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Abstract
This small scale, qualitative study uses Interpretive Phenomenological Analysis to explore the social and emotional impact of parenting an autistic child, without intellectual or physical disability. The rich data of four participants was analysed and four superordinate themes emerged. Emotional Impact on Parents, Social Impact on Parents, The Impact of Invisibility and Support for Parents.  Analysis found that these parents are negatively affected emotionally. Their social lives are impacted, leading to isolation and exclusion. This is heightened by avoidance of social or public engagements due to experiences of negative social judgement. Autistic children without intellectual or physical disability do not usually display any visible symptoms, and therefore the invisibility of the condition was found to be an additional burden on parents of these children. Parents have felt embarrassment and that their parental competence is scrutinised with no empathy shown as would be expected had their child’s condition been visible. Support is found to be invaluable to participants.
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Chapter One: Introduction
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
1.1      Background
It is widely acknowledged that parenting an autistic child is associated with high levels of stress; (Siu et al, 2018; Operto et al, April 2021; Operto et al, Nov 2021; Rodriguez et al, 2019; Larkin et al, 2021; Mori et al, 2009; Pastor-Cerezuela et al, 2016; Pastor-Cerezuela et al, 2021; Di Renzo et al, 2021; Sarris, 2019; Papadopoulos, 2021; McCafferty & McCutcheon, 2021; Voulgarakis et al, 2021; Tsermentseli & Kouklari, 2021.) Significant focus of the aforementioned research concentrates on the impact of stress on the parents. Others have highlighted the social and emotional impacts, such as a loss of or significant change in personal and intimate relationships. (Brobst et al, 2009; Brown et al, 2020; Hirsch & Paquin, 2019.) Some have focused on the impact of stress on parental emotional and mental health (Di Renzo et al, 2021; Pastor-Cerezuela et al, 2016; Pastor-Cerezuela et al, 2021; Mori et al, 2009; Siu et al, 2018.) 
Despite much more research being carried out in this area over the last decade, studies have tended to combine all children with an autism diagnosis and there remains relatively little focus on parents of autistic children without additional intellectual or physical disability. Only five studies were found during the current research, and none were UK based. (Rao & Beidel, 2009; Allik, Larsson & Smedje, 2006; Pisula & Porebowicz-DAaAaAeA rsmann, 2017; Miranda et al, 2019; Mori et al, 2009.) Autistic individuals without additional intellectual or physical disability are likely to present with little identifiable indicators that would allow a stranger to know they are autistic.  Their condition is invisible.  The researcher is aware of research into stigma, largely associated with experiences of ‘felt’ and ‘enacted stigma’ (Gray, 2002; Farrugia, 2009; Ka Shing Chan & Chi Kin Leung, 2020; Oduyemi et al, 2021) which relates to how an autistic individual and their parents experience social judgement because their autistic condition is known to those people around them. However, as autism alone, without comorbid conditions is invisible, it is the researcher’s intention to explore parents’ experiences in relation to social judgement and how this has impacted on them socially and emotionally.

1.2      Rationale
The rationale for this research has a personal connection. 10 years ago, my son was diagnosed with Autism, (without additional Intellectual or physical disability) the day after his eighth birthday.  He was my first child and as his mother, I experienced very high levels of stress on both an emotional and social level.  This stress was not just a result of managing my son’s very demanding behaviour and his emotional struggles, but also a result of how I was made to feel by others around me.  
Prior to my son’s diagnosis was a very difficult time for me.  The lack of understanding and patience around me, from family to the general public, resulted in feelings of inadequacy and failure as a mother.  I was excluded from many social events as the ‘one with the naughty child’, that they did not want around their children.  Some family members insisted he was just a ‘naughty boy who needed a good hiding.’ Consequently, I found myself withdrawing from more and more social events through fear of how my child and I would be perceived. My marriage was strained at times, I worried about the impact on my daughter, and I had years of fighting for appropriate educational provision and services. This resulted in me having to put my successful career on hold on two separate occasions and I also experienced mental health difficulties.
Following his diagnosis, I experienced feelings of immense grief and loss.  Loss of the child I had anticipated and confusion over the difference between the expectation and reality.  This developed over time to significant worry about his future.
Having accessed support through autism charities, I was aware that I was not alone with how I was feeling, and that other parents’ experiences were very similar.  I feel lucky in that I benefitted from the support of my husband, mother-in-law and later, through access to counselling. 
I am therefore keen to explore the social and emotional impact of parenting an autistic child without intellectual or physical disability, as it is my experience that autism being invisible in those autistic children without additional intellectual or physical disability is an additional burden that increases negative social judgement.

1.3	Aims and Objectives
The aims of this research are to: (1.) To explore how parents of autistic children, without intellectual or physical disability are affected socially and emotionally. (2.) To consider the impact of the invisibility of autism on parent’s experiences of social judgement and (3.) To explore parents’ experience of counselling.
Through this research it is hoped that parents will be given a voice and that these voices can be heard and hopefully drive change within services who support the autistic community and their families, including counselling provision. It is also hoped that this research will bring awareness to the public and encourage more positivity, patience, empathy and acceptance of difference in our community.

1.4	Overview of the Dissertation.
This research aims to explore participants experiences of parenting their autistic child and poses the following question: 
‘What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?’
My aim in this research is to capture the participants lived experience of parenting an autistic child. The qualitative research method of Interpretive Phenomenological Analysis (IPA) will allow me to do this. (Smith, Flowers & Larkin, 2009, p.32.)
The research will be structured as follows; Chapter One has explored the background, rationale, aims and objectives of the research. Chapter Two will critically examine the available literature on the impact of parenting an autistic child, including the impact of invisibility. Chapter Three will justify and examine the chosen methodology. The research findings are presented in Chapter Four, followed by Chapter Five, which will discuss those findings in reference to the published literature. Chapter Six draws a conclusion and makes suggestions for future research.


