epsilon adjustment 

had been taken into account (F (1.11, 6.71) = .46, p=.54).  

 

There was no difference in feelings of social isolation at baseline (t (15) = .23, p=.82),  

T1 (t (15) = -.89, p=.39) or at T2 (t (15) =-1.84, p=.086) for those in the control group and 

SOLACE participants.  As was shown in Table 10, those in the SOLACE group initially reported 

higher social isolation scores post intervention (T1) but these scores reduced to below 

baseline scores at T2. One-way repeated measures of analysis showed that the changes in 

scores for those in SOLACE were significant (Sphericity assumed) with F (2, 16) =19.14, 

p<.001). Further analysis showed that the decrease in social isolation scores from baseline 

to T2 was significant (t (8) =4.06, p=.01). The changes in scores for the control group 
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participants were also (F (2, 12) = 8.51, p=.05) (Sphericity assumed). Further analysis showed 

that the increase in social isolation scores between T0 and T1 were significant for this group 

(t (6) = 2.60, p=.04).  

 

9.8. Qualitative Interview Results 

This section describes the qualitative element for this mixed methods study to help 

investigate the acceptability of the intervention. 

 

9.8.1. Focus group interview 

The focus group interview was semi-structured using methods outlined in the 

Chapter 8. The majority of participants (n=8) had indicated that they prefer the 

focus group to be online thus to ensure maximum attendance, both focus group 

and individual interview took place online, via ZOOM, and lasted approximately 

60 minutes and 30 minutes respectively.  Both interviews were conducted within 

10 days of the intervention finishing. Participants were reassured that 

confidentiality applied and that pseudonyms would be used in any reports. The 

researcher concluded the interviews by thanking everyone for their input and 

explaining that the Facebook group would remain open to share contact details or 

anything else, and they were reminded of the follow up questionnaire which 

would be sent out 6 weeks following the interviews.   

 

9.8.2. Participants 

Chapter 8 provides a detailed account of recruitment and allocation methods, and section 

9.3 a detailed description of the sample. All participants who had taken part in SOLACE, 
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including the husband of one of the participants, were invited for the focus group session 

(n=10). It felt appropriate to include the husband as he had attended each online session 

which accounted for five out of eight sessions (62.5%). He was asked separately to provide 

informed consent for the focus group interview, which he consented to both verbally as 

written.   

 

Two participants were absent from the focus group session and were contacted to arrange 

an individual interview. One participant was interviewed later individually whereas the 

other participant was not available for an interview due to personal reasons. The 

participant who was not available for the interview had attended only one session. All 

other participants had attended a minimum of three sessions. All participants were given 

pseudonyms to protect anonymity. Table 13 provides details of the participants including 

number of sessions attended.  

 

Table 13: Participant details focus group interview(s) 

Name 
(pseudonym) 

Data collection 
method 

Gender Number of attended 
Sessions  

Lilly  Focus Group F 7 
Andrea  Focus Group F 5 
Karen  Focus Group F 8 
Andy Focus Group M 8 
Holly Focus Group F 6 
Mike  Focus Group M 5 (online only) 
Maria  Focus Group F 4 (online only) 
Sally  Focus Group F 7 
Suzanna   Individual semi-

structured 
interview 

F 3 (online only) 

 

9.9. Thematic analysis findings 
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This section presents the main findings from the evaluative interviews regarding the 

participants’ experience of taking part in SOLACE. Three main themes were found:  

• Impact of SOLACE 

• Mode of delivery 

• Structure of delivery  

 

Table 14 shows the main themes, sub themes and underlying codes which are described 

after.  

 

Table 14: Themes and Sub themes Qualitative Interviews 

Main theme Sub themes Codes 

Impact of SOLACE Peer support Being understood 
No judgment 
Sharing tips/advice 

 Improved well-being Increased self-compassion 
Less negative thoughts 
Learning new things 

Mode of Delivery Online Easy to set up  
No childcare issues 
Comfort from own home 
(Mixed) Blended format 

 Face to face Quicker establish trust 
More natural conversation  
No distractions 

Structure of SOLACE Content Free sharing time 
Videoclips available 
beforehand 
No changes to content 
Would recommend 

 Facebook Reminders 
WhatsApp 

Outcome measures  Acceptable length  
Reflective 

 

Theme 1: Impact of SOLACE 
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Participants talked about the benefits of SOLACE which fell into two categories: being part 

of a group of parents with autistic children and benefits directly related to actual content of 

SOLACE.  

 

Being amongst parents with autistic children seemed to be one of the most important 

aspects for the parents. Parents mentioned how they liked to receive practical support 

from others and sharing tips and advice. Talking with other parents also provided the 

feeling of being instantly understood as opposed to family or friends. As Holly explained: 

“We have support from friends and family but they don’t get it, they don’t you know they 

can sympathise but they cant, they don’t understand uhm …. they sort of suggest things 

and it’s not going to work. Yeah talk to people who just understand, what it is like.” 

Another positive of being with others was the opportunity to share their experiences or 

‘to vent’ without the fear of being judged, as Maria said: “In this group you know you are 

not being judged and it is quite nice to have that security you can say something of how 

you feel and yeah uhm that everyone is going through very similar things on different 

degrees.”  Parents expressed that it was particularly nice to be able to complain or vent 

about something, knowing that others would understand. “It is nice to talk to people 

who are in a similar situation uhm and yeah to be able to have a good complain about 

things (laughs) uhm and to hear other peoples experiences and advice and just the things 

that they are doing and it makes me feel like I don’t know sometimes uhm you do feel 

very alone with the way your child is behaving and whether you are doing the right thing 

or whether they are just completely bonkers.. uhm and its good to hear other people 

going through similar things and its not just you and your crazy kid its everyone else as 

well” (Sally).  
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It did not appear to be a limitation that people did not know each previously or even 

met face to face.  In fact, that was mentioned as one of the advantages of SOLACE:  “It is 

nice to talk to someone who doesn’t know you, they don’t, going back to that judgment 

thing again, They don’t say… oh this happened then or …. You can just say what you 

think not worry that the next time you bump into them in the street they go oh how is 

that dududud you can just vent and …. Put it all out there. and it doesn’t matter … and 

they wont go oh last week you said this, are you alright. They just get that sometimes 

you just want to raaa about things and I think that is sometimes easier with the online” 

(Maria). 

 

The other reported benefits of SOLACE related to the actual content of the program. A 

couple of parents commented that they thought everything was beneficial without further 

explanations. (e.g. “I found every session helpful, it helped so much”, Mike). Other parents 

mentioned that they learned new things. As Holly stated: “I’ve learned lots of stuff so much 

….I feel I have learned a lot actually about you know, situations, 8 weeks, I can’t believe it 

has been 8 weeks. But uhm yeah I feel like I have learned to not to be so hard on myself. And 

decisions that we make and uh and yeah I feel like it has broadened my mind if you like.” Lilly 

expanded on this and commented how SOLACE made her learn to be less hard on herself: “I 

think one good thing about these sessions is it really made me reflect on the things I do quite 

well with [son] and actually the things I can give myself a bit more of break about because I 

think I know I am so harsh on myself. It has given me the opportunity to think actually he is 

doing alright, he is only 6, like, the world is not going to end and these sessions really made 

me think about actually he is pretty cool in lots of ways. He is doing well and that is good 

enough. Like it is good enough. And it doesn’t have to be perfect all the time. It is just good 
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enough. And I think that has been the biggest learning point for me. Is that you know, we are 

alright yeah (laughs) yeah”. 

 

The other parents echoed Lilly and Holly’s comment and mentioned how SOLACE helped 

them be more self-compassionate:   “I had started not being so worried about everything 

having to be perfect. And because of that week we talked about that and I have now started 

going out again to a friend on Friday night because we talked about taking time for 

ourselves”(Maria)  and “Yeah, all the stuff around being a carer, and that self-compassion 

one, particularly, is not something I would think of. I think you automatically give yourself 

such a hard time” (Suzanna).  

 

Theme 2: Mode of delivery 

Naturally the format of delivery (face to face versus online sessions) received a significant 

amount of attention during the interviews. Parents found setting up Zoom on their phone or 

tablet straightforward and easy. There were a few technical or practical issues related to 

Zoom that were mentioned. Some parents mentioned how the sound was not always of 

good quality, and that it could be difficult to hear everything. One mother revealed that she 

was unable to see everyone on the screen at the same time and was not aware that the 

settings could be changed so she never actually saw everyone on the screen: “Yes, I couldn’t 

see anyone, the person who would be talking would sometimes come on the screen but yeah 

I mainly just saw you, and then when the person started to speak they would come onto my 

screen but otherwise I couldn’t.. sometimes it rolled through people but I think only if they 

made a noise or moved. But then that first meeting I had terrible terrible sound and I could 

hardly hear a word” (Suzanna).  
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Nevertheless, these technicalities were not seen as particularly problematic and the overall 

response from parents was that the positives of the online meetings outweighed the 

negatives. The main benefit of the online sessions according to the parents was that they 

did not have to arrange childcare: “What makes it that much easier to attend, especially if 

we had done tonight as a face to face and with [daughter] playing up how she was we would 

have had to cancel at the last minute” (Karen).  Other benefits mentioned were that it was 

easier not to have to rush out and the comfort of their own home. Also, one father 

mentioned he actually prefers talking to people online: “I find it easier online talking to 

others. I am not very good face to face talking out loud in front of everyone so I like this, find 

it a lot easier” (Mike). However, apart from Mike, all parents preferred a combination of the 

two delivery methods. They maintained that face to face sessions are easier to establish 

trust: “I think what face to face does is you do uhm that you can’t really do uhm remotely, is 

that when you meet people directly you build trust that bit more, for this sort of thing being 

able to open up and sharing of experiences” (Sally)  

 

Distractions from children at home was given as another reason why face to face may be 

better in some instances: “I find it easier to speak face to face because you all in a room and 

there is no children around. No noise or nothing so you can literally just concentrate on what 

people are saying whereas when I am doing this I can hear her (child) talking and she is like 

“mummy I want this, mummy I want that” .. or she running around somewhere , or if I go to 

different room she will follow me and I’m like “No I am trying to talk” so.. (Andrea)”   

 

The two parents who did not attend the face to face sessions reported that they felt they 

missed out and would recommend others to make sure they would at least attend the first 
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face to face session: “Not meeting people you do sort of feel.. well I feel like I missed out on 

something so I think yeah especially in the beginning coming in and not having met everyone 

it was quite difficult that first session to then start talking to people you didn’t know and you 

hadn’t met about things that are quite personal” (Suzanna). 

 

As mentioned earlier, the overall response was that a blended format worked best: “Yeah I 

think the mix was good. I think face to face was nice because you can like develop that trust 

but equally like just now when you are just able to sit and flick it on is quite helpful. Like [my 

son] hasn’t actually gone bed yet… it is quite nice for me not rushing out the door and our 

children settle better if one of us hasn’t gone out so yeah uhm I think a mix is good”. (Lilly)  

 

 “Because we doing online, we could have at least given her a cuddle while we have the 

session which and so it makes it possible to come to. Uhm I always feel face to face is 

optimum in terms of the quality of communication and interaction but you can get 80 or 90% 

of it with online so… I think the mix of both works, I think sort of one or 2 or 3 face to face 

sessions uhm is probably sufficient, that is how I feel.” (Alex). 

 

Theme 3: Structure of SOLACE 

The third theme concerns the structure of SOLACE including the format of the session 

content, outcome measures, time of day, Facebook, as well as suggestions for 

improvement.  

 

The structure of the sessions was very well received. Participants enjoyed the themes each 

week with the free sharing time at the end (“That nice little bit at the end”, Lilly): 



250 
 

“I think 1 hour was good, I think yeah 1 hour is quite good. Uhm yeah that half last hour was 

just general discussions, wasn’t it? It was good to have that half hour there for people 

wanting to discuss general things so I think 1 hour for the discussions is enough” (Sally). 

“We were able to do that [ask practical questions] at the end of the session, that last half 

hour, after the main discussion so that was really helpful.” (Suzanna)  

No comments were made regarding the actual material shared and discussed during the 

sessions. Some parents, however, suggested that the videoclips that were shared during the 

session could be made available earlier so that they would have more time to reflect on the 

content to be able to discuss it during the sessions: “Having the clips beforehand I think 

would be good because then yeah you can kind of watch them and think about them uhm I 

don’t think I needed to know any more about the content before each session … but the 

things to watch or maybe things to read beforehand would be good” (Sally ). Or as Karen 

stated: “… just having the processing time really for video clips and anything beforehand 

having the time to process it and think about it and process it a bit more”. One father 

commented that he would have liked to know the content beforehand too: “I think knowing 

the content beforehand would help, even like you say if it is homework or even… if you 

wanted to write a list of question or… anything like that because … there is always things 

afterwards that you wished you should have asked or could have asked that… yeah.. “(Mike)  

 

Parents provided mixed responses about the time of day. Some preferred the sessions to 

start a little later so that children would be in bed, whereas others preferred a little earlier 

so it would not finish too late in the evening. However, all parents felt the sessions ended 

rather abruptly and responded that they would have liked it to continue for longer. Some 
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parents suggested that weekly sessions may be too much commitment but that a monthly 

on-going session would be beneficial and appreciated: 

“I don’t know, it seems to have finished quite quickly (Laughs). But uhm it is difficult. It would 

have been nice if it was kind of like an on-going thing. Not every week, but like maybe every 

other week. Or maybe it went like to once a month after or something,  I don’t know. uhm it 

is quite good to have like a block of sessions but then something you can return to. I guess 

you can return to the fb page if you need to. Uhm yeah, I think it was enough sessions 

because it would be too much of a time commitment every week isn’t it. I think” (Sally)  

“Yeah I would have liked it little bit longer. I feel like that there is still so much to talk about 

to discuss and listen and things like that, I feel 9 weeks has gone really quick. And although 

we have learned so much and gained a lot more experience I think that it would be nice to 

have it that little bit longer. As I say there is quite a lot more to talk about and things like 

that. As when children get older and share different experiences like that (child interrupts) 

Sorry, and things like that so yeah I agree a little bit longer would be nice.” (Andrea)  

“Yeah I totally agree with the others….. once a month going forward would be lovely 

because you have shared experiences by chatting to each other and you used each other as 

sounding boards and got some good ideas for coping mechanisms and it just feels that you 

will miss that and somebody goes” (Maria)  

 

The opinions about the Facebook group were not particularly strong. They said they found it 

useful to be reminded about upcoming sessions but few parents were frequent Facebook 

users so did not engage with the Facebook group and commented it should not be used as a 

substitute for the online sessions. One mother also expressed her concern about visibility on 

Facebook. Parents suggested that a Whatsapp group may be easier and more useful.  
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“I tend to do whatsapp, I don’t have Facebook on my phone so I have to log onto the laptop 

uhm like we did to check Facebook so yeah whatsapp would be helpful for me but yeah it is 

not really a substitute for doing teleconferencing or you know meeting up” (Karen)  

“Yeah it would come up in my feed and I was like I hope no one can see that but then I 

remembered it was a secret group. I don’t really use Facebook, it’s just something I avoid a 

little bit” (Suzanna).  

“It was useful to, yeah, to see links to things and blogs and to be able to find the links for this 

(online meeting) and be reminded of things that was all useful. But then I don’t really use 

Facebook for chatting anyway so it is not something I would use a lot to chat to people but I 

find it useful to have it there. And to know where everything is” (Sally). 

 

When discussing the outcome measures, the responses were mainly positive. The parents 

thought there was enough time to complete the questionnaires and that they were not too 

long. One participant pointed out that negatively worded questions were harder to read, 

especially when preceded by a positively worded question. 

 

A mother reported how completing the questionnaires made her realise the positive impact 

SOLACE has had:  

“When you first gave me the questionnaire is when I realised I recognised I was feeling pretty 

rubbish and I think you bury that so far sometimes because I struggle since his diagnosis … 

because I don’t have a choice, it is my son who I love dearly and you just need get on with it. 

But it is the last questionnaire made me realise that SOLACE definitely been helpful cause I 

surely feel better than I did before, even though I didn’t necessarily recognise how rubbish I 

was feeling, so I think that has been really great” (Lilly).  
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Another mother commented, however, that she did find some of questions confrontational: 

“Yes it was fine. It does make you think about your relationship with your child and some of 

the questions you feel guilty answering them truthfully uhm because yes sometimes it does 

make me unhappy and sometimes it does feel like it is unfair but I know it is not something 

she bought on herself. It is just what it is. And sometimes I guess it is good to ask yourself 

how clearly you think or how you feel about that and acknowledge your feelings even if they 

do make you feel, I don’t know, a bit bad…. But yeah the questionnaire it wasn’t hard it was 

just made me think about stuff” (Sally). After Sally said this, another mother commented she 

had similar feelings and was debating whether to answer the questions truthfully or not. 

She indicated she felt a little guilty about answering truthfully when questions were not 

positive about the child’s condition.  

 

As mentioned earlier, no negative comments or suggestions were made for change about 

the actual content of SOLACE. As Andrea commented: “I agree with Lilly, nothing was uhm 

negative or upsetting or anything like that it was all positive it, was all about sharing your 

experiences and understanding more about different people uh parents are different than 

yours and things they would do differently so I wouldn’t say there was anything I liked least 

about it. Every session was different, every session was speaking about something different 

so it wasn’t like it was being repeated you know over and over again. I found every session 

helpful”. 

 

The parents viewed SOLACE positively was also reflected in that they would all recommend 

SOLACE to other parents:  “I’d love to see something like this rolled out, like the Early Bird.” 
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(Suzanna). “So yeah I definitely recommend it. It, is very helpful for us as I say for parents 

who don’t have any support or anyone to talk to turn to say look is this..is this normal, am I 

overreacting, am I not?” (Andrea). 

 

9.10. Discussion of results 

This section brings together and discusses the qualitative and quantitative results to address 

the question of whether SOLACE is feasible, acceptable, and potentially effective in 

improving parental mental health, in part through increasing parents’ resistance to stigma. 

How the synthesised findings relate to the wider literature is also drawn out. Strengths and 

weaknesses of the study, including recommendations for a future trial and refinement of 

the intervention, are presented in Chapter 10, which is the concluding chapter of this thesis.  

 

9.10.1. The feasibility and acceptability of SOLACE 

The high retention rates, minimal missing data, good attendance rate, and positive feedback 

obtained during the qualitative focus group interview suggest that the intervention and 

study procedures were acceptable to parents of autistic children.  Furthermore, no serious 

adverse events were reported and despite a few challenges during the online delivery the 

intervention delivery was acceptable to the facilitator too. Similarly, the combination of high 

retention rates, minimal missing data and feedback from the participants during the 

qualitative interviews indicates that the outcome measures were acceptable too. 

Participants reported to have had enough time to complete the questionnaires. Although 

two participants reported to find some questions confrontational, given that all 17 

participants completed the final measures at T2, it can be concluded that the outcome 

measures were acceptable overall.  
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Eighteen participants were randomised into either SOLACE or the control group. The study 

aimed to recruit 24 participants during the three month recruitment period, which suggests 

that recruitment could be improved. Low recruitment rates are, however, common for 

feasibility studies, particularly for randomised controlled trials. Sully et al. (2013) reviewed a 

cohort of trials funded by the MRC in the UK and found that between 2002 and 2008, 45% 

of the trials failed to reach their target sample size. Others have found that as much as 60% 

of trials are delayed or cancelled because they fail to recruit the required number of 

participants (e.g. Gelinas et al. 2017). This highlights that recruitment for RCTs is a common 

problem, which is supported by the current study.  

 

Although recruitment rates were lower than expected, retention rates were excellent.  