Chapter Two – Literature Review
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
2.1 	Introduction
2.1.1	To provide context to this research, it is important to examine the available current literature and research. This will allow a full exploration of current thinking and relevant studies covering the impact of parenting an autistic child.
2.2	Search Strategy
2.2.1	In conducting this literature review, the University of Chester library was searched using the online service, giving access to the online journal’s portal, library catalogue and ChesterRep.  This included access to university subscribed resources through other publishers, access to previous students’ research and university subscribed services. Additional searches were completed of several databases, (IBSS – International Bibliography of Social Science; PsycINFO - database for psychological literature;
Pubmed - US National Library of Medicine's, which accesses MEDLINE and PREMEDLINE; SocINDEX, covering sociology and health literature and Web of Science). These databases were accessed through the elibrary resources at the University of Chester.  
2.2.2	Searches were made for key words such as ‘Autism’, ‘Autistic’, ‘Asperger’s Syndrome’ and ‘High Functioning’ as well as ‘impact’, ‘stress’ and ‘parent’, ‘parents’ ‘parenting’ and ‘parental.’ The Boolean Operator (Ryan, 2022) of AND, OR and the use of brackets was used to link and find only research which contained all of the keywords in relation to ‘parenting’ and ‘autism’ as well as linking ‘stress’ and ‘mental health’.  This strategy enabled me to find a significant number of articles specifically written about parents’ experiences of parenting their autistic child. Additionally, similar searches were made on Google scholar and general website searches. From this literature search, four main areas were identified, and the following literature review of this published work will be organised under these identified areas of ‘emotional impact on parents’, ‘social impact on parents’, ‘the impact of invisibility’ and ‘support for parents’ following a brief introduction to Autism.
2.3	Parameters of the Research
2.3.1	The subject of Autism is vast, and it is therefore important to set out the parameters of this research.  To explore the research question, focus will be limited to the social and emotional impacts of parenting an autistic child without additional intellectual or physical disability.  This in no way is intended to minimise the experience of siblings and other family members or the autistic individual themselves but is simply to remain focused on the research question within the permitted word budget. 
2.3.2	It is fully acknowledged that the focus on children diagnosed with autism and no other condition will exclude a proportion of parents who will have their own valid and valued experience which would be of value to research outside of this project.
2.4	What is Autism? 
2.4.1	Several definitions have attempted to succinctly describe this complicated and largely misunderstood condition.  
‘Autism is a lifelong developmental disability which affects how people communicate and interact with the world. One in 100 people are on the autism spectrum and there are around 700,000 autistic adults and children in the UK.’ (National Autistic Society, 2022.)
‘A brain condition that affects the development of social and communication skills in ways that can be severe or slight, and that can make someone's behaviour and interests different from people without the condition.’ (Cambridge English Dictionary, 2022.)
‘ASD is a lifelong neurodevelopmental disability characterized by persistent and pervasive impairments in social understanding and communication, poor adaptive functioning, and the presence of restricted or repetitive behaviours and interests.’ (Papadopoulos, 2021, citing American Psychiatric Association, 2013).
2.4.2	Despite such definitions, Autism and its complexities remain largely misunderstood. As stated by Day, (2019) 
‘…the biggest challenges people on the autism spectrum and their parents face is being misunderstood. There are so many things people just do not understand about autism until it has touched their lives in some way. This causes so many misconceptions and judgment towards people on the spectrum as well as their parents.’ (Day, 2019, p.1)
2.4.3	It is estimated that 3.5 million people in the UK are either diagnosed with autism or living with someone who is autistic, (Shallcross, 2021) and this does not include those who remain undiagnosed.  It therefore feels important to recognise the impact that living with autism can have on individuals and their families.  This research aims to explore the social and emotional impact of parenting an autistic child without additional intellectual or physical disability, within a society which, according to writers such as Day (2019) and Shallcross (2021) largely does not understand the condition. 
2.4.4	For clarity, and to avoid further misunderstanding, the terms ‘Asperger’s Syndrome’ and ‘High Functioning’ are used when referencing research which refers to the condition as such.  These is no longer considered the preferred terms for a person diagnosed with autism without intellectual or physical disability. (NHS England, 2022; Aucademy, 2020). Similarly, Autism Spectrum Disorder (ASD) is referenced when quoting published literature.  It is noted that this is not a term preferred by the autistic community. (NHS England, 2022; Aucademy, 2020).
2.5	Emotional Impact on Parents
2.5.1	Research indicates that parents of autistic children ‘reported higher levels of stress than those of typically developing children.’ (Sui et al, 2018, p.857.) A significant amount of research has attempted to examine and explain why this is so.  
2.5.2	There appears to be consensus in researchers’ findings that managing what can be perceived as difficult behaviour in their autistic child increases stress.  (Operta et al, Nov 2021). Sui et al (2018) agree, pointing out that the parents’ experience of managing their autistic child’s externalising behaviours can be more stressful than the symptoms of autism or the diagnosis of it. 
2.5.3	Tsermentseli & Kouklari, (2021) examined stress in parents of autistic children with Intellectual Disability (ID), which they claim has not been widely studied. They argue that it is their child’s poor executive functioning and social functioning which is most stressful for parents.  It could be argued, however, that deficits in these skills are inherent in all individuals with an autism diagnosis, not just those with additional ID. 
2.5.4	In contrast, other studies have highlighted higher levels of stress in parents of autistic children without ID in comparison to parents of autistic children with ID. (Operta et al, Apr 2021; Mori et al, 2009). In their study of the impact of children with high-functioning autism on parental stress, Rao & Beidel (2009) also found a positive link with high levels of parental stress compared to their control group.  They concluded that higher intelligence levels in autistic children without ID did not ‘…compensate for, nor ameliorate, the behavioural problems associated with ASD.’ (Rao & Beidel, 2009, p.447.)  Interestingly, they did not just find parental stress related to their child’s externalising behaviours, but also related to these children also exhibiting internalising behaviours.  
‘Clinically, internalising behaviours are more related to mood and anxiety disorders, and given their higher intellectual functioning, these children are more aware of their social difficulties and differences, and, thus, may be more anxious about their ability to fit in with typically developing peers.’ (Rao & Beidel, 2009, p.447.)  
2.5.5	Mori et al, (2009) concurred with this finding, indicating that their study of Japanese parents of children with an Asperger’s diagnosis showed significantly higher stress levels than parents with children with autism.  This study noted positive links between such high stress levels and managing their child’s behaviour, including ‘…defiance, non-compliance, and demanding behaviours.’ (Mori et al, 2009, p.368.)
2.5.6	Pisula & Porebowicz-DAaAaAeA rsmann, (2017) state the importance of studying the impact on parents of autistic children with or without ID separately, identifying that to combine these groups is to treat them as an homogeneous category, when in fact, they state these, 
‘…individuals with ASD are a highly heterogeneous group…Considering that in recent years the number of children with ASD with normal-range intelligence has been growing…it seems necessary to seek a better understanding of the factors related to the adjustment of parents of this group of children.’ (Pisula & Porebowicz-DAaAaAeA rsmann, 2017, p1.) 
They highlight the stresses posed for this group of parents including the fact that this group of children are rarely diagnosed prior to the age of 4 years. These children experience social and behavioural problems which increase the risk of alienation and bullying from peers, less independence, emotional and mental health problems, all of which contribute to parental stress.  
2.5.7	Miranda et al, (2019), in their study that they believe to be the first of its kind to explore parenting stress in parents of autistic children without ID, they found clinically significant stress levels, higher than parents of children with any other neurodevelopmental disorder, including,
‘…specific learning disorders, intellectual disabiities, Downs syndrome, cerebral palsy, externalising behaviours, or attention deficit hyperactivity disorder.’ (Miranda et al, 2019, p.1). 
They state that the child’s higher intellectual ability does ‘…not in itself buffer the effects of stress produced by raising a child with ASD.’ (Miranda et al, 2019, p.2).
2.5.8	McCafferty & McCutcheon (2021), highlight the importance of understanding the causes of parental stress in parenting autistic children, recognising that parenting stress and mental health are concepts which interrelate.  They quote a study which linked parental stress, anxiety and depressive disorders and stated these were at such a high level in parents of autistic children, that it was ‘…comparable to other groups experiencing chronic stress, such as individuals suffering PTSD.’ (Seltzer et al. 2010, quoted in McCafferty & McCutcheon, 2021, p.392.)
2.5.9	Another study found no difference in stress levels between those parents of autistic children with or without additional ID. (Vaz et al, 2021). However, this study concluded that they found high stress levels in both cohorts and concluded that, 
‘…the presence of co-occurring ID in children on the autism spectrum had very little impact on caregiver stress, coping, time use, and quality of life, thus it cannot be assumed that the presence of ID places an additional burden on caregivers; families with children across the entire AS require support and equity in service access.’ (Vaz et al, 2021, p.8.) 
2.5.10	In addition to stress and mental health difficulties, parents of autistic children have been found to have experienced feelings of loss and grief at diagnosis.  In a study of father’s views, Rafferty et al, (2020) looked at the pre-birth expectations of fathers and how diagnosis can bring an end to those expectations of what their experience of parenthood was projected to be.  This can bring about deep feelings of grief and loss, coupled with feelings of frustration at the process of diagnosis as well as relief that they now have an explanation. McCafferty & McCutcheon (2021) agree, stating that research suggests it is not unusual for the ‘…family to grieve the loss of the ‘normal’ child.’ (McCafferty & McCutcheon, 2021, p.393). Mother’s experienced feelings of ‘…intolerable anger, sorrow, distress and uncertainty.’ (Sumak and Sumak, 2018, cited in McCafferty & McCutcheon, 2021, p.393.)
2.5.11	Several studies have highlighted how parents of autistic children, in particular mothers, can experience feelings of guilt, blame and responsibility for their child’s condition. 
‘Many of the mothers reported feeling additional pressure from family who simply believed that the child’s behaviours required more effective ‘discipline’.’ (McCafferty & McCutcheon, 2021, p.395.) 
This could be because historically, the origins in research attempting to explain autism focused on the mother’s parenting ability.  Farrugia, (2009) explains, that autism was initially viewed as resulting from both,
‘…hereditary predispositions and parenting (specifically mothering) styles, and psychoanalytic discourses in the 1960’s constructed autism as exclusively the result of ‘cold’ mothering.’ (Farrugia, 2009, p.1012.) 
This resulted in the popularisation of the term ‘refrigerator mother’ which only faded in the ‘…rise of the cognitive paradigm in the 1970’s.’ (Farrugia, 2009, p.1012.). Such research has indicated that although historical, this idea that a child’s behaviour is the responsibility of their parents creates high levels of parental stress, feelings of incompetence, guilt and self-blame for parents of autistic children. (Papadopoulos, 2021). As stated in Papadopoulos’ (2021) study, one parent stated, ‘other people believe that autism is associated with bad parenting and a mother’s inability to control their child.’ (Papadopoulos, 2021, p.9.)
2.5.12	Parental worry about their child’s future also appears in research into causes of stress in parents of autistic children.  McCafferty & McCutcheon (2021) highlight that future related worries are correlated with parental stress. Papadopoulos, (2021) points out that mothers ‘reported constant worry about the long-term impact of autism on the child’s future.’ (Papadopoulos, 2021, p.7.) With one parent being quoted to say,
‘You start worrying what’s going to happen to her long term. I’m thinking 10-20 years from now how my child will fit to the environment, will she have the ability to create romantic relationships? Will she be able to study in college to earn money and live independently?’ (Papadopoulos, 2021, p.7.)
2.6 	Social Impact on Parents
2.6.1	The social impact of parenting an autistic child has had less attention from the available research.  However, from what is available, it can be said that parenting an autistic child can be socially isolating. McCafferty & McCutcheon, (2021) discuss several studies which highlight how mothers can feel edged out of society, experiencing loneliness and isolation which impacts on their physical and mental health.  Interestingly, they identify how mothers are victim to societal norms that drive mothers to conform to be ‘…the ‘self-sacrificing mother’ the ‘resilient mother’ and the ‘advocate mother’.’ (McCafferty & McCutcheon, 2021, p.395).  This increases expectation and places these mothers at risk of feelings of failure when their child does not conform, further enhancing marginalisation. 
2.6.2	Gray, (2002) discusses parent’s experiences of public situations, such as outings or general chores conducted in public, such as shopping.  He notes parent’s ‘…extreme feelings of embarrassment…’ (Gray, 2002, p.740) when believing their parental competence is judged by the public, due to their child not presenting as expected.  One mother is quoted in this study to have attended a camp with her child. She had been apprehensive about this as they were the only ones with an autistic child.  Very powerfully, she described the reaction of others to her child’s behaviour, stating that ‘…everybody just freezes. Everybody is just embarrassed.’ (Gray, 2002, p.740.)
2.6.3	Gray (2002) also found that parents of autistic children experience avoidance.  Parents were found to frequently experience family and friends’ avoidance through lack of reciprocal invites.  One parent stated,
‘Occasionally we’d ask (some) family down…but we never got invited (back)…we never seem to be reciprocated. They don’t say, ‘We’ll come over.’ So yes, you do feel like you’re sort of judged and thought, ‘Give them a miss.’ (Gray, 2002, p.740).  
This can be isolating and concerning, especially to parents with other siblings to consider. However, according to Gray, parents of autistic children have already,
‘…restricted their social lives to accommodate the potentially disturbing encounters that could arise by their child’s inappropriate public behaviour. In these cases, the families seldom had people over or went out to dinner or shopping as a group.’ (Gray, 2002, p.741.) 
Again, this highlights the restrictions parents feel they have on their social lives, increasing their isolation to avoid embarrassment or judgement.
2.6.4	Papadopoulos’ (2021) study into mother’s experiences of raising a child with autism agrees with Gray’s findings. His qualitative study included insight into the mother’s experiences of their social lives.  They ‘reported a significant decrease in the quantity and quality of their social ties and relationships.’ (Papadopoulos, 2021, p.9). One mother, cried as she described losing her old friendships as they did not have an autistic child.  She felt accepted and safe with what she described as her ‘autism mommies’ (Papadopoulos, 2021, p.9) but described being bored, and missing her old life. The majority of his participants said they avoided family and relatives with typically developing children, with one mother stating, 
‘Of course, I avoid going to social events (i.e. birthdays, party, wedding); these events are not for a family who have a child with autism; there is a high risk of social judgement when the kid becomes nervous.’ (Papadopoulos, 2021, p.9).
2.6.5	Hirsch & Paquin, (2019) agree that a common limitation for most participants was being unable to engage in social activities such as going out to restaurants or holidays. As described by Farrugia, (2009), their autistic child showing antisocial behaviour such as, 
’…withdrawal, aggression, or self-stimulation, sometimes as a reaction to stress or changes in routine…can lead to humiliation, social exclusion and isolation.’ (Farrugia, 2009, p.1011.)
2.6.6	Interestingly, Papadopoulos’ (2021) study indicated that only two of his mothers had remained in employment and therefore felt socially included in that role which was described as helpful.  McCafferty & McCutcheon (2021) agree, finding that ‘…mothers of children with autism…viewed the workplace as a place of respite.’ (McCafferty & McCutcheon, 2021, p.396). Other studies have shown that due to the demands of parenting their autistic child, many parents, mainly mothers, have had to leave employment to care for the child. 
‘The burden of coordinating, advocating for, and making decisions about treatment often falls on parents which may result in limiting their professional activity and loss of financial income.’ (Pisula & Porebowicz-DAaAaAeA rsmann, 2017, pp.2-3.)
2.6.7	Research indicates that it is not just relationships with family and friends which have changed due to them becoming parents of an autistic child, but their personal and intimate relationships can also be impacted. Voulgarakis et al, (2021) found that family strain emerged as a common theme, in particular marriage or relationship strain.  Their participants reported struggling to have time together as a married couple, stress over a long period and differences and disagreements in parenting styles as the main reasons for tension in their relationship. Hirsch & Paquin, (2019) state that participants reported that, 
‘…autism was directly affecting the quality of their romantic relationships with their partner…not enough alone time, not enough intimacy, and frequent conflict.’ (Hirsch & Paquin, 2019, p.2682). 
2.6.8	Di Renzo et al, (2021) found that fathers of autistic children gained advantage from benefitting from a satisfying relationship with their partner.  They comment that their findings are in line with literature,
‘…revealing that a good quality of relationship is associated with a better sense of parental competence for both parents…’ (Di Renzo et al, 2021, p.17.)  
2.6.9	Brobst et al, (2009) found similar results. They compared couples with autistic children with couples without autistic children and found that despite couples of autistic children facing higher parental stress, they did not find a difference in perceived spousal support, respect and commitment.  Therefore, despite higher stress levels and the demands of supporting their autistic child, a factor of resilience in these relationships was mutual support. Coming together as a supportive team, supporting their child together and respecting one another appears to be a protective factor. This is encouraging given that in a 2018 study in Denmark, it was found that ‘The prevalence of divorce was 59.8% in parents of children with ADHD, 50.7% in parents of children with ASD and 38.4% in the control families.’ (Kousgaard et al, 2018, p.1394.) Despite this being higher than the control group, it is encouraging to see that the 80% divorce rate reported across the internet with little foundation appears inaccurate.
2.6.10	Sleep deprivation associated with the demands of parenting an autistic child could also affect parents’ social lives, as well as emotional health and coping.  Despite it being well known amongst the autism community and health care settings that autistic children can struggle to settle and sleep, which impacts on the parents’ ability to get enough nourishing rest, little focus is given to this in the research. However, McCafferty & McCutcheon (2021) quote Levin and Scher’s (2016) research which,
‘…found that mothers of children with autism are more likely to report more sleep issues and higher stress than mothers of typically developing children.’ (Levin & Scher, 2016, cited in McCafferty & McCutcheon, 2021, p.394.) 
It could therefore be said that parents who are exhausted are unlikely to have the energy to wish to engage in social activities, further enhancing their isolation and reducing their quality of life.