Sixteen participants completed the questionnaires at T1 (94%) and all seventeen 

participants who completed the baseline questionnaires completed the follow up 

questionnaires (100%).  Compared to other intervention studies with this population, these 

results are impressive. For example, in Clifford’s (2014) online support group study, 

retention rates were a major concern. A recent study carried out by Kuhltau et al. (2019) 

evaluated the feasibility of an 8- week group intervention to reduce stress in parents of 

autistic children. They delivered the intervention via videoconference and reported that 

82% of participants completed data post intervention which dropped to 66.7% at the 

second measurement point.  Hall and Bierman’s (2015) review of technology-assisted 

interventions with parents of young children reports retention rates ranging from 50-70% 

(Bert et al., 2008; Enebrink et al., 2012; Kable et al., 2012; Sanders et al.,2008, 2012; van der 

Zanden, Speetjens, Arntz, and Onrust, 2010).  
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The high retention rate could be due to the blended format where videoconference was 

supplemented with face to face meetings. However, the online sessions were better 

attended than the face to face sessions which suggest that despite some of the limitations 

of video conferencing (e.g. technical issues such as low sound quality and the less ‘natural’ 

communication style) parents reported that they found it easier to attend the online 

sessions. The feedback from the parents was generally very positive and parents stated that 

the benefits from the online sessions outweighed the negatives. It seemed the participants 

accepted technical limitations as part of the process. This is in line with previous research 

where participants did note that IT glitches could be frustrating, but that being part of a 

group and meeting others outweighed the technical difficulties (Banbury et al., 2018; 

Damianakis et al., 2016).  

 

During the focus group interview all participants expressed the feeling that SOLACE ended 

rather abruptly. This view was echoed by the mother who was interviewed individually, and 

the participants subsequently set up their own Whatsapp group to remain in contact 

despite all being part of the SOLACE Facebook group.  The Facebook group was initially set 

up to share information about the sessions, but also to encourage further peer to peer 

support. The participants stated they thought Facebook was useful for reminders for the 

upcoming sessions but the majority mentioned they prefer Whatsapp over Facebook and 

did not continue to use the Facebook group after the intervention period had finished. 

Although it may have aided in the retention rates, the added value of the Facebook group 

needs further investigation.  Nevertheless, the fact that the participants set up a Whatsapp 

group and wished SOLACE had continued, indicates that the group felt socially connected 

and valued engaging with each other. This is supported by the qualitative findings since the 
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parents acknowledged the value of being part of a group where they felt understood and 

not judged. This is not surprising given the body of work on the benefits of peer support for 

parents of children with additional needs, including autism (e.g. Kerr and McIntosh, 2000; 

Macintosh et al., 2005; Solomon et al., 2001).  

 

These findings also support previous research that found that videoconferencing groups can 

help reduce feelings of isolation, and loneliness (Damianankis et al., 2016; Khatri et al., 

2014; Marziali, 2009) and were able to provide emotional and social support (Austrom et al., 

2015; Banburry et al., 2014). Albeit limited, there are mixed findings regarding the process 

of feeling socially connected online. Banbury and colleagues describe how sometimes 

participants take a while before feeling at ease with others in an online environment.  Two 

studies combined face-to-face meetings with online meetings (Burkow et al., 2013; 

Lundberg, 2014). Burkow et al. (2013) reported that, for those who could not attend the 

face-to-face meeting, engagement with others during the intervention was not 

compromised. This is in contrast to the current study’s findings as the mothers who did not 

attend the face to face meetings mentioned they felt they had missed out meeting people 

face to face. They would have preferred to meet everyone face to face and said they wished 

they could have come to at least the first face to face session. The parents in the SOLACE 

group said that trust is quicker established during face to face sessions, which is in contract 

to Lipman et al.’s (2011) study where mothers reported that videoconference is less 

threatening than face to face meetings. The mothers in Lipman et al’s (2011) study felt that 

they were quickly able to establish trust and felt more able to share experiences talking 

from the comfort of their own home than they would have in a different group setting. One 
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father in the SOLACE group shared these views and future research should explore 

individual differences in preferred method of delivery.  

 

As mentioned earlier in this section, the results show that the intervention had a good 

attendance rate which confirms the acceptability of the intervention.  One participant 

withdrew from the sessions after attending one session but the remaining participants 

attended on average six sessions. This is in line with the findings from Khuthlau et al. (2019) 

who delivered their intervention in a similar format and found that 65% of the intervention 

participants completed six or more sessions. The one participant who attended one session 

only, wished to remain part of the study and later also joined the Whatsapp group that was 

created. She did not attend the focus group and although she initially agreed to an 

individual interview, she did not respond when trying to make arrangements. It was, 

therefore, not possible to explore her reasons for not attending the sessions apart from the 

initial reasons she had given the facilitator (lack of childcare; bedtime routines and 

forgetting one session).  The group size was too small to make inferences about 

demographic differences between her and the remaining participants although it is worth 

noting she was from a different ethnic background and faith than the remaining participants 

in SOLACE.  

 

With regards to the feasibility of delivering the intervention, the technical issues that arose 

during the intervention, and were noted by the facilitator as distracting and/or challenging 

for the delivery of the intervention are similar to those reported in the literature. Banbury et 

al.’s (2018) review found that audio difficulties such as delays, dropouts and background 

noise were among the most commonly reported problems. Other studies that used 



259 
 

videoconference to deliver interventions to caregivers reported visual problems such as 

poor lighting (Banbury et al., 2014) or too small picture (Nyström and Ohrling, 2006). 

Problems in downloading the software (Marziali, 2009; Marziali and Garcia, 2011) were also 

reported which is in contrast to the current study. All participants found Zoom relatively 

easy to set up, and none of the participants reported trouble downloading the software. 

Nevertheless, the issues were noted as minor and fidelity to the manual was maintained 

throughout the study period suggesting the delivery of the intervention was feasible to both 

the facilitator and the participants. Suggestions for improvement for the delivery of SOLACE 

are made in Chapter 10.  

 

9.10.2. The preliminary effectiveness of SOLACE 

The main aim of the current study was to develop an intervention that improves the mental 

health of parents of autistic children and to test its feasibility, acceptability and preliminary 

impact. Mental health was measured with the Mental Health Inventory (MHI-5) which 

ranges from 0 to 100, where 100 represents optimal mental health. To date, no formal cut-

off points have been determined, yet the most commonly reported cut off points in 

European studies are 52 (Bultman et al. 2006; Holmes, 1998); 60 (Thorson et al., 2013); and 

72 (Hoeymans et al., 2004). This means that even when using the most conservative cut off 

point, both SOLACE and control group participants reported on average poor mental health 

(45.78 and 49.00 respectively). This is in line with the literature suggesting that parents of 

autistic children report poorer mental health than the general population (e.g. Hastings et 

al., 2006); parents of typically developed children (e.g. Cantwell et al., 2015) and parents of 

children with intellectual disabilities (e.g. Werner and Shulman, 2015).  
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After taking part in SOLACE, participants’ mental health had improved and were no longer 

below the cut-off point of 52. In fact, at T2, their mental health scores were significantly 

higher than at baseline. The qualitative findings support this as parents reported to have 

fewer negative thoughts and noted how SOLACE made them feel better overall. As Chapter 

5 outlined, there are few mental health interventions and most are at feasibility or pilot 

stage. Furthermore, given the variety in study designs and outcome measures used, it is 

hard making comparisons. For example, in DaPaz and Wallander’s (2017) review of 

interventions that target parental mental health, none of the studies employed the MHI-5 

as an outcome measure. Still the current study adds to the growing literature providing an 

intervention that has the potential to improve parental mental health. The mental health 

scores for those in the control group improved over time too, albeit not significantly. It 

could be that control group participants accessed support in another form during this time. 

Chapter 10 discusses this limitation in further detail and provides suggestions for 

improvement.  

 

Although the primary outcome measure was mental health, measures of courtesy and 

affiliate stigma were obtained to assess the levels of stigma and self-stigma parents 

reported before and after SOLACE. At baseline both groups reported high levels of perceived 

courtesy stigma (mean score of 2.00 in a range of 0-3). This implies that parents, on average, 

agreed with statements like ‘most people look down on families with an autistic family 

member’ or ‘most people blame parents for their child being autistic.’ Compared to Chan 

and Lam’s (2017) findings, the parents in the current study reported higher levels of 

courtesy stigma than a sample of 424 Chinese mothers (mean courtesy stigma score of 

1.39). As discussed in Chapter 4, the literature suggests that parents from collectivist 
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cultures (such as China) are more likely to experience stigma and more vulnerable to 

internalise this stigma. Although the findings from the current study are based on a small 

sample size, the findings do not support this theory. The children in Chan and Lam’s study 

were older than the children in the current study and it could be that perceived courtesy 

stigma changes over time. However, the findings from the current study clearly indicate that 

UK parents experience high levels of courtesy stigma.  

 

After the intervention, the parents who took part in SOLACE reported a significant lower 

level of courtesy stigma (mean = 1.25) which was maintained at T2. The scores for the 

control group did not change. This is interesting given the statements to measure courtesy 

stigma concern others. This suggests that the interpretation of other people’s behaviours or 

attitudes has changed during the course of SOLACE. Indeed during the focus group 

interview, participants mentioned how SOLACE made them realise that others may not 

judge them as much as they think. This shows that the recommendation of being 

compassionate towards others which was provided by the autism community in the study 

described in Chapter 6, was a useful and valid suggestion.  

 

The parents in the current study also reported high affiliate stigma scores compared to 

previous studies. The SOLACE participants reported higher affiliate stigma scores than the 

parents in Chan and Lam’s (2017), Mak and Cheung’s (2008), and Werner and Shulman’s 

(2013). Recently Lovell and Whetherall (2019) used the full affiliate stigma scale to measure 

self-stigma in 124 parents of autistic children living in the UK who also reported lower 

affiliate stigma than the parents in the current study. However, Lovell and Whetherall did 

not use an adapted version of the affiliate scale which could explain lower stigma scores for 
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their sample since some items are not culturally appropriate for use in the UK as discussed 

in Chapter 8. During the focus group interviews no direct references to self-stigma were 

made, however the quantitative results suggest that SOLACE was successful in decreasing 

self-stigma in parents of autistic children. Compared to the control group, SOLACE group 

participants reported a significant drop in affiliate stigma scores at T1 and T2, suggesting 

that SOLACE helped reduce self-stigma. In relation to Perlick et al.’s (2011) affiliate stigma 

intervention, the results are particularly promising. Perlick et al.’s (2011) intervention was 

successful in reducing self-stigma in parents of people with a serious mental illness. 

However, their intervention was only successful for parents with low levels of anxiety.  They 

argue that this could due to the group format and that people with high levels of anxiety 

may feel uncomfortable and unable to share personal experiences. SOLACE used the idea of 

sharing video clips of other parents talking about their experiences from Perlick et al.’s 

(2011) ‘In Our Own Voice – Family Companion’ intervention. This ‘technique’ was also 

applied during group discussions by providing quotes from other parents to discuss. In 

addition, the exercise ‘how to treat a friend’ was used to ask parents to provide advice to 

others. This may be ‘non-threatening’ way to indirectly address one’s challenges.  Obviously, 

Perlick et al.’s study targeted a different population making comparisons challenging and 

hypothetical.   

 

The results also suggest that SOLACE has the potential to positively impact on the outcome 

measures of self-esteem, self-blame, positive meaning of caregiving, self-compassion and 

social support. At baseline, the participants from SOLACE reported a particularly low level of 

self-esteem (mean = 13.89) compared to parents of autistic children in previous studies that 

used the same outcome measure (e.g. Cantwell et al., 2015; Werner and Shulman, 2013; 



263 
 

Zhou et al., 2018). After SOLACE, self-esteem scores had improved significantly for SOLACE 

participants although the difference was no longer significant at T2. It could be that SOLACE 

initially helped parents with their self-esteem, but that on-going sessions are necessary to 

maintain these levels. None of the mental health interventions for parents of autistic 

children described in Chapter 5 (Section 5.4.2.) measured self-esteem as an outcome of 

their intervention. In Frantz et al.’s (2018) review, fifteen intervention studies included 

measures of a separate yet related construct namely that of self-efficacy which measured 

parents’ perceived ability to deal with parenting challenges. The interventions in this review, 

produced mixed results with some significantly increasing parental self-efficacy (McAleese 

et al., 2014) and others no results (Estes et al., 2014) or even decreasing self-efficacy 

(Minjarez et al., 2012).  In the current study, self-esteem was not directly targeted but 

indirectly through psycho-education and social support in line with the social identity theory 

as described in Chapter 4. This is similar to other intervention studies in the field of self-

stigma that measured self-esteem as an outcome measure (Yanos et al., 2015).  

 

Positive meaning in caregiving increased more for those in SOLACE compared to the control 

group. At baseline the scores were comparable to those in Werner and Shulman (2013) but 

improved significantly after SOLACE. During the sessions and qualitative interviews it 

became apparent that some parents struggled to see any positives of caregiving although 

this is not reflected in the quantitative outcome measures.  

 

SOLACE was successful in decreasing self-blame scores for SOLACE participants although no 

significant changes were observed. During the qualitative interviews parents commented 

that SOLACE made them realise they are ‘doing OK’ and that what they are doing is ‘good 
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enough’. Without directly asking parents if they experience less self-blame, it is hard to 

ascertain whether these comments imply that parents referred to feelings of self-blame. 

However, the combination of quantitative and qualitative results suggests that SOLACE has 

the potential to successfully reduce feelings of self-blame.  

 

The qualitative focus group revealed that learning about self-compassion was something the 

parents found particularly valuable. Parents commented that they took a less negative view 

of themselves which is one of the main aspects of self-compassion. The quantitative findings 

showed that self-compassion scores increased for those in SOLACE, yet the changes were 

not significant. Still, the scores for those in the control group actually decreased post 

intervention, which shows a favourable change for those in SOLACE. It is also interesting to 

note, that compared to Chinese studies, the participants in the current study scored lower 

on self-compassion at baseline than the parents in for example Wang et al. (2017) study. 

Self-compassion is becoming increasingly popular in the literature and a recent review from 

Kirkby (2018) showed that self-compassion based interventions have moderate effect sizes 

in improving well-being in various populations.  

 

The qualitative findings showed how much parents appreciated being part of group and 

suggest that SOLACE was successful in providing social support to participants. The 

qualitative findings are unsurprising as this has been consistently highlighted in previous 

carer literature (e.g. Broady et al., 2016; Kerr and McIntosh, 2000; McCabe, 2008). A 

systematic review from Shilling et al. (2013) reviewed 17 quantitative and qualitative studies 

on experiences of one to-one and group peer support for parents of children with special 

needs. They found benefits of peer support in general, such as shared social identity and the 
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opportunity to learn practical information which is in line with the responses obtained 

during the focus group interview in the current study. However, the quantitative analysis did 

not support this fully.  Post intervention, an increase in perceived social support scores was 

observed for SOLACE participants. However, SOLACE participants also reported a slight 

increase in social isolation scores. The quantitative data was collected in the week following 

the end of the intervention, and parents mentioned during the focus group interview that 

they found it unfortunate SOLACE had come to an end. This could explain the slight increase 

in social isolation scores as parents may have felt concerned about the discontinuation of 

SOLACE and the lack of continuous support.  

 

Khutlau et al. (2019) utilised the same data collection tool to measure perceived social 

support of their sample. Their study found comparable social support scores to the current 

study in their sample of American parents of autistic children. However, the improvements 

in social support scores for SOLACE participants were greater than those observed in 

Khutlau et al.’s study. SOLACE not only provided social support due to the group format, it 

also directly targeted social support through  dedicating a session to the importance of 

social support, explaining to parents about the different types of social support and ways to 

increase social support.  

 

It should also be noted that the control group reported a decrease in social support scores 

at T1 and T2. The observed differences were minimal but it could be that taking part in a 

study made parents reflect on their current social situation. Because control group 

participants were not offered an intervention at later date, it could be that control group 



266 
 

participants viewed their social situation particularly negative. Chapter 10 discusses how to 

overcome this potential limitation.  

 

9.11. Summary 

This chapter described the results from the RCT that was carried out to evaluate the 

feasibility, acceptability and preliminary impact of SOLACE. Seventeen participants were 

randomly assigned to either SOLACE or the control group with measures taken at 

baseline, post intervention and at six weeks post intervention. A qualitative focus group 

and individual interview was conducted during which parents discussed the acceptability 

of the structure, mode of delivery and format of SOLACE. The findings suggest that 

although recruitment was slower than anticipated, SOLACE was feasible and acceptable 

to parents of autistic children. The retention rates were excellent and there was minimal 

missing data. The attendance rates for those in the SOLACE group were good, with the 

online sessions having better attendance than the face to face sessions. Although 

parents report to establish trust and rapport quicker when meeting face to face, the 

benefits of the online sessions outweighed the negatives.  

 

The quantitative results suggest that SOLACE is potentially effective in improving parental 

mental health. An increase in mental health scores was observed for parents from the 

SOLACE group as well as reduced perceived courtesy and affiliate stigma compared to the 

control group.  Feelings of self-blame were reduced and feelings of positive meaning of 

caregiving, self-esteem scores and self-compassion increased. This was supported by the 

qualitative feedback gained during the focus group interviews. Parents commented how 

SOLACE helped them take a less harsh view of themselves and improved their overall 
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feelings of well-being. The results from this chapter demonstrate that a full trial is 

warranted. Suggestions for a future trial including refinements for the intervention are 

discussed in Chapter 10, which is the concluding chapter of this thesis.   

  



268 
 

Chapter Ten: General Discussion and Conclusions 

10.1. Introduction  

This chapter is the thesis’ concluding chapter. This thesis presented the development, 

implementation and evaluation of a novel stigma protection intervention for parents of 

autistic children. This thesis reported on the two phases of intervention development 

following the MRC’s guidelines for the development of complex interventions. Phase I 

(chapters 4, 5, 6 and 7) described how the intervention was developed, and presented the 

intervention design. Phase II (Chapters 8 and 9) comprised of the randomised controlled 

feasibility trial to investigate whether the designed intervention is feasible, acceptable, and 

potentially effective in improving the mental health of parents of autistic children.  

 

This final chapter starts with a summary of the findings of the aforementioned two phases, 

followed by a discussion of the study’s strength and weaknesses. Recommendations for 

progression to a future trial are presented as well as recommendations for the refinement 

of the intervention.  The thesis’ contribution to theory and practice, including directions for 

future research, is discussed in Section 10.6.  A personal reflection is presented in Section 

10.7, before the thesis’ final conclusion. 

 

10.2. Summary of findings 

10.2.1. Phase I: The development phase 

The aim of the first phase was to develop a novel psychosocial intervention grounded upon 

the theoretical relationship between mental health and autism stigma. Chapters 4, 5, 6 and 

7 described the work carried out to fulfil this aim. In line with the first objective set for this 

phase (see Chapter 3, Section 3.2.2), a theoretical framework was developed explaining the 
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mental health and autism stigma relationship. Several psychosocial variables that buffer the 

harmful impact of stigma upon mental health were identified through a systematic review 

of the literature. The literature also suggests that parents are at greater risk of internalising 

courtesy stigma when parents feel self-blame and responsibility for the onset of their child’s 

condition. Internalised courtesy stigma, or affiliate stigma, is known to have harmful 

consequences for parent mental health. It is theorised that affiliate stigma develops in a 

similar fashion to the development of self-stigma as explained in Corrigan and Watson’s 

(2002) self-stigma model. However, not all parents internalise the stigma they experience, 

and it is likely that there is a direct relationship between courtesy stigma and mental health. 

Self- compassion, social support, self-esteem and positive meaning of caregiving are factors 

that have been shown to moderate the negative impact of stigma. Secondly, strategies 

employed by parents to cope and resist stigma were examined. Few studies explicitly 

investigated parent’s coping strategies, yet seeking social support, educating others, 

disclosing the diagnosis, drawing upon their faith, and social avoidance were found to be 

ways parents dealt with the stigma they experience. These strategies differ across cultures, 

with parents from eastern cultures more likely to withdraw socially and use religion as a way 

to deal with stigma.  

 

Chapter five described the work carried out to meet the objective of examining and 

synthesising the literature concerning the effectiveness of different types of intervention in 

improving the mental health of parents/carers of autistic children. This chapter also 

examined and synthesised the evidence base for the effectiveness of intrapersonal stigma 

interventions that have shown to reduce self-stigma. The findings from this chapter seem to 

suggest that in addition to the psychoeducational and cognitive restructuring approaches, 
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the provision of acceptance and self-compassion strategies may offer an important way to 

help parents of autistic children develop stigma resistance, protect against self-stigmatising 

and improve their mental health.  