2.7 	The Impact of Invisibility
2.7.1	Autism, without additional intellectual or physical disability is a condition that is not visible to the general public. Consequently, many autistic children and their parents experience social judgement when out in the community, socialising or going about daily tasks. A recent US study by Chiaraluce in 2018, found,
‘…this ‘unique impact’ of stigma on families with ASD children compared with other disabilities due to symptoms not being physical or visible.’ (Chiaraluce, 2018, cited in McCafferty & McCutcheon, 2021, p.395). 
This study recognises how this further marginalises these families who feel under pressure regarding their parenting capacity and under scrutiny in terms of credibility of the diagnosis.
2.7.2	Gray, (2002) in his study of felt and enacted stigma, examines the impact of such stigma on autistic children and their families, the focus being on autistic children he describes as ‘high functioning’; i.e. without co-occurring intellectual or physical disabilities. These two forms of stigma are described as ‘enacted’; experience of overt acts of rejection and ‘felt’; feelings of shame and fear of rejection, sometimes assuming stigma rather than actually experiencing it. (Gray, 2002, p.737). 
2.7.3	Gray, (2002) also highlights ‘courtesy’ stigma that is experienced by the parents by association due to their link with their autistic child.  A ‘’…’spoiled’ social identity due to interpersonal ties with a stigmatised individual.’ (Farrugia, 2009, p.1014.) In most circumstances, such experiences of stigma occur due to the autistic child’s condition being known by the person casting judgment.  Gray (2002) found, in relation to felt and courtesy stigma, that,
‘…slightly over three quarters of the parents claimed that they believed that others considered them to be different because of their child’s autism.’ (Gray, 2002, p.739).
2.7.4	In relation to enacted stigma, Gray (2002) states that parents experienced avoidance, hostile staring and overt rude comments.  It is clear from this that when it is known that the child is autistic, parents experience stigma in the form of avoidance, such as not being invited to events and excluding their child from parties.  However, they are more likely to experience hostile and rude comments when their child’s condition is not known, such as in a public situation.  Despite Gray (2002) noting that some parents experienced an apologetic reaction once the member of the public had received their explanation, nevertheless, this proved a ‘…particularly hurtful…’ (Gray, 2002, p.741) experience. Some did not receive an apology. Due to the invisibility of the condition, one parent was met with ‘…oh, there’s nothing wrong with him…He just needs a good kick in the backside…’ (Gray, 2002, p.741.)
2.7.5	According to Gray, (2002), a
‘…distinctive aspect of stigmatisation in the case of high-functioning autism arises from the fact that the disability is not evident to outsiders…As a consequence, when children with high functioning autism misbehave in public or act in a socially inappropriate manner, onlookers are more likely to react in a negative fashion.’ (Gray, 2002, p.742.) 
Gray (2002) quotes one parent who stated,
‘…Actually, there were times when I thought, God! I wish he were ‘Down’s Syndrome,’ because people would leave me alone. They would see the Down’s syndrome (and) know there is a problem.’ (Gray, 2002, p.743.) 
This highlights the level of negativity this parent feels she faces as a result of autism without intellectual or physical disability being invisible.
2.7.6	More recently, Papadopoulos (2021) highlights that little has changed since Gray’s study in 2009. He found that most mothers had experienced stigma due to their child’s autism and consequently, were forced to stay at home more often. One mother described,
‘…other people looking at you like we are coming from a different planet. I think society does not accept both me and my child, stigma has changed my inner self…’ (Papadopoulos, 2021, p.9). 
Another reported being mentally and physically exhausted by living socially excluded. Seven of the nine mothers reported their child being treated differently by children at school, other parents and teachers.  They describe their child being bullied and peers being encouraged to avoid contact with their child through fear of being stigmatised through contact.  
Parental embarrassment at their child’s behaviour in public due to fear of being labelled as a bad parent was also, once again, an important factor found in Papadopoulos’ (2021) study.
2.8 	Support for Parents
2.8.1	Studies have indicated the importance of support to parents and families of autistic children. Papadopoulos, (2021) recommends family centred services to assist with parent’s unique needs and as,
‘…mothers in this study reported feelings of self-blame and guilt for their child’s autism, it may be important for mental health providers to proactively offer psychoeducation alongside CBT…’ (Papadopoulos, 2021, pp.11-12.)
He also advocates resources to strengthen family relationships and enhance opportunities for social interaction and activity for the parents and child, as well as extending support beyond childhood, into adolescence and adulthood.
2.8.2	Further studies have highlighted the need for support. Pastor-Cerezuela et al, (2016), recommended support services that can enhance resilience. Oduyemi et all, (2021) recommends increased education for parents about autism, but also for communities to increase and encourage empathy and reduce stigma.
2.8.3	McCafferty & McCutcheon, (2021) state that all professionals who work with families with autistic children need to be aware of ‘…clinically significant symptoms of stress in parents.’ (McCafferty & McCutcheon, 2021, p.399.)  They go on to emphasise the rising diagnosis rates and therefore highlight the ‘…alarming number of parents who can benefit from, and clearly need, support.’ (McCafferty & McCutcheon, 2021, p.399.) They suggest early intervention and family support, which is ideally placed to identify need but also highlights the lack of autism training in these helping professions, which needs to be rectified.
2.8.4	Vaz et al, (2021) recommends support for all families with autistic children but points out that this support needs to be individualised, allowing families to be empowered with choice to use funding to meet their own individual needs.
2.8.5	Miranda et al (2019) states that,
‘Parents must receive help through family-centred supportive services that offer counselling, in order to decrease their stress levels by using appropriate coping strategies and other resources.’ (Miranda et al, 2019, p.11.) 
2.8.6	Aside from professional support, studies have also highlighted the importance of partner and family support.  Brobst et al, (2009) found ‘…an important link between support from one’s spouse and relationship satisfaction…’ (Brobst, 2009, p.47.) They recommend not just focussing on supporting parents in their parenting role, but also assisting them to maintain their relationship. Di Renzo et al, (2021) agree, finding a positive link between stress and family functioning.
2.8.7	Wider family support appears to be needed but unfortunately, the research tends to focus on grandparents’ reluctance to accept or understand the child’s diagnosis. Gray (1993) highlights grandparent’s reluctance to accept but also embarrassment at their grandchild’s behaviour.  Similarly, as discussed in Section 2.6.3, avoidance experienced by parents of autistic children extends to wider family as well as friends. Research is limited in the studies found to relationships and family functioning within the immediate family unit. It could be said that supportive wider family could have a positive impact on reducing isolation and levels of stress.
2.9	Conclusion
2.9.1	From looking at the available research, it could be said that parenting an autistic child without intellectual or physical disability does have an impact on parental emotional health and impacts on social life. Parents of autistic children without intellectual or physical disability also appear to have the additional burden of the fact that their child’s symptoms are invisible, which affects how they feel perceived in public. There is agreement that these families need support. It will be interesting to explore whether the current study of UK parents concurs or conflicts with these findings.



Chapter Three: Methodology
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
3.1	Research Philosophy and Design
3.1.1	This study aimed to explore the research question: 
‘What are the social and emotional impacts of parenting an autistic child without intellectual or physical disability?’
3.1.2	Quantitative and qualitative research methods were considered.  Quantitative methods are good for working with large participant numbers or sets of data, (Muijs, 2011). The aim of this study is not to analyse trends but to capture the unique experience of participants, whose lives have been impacted by parenting an autistic child. It aims to explore the impact this has had on them individually and not simply quantify or identify trends. Therefore, a qualitative approach was considered most appropriate for this study.
3.1.3	Consideration was given to several qualitative methods, but the nature of this study required a method that is rooted within the phenomenological approach (McLeod, 2009). It needed to be ‘…committed to the examination of how people make sense of their major life experiences.’ (Smith, Flowers & Larkin, 2009, p.1). And ‘…concerned with the detailed examination of the human lived experience.’ (Smith, Flowers & Larkin, 2009, p.32). It was important that the method ‘…explores in detail the participants view of the topic under investigation.’ (Smith, Jarman & Osborne in Murray & Chamberlain, 1999, p.218) and encourages ‘…an unfurling of perspectives and meanings which are unique to the person’s embodied and situated relationship to the world.’ (Smith, Flowers & Larkin, 2009, p.21.)
3.1.4	Therefore, Interpretive Phenomenological Analysis (IPA) was chosen to allow this study to explore participants individual and unique experiences of parenting their autistic child.  It aims to give parents a voice to share whatever is important to them, allowing them space for their individual stories to be heard.
3.1.5	This approach felt consistent with the Person-Centred Approach and my personal beliefs, allowing the participant to freely explore what is going on for them and to share what they feel is important.
3.1.6	IPA also recognises the active role of the researcher as, 
‘…the IPA researcher is engaged in a double hermeneutic because the researcher is trying to make sense of the participant trying to make sense of what is happening to them.’ (Smith, Flowers & Larkin, 2009, p.3).
This was important to me given the personal connection to my own experience.  I have therefore ensured that I have been careful to bracket off my own feelings by keeping a reflective journal and maintaining my personal therapy throughout.  I have also met with my supervisor for this project, who has enabled me to ensure the focus remains on the participants.