 

Chapter six described the findings of a listening exercise that was carried out among the 

autism community to evaluate their views and suggestions for an intrapersonal stigma 

intervention. This work fulfilled the objective of including key stakeholders into the design 

of an intervention. Thematic analysis of 112 people from the autism community 

(predominantly parents or carers) revealed that participants suggest education and 

advocacy and increasing self-esteem and compassion. The findings from this survey support 

the findings from chapters four and five yet also provided further insight into the barriers to 

attending face to face groups that parents may experience. Participants suggested helping 

parents with ‘ready-made’ responses to situations wherein stigma occurs.  

 

Chapter seven fulfilled the final two objectives for the development phase by synthesising 

the findings from chapters four, five and six and enlisting key stakeholders to refine the final 

intervention design. This chapter explained why a blended format of delivery was chosen to 

deliver the intervention and how the intervention was designed to be widely accessible to 

parents in the aim to reduce attrition. Phase I concludes with the final intervention design.   

 

10.2.2. Phase II: The feasibility phase 

The aim to evaluate the acceptability, feasibility and preliminary effectiveness of the 

intervention in improving the mental health of parents or carers of autistic children was 

fulfilled by the work carried out during the second phase of this study. Chapter eight 
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described the mixed methods used to evaluate the feasibility, acceptability and preliminary 

impact of the intervention. A randomised controlled trial was carried out comparing 

participants assigned to SOLACE with participants assigned to a control group who received 

no intervention. A combination of quantitative and qualitative measures was obtained to 

fulfil the aim of this phase. Chapter nine presents the trial’s results which showed that 

recruitment was slower than anticipated, but retention and attendance rates were 

excellent. Thematic analysis of a qualitative focus group interview revealed that the 

intervention was acceptable to parents, which was supported by the quantitative measures 

such as minimal missing data, high attendance rates and no reported adverse events. 

Despite a few technical challenges, the combination of face to face and online sessions was 

acceptable and feasible. Although the study is not powered to make statistical inferences, 

the quantitative results suggest that SOLACE has the potential to make a positive impact on 

mental health and reduce feelings of self-stigma, increase self-esteem and self-compassion 

and positive meaning of caregiving. Chapter nine concluded with a discussion of the results 

and how the work in chapters eight and nine fulfilled the second aim of this study. The final 

objective set for the feasibility phase was to make recommendations for a future trial which 

are presented in Section 10.5 of the current chapter. 

 

10.3. Strengths of the study  

The current study presents the development of a novel stigma protection intervention for 

parents and carers of autistic children. SOLACE was developed in accordance with the 

guidelines of the MRC guidelines for the development of complex interventions (Craig et al., 

2008). The development of many health care interventions is criticised for lacking a 

thorough development process (Craig et al., 2008) which the current study overcame 
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through a rigorous preparation process. The development of the intervention was carefully 

planned and described and followed the MRC guidelines as well as Wight et al’s (2016) Six 

Steps of Intervention Development, to allow a detailed preparation and description of the 

intervention which is often lacking in the literature. The intervention was grounded in 

theory, with the inclusion of the views from the target population, which can be seen as a 

key strength of the current study. As mentioned in Chapter 1, a common criticism in this 

field of research is the limited inclusion of key stakeholders (e.g. Pellicano et al., 2014) and 

input from the target population (Thornicroft et al. 2006) which was overcome in the the 

current study.   

 

The intervention was carefully designed to meet the needs of the target population which is 

reflected in the study findings. The excellent retention rate was a significant success of the 

current study. Further, the high attendance rate as well as the positive feedback obtained 

during the qualitative interviews, highlights the success of the intervention development 

and the acceptability to its users. Compared to other intervention studies with this 

population, these results are impressive. For example, in Clifford’s (2014) online support 

group study, retention rates were a major concern. A recent study carried out by Kuhltau et 

al. (2019) evaluated the feasibility of an eight- week group intervention to reduce stress in 

parents of autistic children. They delivered the intervention via videoconference and 

reported that 82% of participants completed data post intervention which dropped to 66.7% 

at the second measurement point. In Hall and Bierman’s (2015)’s systematic review of 

technology-assisted interventions with parents of young children, reported retention rates 

ranging from 50-70%.  The high retention rates in the current study could reflect that 
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parents recognised the need and potential value of a stigma protection intervention and 

were therefore highly motivated and committed to the study.  

 

Moreover, the intervention had a good attendance rate. The method of delivery is likely to 

have contributed to the high attendance rate. This is in line with emerging research using 

videoconference instead of face to face group sessions in the carer population (Banbury et 

al. 2018; Hall and Bierman, 2015).  The value added of videoconferencing is that it is cost-

effective and has increased accessibility. Studies suggest that this mode of delivery is 

particularly well received for people with lower social economic status and those who are 

most socially isolated (Lipman et al., 2015). There is minimal research available that used 

videoconference in group settings with parents of autistic children. Although future studies 

are needed to develop a stronger evidence base, this study is among the first to show that 

videoconference can be used effectively to deliver a psycho social group intervention. 

 

A mixed methods design was employed to provide a deeper understanding of the feasibility 

and acceptability of the intervention. The qualitative methods complemented the 

quantitative design and provided a deeper and improved evaluation of the intervention 

(Oakley et al., 2006), and therefore enabled more reliable conclusions to be drawn (Sharif, 

2015; Tashakkori and Teddlie, 1998). The inclusion of the focus group interviews provided 

detail regarding the acceptability of the intervention, and the detailed account of the 

implementation process provided further detail regarding the acceptability to the facilitator 

and the feasibility of the intervention delivery.  
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This thesis provided a detailed account of the rationale, theory and goals that underpin the 

intervention, making replication possible. This remedied another common limitation in 

health care intervention research as pointed out by Hoffman et al. (2014). The feasibility 

testing of the intervention was conducted in line with MRC guidelines and overcame the 

limitation of most feasibility studies as argued by Thabane et al. (2014) by providing clear 

feasibility objectives. This study also provided information about the preliminary 

effectiveness of SOLACE not only by conducting an RCT but also by measuring outcomes at 

an additional time point providing insight into the potential longevity of the impact of the 

intervention. Given that most intervention studies described in this thesis were at feasibility 

stage and did not provide information about long term follow up, this can be considered as 

another strength of the current study.  

 

Moreover, the study provided a detailed account of the intervention implementation 

process, including fidelity issues. Hoffman et al. (2014)  note a common limitation in 

intervention research is that studies often fail to report on how the intervention was 

delivered and what barriers to fidelity were experienced (e.g. Khutlau et al., 2019). Because 

of the novel mode of delivery it was particularly important to discuss the implementation 

issues (e.g. technical challenges that may interfere with fidelity) and issues experienced by 

the facilitator. Banbury et al. (2018)’s systematic review of videoconference interventions 

delivered in a group format found that a description of issues experienced by the facilitator 

including a description of the facilitator’s communication style were lacking in the literature. 

By providing detailed descriptions of the implementation process, this study adds to the 

understanding and best practice for group videoconferencing interventions which is 

currently lacking in the literature (Banbury et al., 2018).  
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Finally, the study adhered to appropriate ethical guidelines with detailed protocols put in 

place in case any adverse events occurred. The recording of adverse events was another key 

strength of the study’s protocol as many studies fail to include this in their study design 

(Johnson et al., 2014).  However, no serious adverse events were reported which could be 

attributed to the careful planning and delivery of the intervention.  

 

10.4. Study Limitations  

There were several challenges and limitations of the study that need to be considered. The 

aim was to develop an intervention that improved the mental health of parents through 

increasing their resistance to stigma and/or prevent the internalisation of stigma. Autism 

related stigma and the well-being of parents are increasingly recognised as a research 

priority; therefore new literature may have been published since the development of the 

intervention which has not been included in the design of the intervention. For example, 

recently, Lovell and Whetherall (2019) proposed and tested a theoretical model explaining 

the role of different types of social support in the relationship between affiliate stigma and 

perceived stress in parents of autistic children. The findings of their cross-sectional study 

(n=124) suggest that social support offers protection against the harmful impact of stigma. 

They differentiated between various types of support and found that lower levels of 

reported support from family was more important in the relationship between stigma and 

perceived stress than support from friend or others. Their study is based on data obtained 

from a UK sample and could, therefore, have been particularly relevant to the current study.  

 

The current study relies on (self) stigma theories and conceptualisations that are 

predominantly grounded in the field of mental illness (e.g. Corrigan and Watson, 2002; Link 
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and Phelan, 2002). How stigma theories and conceptualisations ‘translate’ to other 

populations with differing stigmatising conditions, like autism, is not yet well defined with 

researchers using different definitions and measurement tools to assess the constructs of 

public, courtesy, and affiliate stigma. As described in Chapters 2 and 4, the literature does 

not always explicitly distinguish between public and courtesy stigma. As mentioned before, 

parents (and researchers alike) may find it hard to detangle different forms of stigma 

(public, courtesy and affiliate stigma). For example, parents report feeling hurt when their 

children experience stigma regardless whether they feel stigmatised as the parent. It is likely 

that parents are so connected with their children that there is no real difference between 

the impact of courtesy and public stigma for parents of autistic children. It would, therefore, 

be interesting to explore how the experience and impact of stigma changes over time in 

particular when children reach adulthood. The current study focused on parents of young 

children, but future studies wanting to research the stigma processes in parents of autistic 

children should include children of various ages and employ longitudinal designs to gain a 

deeper understanding of the role stigma plays in families with autistic children. Given the 

novelty of the subject and the different conceptualisations and descriptions used to 

describe stigma, a challenge in the current study was to compare, review and relate existing 

literature and theory to the population of interest.  

 

However, the aim of the current study was to develop and evaluate the feasibility and 

acceptability of a stigma protection intervention. A randomised controlled trial was chosen 

as the most appropriate method to evaluate its feasibility, acceptability and preliminary 

impact. Several challenges during the RCT were encountered that need addressing. As 

described in the previous chapter, recruitment was slower than anticipated.  Although this is 
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common for feasibility studies (Cooper et al., 2018; Gelinas et al., 2017; Sully et al., 2013), it 

was anticipated that group places would be taken up by parents/carers quickly because the 

limited mental health support available for parents.  This may have been overly optimistic, 

and it may be that parents of newly diagnosed children are not yet ready to accept mental 

health support.  

 

Despite being a common issue in RCTs, there are several limitations of the recruitment 

strategy that need to be acknowledged. Firstly, the timing of the recruitment period could 

be a reason for the relatively slow recruitment rate. Recruitment took place during the 

summer school holidays. This means eligible parents may have been away on holiday and 

not seen the social media posts.  Also, parents may have been apprehensive about the start 

of the school year and therefore not confident to commit to taking part in a study that 

started early in the new academic year.  

 

Secondly, the majority of recruitment took place via posts on social media with an 

embedded link to the information documents.  Social media has the advantage of being far-

reaching (Gelinas et al., 2017). This does, however, mean that the advert potentially 

reached a much wider audience than the target population and therefore generated 

interest from people who did not meet the inclusion criteria.  To reach the target 

population, adverts were posted on parenting groups and autism related groups. It could be 

argued that these parents were therefore already looking for support. To overcome this 

potential limitation, adverts were also posted on local general community pages and local 

selling pages and posters distributed in community settings.  
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Nevertheless, traditional methods, such as use of print, radio, and television advertising, do 

not necessarily overcome low recruitment rates (Fenner et al. 2012). Furthermore, DaPaz 

and Wallander (2017)’s review of intervention studies with parents of autistic children 

concluded that the method of recruitment did not predict sample size. In their review, three 

studies used large scale national recruitment methods but varied greatly in numbers 

recruited ranging from three (Kenney, 2010) to fifteen (Ferraioli and Harris, 2013) to 243 

(Dykens et al., 2014).   

 

In the current study, the ‘unexpected’ promotion of the study on the television and radio 

news channels - as described in Chapter 8 (Section 8.6) - resulted in substantial interest 

from parents living outside Bedfordshire. The eligibility criteria were subsequently widened 

to those living in and near Bedfordshire to include those who were willing to travel to 

Bedfordshire for the face to face meetings. Two eligible participants were recruited as a 

direct result of the media interest and the widening of the inclusion criteria. It is likely to 

assume that if the eligibility criteria were widened to children over the age of 10 and or with 

a diagnosis longer than 12 months ago, recruitment would have been more successful. This 

was backed up by feedback from parents who attended the coffee mornings as mentioned 

in chapter eight (Section 8.10.1.3). Numerous parents who attended these coffee mornings 

expressed an interest in taking part but did not meet the inclusion criteria. Similarly, parents 

commented on the social media posts that they would be keen to take part whilst 

acknowledging not meeting the inclusion criteria (i.e. child over the age of ten or child 

diagnosed more than 12 months ago). However, as described in Chapter 1 (Section 1.7), the 

focus of the current study is on early intervention. Also, the stigma experience is likely to 
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change over time as discussed in Chapter 1 and 4 thus similarities in child age and time since 

diagnosis means parents may feel more socially connected (Clifford, 2014).  

 

Based on the results from the current study, a future study should widen the recruitment 

strategy. Schools and pre-school settings were not approached in the current study due to 

the timing of recruitment; however, future studies may want to use this as an avenue to 

recruit more participants.  Kowalkowski (2013) successfully recruited parents for their 

intervention through referrals from schools as well as autism community agencies and 

hospitals. Clinics, diagnostic centres, and general practitioner practices were not 

approached for help with recruitment in the current study which may be another avenue of 

interest. Khutlau et al. (2019) for example, used clinics as well as community organisations 

to recruit parents for their intervention study.  

 

The study sought to recruit parents and carers of autistic children who had either recently 

received a diagnosis, or were still undergoing diagnostic assessments. It could be that 

children not yet formally diagnosed, did not receive an autism diagnosis. Parents were not 

asked details to confirm their child’s diagnosis. This could potentially be viewed as a 

weakness of the study, however it was felt that helping parents cope with stigma and 

improve parental mental health would be beneficial regardless of whether the diagnosis 

was confirmed. In the current study, two control group parents had not yet received an 

official diagnosis for their child but both notified the researcher after the study period that 

they received an official diagnosis for their child. Still, a future larger study could consider 

recording more details about the time since diagnosis and follow up with those who had not 

yet received an official diagnosis.   
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Similarly, parents were asked if their child had received additional diagnoses which the 

majority did. The parents in Clifford (2014)’s PhD study mentioned they would have 

preferred to mix with parents of autistic children with similar characteristics as their own 

child. The current study did not account for the additional diagnoses or variance in 

challenging behaviours and characteristics. None of the parents stated this as a concern 

during the focus group interviews. Based on Clifford’s (2014) recommendations (see Section 

7.5) the facilitator explained during the first session that parents may experience different 

challenges and that the aim of the sessions is to learn from and support each other.  

Nonetheless, a future larger study may wish to account for the variance in autism and 

additional diagnosis children may have. As mentioned in the first chapter of this thesis, 

there is a need for deeper understanding of what aspects of autism contribute to the poorer 

mental health of parents and stigma. Still, this study has shown that an intervention aimed 

at parents of autistic children across the spectrum, is feasible and acceptable and potentially 

effective.  

 

Research with parents and carers is often criticised for an overreliance on data provided by 

mothers. One father was recruited into the study meaning that the majority of participants 

were mothers (95%). This dependence on data provided by mothers is a common limitation 

in the stigma and autism literature.  Mak and Cheung (2008) for instance only used data 

provided by mothers to test and validate their affiliate stigma scale; Green et al (2007) only 

interviewed mothers and Hastings et al., (2005) drew their conclusions based on mothers’ 

reports only. Gray (2002a) studied stigma experienced by parents of children with the 
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formerly known Asperger syndrome autism in Australia, and noted that mothers were more 

likely to experience stigma than fathers. Altiere and von Kluge (2009) found that fathers of 

autistic children perceive there to be less support from others, and that those fathers 

demonstrate fewer adaptive coping skills. Although there is research available on difference 

in stress and coping of fathers and mothers of autistic children (e.g. Ozturk, Ricadonna, and 

Venuti, 2013; Sanders and Morgan, 1997; Wang and West, 2016), there is limited literature 

available on the differences in perception and coping of stigma. Interestingly, although one 

father was officially recruited, another father joined all online sessions. Both fathers had 

very high attendance rates. It could be that this mode of delivery is more appealing to 

fathers and although the sample is too small to make any generalisations, it is worth further 

exploration. The literature would benefit from future research that includes fathers as much 

as possible. 

 

Other methodological considerations that should be addressed concern the date collection. 

As mentioned in Chapter 8 (Section 8.11.3) strict adherence to the protocol may be 

inappropriate in a psycho-social group intervention, still a detailed description of any 

deviations is important for future stakeholders. A detailed implementation log was kept by 

the facilitator and notes were kept by the assistant facilitator yet monitoring of the 

intervention implementation could have been more rigorous if sessions had been recorded 

and assessed by a third (independent) party. Although a detailed implementation log was 

kept, the facilitator did not record how the participant accessed each session. It was not 

until the focus group interview that the facilitator was made aware that one participant 

used her mobile phone to access the sessions, and did not realise she could change her 
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settings to see everyone at the same time. This meant she took part during the sessions only 

seeing the person speaking which naturally would have hindered natural conversation. 

Although the use of a device with larger screen (laptop, tablet or computer) should be 

encouraged, future studies could record how participants accessed the sessions each week 

and should tailor the delivery accordingly. Similarly, the current study did not report 

connection speeds of the facilitator’s or participants’ internet which may be of interest to 

researchers wishing to use videoconference to deliver group sessions in future research.  

 

Another potential limitation of the study is the reliance on self-report measures. It has been 

argued that participation in an intervention in itself can lead to better ratings on self-report 

measures (e.g., Fisher and Katz, 2008; Van de Mortal, 2008), leading to potential type II 

errors. It was outside the scope of this PhD to include e.g. biomarkers of psychological 

distress, nevertheless it could be argued that an increase in (self) reported mental health 

scores is positive regardless the subjectivity of the measures. Furthermore, the qualitative 

focus group findings supported the quantitative findings suggesting that SOLACE did indeed 

have a positive impact on the mental health of parents of autistic children.  

 

The addition of the aforementioned qualitative focus group interview was noted as being 

one of the key strengths of the current study as described in Section 10.3. Still, some 

methodological aspects of the focus group interview need to be considered. During the last 

SOLACE session, participants were asked about their availability and preference of location 

and time for the evaluative focus group interview. All but two indicated they preferred 

online. Limited research is available on the use of videoconferencing software to conduct 

focus groups but researchers such as Stover and Goodman (2012) and Tuttas (2015) have 
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successfully used videoconference to carry out a focus group. One of the limitations pointed 

out by critics is the difficulty in establishing rapport (e.g. Greenbaum, 2008); however, in the 

current study rapport was already established during the intervention period. Greenbaum 

(2008) also argues that it would be difficult to capture essential elements online such as the 

ability to note nonverbal responses, and group atmosphere and dynamics. To overcome this 

potential limitation, the researcher in the current study ensured that each participant was 

offered opportunities to respond, and would clarify or confirm participants’ responses when 

necessary. Despite some technical distractions, all participants remained part of the 

discussion and would feedback on one another suggesting they listened and engaged with 

each other.  

 

The lack of optimal screen quality (e.g. the visibility of the couple who shared a laptop) may 

have limited the potential to fully capture nonverbal communication. Nevertheless, facial 

expressions, posture and general body movements were still visible. All participants 

demonstrated willingness to contribute, often building on what others said. The researcher 

would note which participant would speak less than the others and ensured to offer those a 

chance by directly asking for view or input. Participants would interact with each other 

through ‘nodding, ‘laughing’ or verbally addressing the previous point made suggesting they 

were all an active part of the conversation. Thus, despite the aforementioned criticism 

regarding the use of synchronous internet assisted methods for qualitative data collection, 

this study suggests that videoconference can be used for data collection in qualitative 

research.  
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As mentioned above, there was good rapport between participants and the interviewer. 