3.2 	Sampling & Recruitment
3.2.1	The specific nature of this research required a purposive sampling strategy. As stated by Mintz, (2010) the ‘…goal is to acquire a deep understanding of some phenomenon experienced by a carefully selected group of people.’ (Mintz, 2010, p.3).	This strategy allowed me to gain access to participants that had direct experience of parenting an autistic child without intellectual or physical disability.
3.2.2	Recruitment started following ethical approval from the ethics board at the University of Chester, which was received in early April 2022.  The Advert for Participants (Appendix 1) was emailed out by a manager within a local autism charity, directly to its members towards the end of April 2022. A number of responses were received from potential participants who contacted me directly via my university email account to protect their anonymity. Email communication followed with each participant, which allowed their suitability against the inclusion and exclusion criteria to be verified and gave them an opportunity to ask any questions. Four participants met the criteria and were willing to engage in the study following clarification of the processes involved and the purpose of the study. The Participant Information Sheet (Appendix 2) was emailed to all four participants who were asked to read this fully, ask any questions and if happy to continue, to sign and return the Consent Form (Appendix 3) to me electronically.  Once received, a mutually convenient date was set to meet for the interview via MSTeams; following university COVID-19 and ethics board restrictions in place preventing face to face interviews.
3.2.3	All four participants were female, White British and aged between 35-45.  All were mothers of at least one child of statutory school age, diagnosed with autism without intellectual or physical disability.


3.3	Data Collection
3.3.1	The phenomenological nature of the study aims to explore the participants lived experience. (Smith, Flowers & Larkin, 2009). In IPA studies, ‘Semi-structured, one-to-one interviews have tended to be the preferred means for collecting such data.’ (Smith, Flowers & Larkin, 2009, p.57). They refer to them as ‘…a conversation with a purpose…’ (Smith, Flowers & Larkin, 2009, p.57) that ‘will invite participants to offer a rich, detailed, first person account of their experiences.’ (Smith, Flowers & Larkin, 2009, p.56). Interviewing also allows for the, 
‘…researcher and participant to engage in a dialogue whereby initial questions are modified in the light of participants responses and the investigator is able to enquire after any other interesting areas which arise.’ (Smith, Flowers & Larkin, 2009, p.57). 
The semi-structure allows for the unexpected turns which could illicit something from the participants that ‘…we did not even anticipate needing to know…’ (Smith, Flowers & Larkin, 2009, p.58.)
3.3.2	This means of data collection felt in keeping with the aim of the study, to allow participants space to voice their experiences. Therefore, semi-structured interviews were conducted with each of the four participants, lasting between approximately 60-90 minutes. A copy of the interview questions, that the interviews were loosely based around, can be found in Appendix 4. The interviews were conducted virtually following university and COVID-19 guidance via MSTeams. This platform was also used to record and transcribe the interviews with participants consent. The basic transcriptions provided by MSTeams were then thoroughly transcribed, organised and corrected for accuracy.
3.4	Data Analysis
3.4.1	Analysis of the data was completed using Interpretive Phenomenological Analysis. (IPA). ‘The existing literature on analysis in IPA has not prescribed a single ‘method’ for working with data.’ (Smith, Flowers & Larkin, 2009, p.79.) ‘There is no clear right or wrong way of conducting this sort of analysis…’ (Smith, Flowers & Larkin, 2009, p.80) and researchers are encouraged to use innovation. One personal adaptation I made was to print each of the transcripts on different coloured paper, (Appendix 5a) to enable easy differentiation of the participants. Other than this deviation, I followed the guidance of Smith, Jarman and Osborne (1999).  This involved firstly looking in detail at the first participant’s transcript.  I fully immersed myself in this transcript by watching the recording back and listening carefully whilst transcribing.  I listened back twice more, each time reading the transcript alongside, noting any important emotions, expressions and descriptions that felt relevant.  I then re-read the transcript, noting anything that felt important in the right margin.  Then re-read again, noting any emerging themes in the left margin. I then repeated this process with the other three participants transcripts. (Appendix 5b).
3.4.2	Once this process was complete, I cross referenced each of the transcripts and identified recurring themes which were relevant for each participant and collated these into superordinate and subordinate themes in a handwritten table. (Appendix 5c).
3.4.3	I went back through the transcripts, numbered each of the paragraphs of the participants account and began underlining sections relevant to the identified themes. (Appendix 5b). I then collated evidence to support the themes, using the paragraph numbers to help me to find these easily, on 2-3 sides of A4 paper for each participant.  This provided the basis for my Findings chapter. (Appendix 5d).
3.5	Ethical Considerations
3.5.1	The protection of participants is paramount in any such research project and therefore this study was subject to rigorous scrutiny and overseen by the University of Chester Ethics Committee, ensuring safeguards were in place prior to being approved and any work commencing. They also ensured that the project would be run throughout in accordance with the guidance provided in the University of Chester Research Governance Handbook (2020). Therefore, the consideration of ethical parameters has permeated ‘…all aspects of the research process, from the formulation of the research question through to the dissemination of the findings.’ (Mintz, 2010, p.6). Ethical safeguards were particularly important in this study which was expected to evoke difficult and even painful experiences for participants as well as needing to ensure sensitivity and the protection of the children discussed.
3.5.2	The British Association of Counsellors and Psychotherapists, (BACP) Ethical Framework for Research in the Counselling Professionals (EFfCP, 2018) ensures that members abide by this framework to ensure the safety and best interest of clients.  As a student member of the BACP, I am committed to abide by this guidance.  Of particular note, in relation to this study are the 5 Core Ethical Principles, two of which highlight the importance of ‘Beneficence: a commitment to promoting the client’s wellbeing’ and ‘Non-maleficence: a commitment to avoiding harm to the client’. (BACP EFfCP, 2018).
3.5.3	The participants were fully informed of the purpose of the research, the processes involved, and they had access to the questions prior to agreeing to take part. The potential impacts to themselves and their relationship with their children were highlighted in the Participant Information Sheet. (Appendix 2). Additional safeguards were added in the inclusion and exclusion criteria to include only those participants who felt resilient enough to take part and excluded those currently in counselling.  Participants were given assurances as to their anonymity through the use of a pseudonym and were given the right to withdraw at any time up to two weeks following the interview.
3.5.4	Recruiting the participants through an autism charity, where they were already a member and in receipt of support, also offered some safeguards as well as the inclusion of additional sources of support provided in the Participant Information Sheet. (Appendix 2).
3.5.5	Finally, my commitment to my own self care was upheld throughout this project as I recognised that my personal connection to the topic could evoke my own emotional responses.  Consequently, I have maintained my personal therapy throughout.
3.6	Validity
3.6.1	Smith, Flowers & Larkin, (2009) refer to Yardley’s (2000) four broad principles of assessing the validity and quality of IPA research.
3.6.2	Firstly, ‘sensitivity to context’ which refers to both data collection and data analysis.  She highlights how a good interviewer, who shows,
‘…empathy, putting the participant at ease…and produces a good interview will definitely have shown sensitivity to context.’ (Smith, Flowers & Larkin, 2009, p.180). 
This sensitivity continues through the analysis process as,
‘Making sense of how the participant is making sense of their experience requires immersive and disciplined attention to the unfolding account of the participant…’ (Smith, Flowers & Larkin, 2009, p.180). 
They also highlight that sensitivity to the raw data can be evidenced by a,
‘…considerable number of verbatim extracts from the participants’ material to support the argument being made…’ (Smith, Flowers & Larkin, 2009, p.180). 
My participants felt able to speak freely and safely and consequently, spoke candidly and honestly about their experience.  I feel this evidences that good quality rich data was gained from these interviews. I then immersed myself in this data and have used a large number of verbatim quotes to support my arguments. Additionally, this is set within the context of the available current published literature on this topic.
3.6.3	Secondly, ‘commitment and rigour’ should be evidenced that shows ‘attentiveness to the participant during data collection and care with…the analysis…’ (Smith, Flowers & Larkin, 2009, p.181.) Rigour can be evidenced by the thoroughness of the study and ‘appropriateness of the sample to the question…’ (Smith, Flowers & Larkin, 2009, p.181). My participants were shown a high degree of attentiveness as I was aware from personal experience, how difficult they may be finding their situation and discussing it could evoke distress. Recruitment of my sample was purposive, through targeting an autism charity, in order to identify appropriate participants.
3.6.4	Thirdly, ‘transparency and coherence’ refers to how easy it would be, to replicate this study from my write up.  As identified earlier in this chapter, I have provided a transparent account from ethics approval, through choosing my method to data collection and analysis, of how I have conducted each part of this study.  I feel the brief audit trail (Appendix 5) also allows the reader a clear and valid paper trail.
3.6.5	Finally, ‘impact and importance’. Yardley (2000) argues that the test of ‘…real validity lies in whether it tells the reader something interesting, important or useful.’ (Smith, Flowers & Larkin, 2009, p.183). My intention in this study was to bring to light the impact of parenting an autistic child, specifically, an autistic child without intellectual or physical disability and to explore the impact of the invisibility of the condition. This aimed to bring new light on an area that has had little attention and therefore it is hoped that this will be received with interest.



Chapter Four: Findings
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
4.1 	Introduction
4.1.1	In this chapter, the rich, qualitative data, gathered from semi-structured interviews with four participants will be organised into superordinate and subordinate themes, according to how they emerged from the IPA analysis. 
	Firstly, a brief profile of participants is detailed below:
	Table 1: Profile of Participants
	Partici-
Pants’ Pseudonym
	Gender
	Relation-ship Status
	Age
	Total no. of Child-ren
	No. of Autistic Child-ren
	Ages
	Diagnosis & age at diagnosis

	‘Gemma’
	Female
	Divorced
	41-50
	2
	1
	5-10
5-10
	Autism Age 5

	‘Jess’
	Female
	Married
	31-40
	3
	1
	<5
5-10
5-10
	Autism Age 4

	‘Mia’
	Female
	Married
	31-40
	3
	1
	5-10
5-10
5-10
	Autism with PDA profile 
Age 6

	‘Ann’
	Female
	Married
	31-40
	3
	2
	10-15
10-15
5-10
	Autism (high functioning) Age 8
Autism (Sensory Perception Disorder)
Diagnosis imminent, Age 10.



	Four superordinate themes were identified as common to all four participants, highlighting an overarching focus on the impact of parenting an autistic child without intellectual or physical disability. Each superordinate theme has between three and five subordinate themes linked, which further define and represent the uniqueness of the participants’ lived experience.
	Table 2: Emergent Themes
	Superordinate Themes
	Subordinate Themes

	A. Emotional Impact on Parents
	1. Stress/Pressure
2. Future Worry
3. Guilt/Blame
4. Anxiety/Low mood

	B. Social Impact on Parents
	1. Isolation
2. Avoidance
3. Intimate relationships
4. Family impact
5. Loss of friends

	C. The Impact of Invisibility
	1. Judgement
2. Embarrassment
3. Parental competence

	D. Support for Parents
	1. Partner/Friend/family support
2. School support
3. Agency support
4. Counselling support



	A brief overview of each superordinate theme will be followed by a verbatim quote from the participants, providing the evidence to substantiate the aligned subordinate theme. Quotes will be referenced with the participants pseudonym (see table 1: 4.1.1) and paragraph number from the transcripts. For clarity, ‘…’ is used to eliminate identifiable content or enable concise presentation of the participants’ experience. *** is used to ensure that names and identifiable places remain anonymous.
4.2	Superordinate Theme A: Emotional Impact on Parents
Each participant felt that parenting their autistic child had impacted on them emotionally. They spoke at length about the demands their autistic child placed on them, increasing emotional burden.

4.2.1	Subordinate Theme A1: Stress/Pressure
The pressure of parenting their autistic child was evident in all four participants accounts, increasing stress. This appeared to be interwoven through every aspect of theirs and their child’s life.
Gemma describes how her child needed her constant focus:-
‘There was nothing that gave any kind of respite, it was just constant…if he was dysregulated, he would walk around the house just swiping things off tables. So you were there, picking things up as another thing was coming off, and it was just really hard to get a second.’ (Gemma:41)

She shares the stress of controlling her child’s behaviour:

‘I was literally like watching him all the time, like a crazy woman. Because any minute he was gonna pick something up and throw it…I had to be arms length away…you could not see it coming…there was nothing to show that he was gonna pick up a glass or bite someone or pull somebody's hair or injure somebody… I was probably stopping him 30 times in an hour from hurting somebody. And he obviously didn't want to hurt anyone. He was just. He was like a big walking newborn.’ (Gemma:35)
	
	Jess describes feeling like everything is on her shoulders:

‘…all of ***'s appointments. You know, I'm the one that goes to them…I'm the one that's receiving the phone calls from school all the time…And dealing with all of that.’ (Jess:53/54)

Mia describes how the pressure of her child’s needs are 24/7 for her:

‘I got to know If she was, she was taking the **** out of me, or if she was genuinely like, it was, sort of a need. But that's because I'm with her 24/7 and I don't think others can read her like I can read her, which is nobody's fault. It's just that I’m with her all the time…It's always been me or no one. Erm, and even more so now she's not at school. It's always me.’ (Mia:32/33)

Ann shared the pressure and stress of managing two autistic children and one child on the pathway for assessment for a related condition, all with very different needs, within different environments:
‘…if I told the kids we were going to the cinema tomorrow, *** would be extremely excited. But *** going to the cinema gives me anxiety because he can't sit down. He can't be quiet. He copies everything that comes on to the screen that he finds funny. And then *** would be happy, but he’d wanna know where we're sitting. And have a booked the seats and are we at the back and have I got a torch and you know little things like that that he needs and then *** would just point-blank refuse, he would he ‘I don't wanna go out’ ‘I wanna stay at home’ he wants to keep his oodie on, stay in his bedroom and not participate in life at all.’ (Ann:65)

Even at home, she feels the pressure to organise and manage a routine that meets all of her children’s individual needs:
‘even though we're more comfortable in the house, *** can't be touched…and *** is very tactile… So if he touches… *** as he walked past, that then can create anything from a 10 minute to a two hour, just ball, he just goes into like a little ball and isn't happy, or a screaming match if, *** is noise sensitive and *** makes noises. So if ***… gets up and he's just like ‘monkey’ and ‘magic’ are his new words, so just go Monkey, Monkey, monkey, monkey, monkey, monkey, monkey and then ***’ll be like, can you stop saying monkey…we almost have like a different routine for everything. So *** gets up at half six in the morning, gets breakfast, get dressed, and then takes the dog out for a walk around our square so that when *** and *** get up and they are very loud and very OTT I suppose, why they're having their time of getting breakfast and getting dressed, *** isn't in the house. Erm and then by the time they’ve started calming down, getting ready for school. ***'s back, which *** has a lot of school anxiety. So then he doesn't wanna leave and go. So then I'll get *** and *** out the house and then talk *** into leaving and then by about 10 past nine, I have a little bit of time before school ring me.’ (Anne:66)

4.2.2	Subordinate Theme A2: Future Worry
	A further emotional impact on participants was worry about their child’s future.
Anne describes her eldest child becoming more aware of how he is perceived and how this is impacting on them both.
‘…it definitely hurts. For them, like, not just, not just, like, hurts me, but hurts me for them, that that's what they've got to go with for probably forever.’ (Anne:57)

Mia worries how her daughter would cope without her:
‘…worrying about whether she's gonna survive if I'm not here. All of those things are constant worries in your mind.’ (Mia:59)

Jess describes worry that when her child is older, his behaviour will not be as accepted:
‘I think at the moment, a lot of his behaviour can just be signed off as being little, he's little. Whereas. Both of us quite often have discussions going ohh. This isn't going to be as easy soon, and what are we gonna be like then? And what's he gonna be like? And how are we gonna deal with this situation then? And how will things change?’ (Jess:74)

Similarly, Gemma has the same concerns:

‘I think at the moment his peers are lovely and sweet and kind… And I think once they get to 11/12/13, you can't expect that to continue. I mean, the other day I was at a party …And *** just went right into the middle and picked up the ball and stood there and was like, can I have a go? And I was like, ohh ***. They're playing like a team game …what I found really interesting was that the boys were really sweet and they just stood back and they let him have a go because they know him. But I thought he did that in a park somewhere else…he could get shoved for that, he could get anything and he wouldn't understand…And at secondary school, people aren't gonna tolerate that…It's gonna be different when, as he gets older.’ (Gemma:65)