Although this was essential for the intervention delivery, it could be seen as a limitation of 

the qualitative data collection. Although participants were reminded that the interviews 

were confidential and transcripts would be anonymous, participants may have felt inhibited 

to share negative views regarding the intervention. Myers and Newman (2007) argue that 

participants may reconstruct their experiences to favour responses in line with what they 

think the researcher is seeking. Furthermore, Wynter et al. (2015) point out that the 

negative experiences of support groups have been underreported in the literature and that 

collecting information about less positive experiences is important for the refinement and 

improvement of support groups. The same could be argued for psycho social interventions, 

in particular those at feasibility stage.  

 

Although it was emphasised to the participants that their input would help further refine 

SOLACE for future use with parents and carers, and that their responses were confidential, 

an anonymised evaluation survey form may have provided additional information not 

captured during the focus group interviews. This would overcome another limitation of 

focus groups in general which is pointed out by Liamputtong (2013) who explains that things 

that go unsaid or are not raised in the discussion may be equally important. For example, in 

the current group, it could be that some participants felt discontented about ‘couples’ 

joining in the sessions. This was not raised during the focus group or individual interview yet 

it cannot be concluded with full certainty that all participants felt comfortable about this.  

 

All, but one, SOLACE group participants took part in the evaluative interviews. One mother, 

who attended one online session only, did not attend the focus group interview. She 
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wanted to remain part of the study and completed all measures at each time point. She also 

joined the Whatsaspp group that was set up after the study had finished. She said 

challenging bedtime routines and lack of childcare were reasons for her not able to attend 

the sessions but further feedback may have given better insight into the barriers to her 

attending the sessions (if any).  

 

The remaining participants did not provide negative feedback regarding the content of 

SOLACE and were mainly complimentary about the mode of delivery, providing very little 

negative feedback. This is in contrast to Kozlowski and Holmes (2014) findings. Kozlowski 

and Holmes (2014) explored the experiences of group counselling delivered via 

videoconference. Their participants were more outspoken about the difficulties they 

experienced with technology and blamed technological issues for not being able to hold a 

normal conversation and its interference with the group process. Kozlowski and Holmes 

(2014)’ participants also talked about the videoconferencing process being very different 

from face-to-face groups. The online group sessions were described as being very linear 

with members waiting their turn to talk, similar to being in a classroom environment. Their 

participants described how the lag time in the videoconferencing environment contributed 

to this linear nature of the group and that this situation led to awkward silences and 

hesitations during the group because members did not know how or want to interrupt. 

Although the facilitator of the current study noted very similar experiences as described by 

Kowolski and Holmes’ participants, the participants did not bring this up during the focus 

group interviews.  It was mentioned that face to face sessions are more natural and that 

trust is established quicker face to face but all participants argued that the benefits 

outweighed the negatives without giving much detail about the negatives. Still, future 
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research using should explore how to create a more natural environment online that 

enables better flowing conversations.   

 

It should also be pointed out that the participants in Kozwolksi and Holmes (2014) were 

students from a counselling degree and would therefore have had a different perspective 

than the participants in the current study. For example, the participants in Kozwolski and 

Holmes (2014) study mentioned they were conscience of their appearance on screen and 

were distracted by looking at their own webcam display. The participants in the current 

study did not share this during the focus group interview and their behaviours during the 

sessions seemed to suggest they were not concerned with how they appeared on screen as 

discussed in Section 9.5. However, this is speculative and firm conclusions cannot be drawn. 

The lack of negative feedback could also be due to different expectations held by the 

participants. Being part of a study, the participants in the current study could have expected 

a psychoeducational environment. It could also be that because the participants were aware 

of the feasibility nature of the study that they were more forgiving of technical issues. Again, 

an additional anonymised evaluation form asking specific questions about the mode of 

delivery as well as the content of SOLACE could have provided a broader understanding of 

the participants’ experiences of taking part. However, the high retention and attendance 

rates in combination with the positive feedback, do suggest participants found SOLACE 

acceptable.  

 

Overall, the results of the trial suggest that SOLACE is feasible and acceptable and 

potentially effective in improving the mental health of new parents/carers of autistic 

children. While successfully demonstrating feasibility and acceptability, the small sample 
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size of this feasibility trial makes it statistically underpowered and thus statistical inferences, 

including potential effectiveness, must be viewed with caution. The small sample also 

means that the results could be due to chance alone or to confounding variables which were 

not accounted for in the study’s analyses. It is also possible that participants were 

particularly positive in their responses given their relationship with the facilitator/ 

researcher as mentioned in earlier sections.  

 

The participants in SOLACE reported higher perceived social support scores at baseline than 

the control group despite being stratified based on use of number of support groups the 

participants subscribed too. Given the small number of participants it cannot be determined 

whether this inbalance was due to chance, or due to an unsuitable stratifying proxy variable. 

A future study that wishes to stratify allocated based on social support levels at baseline 

may wish to use a valid and established measure of social support instead.  

 

Finally, although this study had the added advantage of providing follow up data to give 

some indication of the longevity of the results, the study could be improved by including a 

longer term follow up data collection point. Also, the control group participants were not 

asked about any support or therapy they may have accessed during the study period. The 

control group participants were aware they would not receive the intervention which may 

have encouraged them to seek professional help. A future study would benefit from a 

waiting list design so that the control group participants are offered the intervention at later 

date, which was outside the scope of the current PhD.  
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10.5. Progression to a definite trial 

This feasibility study has shown that progression to a definite larger trial is warranted. The 

findings from this thesis could inform a larger definite trial which would be powered to 

examine statistical significant effects with confidence.  Following on from Sections 10.3 and 

10.4, several recommendations are made which are discussed in turn below. 

 

10.5.1 Recommendations for the design of a future trial  

For a future large trial, several considerations and recommendations are made based on the 

work carried out in this thesis. These recommendations are summarised in Box 1. Firstly, a 

mixed methods design should be employed proving a more in-depth evaluation of the 

intervention. Based on the limitations mentioned in the section above, a future trial should 

include anonymous evaluation forms post intervention and/or use an independent research 

to carry out the focus group to limit bias.  

  

Secondly, a future study should improve the recruitment strategy to recruit larger (and 

more gender diverse) samples. Based on the results from the current study, a future study 

should widen the recruitment strategy and/or consider widening the inclusion criteria.  

Participation was limited to those whose children had received a diagnosis in the past year. 

Future studies could include parents with children diagnosed within the past two years as 

parents with newly diagnosed children may not be ready to participate in programs focused 

on the parent instead of their child. Schools and pre-school settings were not approached in 

the current study due to the timing of recruitment, however, future studies may want to use 

this as an avenue to recruit more participants.  Similarly, diagnostic centres (NHS) and 

general practitioner practices were not approached for help with recruitment.  



289 
 

Third, a future trial may wish to gather more information about the child’s diagnosis and 

time since diagnosis as mentioned in Section 10.4, and consider capturing outcomes at 

additional time points to provide further insight into the longevity of the results. A larger 

trial may also wish to collect information about support the control group participants 

sought during the study time and/ or employ a waiting list design.  

 

For the implementation of the intervention, a future larger trial should include technical 

support during the videoconference group meetings either by IT specialists or facilitators 

that are able to troubleshoot problems.  Banbury et al.’s (2018) review on internet 

interventions for caregivers concluded that good technical support was considered an 

important element for the success of an intervention. For a larger future trial it is 

recommended that IT support is offered through, for example, the ability to remotely 

accessing participants' devices, or being able to talk with participants through problems by 

telephone or online, or by testing the software during the first face to face session to ensure 

that all is in working order and the participant is confident in its use.  

 

Headsets should be provided (or loaned) if budget permits and tablets should be provided 

for the duration of the trial to those who do not have such a devise. In the studies reviewed 

by Banbury et al. (2018) all but two studies supplied devices and additional equipment such 

as webcams and headsets or provided refurbished equipment for those who needed it. Also, 

based on the issues noted by the facilitator, as well as those identified in the literature (e.g. 

Damianakis et al. 2016; Kozwolski and Holmes, 2014) clear communication guidelines and 

strategies for the facilitator should aid the smooth running of the online sessions and thus 

aid the effectiveness of the intervention.  
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Furthermore, future trials may wish to include in their protocol what to do with 

‘unexpected’ additional participants. Not just in terms of enrolling them into the study, but 

also in terms of the practicality of a couple joining in the online sessions.  Damianakis et al. 

(2016) provided support via videoconference to two groups of family caregivers (n=5 per 

group) of survivors with traumatic brain injury and reported a similar experience. 

Damianakis et al. (2016) report how some caregivers spontaneously included another family 

member in one or more of the online group meetings. The authors state that the facilitator 

‘skilfully’ included the additional participant (Damianakis et al., 2016) but very little 

additional information was provided. A future study may wish to encourage each participant 

to use their own device, or when sharing a device or laptop encourage the participants to 

use a separate headset each which can be plugged into the same device.  

 

Box 1: Recommendations for a future trial 

 

 

 

 

 

 

 

 

Recommendations for a future trial 

• Mixed methods 

• Wider recruitment strategy 

• Wider inclusion criteria 

• Technical assistance 

• Focus group by independent researcher 

• Additional anonymous evaluation forms 

• Longer term follow up  

• Follow up control group 

• More data on diagnosis  

• Include additional participants in the protocol 
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10.5.2. Recommendations for future psycho-social stigma protection interventions 

In addition to the recommendations for a future trial presented in Section 10.5.1, findings 

from this thesis have produced several recommendations for future psycho-social stigma 

protection interventions. These recommendations are described below and summarised in 

Box 2.  

 

The intervention content and structure was found to be acceptable to parents of autistic 

children in the UK. It is, therefore, recommended that future iterations of the intervention 

maintain SOLACE’s content. Although the intervention was aimed at parents of autistic 

children in general, future iterations may wish to include more culturally specific discussion 

topics such as the role of faith. The structure of a themed subject followed by free sharing 

time seemed to work particularly well. Also, the combination of online and face to face 

sessions was feasible and acceptable, and although less well attended, parents felt the face 

to face meetings were pivotal in establishing trust and rapport.  

 

Although the intervention has shown good acceptability and feasibility, several suggestions 

for improvements can be made based on the findings. Firstly, the focus group interview 

revealed that all participants would have liked to carry on with SOLACE, and some suggested 

this could be in the form of monthly follow-up sessions. Secondly, participants suggested to 

have more time to reflect on the video clips shared during the intervention. A future 

intervention could share the links and materials before each session. This may enhance 

group conversations during the online sessions too. Also, the screen sharing option did not 

work optimal. During a future intervention participants could be provided with the link to 
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watch the clip on their own device or laptop whilst muting the group. This would enable 

better picture and sound quality.  

 

The group mentioned they prefer Whatsapp over Facebook and did not continue to use the 

Facebook group after the intervention period had finished. Although it may have aided in 

the retention rates, the added value of the Facebook group needs further investigation. The 

facilitator communicated with the participants in their preferred method of communication 

which was either email, text messaging or via Facebook. Yet, the majority of communication 

happened through email. 

 

The participants did not provide any further suggestions yet the facilitator felt there are a 

number of changes that could improve the intervention. As mentioned in the section above, 

it is suggested that all participants use a headset, or are provided with a headset if budget 

permits. Poor sound quality can interfere with the flow of conversation. The importance of 

being in a private quiet place should also be emphasised. Although a major benefit of 

videoconference is that participants can take part from the comfort of their own home, 

background noise and activities interrupted the sessions. People ‘behave’ differently online 

than during face to face sessions and perhaps some ‘group rules’ should be set beforehand 

to minimise background distractions. Stressing the importance of joining the sessions on 

time, and notifying the facilitator beforehand if not able to attend, should also improve the 

ease of facilitating the online sessions. The most important suggestion is, however, to 

encourage use via laptop or tablet so that all participants can be seen at the same time.  
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Facilitators should be confident and experienced using the videoconference software and be 

prepared for a different communication style during the online and face to face sessions and 

should adapt the methods and materials in line with this. The challenge for the facilitator 

during the online sessions is to encourage participants to engage with each other and not 

via the facilitator.  

 

Lastly, a group size of six to seven participants is recommended as the optimal group size. A 

group size larger than this makes facilitating difficult, in particular for the online sessions. As 

discussed in Chapter 9, participants would wait their turn to speak and the facilitator would 

give ‘turns’ to participants to speak. With a larger group, this would mean participants have 

to wait some time for their ‘turn’ which may be frustrating but also hinders natural 

conversation which was identified as the main challenge of the online sessions.  

 

Box 2: Summary of recommendations for the stigma support intervention  

 

 

 

 

 

 

 

 

 

 

• Each session a theme with free sharing time at the end 

• On-going support (monthly)  

• Blended format (Online and Face to Face)  

• Provide participants with links to materials and video clips instead 
of screen sharing.  

• Group size of 6-8 participants. 

• The use of laptop or tablet with headset for online sessions. 

• Encourage private and quiet space for participants for online 
sessions. 

• Facilitator to be confident and experienced using both delivery 
methods. 

• Facilitator to encourage peer discussions during online sessions. 

• Facilitator to be prepared for additional participants. 
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10.6. Contribution to theory and practice  

This thesis has outlined the urgent need for stigma and its impact upon the mental health of 

parents of autistic children to be addressed in clinical and policy practice. The knowledge 

derived from this thesis may be used to help shape future local and national (and potentially 

international) autism policy so that the importance of stigma in relation to parent mental 

health and their caregiving role is emphasised. 

 

The parents in the current study scored on average below the recommended cut offs for 

healthy mental health scores (Bultman et al., 2006; Holmes, 1998; Cuijpers et al., 2009). This 

is in line with the literature suggesting that parents of autistic children report lower 

psychological well-being than the general population (e.g. Hayes and Watson, 2012).  

Despite the well-known bi-directional relationship between parental mental health and 

child outcomes (Vasilopoulou and Nisbett, 2016) there are very few interventions available 

that target the mental health of parents directly. SOLACE has shown to have the potential to 

increase the mental health scores of parents of autistic children. Prior to this study, no 

stigma support intervention had been tested empirically with parents of autistic children.  

This study is among the first to show that a blended format mode of delivery is a feasible 

and acceptable way to deliver a psycho- social group intervention to parents of autistic 

children. Videoconference has the potential to reach far more parents than face to face 

meetings alone, in particular those who are socially isolated.  

 

The present study provides preliminary evidence that the SOLACE intervention may be 

effective with this population and although more evidence is clearly needed, health and 

social care services seeking to implement a practical and impactful mental health support 
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intervention for parents and carers of autistic children should consider using SOLACE. For 

example, a future study could explore whether SOLACE can be successfully delivered within 

an NHS setting, and therefore be widely available and accessible to all parents.  

 

The mode of delivery could lessen the gap between intervention needs for parents of 

autistic children and the available resources to provide these services. MRC guidelines 

(2000; 2008) recommend that cost effectiveness be incorporated into the evaluations of a 

complex intervention, but this was outside the scope of the PhD. Findings from this study 

however can be used to aid a future cost effectiveness analysis, which could form an 

important part of a larger definite trial. 

 

This study contributes to a growing literature in the field of courtesy and affiliate stigma in 

parents and carers of autistic children. The majority of stigma research aiming to 

understand the concept of affiliate stigma and its development process in parents and 

carers of autistic children, is carried out in Asian cultures (Chan and Lam, 2017; Liao, Lei and 

Li (2019); Mak and Cheung, 2008; Mak and Kwok, 2010). This study has shown that a sample 

of UK parents experience high levels of courtesy and affiliate stigma, even in comparison to 

Asian studies. UK researchers are starting to focus on affiliate stigma (e.g. Lovel and 

Wheterall, 2018; 2019; Mitter, Scior and Ali, 2018) yet there is still much more to learn 

about the development of affiliate stigma in parents of autistic children in the UK. For 

example, ‘losing face’ is used to explain high levels of affiliate stigma in the Asian literature. 

Parents in the UK may not fear ‘losing face’, yet still internalise the stigma they experience 

as the current study suggests. This study has shown that self-blame, self-esteem, self-

compassion, social support and positive meaning in caregiving are likely to be important 
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factors in the stigma- mental health relationship. Future research could build on the current 

study and test the possible pathways to self-stigma and its relation to parental mental 

health.  The literature would benefit from qualitative studies exploring affiliate stigma and 

its development in greater depth. 

 

This study also contributes to the growing literature exploring internet assisted delivery 

methods for group interventions. This study adds to literature supporting the benefits of 

using videoconference to deliver a psycho-social intervention and as mentioned in Section 

10.3., this study adds to the understanding and best practice for group videoconferencing 

interventions which is currently lacking in the literature (Banbury et al., 2018). Future 

research could explore SOLACE to be delivered online only, or compare the two types of 

delivery methods by running various groups (e.g. online only, face to face only, blended 

format).   

 

10.7. Reflections  

The act of reflection enables thoughtful consideration of the possible ways in which the 

researcher and the research process shaped the collected data (Finlay, 2002).  Certain 

demographics (e.g. age, gender and race) as well as prior assumptions and experiences, can 

influence even the most rigorous research enquiries. My role as facilitator and interviewer 

meant I was an active part of the research process. For these reasons, I should consider and 

acknowledge my own implicit and explicit assumptions.  

 

I am a white, Dutch, female, single mother living in the UK. I grew up with an autistic family 

member, who had additional learning difficulties.  As a child, I was unaware of the stigma 
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surrounding autism. If friends came to the house, I would explain his condition to them 

beforehand, but I do not remember experiencing stigma. Because he was older than me, I 

did not appreciate some of the difficulties and challenges that my family encountered when 

he was younger. I am aware that I do not know what it is like raising an autistic child and 

that my experiences are very different from those of parents of an autistic child. Because of 

what study partners and parents told me over the course of my PhD, I felt conscious that 

the participants see me as an ‘outsider’ and question my ability to understand what they are 

going through because my children are not autistic. I decided to be upfront and open with 

the participants from SOLACE and told them about my personal experiences with autism, 

but that I do not claim to know what it is like raising an autistic child. This was well- 

received, yet it remained in my mind during the study period and especially during the focus 

group interviews. A mother described how the facilitator of an autism group she had 

previously attended, was the mother of an autistic (adult) child too. She described how 

helpful she found this, and felt this made the facilitator very knowledgeable.  I initially felt 

this confirmed my concerns about my role as a facilitator. Reflecting on these fears with my 

supervisors was a particularly valuable way to assist a balanced interpretation of her 

comment. 

 

I feel that being open and honest with the participants facilitated in forming a good 

relationship with the participants. For example, I shared that I am a single mother and that I 

often ‘self stigmatise’.  I would use examples of my own irrational thinking to illustrate how 

we can interpret things incorrectly. However, developing a good connection with the 

participants may not only affect my ability to be objective, it can also affect the participants’ 

behaviour. Participants may assume that I see things the same way they do. As Chew- 
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Graham et al. (2002) argue that perception of the researcher as a peer, with a common 

language and shared understanding can make participants less guarded, resulting in more 

genuine responses, or, the opposite and cause them to compete, seek to impress, or collude 

with the researcher in “a case of shared conceptual blindness” (Chew-Graham et al., 2002, 

p. 288).  

 

My skills as facilitator naturally developed over the course of the intervention period. My 

ability to deliver the group sessions improved over time when I became more confident in 

the format of delivery. I was initially apprehensive about facilitating a group via 

videoconference. I am very self-critical and like confirmation that I am ‘liked’. Participants 

are harder to ‘read’ during the online sessions, which made the first few online sessions 

challenging for me. The good attendance rate and personal ‘thank you’s’ I received helped 

me gain confidence.  I, therefore, felt the later sessions ran more smoothly than the first 

three. However, the success of the intervention is not measured by the number of personal 

messages or ‘likes’ received, which is something that reflective practice with my supervisor 

helped me realise. Another point to consider is that I could have been particularly keen and 

enthusiastic in my delivery because I felt passionate about the study and wanted the 

intervention to be successful. Although this is not an issue in itself, it may have inadvertently 

influenced my interactions with participants and drawn my attention to aspects of the 

intervention that fitted with both my personal and research aims. By being transparent and 

reporting every aspect of the study and research process, as well as discussions with the 

supervisory team, an effort was made to account for my own biases which is recommended 

in the literature (Finlay, 2002).    
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10.8. Conclusion  

This thesis described the development of SOLACE, a blended- format group intervention 

aiming to improve parental mental health in part through addressing stigma and preventing 

the internalisation of stigma. This thesis then described the work carried out to evaluate the 

feasibility, acceptability and preliminary effectiveness of SOLACE. The present study 

provides preliminary evidence that the designed psychosocial blended format stigma 

support intervention can be effective with this population, and suggests that larger, better 

controlled studies should now be pursued. 