Gemma goes on to explain the emotional impact of worrying about all the things her child may miss out on in the future:
‘…there's been lots of occasions where I've seen him miss out…one of the first times was in his preschool nativity…And then I remember going with him to watch it and just seeing him compared to his peers. And I was literally tears were just rolling down my face and I was just trying to stop it. But I, it wasn't cause I felt sad for him in that moment, because he was oblivious and quite happy. It just. I just. I was thinking how many more things is he gonna miss out on? How many things is he not gonna be able to do that all his peers can do…’ (Gemma:66)

4.2.3	Subordinate Theme A3: Guilt/Blame

Guilt and blame were evident in all participants accounts, evidencing the emotional impact and weight of responsibility on parents of autistic children.
Mia’s emotional account highlights the guilt she feels about the impact her time spent with one child has on their siblings:
‘I think the biggest impact, for me…has been my relationship with my other two children. That's the bit that gets me the most… there's just…not enough space for them. And that's not their fault…I think more so for my son because it was just me and him…before…And then his world got turned upside down…I think most of my guilt lies in that, in that bond between me and him, because he'll often say, ‘I miss you, Mummy’. ‘I don't spend any time with you’. ‘I miss us being us’ and that kind that, like, literally breaks your heart, that does. That's horrible. That is horrible.’ (Mia:29/30)

Guilt that she failed to do enough is evident in Jess’s account:

‘…looking back now, it's like I go. Oh, God, why? Why did I not just have that, a little bit more strength, you know, just to go? Actually. No, you can't. You can't speak to me like that. You can't tell me that he's misbehaving. Because actually…you weren't meeting his needs. You weren't listening to him, OK, he wasn't listening to you. But you weren't listening to him...’ (Jess:84)

Ann describes the guilt associated with having to give up work to care for her children:

‘…I feel bad because I don't contribute financially to the family…then I feel that that's a massive pressure on ***, like if he's not well, he doesn't get sick pay, so he'll go to work poorly…because he knows we need the money…So then…I felt like the kids weren't getting what they needed. I wasn't bringing any money in. And then *** was also stressed and obviously doing more than he needed, taking on weekend work and extra nights, extra hours and stuff…And so that that just tipped me over the edge pretty much.’ (Ann:82)

Gemma describes feeling guilt and blame at the possibility that she was responsible for causing her child’s autism.

‘…when he was being born, his oxygen levels dropped and the midwife didn't really tell me what was happening…he was a bit blue when he was born…he was fine. And I wondered if it was that. And I thought it …was my fault. I should have…got him out quicker…And then the other thing was when I was really, really tired and I was breastfeeding, I started to feed him formula milk instead to try and get him off breastfeeding. I was just trying to get some sleep…he was waking up so much in the night. I was just giving him, like, a milk every single time. And then I wondered if I'd given him too much formula, and that had caused the autistic symptoms. So, I worried about that for a bit. I don't think it was that…and then obviously with my horrible volatile marriage…I got out pretty quickly…I worried that his behavior was a traumatic reaction to what he had heard or seen…I did wonder that for a few years. But obviously it wasn't…’ (Gemma:49).

4.2.4	Subordinate Theme A4: Anxiety/Low Mood
All participants reported periods of anxiety and low mood associated with parenting their autistic child.
Gemma reported feeling low and teary as a consequence of sleep deprivation:
‘…the lack of sleep was. Like insane it was. It was dangerous. You know, I feel like it's taken years off my life, actually…And I think that can make things very, very difficult emotionally. And you're very tearful. And it's really hard to do anything…So I think emotionally I have been through some quite low times probably in the last erm, eight years or so…’ (Gemma:67)

Jess reported suffering with anxiety that is triggered by all aspects of parenting her autistic child, from school calling to worrying her child is unwell and unable to vocalise this.
‘when I see school flash up on my phone, it's that kind of feeling of just going like ohh and all of a sudden, you know, I just get this surge of anxiety and it just kind of hits me then and I'll be like, right, what is it now…’ (Jess:85)

‘…he'd be going. ‘Yeah. Nothing. Nothing. Nothing wrong’. And you could tell that he wasn't. He was really unwell…that had really, really affected my anxiety because I just needed to know…what was happening. So then it was affecting my sleep because then I was awake in the night thinking, what's wrong with him? Is he alright? Does he need, you know? Do, do I need to take him to A&E like, not knowing?’ (Jess:86)

Mia emotionally described suffering panic attacks after receiving her child’s diagnosis:
‘…I think I held it all together, because I still had a fight. I still had somewhere to get to… And then when she got her diagnosis in November, I knew it was coming…then on the 23rd of December, we got her full report through. It was like 88 pages long. So you sit there and you read it and I broke. Seeing on paper, and, I'm gonna break now. Seeing it on paper in black and white and I've just, I just broke. I was like, I think my whole body went booooof. And from that moment on. For about a week, I had four panic attacks like Bing, Bang Bang. They just kept coming and I couldn't get hold of them and I couldn't stop them…’(Mia:59)

Ann describes anxiety that prevents her doing things now:

‘I definitely have more anxiety, anxiety now than I've ever had before. it just puts a pre thought for everything. So before I do anything I probably have a pre thought about what will I need? What should I do? You know what if this happens and that has probably stopped me then from going places. Because then I thought too much about it.’ (Ann:64)



4.3	Superordinate Theme B: Social Impact on Parents
Exploring the participants’ lived experience highlighted how they felt their social lives and relationships had been impacted by being a parent to an autistic child.
4.3.1	Subordinate Theme B1: Isolation
The participants described feeling isolated due to having to prioritise their autistic child’s needs.
Gemma shared her feelings of not having any time to spend with anyone outside of her immediate family:
‘I probably didn't see anyone for about five years. I literally didn't go out. I didn't meet anyone. I didn't speak to anyone on the phone…there, just wasn't any time. There was no time.’ (Gemma:36)

Ann felt isolated following having to give up work to enable her to meet her children’s needs:
‘…I can do more at night with helping whatever, you know, or if it's a massive meltdown, I'm there rather than I'm asleep on the couch because I've done a full day work. But for me personally, it is very, sad, lonely, isolating…’ (Ann:79)

4.3.2	Subordinate Theme B2: Avoidance
Two aspects of avoidance were identified.  The participants shared experiences of both feeling people avoided them or that they avoid certain situations to safeguard themselves and their child or simply to avoid the effort required to engage in that specific activity or event.
Gemma explains how she would avoid social events as she feared her child’s behaviour would not be understood:
‘Literally, if somebody had asked me out for lunch, I would have definitely said no, no way, because *** used to sit in restaurants and just pick glasses up and throw them, you know, because he liked the sound of breaking glass and it's just really, really hard to explain that to somebody else…’(Gemma:35)

Jess describes how prior to diagnosis she held back:

‘I feel like before he was diagnosed, we probably held back a little bit from things. Erm, because we didn't really know well, how’s he gonna react to this situation? How is he gonna behave?’ (Jess:28)

She goes on to give an insight into feeling that others avoided or excluded her and her child:
‘…I was really quite heavily involved at the beginning and trying to get people together and trying to create like, a little community for that year group and…I've noticed now that, you know, they've got their little friendship groups. And I'm not really included in any of that…’ (Jess:59)

‘…they still say hi to him and they wave to him. And so you go. OK, then. So why isn't he being invited to parties? Because kids, the kids like him, but he's not being invited to the parties. And you go no, it's cause the parents are the ones doing the invites…without sounding like I'm putting words in their mouth, they probably think ohh no…I want my child to be friends with normal people.’(Jess:61)

4.3.3	Subordinate Theme B3: Intimate relationships
All participants felt that their intimate relationships with their husband had been impacted.
Mia describes her relationship remaining very strong, but noted that the demands of parenting their autistic child had impacted on their time as a couple:
‘…because she is all encompassing…when you cuddle and you've got a dog and they come in between you, she's a bit. It's a bit like that. There's a bit, that scenario, quite often…And so, yes, it's stealing moments, I guess.’ (Mia:28/29)