 

Prior to this study, no stigma protection intervention has been tested empirically with 

parents of autistic children. Further, this study was among the first to deliver group support 

via videoconference to parents of autistic children. This mode of delivery was acceptable, 

and although some recommendations are made to improve the running of the intervention, 

this is a promising method of delivery and should enable great accessibility to support. The 

information gathered as part of this thesis will inform numerous aspects of a definitive trial. 

The feasibility trial offered insight into recruitment, retention and attendance rates. The 

mixed-methods evaluation also provided insight into fidelity and implementation issues, and 

SOLACE’s acceptability to parents.  

 

In conclusion, parents of autistic children face numerous challenges, including the stigma 

and misunderstanding that still surround autism. Stigma is known to have a detrimental 

impact on parental mental health. A stigma protection intervention than can be delivered in 

a widely accessible way would benefit many families. The thesis concludes that a psycho-
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social group stigma protection intervention for parents of autistic children is feasible, 

acceptable and potentially effective.  
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Appendix 3: Tidier Checklist 

 

Item number Brief description Where in 
thesis?  

1. Brief name (Provide the name 
or a phrase that describes the 
intervention) 

SOLACE: Stigma of Living as an Autism 
Carer 

Chapter 7, 
section 7.1. 

2. Why (Describe any rationale, 
theory, or goal of the elements 
essential to the intervention.) 

A theoretical framework was developed 
that identifies the psycho-social variables 
that the intervention should aim to 
target. Key stakeholders and review of 
existing interventions was also used to 
inform the intervention design.  

Chapters 4-6 
with a summary 
in Chapter 7, 
section 7.8   

3. What Materials: Describe any 
physical or informational 
materials used in the 
intervention, including those 
provided to participants or 
used in intervention delivery 
or in training of intervention 
providers. Provide information 
on where the materials can be 
accessed (e.g. online appendix, 
URL). 

The facilitator manual including URL links 
and materials used during the 
intervention is provided in Appendix 9. 

Chapter 7, 
section 7.8 
(Table 5) and 
Appendix 9 

4. Procedures (Describe each of 
the procedures, activities, 
and/or processes used in the 
intervention, including any 
enabling or support activities) 

Each session is based around a theme 
targeting one or more of the psyhosocial 
variables. Each session has free sharing 
time build in to increase social and peer 
support.  

Chapter 7, 
section 7.8 and 
Appendix 9.  

5. Who provided? (For each 
category of intervention 
provider (e.g. psychologist, 
nursing assistant), describe 
their expertise, background 
and any specific training 
given.) 

The intervention was delivered by a 
facilitator (PhD student) with a 
background in Psychology. The PhD 
student had personal and professional 
experience with autism and received 
relevant training.  

Chapter 8, 
section 8.10.  

6. How (Describe the modes of 
delivery (e.g. face-to-face or by 
some other mechanism, such 
as internet or telephone) of 
the intervention and whether 
it was provided individually or 
in a group.) 

The intervention was delivered both face 
to face and online via videoconference 
(Zoom.us) in a group format 

Chapter 7, 
sections 7.4 and 
7.5.  

7. Where (Describe the type(s) of 
location(s) where the 
intervention occurred, 
including any necessary 
infrastructure or relevant 
features.) 

The face to face meetings were held in at 
the University of Bedfordshire. The online 
sessions were facilitated online.  

Chapter 7, 
section 7.6. 
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8. When and how much 
(Describe the number of times 
the intervention was delivered 
and over what period of time 
including the number of 
sessions, their schedule, and 
their duration, intensity or 
dose. 

There were eight weekly group sessions, 
lasting between 60-90 minutes each.  

Chapter 7, 
section 7.7.  

9. Tailoring (If the intervention 
was planned to be 
personalised, titrated or 
adapted, then describe what, 
why, when, and how.) 

The intervention was designed to be 
suitable for parents of newly diagnosed 
children.  

Chapters 1, 4-7.  

10. Modifications (If the 
intervention was modified 
during the course of the study, 
describe the changes (what, 
why, when, and how). 

No modifications during the intervention 
were made apart from that participants 
were asked to use a headset if possible 
after session two.  

Chapter 9, 
section 9.5.  

11. How well (Planned: If 
intervention adherence or 
fidelity was assessed, describe 
how and by whom, and if any 
strategies were used to 
maintain or improve fidelity, 
describe them.) 

An assistant facilitator took notes during 
the face to face sessions to record if all 
topics were addressed. The online 
sessions were recorded so the facilitator 
and supervisor could record if all topics 
were addressed. The facilitator would 
complete an implementation log after 
each session.  

Chapter 8, 
section 8.11.  

12. Actual (If intervention 
adherence or fidelity was 
assessed, describe the extent 
to which the intervention was 
delivered as planned. 

A detailed description of the 
implementation process of the 
intervention was reported including 
fidelity issues.  

Chapter 9, 
section 9.5.  
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Appendix 4: Recommendations for Interventional Trials (SPIRIT) 

 
 

 
 

 
SPIRIT 2013 Checklist: Recommended items to address in a clinical trial protocol and related 

documents* 

Section/item Item
No 

Description 

Administrative information 

Title 1 Stigma of living as an autism carer: a brief psycho-social stigma support 
intervention (SOLACE). Study protocol for a randomised controlled 
feasibility study. 

Trial registration 2a ISRCTN Registry number: ISRCTN61093625  (registered October 2017)  

2b n/a 

 

Protocol version 3 March 2018 V.1.0 

Funding 4 Part-funded by AUTISTICA (7241) and the Institute of Health Research, 

University of Bedfordshire.  

Roles and 

responsibilities 

5a Authors' contributions: AL drafted the study concept and study design. CP 

secured funds for the study. AL developed the intervention. AL will lead 

participant recruitment and assessment and will facilitate the intervention 

and focus group.  CP will supervise the study design, data collection and 

trial evaluation.  

5b Jon Spiers;  jon.spiers@autistica.org.uk 

 5c The responsibility of the study design, delivery and completion is that of 

the authors, and not of the funders.  

 5d n/a 

Introduction 
  

mailto:jon.spiers@autistica.org.uk
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Background and 

rationale 

6a Justification for undertaking the study is outlined in the background 

section of the thesis starting in Chapter 1 with the rationale outlined in 

section 1.7. .  

 6b Explanation for choice of comparison group is addressed in Chapter 8, 

section 8.9.  

Objectives 7 The overall aim of the proposed study is to produce and evaluate the 

feasibility and acceptability of a group-based psychological randomised 

control trial stigma support intervention for family carers of young autistic 

children. 

Trial design 8 This study is a parallel randomized controlled trial (RCT) comparing 

caregivers in the SOLACE group with a control group. This study employs a 

mixed-methods design. 

Methods: Participants, interventions, and outcomes 

Study setting 9 A description of the study settings is provided in Chapter 8 under the 

heading, study design and setting (8.3.) 

Eligibility criteria 10 Inclusion and exclusion criteria for participants are outlined in Chapter 8, 

sections 8.4.1 and 8.4.2. 

Interventions 11a Addressed in Chapter 7 with a detailed description provided in Table 5.  

Outcomes 12 A list of primary and secondary outcomes is provided in chapter 8 section 

8.11. The time point for each outcome is explained chapter 8 too.   

Participant timeline 13 A participant timeline is illustrated in figure 9.   

Sample size 14 There are no definitive guidelines for sample sizes of feasibility studies. The 

aim was to recruit 24 participants.  

Recruitment 15 Strategies for achieving adequate participant enrolment to reach target 

sample size are outlined in Chapter 8, section 8.6. 

Methods: Assignment of interventions (for controlled trials) 

Allocation:   
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Sequence 

generation 

16a See section 8.7.  

Allocation 

concealment 

mechanism 

16b n/a 

Implementation 16c n/a 

Blinding (masking) 17a Due to the nature of the intervention, double-blinding of group allocation is 

not possible. 

 17b n/a 

Methods: Data collection, management, and analysis 

Data collection 

methods 

18a Plans for assessment and collection of outcome, baseline, and other trial 

data, and a description of study instruments can be found in Chapter 8.  

 18b To promote participant retention, weekly reminder messages will be sent.  

 

Data management 19 Plans for data management can be found on in section 8.13.4. 

Statistical methods 20a Statistical methods for analysing primary and secondary outcomes can be 

found on in Chapter 8, section 8.12. 

 20b n/a 

 20c n/a 

Methods: Monitoring 

Data monitoring 21a n/a 

 21b Description of any interim analyses and stopping guidelines, including who 

will have access to these interim results and make the final decision to 

terminate the trial 

Harms 22 See section Harms in section 8.1.1. 
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Auditing 23 Meetings with the research team will take place after each session to 

debrief. This will be independent of the funder.  

Ethics and dissemination 

Research ethics 

approval 

24 Ethical approval granted, see appendix 2.  

Protocol 

amendments 

25 Are addressed in the protocol for adverse events which can be attached 

separately if required.  

Consent or assent 26a See appendix 8. 

 26b n/a 

Confidentiality 27 Addressed in section 8.13.3. 

Declaration of 

interests 

28 The authors declare no conflict of interests. 

Access to data 29 n/a 

Ancillary and post-

trial care 

30 Addressed in section 8.13  

Dissemination 

policy 

31a The trial results will be disseminated through planned publication in a high-

impact peer review journal submitted approximately a year after the trial 

end date. This study is part of a PhD thesis which will also be published via 

Ethos. 

 31b No intended use of professional authors, the only authors will be those 

part of the research team.  

 31c The data sharing plans for the current study are unknown and will be made 

available at a later date. 
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Appendix 5: Recruitment advert  
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Appendix 6: List of Facebook groups used for recruitment 

 

List of Facebook pages the advert was posted on:  

• Autism friendly UK  

• Autism the gift- beds and bucks 

• Autism concern 

• Autism UK support group  

• Autism Bedfordshire 

• Bedfordshire autism parent support group 

• Bedfordshire autism in Pink: autistic females and their parents/carers 

• Bedford borough parent carer forum 

• Families of Bedford 

• London Autism Group  

• Luton Mums 

• Luton Parent network 

• Luton buying and selling 

• Luton no 1 buy/sell group 

• Luton Parent carer forum 

• Mum to mum Bedford 

• London autism group  

• Mums in north London  

• Mums and dads of Bedford 

• North London mums 

• St Albans parents mums and dads 

• Muslim mamas 

• Mum to mum Luton & Dunstable 

• Mums Tring Leightoun Buzzard and surrounding villages 

• Parenting Asperger children- support group 

• Autism parent support group  

• Bedfordshire autism parent support group  

• Things for sale in and around Olney  

• Things for sale in Wellingborough 

• Things to do in and around Bedford 

• Things for sale in Leighton buzzard 

• Things for sale in Northamptonshire & wherever 

• Things to do with kids 

• Things for sale Northampton  

• Jobs Luton, Houghton Regis, Dunstable Leighton Buzzard 

• Hertfordshire & London Parents 

• Newport Pagnell general chit chat  

• Newport Pagnell sales and services 

• Wollaston and Strixton Community Pages 
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• FACT Northampton  

• Researcher’s personal page (public post, shared by 14 people) 
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Appendix 7: Participant Information documents 

 

An autism stigma support group for parents and carers: SOLACE 

This document has two parts: an information sheet to share information about the research with you, 

and a consent form for you to sign if you agree to take part in the study.  

Thank you for showing an interest in our study! 

 

PART I: Information Sheet 

Introduction: My name is Annemarie Lodder and I am a PhD student at the Institute of Health 

Research at the University of Bedfordshire working with Dr Chris Papadopoulos and Prof Gurch 

Randhawa.  Together with AUTISTICA, the UK’s largest autism research charity, we aim to improve the 

lives of autistic individuals as well as those of their families.  You are being invited to take part in a 

study to help us achieve this. Before you decide to take part, it is important for you to understand why 

the research is being done and what it will involve. Please take time to read the following information 

carefully and discuss it with others if you wish.  If you would like to discuss the study in more detail or 

if there is anything that is not clear, please do not hesitate to contact me.  

 
Purpose of the research 

Raising an autistic child can be challenging and stressful at times, especially when there is 

misunderstanding and stigma surrounding autism. We know that parents and carers are sometimes 

judged or blamed for their child’s autism by other people, even by those close to them. Negative 

attitudes or judgments are experiences of stigma and research has shown that when parents/carers 

experience stigma that this has a big impact on their well-being and can make families sometimes feel 

isolated and alone. We have developed an intervention, titled ‘SOLACE’, to support parents/carers to 

challenge and reject the stigma around autism. This is the first time a stigma support intervention like 

this has been developed for parents/carers of autistic children. 

 

SOLACE has been designed with help from other caregivers of autistic children and is based on 

evidence from other support programs. To understand SOLACE’s potential impact, we need to 

compare people who take part in SOLACE with the usual care and/or support parents/carers may or 

may not receive.  
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Why have you been chosen?  

We aim to recruit 32 parents or carers for our study. We are looking for anyone who lives in 

Bedfordshire (or near to ) and provides care for a child up to the age of 10, who has been diagnosed 

with an autistic spectrum disorder within the last 12 months or expected to receive a diagnosis soon. 

This includes children across the autistic spectrum including pervasive developmental disorder-not 

otherwise specified (PDD-NOS) and Asperger’s syndrome.  

 

Voluntary Participation 

Your participation in this study is entirely voluntary and it is your choice whether you participate or 

not. If you decide to take part, but later change your mind that is, of course, fine too. You will be asked 

why you decided to withdraw from the study so that we can learn from this; however, you are not 

obliged to tell us, if you do not want to.  

 

What is involved in the study? We will first ask you to complete some questions online. These include 

a few basic questions about you and your child, as well as some questions about your current well-

being and experiences of your child’s (potential) diagnosis of autism. We will then allocate people to 

two groups; one group will take part in the SOLACE support group, while the other group will not 

receive SOLACE and continue as they otherwise would. Individuals in these groups are selected 

randomly – by chance. You have a 50% change of being allocated to SOLACE and a 50% chance of 

being allocated to the care as usual group (the ‘control’ group).  

If you are allocated to the SOLACE intervention group: This group runs once a week for eight weeks 

with each session lasting no more than 90 minutes.  Three of these sessions are in Luton and five of 

the sessions are via videoconference only. This means that you will need access to a computer or 

laptop with a microphone or you can use a smartphone/tablet. You can join the group wherever you 

feel comfortable but we do ask that you have some privacy so that you are not distracted. Once you 

have agreed to take part, we will send you information on how to access the online sessions.  

During the sessions you will have the chance to share your experiences with others in a similar 

position. We will discuss several topics such as how to deal with misunderstandings surrounding 

autism and how to feel more positive and confident in your parenting/caregiving role. The face-to-

face sessions are audio-recorded and the online sessions are video-recorded and an assistant 

facilitator will take notes. This is purely for research purposes and no notes will be shared with any 

outside party. Your confidentiality, privacy and anonymity are our number one priority. 
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On the 9th week, SOLACE participants will meet in person again to take part in a focus group session 

where we will be asking you to tell us what worked well and what didn’t work so well.  The overall aim 

of SOLACE is to improve the well-being of parents/carers and your input will give us invaluable 

information to improve the SOLACE group support programme in the future. This focus group is 

therefore a very important part of the whole study.  

During the study, you will also be added to a ‘secret Facebook group’. Here you can carry on any 

conversations you had during the sessions and engage in suggested activities that link with the week’s 

session.  You will be sent further details on how to join this group once you have agreed to take part 

in the study.  ‘Secret Facebook groups’ are not detectable through searching and no persons other 

than the group members are able to see the posts.  

Six weeks after the group has finished we will ask you to respond to a few more questions online so 

that we can assess what impact SOLACE, if any, had for you and how any impact may or may not have 

changed over time.  

If you are allocated to the ‘control group’ you will be asked to continue with your normal day-to-day 

life as usual.  After the initial online questionnaire, we will ask you to respond to similar questions 8-9 

weeks later, and again at the end of the study at week 15.  After the study is completed you will receive 

an information pack with useful information and activities part of SOLACE but this will not be part of 

this research study. 

Are there any risks for you taking part in the study? 

No. You will be encouraged to share some of your experiences and feelings but you only have to 

share with us what you want to share.  If you do feel distressed at any point you will have the chance 

to debrief with the facilitator in confidence.  

What are the benefits of taking part in the study?  

If you are allocated to the SOLACE group, you will meet other parents/carers of autistic children and 

will be able to share some of your concerns in a non-judgmental, safe and supportive environment. If 

you are allocated to the control group, you will receive a SOLACE pack with useful information and 

activities and a list of support groups and organisations.  Also, whatever group you are allocated to, it 

will help us further our understanding of how to improve SOLACE to benefit families in the future.  

Who is organising and funding the research? 

This study is part of my PhD study at the University of Bedfordshire, and is supervised by Dr Chris 

Papadopoulos and Prof Gurch Randhawa. The study is being sponsored by the University of 
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Bedfordshire and Autistica and participation in this study will not cost you anything. You will be 

reimbursed for your travel costs.    

How will my confidentiality be protected? 

All the information you give us about yourself and your child will be kept strictly confidential and 

securely saved on password-protected, encrypted files in computers. Only the study team (Dr 

Papadopoulos, Prof Randhawa and me) will have access to this data. In accordance with the UK DATA 

PROTECTION ACT 1998 and recent GDPR legislation we will not share our collected research data with 

any individuals or organisations unless expected by law. In the group, we will ask of the group to treat 

each other respectfully and not disclose identifiable information to others outside the group.  

What happens with the results? 

Eventually, we hope that SOLACE can be a supportive service used for parents/carers across the 

country. This study’s results will help us in our ambition to provide evidence-based support to 

parents/carers during or soon after an autism diagnosis which are currently not available. The 

information collected will be analysed with the purpose to evaluate the SOLACE intervention. In any 

publication, including journals, reports, books, conference presentations and/or presentations to 

professional organisations information will be provided in such a way that you cannot be identified. 

Results will be provided to you, if you wish. 

 

Who has reviewed the study? 

This study was approved on 31.01.18 by the University of Bedfordshire's Institute for Health 

Research Ethics Committee. It is also registered with the ISRCTN clinical trial registry (ref: 

ISRCTN61093625) 

What to do now? 

If you would like to discuss anything mentioned on this information sheet or would like to know more 

about what participating in this study entails, please feel free to contact me:  Annemarie Lodder, 

University of Bedfordshire, annemarie.lodder@beds.ac.uk or Skype: Annemarie Lodder, username 

Bluemarietje  

You can also contact Dr Chris Papadopoulos, the lead investigator, on 

chris.papadopoulos@beds.ac.uk or Skype: chris.papadopoulos.beds 

 

 

mailto:annemarie.lodder@beds.ac.uk
mailto:chris.papadopoulos@beds.ac.uk
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Appendix 8: Participant consent form 

 

PART II 

Thank you very much for taking the time to consider this study. If you are happy to participate you 

are requested to carefully read through the following ‘informed consent’ document and return this by 

email to annemarie.lodder@beds.ac.uk 

 

INFORMED CONSENT DOCUMENT 
(Please underline Yes or No)  
 
1. Have you have read through and understand the participant information document and 

have had the opportunity to ask questions?       Y/N 

2. Do you understand that you will be randomised to either control group or the SOLACE 

support intervention group?         Y/N 

3. Do you understand that taking part in the study is voluntary and that you are free to 

withdraw at any time?          Y/N 

4. Do you understand and agree that the sessions will be recorded?    Y/N 

5. Do you understand that the information you provide will be electronically securely stored 

and treated with confidentiality and anonymity?     Y/N 

6. Do you agree that if we use quotes from the sessions, we will use a pseudonym (fake 

name) and will not disclose information that may identify you in any way?   Y/N 

7. Do you understand that this study has received ethical approval from the University of 

Bedfordshire?           Y/N 

 
 

 

  

mailto:annemarie.lodder@beds.ac.uk


386 
 

Appendix 9:  SOLACE facilitator manual (including implementation logs)  

 

UNIVERSITY OF BEDFORDSHIRE 

 

FACILITATOR SUPPORT MANUAL 

 

 

  

 

Annemarie Lodder, Chris Papadopoulos 

& Gurch Randhawa 

 

 

 

 

 

 

 

 

 

 

 

 

Institute of Health Research, University of Bedfordshire, Putteridge, HItchin Road, Luton, LU2 8LE 
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SOLACE: ‘Stigma of Living as an Autism Carer” 

Introduction 

This manual is developed to provide an outline for facilitators of SOLACE, an eight week 

stigma support group for family carers of autistic children developed by the University of 

Bedfordshire with support from AUTISTICA. This manual gives a detailed plan of each 

session and provides additional materials to be shared with the group, as well as 

suggestions for postings on the Facebook group that runs alongside the group. The manual 

checklists, included in the guide, provide facilitators with a checklist of actions to take 

before, during, and after the sessions. This manual also contains an evaluation form for 

eliciting participant feedback that can be used to refine and improve SOLACE. The 

facilitator(s) should familiarise themselves with the content of this manual and the links 

provided.  

Brief videos are included in some of the sessions and to play the videos, facilitators will need 

to have a reliable Internet connection and be able to connect to www.youtube.com and 

autism.sesamestreet.org where the videos are housed. Links to the videos are accessible 

from the notes. 

During the sessions the following topics should be addressed:  

❖ Stigma 

❖ Self-blame 

❖ Self esteem 

❖ Positive meaning of caregiving 

❖ Self-care and compassion  

❖ Social Support 

Objectives 

This family support group aims to help carers and parents of autistic children:  

❖ Gain a better understanding of autism  

❖ Learn ways to deal with the public’s misunderstanding of autism and sometimes 

negative attitudes towards autism.  

❖ Learn the importance of social support and ways to help building a social network  

http://www.youtube.com/


388 
 

❖ Learn about the importance of self-care as a family carer 

❖ Share experiences and support with peers who may have similar share support with 

peers who may have similar experiences. 
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Outline Sessions 

Session 1: Introduction 

~The aim of the first session is to make introductions and provide an overview of the 

sessions and to reduce feelings of self-blame by providing correct information about autism 

and debunk common stereotypes.~ 

Location: Luton University Park Campus 

Duration: 90 Minutes 

Equipment: - Refreshments, laptop, audio recorder, whiteboard, name labels and sharpies, 

attendance list, notepad and pens for carers to makes notes, PowerPoint presentation 

‘session 1’ 

Room prep: refreshments, labels, write out set of guidelines on board.  

Rationale: The group setting and group introductions will form the basis of the social 

support element that this intervention aims to achieve. Based on suggestions from the 

autism community as well as evidence from the literature, sharing experiences with other 

carers and realising there are others in a similar position has positive consequences for 

mental well-being.   

This session will start with a psycho-educative element discussing autism and what it is and 

what it is not. It will explore autism stigma and autism myths and stereotypes will be 

challenged through psycho-education.  Agreeing with and applying stereotypes to one-self 

leads to self-stigma thus ensuring that carers do not agree with the common myths 

surrounding autism will reduce self-blame and self-stigma.  

Psycho-education has also been successfully used to increase self-esteem. For example 

Knight, Wykes and Hayward (2006)1 educated participants about stigma and myths and 

realities about mental illness. Their intervention used education to increase awareness of 

and coping with stigma and self-esteem levels. 

 
1 Knight, M.T.D., Wykes, T.,and Hayward, P. (2006). Group treatment of perceived stigma and selfesteem in Schizophrenia: 
A Waiting List Trial of Efficacy. Behavioural and Cognitive Psychotherapy 34(03):305-318.  
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Each session will end on a positive note by sharing a positive aspect about caring for an 

autistic child. This will enhance the feeling of positive meaning of caregiving and 

subsequently enhances self-esteem by making carers aware of the positives their child 

brings as well as what they bring to others.  

 

Session Overview:  

Welcome and Introduction the session            10 min 

• Thank everyone for coming 

• Introduction of myself and assistant facilitator. Explain my role as facilitator and the 

role of the assistant facilitator. Explain that I am no autism expert but that we are here to 

learn from each other.  

• Explain that SOLACE has been developed by looking at what has been done in other 

similar family support programmes and by consulting with the autism community to find out 

what they would like to be included in the programme. 

• Explaining the aims of the sessions and a brief overview of each session. Ask 

participants to try to come to all sessions to make sure they get the most out of it. Explain 

Facebook and the video conferencing (give time at end of session to check everyone is set 

up)  

• Explaining the ‘house rules’:  

❖ Acknowledge that everyone is different, has a different child with different 

challenges and that we cannot judge what someone might find difficult or not. 

❖ Explain that this group should be a safe and comfortable place to share experiences 

and thoughts and that we should aim to maintain confidentiality as much as 

possible.  

❖ That it would be great if mobile phones could be put on silence and that if you need 

to leave the room please do so quietly to not disturb the group discussion that may 

be going on. 
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❖ Explain that there are no right or wrong things to say but to be mindful to be 

respectful to each other 

❖ General health and safety notifications- where nearest toilets are; what to do when 

fire alarm goes off. 

❖ Address the language used during the sessions- say that in line with Autistica’s 

recommendations I will be using “autism-first” language which is based on a survey 

among autistic individuals who prefer to use autism-first language.  Explain that I 

realise that the opinions about this can differ and that we should respect each 

other’s choice of words.  

Group introduction          15 min 

Ask carers to pair up (if group size allows) and to introduce themselves to the other by 

sharing three things about their child to the other, these can be positive, or negative things; 

anything that they feel comfortable to share. After 10 minutes ask everyone to introduce 

their ‘partner’ to the group. 

 (Note to facilitator:  process and content are equally important, meaning that “the act of 

belonging to a group and experiencing its atmosphere and activity is as important as the 

specific ground covered and specific things said” (Nichols and Jones p. 99). 

 

Autism stereotypes and myth busting      40 min 

What is autism? (Show supporting slides: presentation 1)  

(Acknowledge that people may be at different stages of diagnosis process) 

Autism is a lifelong, developmental condition that affects how a person communicates with 

and relates to other people, and how they experience the world around them (source: NAS). 

Autistic children see, hear and feel the world differently to other people.  

About 1 in 68 children is diagnosed as autistic which means that in the UK there are 700.000 

autistic individuals in the UK. Although researchers think that there are many people 

undiagnosed so this number may be much higher. People from all nationalities and cultural, 

religious and social backgrounds can be autistic, although it appears that more boys than 
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girls are diagnosed. This could be due to the diagnosis process, so this may not reflect a real 

difference.  

Autism is not an illness or disease and cannot be 'cured'. The exact cause of autism is still 

not fully known. But research suggests that it is a combination of factors, genetic and 

environmental, that may account for differences in development. It is very important to 

know that autism is not caused by a person's upbringing, their social circumstances, 

vaccines, and is definitely not the fault of the child or their parents.  

Autistic people share certain difficulties with social communication and social interaction, 

restricted or repetitive patterns of behaviours, activities or interests in such a way that 

these impact on everyday functioning. Autism is a spectrum condition which means that the 

characteristics of each person very from each other.  So being autistic will affect children in 

different ways. Some children will also have learning disabilities, ADHD, mental health issues 

or other conditions.  

More information on what is autism can be found at www.autism.org.uk or 

www.autismbedfordshire.net 

STEREOTYPES 

You may (or not) be aware that quite a few stereotypes and misconceptions exist around 

autism. Maybe you didn’t know much else about autism than what is portrayed in the media 

and this is a new world to you too.  Lack of awareness and misconceptions lead to stigma 

and stigma is sometimes so ingrained in society that we are not even aware of the 

stereotypes we hold about others or ourselves. It is therefore useful to think about some of 

the common stereotypes and stand still and think whether they are actually true. 

Ask the group about stereotypes that they have come across or may have had themselves:  

 Other stereotypes that I have come across are:  

• Autistic people all have a special talent 

• Autistic people have no sense of humour 

• Autistic  people  can’t make friends 
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• Autistic people can’t communicate  

• Autistic people have no empathy 

• Autistic people are violent 

(Ask throughout for feedback or if anyone would like to challenge this)  

 

As you may have experienced, these stereotypes can be very hurtful for the child, but also 

for you as the parent or carer. Obviously in an ideal world we would stop people from saying 

these things or even better, from thinking these things but that is a complex task. What we 

want to try to do is to make you feel stronger to cope with this or give you some guidance/ 

ideas how to deal with situations. That is what we will talk about next week. 

Free sharing time           15min  

Protected sharing space where parents can talk about anything they would like to.  

 

End of session          10 min  

Explain that next week we will be meeting online via videoconference (software chosen to 

be used is ‘Zoom’). Ask if everyone has Zoom set up. (Provide little print out how to set up 

Zoom.) If you could all please install it before the meeting starts-you can do it on your 

phone or laptop but we ask if you can join in somewhere where you can talk in privacy.  

I will send some reminders in the Facebook group and if you have any questions before next 

week please do not hesitate to contact me or reach out to the group on Facebook.  

Thank everyone  for attending and ask if there are any questions. 

Total Time          90 min  

 

Facilitator(s) to complete checklists to be found at the end of this manual!  
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FACEBOOK WEEK 1:  

Post 1: Welcome to everyone and thanks for attending.  Share link to NAS about what 

autism is. (autism.org). Pinned post with ‘house rules’ 

Post 2: Reminder of session coming up and explain again how Zoom (or other 

videoconference program is applicable) can be set up on phone or laptop.  
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Session 2: Coping with Autism Stigma Part 1 

~ The aim of this session is to develop skills how to recognise and cope with stigma and to 

prevent internalising stigma~ 

Location: Online 

Duration: 60-90 min  

Resources: Zoom online software, attendance list (to be completed by facilitator)  

Rationale: The sharing of experiences in this online group session should empower 

participants and reduce feelings of social isolation. The ACT guided task of looking at your 

own situation through the eyes of a friend should enhance feelings of self-compassion and 

therefore the ability to cope with stigma. According to Corrigan and Watson’s model (2002), 

agreement and application to oneself, leads to internalised stigma. Thus psycho-education 

aiming to reduce the “agreement” element should see reduction in internalisation of 

stigma. Group discussions and group empowerment additionally enhances self-esteem 

which should reduce the application of stigma to oneself and increase the ability to cope.  

 

Session overview:  

Introduction           5 min 

• Thank everyone for joining the session 

• Check if everyone can hear me ok and if all microphones are working  

• Explain that the same guidelines apply as to the face to face sessions so that we will 

encourage a friendly, supportive and safe environment to talk to each other.  

• Explain what we will talk about today.  
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Main topic           30 min 

Last week we discussed some autism stereotypes you may come across. These stereotypes 

can be quite hurtful for you as a parent or carer. Because autism is a very complex 

condition, there are quite a lot of misconceptions and misunderstanding surrounding 

autism.  Interviews with carers and parents found that parents feel blamed and sometimes 

judged by others. Or that their family struggles to accept the autism diagnosis. This is what 

we refer to as autism stigma. Because autism isn’t visible and because it is still quite a 

misunderstood condition, that makes autistic people and their families vulnerable to stigma.  

Ask if someone has any experience with this and would like to share this with the group?  

Sometimes the stigma can come from those quite close to us which is often not meant in a 

malicious way but can be hurtful nevertheless.  

Share a quote from a mother:  

 “My parents just don’t get it’  ‘My father was very dismissive. Just said, “There’s nothing 

wrong with him” And friends’ attempts to be supportive were at times seen to make things 

worse:  ‘Your son’s a genius, there’s nothing wrong with him” 

How do you feel about that? Can you relate? 

(Refer back to comments made by parents) Research also suggests that autism stigma can 

make parents feel alone, judged and quite hurt and sometimes parents feel less of 

themselves because the stigma they experience. I would like to share another quote from a 

parent with you:  

 “  I have assessed myself negatively on many occasions, thinking that because I couldn't do 

the kinds of things others can (go to busy parties, loud concerts, continue to push myself 

socially) that there's something wrong about me that makes me less fit to participate in life.” 

(Type on screen)  

Ask how they feel about this?  

If this was your friend, or sister, who said this to you- What would you like to say to them? 
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Sometimes it helps to look at a situation that you find difficult to deal with and think “how 

would you help a friend in that situation “We are often our own harshest critics (and 

parents are very good at this) but kinder to someone else. This may be something to be 

mindful off next time you blame yourself or criticise yourself that you take a step back and 

think “what would you say to your best friend/sister/brother in that situation?” 

Ask if someone wants to share an experience like this, and try re-visit as if talking to a 

friend.. 

Free sharing time          15 min  

Is there anything else you would like to share or discuss with the others? (if possible refer 

back to the “what would you say to a friend” exercise) 

Gratitude Exercise (if time permits) and conclusion     15 min 

Thank everyone so much for their input. Next week we will be meeting at the same time 

and we will be discussing the positives of caregiving and of autism so I want to give you 

something to take away to think about for next week. Research in positive psychology 

suggests that those who practice gratitude have lower levels of depression and stress, and 

they have a better quality of life. This can be practiced in some quite simple ways.  One of 

those exercises is to write a gratitude letter to your child to say write what makes you 

grateful for having them in your life. You don’t have to physically write this if you haven’t 

got the time, but perhaps talk about it with your partner or friend or just think about it. I will 

post some details in the Facebook group so have a look if you can.  

Are there any questions or anything you would like to add?  

Note: remember to completed checklists at the back of the manual! 
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FACEBOOK  

Post 1: Thank you for joining (and for those who weren’t able to join-give brief summary of 

what we discussed). 

Post 2: ’gratitude letter’ ("gratitude exercise"- write a letter to your child why they are so 

important to you and what you are thankful for them being your child) 

Post3: Reminder of session coming up.  
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Session 3: Positive meaning associated with the caregiving role. 

~The aim of this session is increase the positive meaning associated with the caregiving role 

and increased self-compassion through ACT guided activities~ 

Location:  Online 

Duration: 60-90 min 

Resources: Zoom, Sesame street website links, attendance list (to be completed by 

facilitator)  

Rationale:  Research has consistently shown that those who are able find a positive meaning 

in caregiving are less affected by the stigma experienced and also experience better mental 

health. The same applies for self-compassion; parents and carers who are more self-

compassionate seem to cope better with the challenges they may experience. Making 

parents aware of the importance of self-compassion and the positive meaning in caregiving 

is the first step towards achieving this. The Sesame Street Website used during this session 

has been shown to have very promising results and will also further the parents and carers’ 

understanding of autism.  Discussing the video clips in a group format should enhance the 

feeling of social belonging and so could the free sharing time enhance the feeling of social 

belonging and reduce feelings of social isolation. 

 

Session overview: 

Introduction           15 min 

Thank everyone for attending. Check if everyone can hear me ok.  

Before we begin, is there anything that anyone would like to say about last week’s session? 

Has anyone had the chance to think about or even write the gratitude exercise? Would 

anyone like to share some of their thoughts? 

(Probe questions-what does the rest of the group think of this? Did you have similar 

feelings? )  
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Main content           25 min  

As explained, today I would like us to think about the positive meaning of caregiving as 

research has shown that people who are better in seeing the positive side of caregiving cope 

a bit better with struggles that life throws at us.  

(Note: make sure this is brought in a sensitive manner as not to suggest this is easy, in 

particular for parents in early stages of diagnosis process)  

I would like to show you a little video clip from a video of a father explaining how having a 

child with autism has made him a better person: 

http://autism.sesamestreet.org/video/a-parents-role/ 

(2.30 minutes long)  

After the video-  

Ask what people think about this? (Encourage discussion)  

Another clip I would like to share with you is a father explaining that it is important to take 

care of yourself and of your partner (if you have a partner)  

http://autism.sesamestreet.org/video/being-a-supportive-parent/ 

(4 minutes long)  

Encourage people to share their thoughts. If they think this is unattainable, ask if there are 

tiny steps they could take – no matter how small?  

These 2 clips are taken from the Sesame street website (http://autism.sesamestreet.org/) 

(which contains some very useful videos and information for parents of autistic children or 

for anyone wanting to know more about autism. Sesame Street has carried out research 

with a University in America and found that when people spend some time exploring the 

website, it made them significantly more positive about having a child with autism but it 

also a very good reference point to refer family members to if they have questions about 

autism or not fully understand what you may be going through. So if and when you have 
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some time, it may be worthwhile to have a look at the website. I will post if on the Facebook 

group later this week too.  

 

Free sharing time          15 min 

Ask if anyone has anything else they would like to share or ask. (Probes- something that may 

have happened during the week that they found difficult)  

Conclusion           10 min  

Is there anything else that anyone would like to add? 

Thank for joining and say we will meet again next week. We have 1 more online session 

before meeting up again in Luton.   

Note: complete the checklists at the end of this manual! 

  

FACEBOOK 

Post 1: Thank you for joining the session yesterday. Summarise briefly what we discussed 

during session and share video clips used during session. Explain that the SesameStreet 

website has lots more useful information and resources.  

Post 2: Ask how everyone is, and if there is something that they would like to be discussed 

during the next session with the group  

Post 3: Reminder of session coming up, say looking forward to talk to everyone again.  

 

 

  

 



403 
 

Session 4: Self-esteem & Resilience 

~ The aim of this session is to collectively come up with ‘readymade responses’ to increase 

confidence in potential challenging situations and to enhance feeling of social support by 

working in a group~  

Location:  Luton  

Duration: 60-90 min 

Resources: Refreshments, pens, paper, flipchart or whiteboard, audio recording equipment, 

attendance list.  

Rationale: An effective way of dealing with stigma is through collective group empowerment 

as in a sense of solidarity. People are known to benefit from helping others (helper-helpee 

principle, Riessman, 1965). To work together as a group may be protective early in the 

process of ‘internalisation’ by reducing stereotype agreement and self-concurrence, and 

strengthening self-esteem (Crabtree et al, 2010, Yanos et al, 2010). Helping each other in an 

activity motivated by common cause will lead to a mutual sense of empowerment and 

greater self-esteem and self-efficacy (Thomas et al .,2015) . A group task based on 

suggestions from the autism community should facilitate empowerment and self-esteem. 

Self esteem acts as a buffer in the relationship between stigma and psychological well-

being. Family carers with higher levels of self-esteem are more resilient to negative 

attitudes from others. Furthermore, educating others has been used as a positive coping 

strategy of parents of autistic children. This group task should assist parents with this 

potential coping strategy.  

 

Session overview:  

Introductions                 10min 

Ask how everyone is and any reflections on last week’s session.  

 

Refer back to responses from Facebook 2. 
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Main content          60min 

From the parents we have spoken to and from what the research has shown us is that some 

parents find it helps them feel stronger or more positive to educate others around them. 

We understand this is easier said than done and that particularly in challenging situations 

you may be caught off guard or not ready for a response. Or even know where to begin. 

What some parents and carers have said that seems to work well is to have some 

“readymade answers” ready, either in written form or just as “readymade answer” in your 

mind. 

When thinking back about the earlier sessions where we talked about different situations 

where we may experience misunderstanding, or even judgements- (family, friends, school, 

professionals, public) – where do you feel you would benefit most from having some 

information ready to hand? (10 min)  (Use earlier provided examples for the task)  

Ok so I thought we could work together to come up with some information/ readymade 

answers?  

You want to work in pairs (if group size allows) (20 min) and think about the different 

scenarios- 

Summarise and discuss findings in the group. Write them out on board/ flip chart (15 min)  

Free sharing time (if time allows)        15 min 

(Refer back to earlier Facebook post suggestions if relevant)  

Next meeting          5 min 

Thank everyone for attending and explain next meeting will be online again.  

 

Note: complete checklists at the end of this manual! 
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 FACEBOOK 

Post 1: Thank everyone for participating and summarise what we discussed. Ask if anyone 

wants to add anything or has any further ideas. 

Post 2:  https://www.youtube.com/watch?v=G4_xGWuJlh4) Ask if anyone has encountered 

a situation yet where they could put session 4 into practice. 

Post 3: Remind everyone we are meeting online next time.   
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Session 5: Social support and belonging 

~To increase the understanding of importance of a social network and help find ways to 

increase social support as well as reduce feelings of social isolation through group 

discussions and sharing of experiences ~ 

Location: Online 

Duration: 60-90 min 

Resources:  Zoom, ‘hand out to share online’ (see page 22), attendance list (to be completed 

by facilitator)  

Rationale: Parents and carers have a desire to connect with peers and sharing their 

experiences with others in the same situation. Researchers found that sharing and learning 

from other parents is seen as the most valuable and important aspect of the support 

programs2.  Parents and carers of autistic children with higher levels of social support are 

associated with lower levels of stress and perceived burden of caregiving.  Social support is 

an important protective factor in the wellbeing of caregivers’ lives. Group membership and 

identification may play an important role in moderating people’s reaction to stigma. A 

strong identification with the group may be protective early in the process of 

‘internalisation’ by reducing stereotype agreement and self-concurrence, and strengthening 

self-esteem. Group identification may also provide a basis for giving, receiving and 

benefiting from peer social support, in turn increasing resistance to stigma and the rejection 

of negative in-group stereotypes. A sense of belonging may furthermore reduce social 

isolation which has also been identified as moderating the relationship between stigma and 

mental health. Explaining the importance of a social network and discussing how a network 

could be grown in a group format should facilitate this. 

 

 

 

 
2 MC Cabe, H. (2008) The Importance of Parent-to-Parent Support among Families of Children 
with Autism in the People’s Republic of China. International Journal of Disability, Development and Education 55 (4), 303–
314 
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Session outline 

Welcome and Introductions        10 min 

Ask participants: Have you had any more thoughts about what we discussed in the group 

last week?  

Have you had an opportunity to try it? How did it go?  

 

Social support          45 min 

Group discussion using the social support worksheet as a guide. What could people do to 

increase their network? Do they feel they have enough social support? Are they able to ask 

for help?  

Social withdrawal versus exclusion       10 min 

https://www.youtube.com/watch?v=dIcHcd-UvSI  (start at 1.22)  

Go back to the “how to treat a friend exercise”- discuss what the mother says- can you 

relate? What would you advise her?  

Free sharing time          20 min 

Encourage parents to discuss anything they would like.  

Conclusion:          5 min 

Explain next meeting online again and ask for any questions.  

Note: complete checklist at the end of the manual.  

  

FACEBOOK 

Post 1: Thank everyone for attending last night and summarise for those who didn’t.  Post 

the worksheet with tips on how to grown your network.  

Post 2: Post another video of “making friends- https://www.youtube.com/watch?v=B-

dO7Q_q5_g) 

Post 3: Reminder of session coming up and remind that this session is online again.   

https://www.youtube.com/watch?v=dIcHcd-UvSI
https://www.youtube.com/watch?v=B-dO7Q_q5_g
https://www.youtube.com/watch?v=B-dO7Q_q5_g


408 
 

 



409 
 

 



410 
 

 



411 
 

 

Session 6: Self Care & Compassion 

~ The aim of this session is to increase the understanding of the importance of self-care and 

increase feelings of self-compassion and subsequently reduce self-blame~ 

Location: Online 

Duration: 60-90 Min  

Resources: Zoom, online hand out “positive well-being” 

Rationale: When parents and carers are able to accept their feelings and situations it may 

allow them to take a less harsh, more forgiving view of their own caregiving efforts .Self-

compassion in parenting means avoiding self-blame and it also may reduce the social 

evaluative threat that may be felt by parents and carers who feel judged by others with 

regards to their own parenting style, or their child’s behaviour in public social contexts. 

Research3 found that self- compassion moderates the relationship between (self) stigma 

and psychological distress. Similarly, the trait mindfulness (which involves self-compassion) 

may protect parents and carers from the negative psychological impact of perceived stigma. 

Self-compassion can help parents cope with negative life events and interpret negative 

events in a less catastrophic way.  

 

Session outline 

Welcome and Introductions        10min  

Ask if anyone has reflected on the last session and wants to share their thoughts.  

Main topic: self-care and self-compassion      40min  

 
3 Wong et al Wong, C.Y., Mak, W.W.S., & Liao, K.Y (2016) Self-Compassion: a Potential Buffer Against Affiliate Stigma 
Experiences by Parents of Children with Autism Spectrum Disorders. Mindfulness 7, 1385-1395. 



412 
 

Introduce topic: Parents and carers are very good in blaming themselves and are well-

known to be their own worst critics. As we previously discussed, we are often much kinder 

to a friend or family member.  

Share video clip: http://autism.sesamestreet.org/video/being-a-supportive-parent/ 

Ask parents/carers to discuss the video clip and whether they have any further suggestions 

comments. What could they do to take care of themselves? Share the hand out “positive 

well-being”  

Encourage parents to go through the remaining Sesamestreet website.  

Conclusion           5 min 

Thank everyone for attending and remind of next week’s session. Ask if any more questions 

or comments.  

Note- complete checklists at the end of this manual! 

  

FACEBOOK 

Post 1: Thank everyone for attending last night and summarise for those who didn’t. Post 

the worksheet. 

Post 2: http://www.autismsupportnetwork.com/news/top-10-strategies-success-emotional-

parenting-child-autism-or-pdd-83838322#ixzz4cnpmj7m4 

Post 3: Reminder of session coming up and remind that this session is online again. 

  

  

http://autism.sesamestreet.org/video/being-a-supportive-parent/
http://www.autismsupportnetwork.com/news/top-10-strategies-success-emotional-parenting-child-autism-or-pdd-83838322#ixzz4cnpmj7m4
http://www.autismsupportnetwork.com/news/top-10-strategies-success-emotional-parenting-child-autism-or-pdd-83838322#ixzz4cnpmj7m4
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Session 7: Coping with Autism Stigma part II 

~ The aim of this session is to further develop skills how to recognise and cope with stigma 

and prevent internalisation of stigma~ 

Location: Online 

Duration: 60-90 Min  

Resources: Zoom 

Rationale: Having a more compassionate and forgiving view of those who stigmatise may 

make judgments and/or negative comments from the public less hurtful. This is because 

some respondents felt that negative attitudes may not necessarily be the public’s ‘fault’ and 

that misunderstanding is not the same as mistreatment. Using cognitive restructuring 

techniques to change automatic thought patterns about negative attitudes from others may 

help to prevent the internalisation of stigma.  

 

Session Outline:  

Welcome and introductions        10 min  

Welcome everyone and ask if any reflections on last week’s session.  

Main Topic          50min 

Explain the “automatic thoughts cycle”. Sometimes we interpret a situation differently 

because of our underlying fears or previous negative experiences.  

Give quotes from listening exercise that there is difference between mistreatment and 

misunderstanding.   

Quote “Be careful to differentiate between stigma and misunderstanding. Much about 

Autism is still not known to the general public and its important to know when someone is 

judging based on the Autism vs something said in ignorance.”  

Discuss what would happen if we are more forgiving for the public’s misunderstanding.  
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Challenging Negative Thoughts 

“Negative thoughts can make us feel low, lower our self-esteem, or make us feel anxious 

but are often irrational. Someone who regularly receives positive feedback at work might 

feel that they are horrible at their job because of one criticism. Their irrational thought 

about job performance will dictate how they feel about themselves. Challenging irrational 

thoughts can help us change them.” 

 

Answer the following questions to assess your thought: (use stigma example)  

Is there substantial evidence for my thought?  

Is there evidence contrary to my thought? 

Am I attempting to interpret this situation without all the evidence? 

What would a friend think about this situation? 

If I look at the situation positively, how is it different? 

Will this matter a year from now? How about five years from now? 

 

 

Discuss how their thoughts may have changed since having an autistic child- what did they 

know about autism before having a child?     

Positive note: can you share positive experience with general public? 

Free sharing time 

Free sharing time 

Conclusion 

Next week will be the last session. Explain that the focus group will be held afterwards. 

Thank everyone for attending and ask if any further questions.  

Note: complete checklists at the end of this manual.  
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FACEBOOK 

Post 1: Thank everyone for attending last night and summarise for those who didn’t. Post 

the worksheet.  

Post 2: Share the link: https://www.youtube.com/watch?v=DJbPsnv6mVQ 

Ask if anyone has anything to? What is there you would like others to know?  

Post 3: Reminder of last session coming up and remind that this session is face to face again. 

 

 

  

https://www.youtube.com/watch?v=DJbPsnv6mVQ


416 
 

SESSION 8: Next Steps 

~ The aim of this session is to increase confidence in disclosing of diagnosis, increase 

feelings of social belonging through groups tasks and  by providing steps for further support 

~  

Location: Luton (face to face meeting)  

Duration: 90 min  

Resources: Refreshments, attendance sheet, recording equipment, list with support groups 

to hand out, hand out from Autism West Midlands, notepads and pens.  

Rationale: A group task bringing together the skills learned during the intervention should 

leave caregivers feel empowered and should improve self-esteem. Research suggests that 

disclosure may effectively and efficiently reduce negative attitudes from others. Parents and 

carers use disclosure in various ways that best suit their own preferences (for example 

through discussion, disclosure cards or wearing a bracelet). However sharing the diagnosis 

with family or friends can be harder than sharing it with the public. To discuss or practise 

ways to talk to family or friends should enhance feelings of empowerment and by sharing 

experiences reduce feelings of social isolation.  

 

Session outline: 

Welcome and Introductions        15 min 

Thank everyone for coming. Ask for reflections from previous week and if any comments or 

questions.                                                                            

Main topic: “disclosure of diagnosis”        45 

min 

Reflect on what we have discusses and learned the past few weeks. Explain that parents 

sometimes struggle telling others about their child- is this something you have trouble with?  
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Group task:  ask carers to pair up and to role play disclosing of diagnosis to family/ friends/ 

public.  If they feel uncomfortable or small group size, discuss in group instead. There are 

disclosure cards available for the public- but what would you like to tell your family?  

Provide hand out from Autism West Midlands 

http://www.autismwestmidlands.org.uk/asset/2017/11/Telling_other_people_about_autis

m.pdf 

 

Next steps          20 min 

Discuss where to go from here and the support groups that are available (see list at the end 

of manual). Give opportunity to share each other’s contact details to carry on the support 

group. Explain what will happen with Facebook group (it will remain open until 6 weeks post 

the study and the last measures have been taken, remind people that measures will be 

taken 6 weeks post and that it is important to complete those).  

Conclusion           5 min 

Concluding of sessions and remind of upcoming focus group. Also explain again what will 

happen with the data from the study and reinforce again how their input is confidential. Say 

how we will stay in touch -  

Ask if any comments or questions?  

Note: Complete checklist at the end of this manual! 

  

FACEBOOK:  

Post 1: Thank everyone for attending last night and summarise for those who didn’t- follow 

up on any outstanding queries/ comments.  

Post 2: Emphasise how valuable their input has been so far and remind of the final focus 

group session to evaluate SOLACE.   
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List of groups and information available in Luton and Bedfordshire for parents: 

 

• Autism Bedfordshire (www.autismbeds.org). This is the largest voluntary group in 

the county and can help with giving you a wealth of information or starting point 

where to find further help and advice. They also offer training, workshops and 

events for children.  

• The Avenue (www.theavenuesupport.co.uk). This is an organisation run by parents 

for parents of autistic children. They offer monthly support groups, workshops and 

holiday clubs for parents and their children.  

• Carers in Bedfordshire (www.carersinbeds.org.uk). This organisation offers support 

for carers in general. 

• CHUMS (www.chums.uk.com). This organisation provides support for the mental 

health and emotional well-being of children. It can help parents and carers with 

providing information on how to best support their child emotionally.  

• CYCD (www.cycd.org.uk). This community centre offers regular activities for children 

with additional needs.  

• Disability Resource Centre (www.drcbeds.org) 

• Families United Network (http://Familiesunitednetwork.org.uk) Free services for 

parents and carers and their children.  

• FOBE (www.fobe.org.uk) A registered charity located in Luton that offers support for 

families with children with various conditions and disabilities. Services they provide 

include respite and weekly support groups.   

• Kids in Action (http://www.kidsinaction.org.uk/) 

• Mencap (www.bedfordmencap.org.uk) 

• Outside In (www.outsidein-solutions.org.uk) A group located in Bedford which 

provides training and education for parents of autistic children and children with 

ADHD.  

• SNOOSC (www.specialneedsoutofschoolclubinbeds.co.uk). An out of school club for 

children with special needs which also caters for autistic children. 

 

Useful website with resources:  

https://senguide.bedford.gov.uk 

www.directory.luton.gov.uk  

www.luton.gov.uk/autism 

 

Contact details for support within Education:  

Email: sendadvice@bedford.gov.uk 

http://www.autismbeds.org/
http://www.theavenuesupport.co.uk/
http://www.carersinbeds.org.uk/
http://www.chums.uk.com/
http://www.cycd.org.uk/
http://www.drcbeds.org/
http://familiesunitednetwork.org.uk/
http://www.fobe.org.uk/
http://www.kidsinaction.org.uk/
http://www.bedfordmencap.org.uk/
http://www.outsidein-solutions.org.uk/
http://www.specialneedsoutofschoolclubinbeds.co.uk/
https://senguide.bedford.gov.uk/
http://www.directory.luton.gov.uk/
http://www.luton.gov.uk/autism
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ANTICIPATED TECHNICAL AND PRACTICAL ISSUES: PROTOCOL 

 

During the intervention period issues may arise that could potentially impact on the quality 

of the delivery of the intervention. It is therefore important to log these events and to 

minimize their impact. Below is a list of anticipated or foreseeable events that may happen 

and how these will be recorder and resolved. Naturally there may be unexpected and 

unforeseeable issues occurring during the sessions. These will be recorded and discussed 

with the supervisory team on a case by case basis.  

 

FACE TO FACE SESSIONS 

1) Late arrivals. Participants will be invited to arrive 5-10 minutes early to ensure a 

prompt start. The sessions will allow 5 minutes for participants to arrive and settle before 

starting. It will be explained during the first session that the sessions will start on time to 

make sure the time is being used most effectively (if necessary).  

2) Early departure. Participants will be asked to inform the facilitator or assistant 

facilitator at the start of the session if they have to leave early. If a participant is called away 

for an emergency, they can let the assistant facilitator know so that the session can 

continue without interruption.   

3) Fire alarm. The facilitator will ensure she is aware of the relevant local fire 

regulations and procedures and will inform the participants what to do in the event of a fire 

alarm.  

4) Mobile phones. Participants will be asked to put their mobile phones in silent mode 

and will be reminded there is a mid- way break 

5) Unavailability of facilitator due to illness or unforeseen circumstance. In the unlikely 

event that the facilitator is unable to attend the session, the session will be facilitated by the 

lead investigator, Chris Papadopoulos.   

6) Technical issues:  
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Recording equipment not working. In case of failure of the recording equipment, the 

assistant facilitator will make comprehensive notes and the facilitator’s personal mobile 

phone will be used to audio record the session.  

TV screen not working. The facilitator will ensure all equipment is checked before the start 

of the intervention. The video clips to be shown are about 3 to 4 minutes long so in the 

event of a faulty connection, the facilitator can ask participants to use their personal phone 

to watch the video. 

 

ONLINE SESSIONS 

1) Late arrival. Similar to the face-to-face meeting, participants will be asked to join on 

time. Participants are asked to notify the facilitator if they are unable to join the session.  

Due to the delivery mode (online) the sessions will have to start promptly. People are able 

to join in later and the facilitator will acknowledge late arrivals and send them relevant links 

if applicable.  

2) Technical issues:  

Faulty microphone. Participants were sent instructions before the start of the intervention 

and will have tested the program during the session one. If a participant is unable to hear 

the rest of the group they are welcome to stay online and read the comments the facilitator 

makes throughout the session.  

Lost internet connection of participant. If participants lose internet connection they are 

welcome to re-join when connection is re-established. The facilitator will follow up with the 

participant afterwards and send the information that was discussed.  

Lost connection of facilitator. The facilitator will take all steps necessary to prevent this from 

happening but in the unlikely event that the internet connection is lost; the facilitator will 

carry on using her personal mobile phone. She will ensure she has enough mobile data at 

the time of the sessions and will use a Dictaphone as a backup facility to record the session 

in this instance.  
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REPORTABLE AND ADVERSE EVENTS: PROTOCOL 

 

The participants’ safety is paramount and the research team will take every necessary step 

to ensure their safety. This includes providing procedures for recording and reporting of 

adverse events and their follow up. Adverse event monitoring is part of Good Clinical 

Practice (GCP) and is required by international research guidelines for all human research 

involving the delivery of treatment interventions (Peterson et al 2013). An adverse event 

(AE) is generally defined as a deterioration in the health status (psychological or physical) of 

research participants observed during the study having been absent at baseline, or if 

present at baseline, appears to worsen. Adverse events are to be recorded regardless of 

their relationship to the study intervention.  

 

For psychological interventions there are no clear guidelines yet on how to define, 

categorize, identify and report adverse events within the research field (Duggen et al 2014) 

and the development of new standards for reporting trials of social and psychological 

interventions, the Consolidated Standards of Reporting Trials Statement for Social and 

Psychological Interventions (CONSORT-SPI), is still underway (ref). This study will use the 

recommendations put forward by Ioannidis et al (2004) in their extension of the CONSORT 

statement on better reporting of harms; and recommendations made by Linden (2013) and 

Johnson et al (2014) on how to find, define and report unwanted side effects in 

psychological trials.  

 

Adverse Events:  

Adverse events in the current study may be:  

1. Anticipated: An adverse event that is reasonably expected to happen, and is included 

in the protocol and consent form as a possible risk of participating in the research. An 

example of this is that a carer shows signs of (mild) distress when sharing a negative 

experience of being subjected to stigma. 
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2. Unanticipated: An adverse event whose nature, severity, or frequency was not 

identified in the protocol and consent form as a possible risk of participating in the research. 

Adverse events may be:  

1. Severe. Adverse events that are severe include serious risk of harm to self or others 

and will need to be reported as soon as possible. For the purpose of this study, when any of 

the research team becomes aware of a child being at risk of harm; a suicide threat or 

another person being at risk of serious harm, these events are classified as severe and will 

require immediate action.  

2. Significant. Adverse events that are significant will also require immediate attention 

although not life threatening. These events include becoming aware that a participants is 

clinically depressed or anxious; displays of severe emotional distress during the study; 

aggressive behaviour towards facilitator or other group members; a serious breach of 

confidentiality or privacy of participants by the researcher or group members that results in 

or could result in, e.g., deportation, arrest, loss of job, loss of family support; loss of laptop 

with private, identifiable information about participants. Significant adverse events must be 

reported within 2 working days and discussed with the supervisory team. 

3. Mild. Mild adverse events will be recorded but only reported to the ethics it they 

result in if they result in a modification of the protocol to mitigate and/or detail this event. 

Examples of  a minor adverse event is when participants inform us that they have felt sad 

after the sessions; argued at home as a result of the sessions;. In the event of a distressed 

carer- they will given a list of local support groups (from Autism Bedfordshire website)  

As Linden (2013) points out, it is difficult to ascertain what caused an adverse event in a 

psychological intervention and it is likely to be multi-faceted. Adverse events can be the 

result of  

1. Related to the study. Any adverse event that is related to the study should be 

reported. For example, psycho-education could sensitize participants to issues they may not 

have experienced. Or hearing experiences from others may upset them which without being 

part of the study would not have happened. Even questionnaires could evoke adverse 

events. All study-related events will need to be reported.  
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2. Unrelated to the study. There may be external factors, unrelated to the study, 

causing adverse events such as family events or existing underlying issues. Although these 

events will be recorded they will not need to be reported unless they are severe in nature as 

defined above.  

Measurements of adverse events:  

Based on the recommendations made by Johnson et al (2014) a combination of structured 

and un-structured methods are used to measure adverse events. Participants will be asked 

each week how they have felt since the last session; Participants will be invited to share 

feelings throughout the sessions and during the evaluation session they will be asked 

directly if there were any negative “side effects” from the intervention. The researcher will 

also complete the checklist after each session. The recording of adverse events will start 

when the baseline questionnaires have been completed and will finish after the 6 week 

follow up. If an adverse event becomes apparent after this period it will be recorded and 

when related to the study it will be reported.   

 

Reporting:  

After each session the researcher will complete the adverse event record and send over to 

the supervisory team.  Severe adverse events will have to be recorded within 24 hours. The 

researcher will report this event to the supervisors. If the event relates to the safety of a 

child, local authorities will be notified. If the event relates to risk of harm to self or others, 

the research team will discuss on a case by case basis what immediate action is to be 

undertaken.  

Significant adverse events will also be recorded within 24 hours and will be discussed with 

the supervisory team on a case by case basis. If a participant displays signs of severe distress 

or shows signs of clinical depression the participant will be encouraged to talk to their GP 

and a list of support groups will be provided within 2 working days. 
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In case of mild adverse events these will be logged as usual and will be reported to the 

supervisory team. They do not require immediate attention or modification to the protocol 

unless they frequently re-occur.  

 

Follow up:  

Each individual adverse event will require follow up to determine whether resolved or not.  

For serious and significant events this may mean that the protocol needs to be revised and 

the informed consent form should be revised for future studies. If the protocol is revised 

significantly, participants may have to re-consent to participation. In the eventuality of a 

death by suicide, the intervention may be terminated.  

In mild cases, the researcher will follow up with the research participants to ask whether the 

issue is resolved or if any further action is required.  

 

CHECKLISTS (see following pages) 
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ADVERSE EVENT RECORDING LOG 

# Date recorded Adverse Event description Category* Anticipated 
Y/N 

Related    Y/N Measured by Action taken Follow up notes 

         

         

         

         

         

         

         

         

*1=mild, 2=significant, 3=severe 
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Intervention Implementation log (including fidelity to manual) to be completed by PhD Student after each session 

 
 

*provide reasons if known when non-attendance **give detailed description of how the session went- describe interruptions/ questions from parents 
 

 

 
# 

 
Number of pp 
present* 

 
Late arrivals 

 
Early 
leavers 

 
Topics as per 
manual 

 
Time spend 
per topic 

 
Deviations from 
manual 

 
Notes/Observations** 

 
Points to discuss 
with supervisors 
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SUPERVISORY DEBRIEFING LOG (To be completed after each session)  

 

  

 
# 

 
Topic as per 
manual 

 
Discussion of 
deviations  

 
AE 

 
Notes 

 
Points to improve/ Change 

 
Action?   
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Reflective Diary  

 

 

 

 

 

 

 

 

 

 

 

 

Session:  
 

What went well?  What didn’t go so well?  Points to improve? 
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Appendix 10: Facebook pinned post 

 

Hello everyone and welcome to SOLACE’s Facebook group! 

Here you can ask questions, carry on conversations we may have had during the sessions; or 
you can ask questions, or catch up on information provided during the SOLACE sessions. 

Similar to our group meetings, this is a confidential, supportive and respectful environment. 
This group is a closed and secret group so only the parents and carers attending SOLACE can 
see your posts and comments. We *cannot* ever guarantee confidentiality if you post using 
your own profile. But we ask you to treat each other with respect and confidentiality so that 
everyone can feel free to share their thoughts. 

There are some guidelines for this group that we would like to make you aware of: 

*Please use appropriate language when posting. The use of bad language is strongly 
discouraged as it can be potentially offensive to the members. 

*Please don’t post pictures of children that contain nudity or partial nudity (e.g. children just 
wearing underwear) or videos of children in distress and/or having meltdowns. These will be 
removed. 

*Posts that you feel are disrespectful, offensive, insensitive, and/or go against the 
supportive ethos of the group can and should be reported to admin by clicking on the drop-
down arrow to the right of the post and selecting ‘Report to Admin’. We reserve the right to 
remove any post that admin view to be insensitive, offensive, disrespectful or inappropriate. 

* We will try to respond to message as quickly as possible but please be patient as it is 
impossible to monitor the group 24 hours a day. 

* During the intervention period we like to ask you to check that your Facebook settings are 
set to view 'all posts' and not 'highlights'. 

* You can, of course, send private/direct messages to other group members but it would be 
most beneficial for the group if you tried to share with the whole group as much as possible. 

*We encourage you to ask others for advice or support but please note that SOLACE does 
not necessarily endorse any advice given and that you choose to follow or not follow any 
advice given at your own responsibility. 

THANKS! 

 

  



 

 

  



 

Appendix 12: National Autistic Society CPD certificates 

 

 



 

 

  



 

Appendix 13: CFT certificate 

 

  



 

Appendix 14: Focus group topic guide 

 

Focus Group Discussion Guide 

 

Introduction (5 minutes)* 

Welcome and thank you all for coming.  This focus group discussion is to learn how you think and 

feel about SOLACE you have participated in during the past 8 weeks.  We really appreciate your 

willingness to participate as your views are invaluable for our learning and refining SOLACE. 

• Explain it is being recorded  

• Explain confidential- that names will be changed in written work.  

• Explain that there are no right or wrong answers; we want to hear your unbiased opinions! 

• The moderator is independent of the discussion. 

• Everyone should participate; no one should dominate the conversation. 

• Mobile phones on silent- say it will take about an hour and that if you have to leave early, 

please let the assistant moderator know. 

 

Objectives 

To assess the acceptability of the intervention as well as to determine how we can make the group 

more accessible and relevant for future work.  

 

Warm Up (5 minutes) 

Ask how everyone’s week has been. 

Introductory Question (5 minutes) 

What was your experience taking part in SOLACE?  

Topics:  

Structure and Format: 

• Thinking back about the program’s format- online sessions as well as face to face 

session- what did you think about that?  

• Was it easy to use Zoom?  



 

• What did you prefer- online or face to face? (how did you access it- via phone or 

mobile? )  

• Where you able to see and hear everyone else ok?  

• What about the length and duration of the program?  

• What about the location and setting of the program? And the time of day?  

• What did you think about the Facebook group- did you find that useful?  

• (ask about the free time at the end of the session, they didn’t really use that )  

• Content 

• What did you particularly like about the program?  

• Dislike?  

• Do you feel it was beneficial to you? Can you elaborate?  

• What aspect of SOLACE was most useful?  

• And least?  

• Was there anything you missed? Or that you found not necessary?  

• Role of facilitator- ( tell them that it is very useful for me to hear any comments, 

whether positive or negative) 

• Future suggestions 

• Would you recommend this program to other parents? And if so, why or why not?  

• What can we do to improve the program?  

• Outcome measures 

• What did you think about the questionnaires?  

• Was there enough time to complete them? 

End of group discussion (5 minutes) 

• Any issues pending or additional thoughts? 

• Any suggestions or comments not mentioned during the group that you think should be 

addressed?  

(Thank the participants again and express how valuable their input has been. Say what will be done 

with the data. Remind them that in 6 weeks they will be asked to complete the questionnaires 

again.) 



 

 

Appendix 14: Outcome measures 

 

Demographics 

• Please state your gender:  

• What is your age:  

• How would you describe your ethnicity?  

• What is your religion, if any? 

• What is your marital status?  

• What is your highest educational level?  

• Are you employed? And if so can you please state your job title and whether this is 

full- or part-time?   

• How many children do you have?  

• How old is your autistic child? 

• Can you tell us what diagnosis your child received?  

• Did your child receive any additional diagnosis? And if so, can you tell us what this is?  

• Can you please describe briefly describe your child, e.g. some of the behaviours of 

your child and what you may find particularly challenging, if any? 

• Have you received any professional support (e.g. charities, local authorities)? And if 

so, when did you first receive this support?  

• Are you a member of any online autism support groups? Yes/no 

• If yes, approximately how many autism support groups are you a member of?  

• If yes, how long have you been a member of such support groups? 

• If yes, how frequently do you engage with this group?  

0 (rarely) 1 (not very often) 2 (sometimes) 3 (regularly) 4 (often) 5 (every day)  

 

 

 

 



 

  

 



 

Perceived Public Stigma Scale (PPSS, Chan and Lam, 2017). 

(the phrase “with autism” was replace with “autistic child” in the current study” 

The following questions relate to experiences and thoughts of discrimination or prejudice 

you may have experienced. Please indicate whether you agree or disagree with the following 

statements:  

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

Perceived Courtesy Stigma Scale (PCSS, Chan and Lam, 2017)  

(In the current study the phrase “children with ASD” was replaced with “autistic children” 

 

“The following questions relate to experiences and thoughts of discrimination or prejudice 

you may have experienced. Please indicate whether you agree or disagree with the following 

statements” 

 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

(Adapted) Affiliate Stigma Scale (Mak and Cheung, 2008).  

 

The following questions and statements relate to feelings and thoughts of discrimination or 

prejudice you may have experienced. Please indicate whether you agree or disagree with the 

following statements:  

 

1= strongly disagree/ 2= disagree / 3= agree / 4= strongly agree 

 

1. I feel inferior because one of my family members is autistic  

2. I feel emotionally troubled because I have an autistic child. 

3. The behaviour of my child makes me feel embarrassed. 

4. I feel helpless for having an autistic child  

5. I feel sad because I have an autistic child  

6. I worry if other people would know I care for an autistic child.  

7. I am under great pressure because I have an autistic child  

8. Other people would discriminate against me if I am with my autistic child.  

9. My reputation is damaged because I have a family member who is autistic.  

10. People’s attitude towards me turns negative when I am with my autistic child.  

11. Having an autistic child imposes a negative impact on me.   

12. Having an autistic child makes me think that I am incompetent compared to other 

people.  

13. Having an autistic child makes me think that I am lesser to others.   

14. Having a family member who is autistic makes me lose face.  

15. I do not dare to tell others that I have an autistic child.  

16. I reduce going out with my autistic child.  

17. Given that I have an autistic family member, I’ve cut down the contacts with my friends 

and relatives.   

18. I dare not to participate in activities related to autism lest other people would suspect 

that I have an autistic family member. 

19. Given that I have an autistic family member, I’ve cut down the contacts with my 

neighbours. 

 



 

  

 

 



 

 

 

 



 

 

Positive meaning in caregiving (Werner and Shulman, 2013).   

 

1= strongly disagree to 5 = strongly agree  

• The happiness and pride that my child feels with his achievements let me feel that 

my investment is worthwhile. 

• Being a parent/carer to an autistic child with a taught me kindness, patience and 

happiness. 

• The fact that I have an autistic child enriches my life. 

• Being a parent to an autistic child taught me to cherish the small things in life. 

• Given my experience as a parent to an autistic child, I feel that I can come across 

anything with strength. 

• I would not change a thing about my child; his/her autism is part of his/her 

uniqueness. 

• Being a parent to an autistic child enriches my spiritual life. 

• Being a parent to an autistic child enriches our spousal life. 

• Being a parent to an autistic child brought me to learn new things about the world of 

autism.  

• The presence of a child who is autistic in the family has a positive influence on other 

brothers and sisters in the family. 

• The presence of an autistic child in the family has a positive influence on the family 

adaptation. 

 

 

 

 

 

 



 

Self-blame adapted and translated from Mak and Wok (2010) based on (CDSII; McAuley, 

Duncan, & Russell, 1992). 

Please rate the following statements from 0 (strongly disagree) to 6 (strongly agree)  

1. Whenever my child shows autism-related behavioural problems, I would blame myself.  

2. When my child is being discriminated, I need to bear certain amount of responsibility.   

3. I often feel very guilty that my child is autistic  

4. It is my fault that my child is being discriminated. 

5. It is not my fault if my child has autism-related behavioural problems. 

6. I am the cause of my child being discriminated against. 

7. I would blame myself for allowing my child to be discriminated against. 

8. I blame myself for causing my child to be autistic. 

9. As long as my child has autism-related behavioural problems, I need to bear the 

responsibility. 

10. I do not blame myself when my child is being discriminated against. 

 

 

 

 

 

 

 

 

 

 

 

 



 

 



 

Social Isolation Short-form UCLA Loneliness Scale (ULS-8) Hayes and Dimatteo, 1987)  

Please indicate how often each of the statements below is descriptive of you (never, rarely, 

sometimes, often)  

1. “How often do you feel that you lack companionship”?  

2. “How often do you feel that there is no one you can turn to”?  

3. “How often do you feel outgoing and friendly”? 

4. “How often do you feel left out”?  

5. “How often do you feel isolated from others”? 

6. “How often do you fee1 you can find companionship when you want it”?  

7.  “How often do you feel shy”?  

8. “How often do you feel that people are around you but not with you”?  

  



 

Appendix 15: Initial codes thematic analysis  

Node Name Description References Example 

Peer support “being 
understood”/ 
feeling 
connected 

8 “I know through all this you said about people judging 
you and they are not really.. but in this group you know 
you are not being judged and it is quite nice to have that 
security you can say something of how you feel and 
yeah uhm that everyone is going through very similar 
things on different degrees and to feel that that just 
stops is “ 

Childcare Responses 
regarding their 
childcare as a 
barrier to 
attendance 

11 “Yes I can see that, mine is still over there.. (laughs) (in 
background child calls: “mum can I just..”  “yes, but then 
you go bed”) .. but it is also hard to leave her as well 
that is the problem. It is better for me if I can get away 
but sometimes it is not possible for me to get away 
either. So.. it is difficult..” 

 
 

Face to face  Responses 
regarding the 
mode of delivery 
face to face 

11 “I find it easier to speak face to face because you all in a 
room and there is no children around. No noise or 
nothing so you can literally just concentrate on what 
people are saying whereas when I am doing this I can 
hear her (child) talking and she is like “mummy I want 
this, mummy I want that” .. or she running around 
somewhere , or if I go to different room she will follow 
me and I’m like “No I am trying to talk” so..” 

 

Facebook Responses 
regarding the 
Facebook Group 

5 “It was useful to, yeah, to see links to things and blogs 
and to be able to find the links for this (online meeting) 
and be reminded of things that was all useful. But then I 
don’t really use fb for chatting anyway so it is not 
something I would use a lot to chat to people but I find 
it useful to have it there. And to know where everything 
is”  

 
 

“free sharing 
time” 

Responses 
regarding the 
structure of 
SOLACE of a 
theme followed 
by free sharing 
time. 

5 “I would say from my experience we usually finished 
just after an hour (she attended late most weeks) but it 
is nice we can all talk about other things if we need to 
for that last little bit so for me 1 hour is enough but it 
nice to have that flexibility at the end.” 

 
 

Length of 
session 

Duration of 
sessions 

3 “I think 1 hour was good, I think yeah 1 hour is quite 
good. Uhm yeah that half last hour was just general 
discussions, wasn’t it? It was good to have that half hour 



 

there for people wanting to discuss general things so I 
think 1 hour for the discussions is enough. Yeah” 

Blended format Mix of face to 
face and online 
sessions 

5 “Yeah I think the mix was good. I think face to face was 
nice because you can like develop that trust but equally 
like yust now when you are just able to sit and flick it on 
is quite helpful. Like aiden hasn’t actually gone bed yet… 
it is quite nice for me not rushing out the door and our 
children settle better if one of us hasn’t gone out so 
yeah uhm I think a mix is good. “ 

 
 

More sessions Suggestions for 
improvement 

10 “Uhm yea I actually think yeah we would have liked it a 
little bit longer, personally, uh, just because I find that 
I’ve learned, I’ve learned lots of stuff so much and yeah I 
feel I could learn a lot more. Uhm but I feel I have 
learned a lot actually about you know, situations, 8 
weeks, I can’t believe it has been 8 weeks.” 

 
 

online sessions Responses 
regarding the 
online delivery 
of the sessions 

10 “but because we doing onlin , we could have at least 
given her a cuddle while we have the session which and 
so it makes it possible to come to. Uhm I always feel 
face to face is optimum in terms of the quality of 
communication and interaction but you can get 80 or 
90% of it with online and … reliably ….” 

 
 

Impact of 
SOLACE 

Responses 
regarding the 
change SOLACE 
has made 

16 “I feel like I got quite lot out of it. As I said before just, I 
am looking at things differently and it is nice to know 
you are not the only one going through things as well. 
And you do sometimes think that, yeah, it is all your 
fault and things like that and I definitely shifted how I 
feel about things through talking to everyone.”  

 

 

Practical 
support 

 2 “I have got a lot of practical things that I always like to 
ask other people and because we are coming up to the 
ECHP process and I know I talked to some of the parents 
anyway uh just a real practical, where to information, 
what is useful uhm and that was really lacking when we 
first got diagnosed, we were given this pack but you just 
really in the dark. We got financial help through the DLA 
and yes so I have … I know we discussed a lot of things 
… but some of those practical things, I always have a 
question about it…. I don’t know if you could put that 
into the sessions or your research” 



 

 

 

questionnaires Responses 
regarding the 
outcome 
measures used.  

9 “They were a little bit longwinded. I mean it didn’t take 
very long about 10 or 15 minutes uhm I mean I just hate 
questionnaires anyway. I just get bored of it half way 
through but maybe that’s  just me but uhm its kind of 
being honest with yourself when you are looking at the 
questions. And you like shall I be honest or do you just 
sort of like I don’t know, not like be honest.”  

 
 

recommend Responses to 
whether they 
would 
recommend 
SOLACE to other 
parents 

5 “uhm I definitely recommend it to parents who maybe 
don’t have anyone to talk to or have no one who 
understands them. It is definitely good for them who 
can come in and then share their experiences and notes 
and others can say ‘don’t worry about it that is normal, I 
know exactly how you feel,  this is what I do in this 
situation’. You know etc etc. So yeah I definitely 
recommend it. It, is very helpful for us as I say for 
parents who don’t have any support or anyone to talk 
to turn to say look is this..is this normal, am I 
overreacting, am I not?”  

 
 

Zoom Responses 
regarding the 
setting up and 
use of ZOOM  

6 “Yes, I couldn’t see anyone, the person who would be 
talking would sometimes come on the screen but yeah I 
mainly just saw you, and then when the person started 
to speak they would come onto my screen but 
otherwise I couldn’t.. sometimes it rolled through 
people but I think only if they made a noise or moved. 
But then that first meeting I had terrible terrible sound 
and I could hardly hear a word. But yeah … but that is 
good to know.”  

 
 

sharing 
experiences 

Responses that 
mentioned the 
sharing of 
experiences 

10 “to go back and to say actually you have really helped 
me just chatting to you guys and I think it would be nice 
for us all to be able to say to each other look I have tried 
and it didn’t work, has anyone got an idea… and you 
know…. so and so said this and I tried it and actually 
thank you very much it has helped  ….. And once a 
month just having that touching base with someone …. 
After you done all this would be a really good thing 
going forwards..”  

 
 



 

suggestions for 
future  

Responses 
regarding 
suggestions for a 
future trial 

11 “Yeah I think maybe the video clips a couple of days 
before would have been nice. Cause it depends on what 
kinds of person you are. I am definitely a watch 
something , think about it, and I kind of reflect a lot on 
… so to be able to think about it more beforehand 
probably would have been beneficial. But equally like 
you said, everyone is so busy so you know watching at 
the time is if fine as well.”  

 

 

time of day Reponses about 
what the 
optimal timing 
would be for 
SOLACE 

9 “No that would have made no difference because she 
doesn’t go bed anyway so it wouldn’t have mattered if it 
was eight o’clock, half eight, as she probably still be 
awake anyway so.  Uhm I mean I do it, I work around it,”  

 
 

to vent  3 “Yeah just been able to vent a little bit I think, talk to 
people who just understand, what it is like. “ 
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