Both Jess and Ann describe friction in their marriage caused by the demands of parenting their autistic child.  Both indicated that as the main parent involved in childcare, they had needed to learn how to use strategies to manage certain behaviours which can be viewed as unconventional and felt their husbands struggled with this at times:
‘…there have been times when our kind of parenting has clashed because it's me that's been doing a lot of the reading and a lot of the research…So most of the parenting is me, so there's times where I have to go. ‘No, you can't. You know, you can't come in with that, with that tactic. You've got to do what I do’ …that’s definitely…does put a strain on because there's times where, my husband *** will go…We can't just let him get away with that. I'm like no, but we can. We can because today *** has had to deal with XY&Z. You know, he's had these challenges he's had to do these things that have been possibly quite uncomfortable for him. So actually we can let this thing slide.’ (Jess:49)

Gemma described her divorce as not being a direct result of the demands of parenting her autistic child, but described it as a catalyst:
‘…it's hard to say…that wasn't the only reason that we got divorced. Erm. But yes, obviously it was immensely impacted in the sense that, my ex would get annoyed if I hadn't cooked dinner and it was nine o'clock. He’d be like, well, I haven't had dinner yet and I'd be like, can you see that there's two children still awake and *** is like, banging his head on the floor. And it's. I'm really stressed…And I was absolutely exhausted…I would just wake up and start crying…Obviously, that had an immense impact on the marriage…I was annoyed that my ex wasn't helping more. I was annoyed that he was giving me a hard time about his sandwiches for lunch the next day…but it's hard to say how things would have been if we hadn't had an autistic child…it probably acted as a catalyst…’ (Gemma:38)
 
4.3.4	Subordinate Theme B4: Family Impact
All participants talked about the importance of wider family but also found that due to the demands of their autistic child, this had also put strain on family relationships. This was mainly due to a lack of understanding of autism, causing arguments with grandparents who either did not understand or refused to accept the diagnosis.
Gemma described embarrassment from her in laws:
‘…they have this funny view that you don't wanna tell anyone he's autistic. They're a bit more like that whereas I tell everybody, but they're a bit more like oh you just want him to be normal.’ (Gemma:44)

Ann shared how her in-laws refusal to accept the diagnosis means they do not adapt their approach to her children which means their needs are not met and the children can struggle to cope:
‘But ***'s mum and dad are in the mid 60s and are very, ‘he's just being a naughty lad. Fair dues. He's got a diagnosis, but in our day that didn't exist’. So they are very helpful. They will babysit and give us breathing space and stuff like that. But sometimes the fallout of them babysitting can last for days.’ (Ann:45)

Mia describes lack of understanding causing arguments with her father:

‘I would say for the first time in 40 years, I've had an argument with my dad, which I've never done, and that's because he doesn't understand the autism world or the PDA world and he’s really struggling…and that really upset me, because I've never argued with my dad.’ (Mia:28)

4.3.5	Subordinate Theme B5: Loss of Friends
Participants shared their experience of feeling that their friendships had been negatively impacted as a direct result of them being a parent of an autistic child.
Ann quite poignantly stated:
‘I probably would go as far as to say I haven't really got any.’ (Ann:47)
Describing this as different to before she had her autistic child:
‘…I had a lot of friends and me and *** would go out every weekend, during the week, you know, go to concerts and stuff like…’(Ann:47)

Similarly, Gemma feels she has lost friends and not gained any new ones:
‘…I've always had like sort of you know five kind of best friends… and I would always keep in touch and go and see everybody regularly, and…I just stopped doing that. I didn't speak to them on the phone or anything and, you know, when I think when my children started primary school, there's a big social thing going on there and all the parents like come out for drinks. Let's go to the summer ball. Let's do this. Let's do that. I didn't do any of it, so I haven't really got any friends. I haven't got any friends. That sounds awful. I haven't really got any new parent friends from primary school erm I've got a couple of *** friends parents, but I haven't got anyone from *** class at all.’(Gemma:45)

4.4	Superordinate Theme C: The Impact of Invisibility
Participants explored their experiences of feeling judged, embarrassed and that their parental competence was under question, when out in public. They felt this was as a result of autism without intellectual or physical disability being invisible.
4.4.1	Subordinate Theme C1: Judgement
Participants shared their experiences of feeling both they and their child are being judged negatively by the public.
Jess shared an example of feeling judged:
‘…he likes taking his clothes off sometimes.  And he just loves the feeling of it, I think. And like he likes the emotion that goes with it as well…This is something that if one of my other children did I’d react differently, but because it's *** and he has different reasons for doing that, I kind of go, OK…a lot of people would look on to this and go why is she? Why is she letting him do that? It's December and he's not wearing any clothes.’(Jess:32)

She also described an incident where she had felt judged on the school run, where her son had accidentally brushed past people on his bike.  After she had apologised and explained that he was autistic and was still learning how to ride his bike, the following response was received.
‘…I'm sorry I couldn't tell from behind that he was autistic. And I said, well, you know, you wouldn't tell from the front that he was autistic either.’ (Jess: 30)

Mia shared a difficult experience in a large shop:

‘ We had an issue in a *** shop up at up one of the like massive outdoor Super Shopper places, things. And ***, this is before *** was diagnosed, she had a massive meltdown, and she pulled all the handbags off the shop wall, she tore all the clothes off the rails and my husband’s stood there he’s like, Oh my God, what do we do, I was like, take the other two and leave. I will let her finish because I can't get hold of her. I couldn't get close enough to get hold of her to to stop her and to calm her down. So had to just let her finish and everybody stopped and stared.’ (Mia:47)

4.4.2	Subordinate Theme C2: Embarrassment
From the participants responses, embarrassment was a theme which emerged as a consequence of their child’s behaviour in public, particularly given the invisibility of autism without intellectual or physical diability.
Mia, in relation to the incident in the shop stated:
‘Oh my God, everybody must know that that's just happened, like the whole like, hundreds of 1000’s of people that were there, all must know what’s just gone on in the *** shop.’ (Mia:49)

Jess describes feeling embarrassed by some of her child’s behaviour, but needing to overcome that to advocate for her child:
‘…I never would have done that with *** …I would have said like, no, ***, you can't jump off the sofa onto the cushions, because I felt a bit embarrassed, you know, of like, you shouldn't really be doing that in somebody else's house. But actually with ***, the need for him to do that was greater than the need for me to not be embarrassed.’ (Jess:44)

4.4.3	Subordinate Theme C3: Parental Competence
Often the aspects of judgement and embarrassment appeared to be linked with social attitudes. The participants shared feeling that their parental competence was being scrutinised by people who were not aware that they are managing the needs of an autistic child, due to their condition being invisible.
As highlighted by Ann in her description of how she felt in a restaurant:
‘…like I can't handle my own children, or like they're just naughty…***, the youngest, can't sit still. So I've got him up and down, bouncing on a chair next to me…And then *** is just talking loud, if you like, about things that probably you wouldn't expect to be talking about, maybe lawyers or Hitler. He's very big on Hitler at the moment, and then *** has took his shoes off and his lay down on the couch next to me like a, you know, like a long bench. So I can see how it could probably, potentially look like I'm just letting them do whatever they want.’ (Ann:49)

Mia felt that she was viewed by the public, who witnessed the incident in the shop as:

‘…a shit parent, that Oh my God, I can't believe you let your kid have that tantrum. (Mia:48)

Jess also feels their parenting is under scruitiny:

‘…unfortunately we have been in situations before where people have, people who don't know us, have judged…it's not necessarily verbally, you know, you can just tell sometimes that people go ‘what's going on there’. ‘Why are they, why’re they not doing something with this child’…unfortunately it has been verbal sometimes you know where people have sort of gone. You know, said things…’ (Jess:29)

Interestingly, Gemma explained that she feels her child exhibits behaviours which are visible and she feels her and her child are not judged as a consequence. 
‘I'm going to use the word lucky because it's felt lucky…I think it's very it's quite obvious that he is autistic because he's got the stereotypies…it's a movement that someone who's neurotypical just wouldn't do. You just wouldn't, so for that reason, it can be quite obvious to somebody quite quickly that it is something, whether they recognize it as autistic or not. They would recognize it as something…And I think that has helped a little bit.’ (Gemma:52/53).

In contrast, Ann and Jess feel differently and welcome opportunity to highlight their child’s difficulties to the general public.
Jess is torn when referring to putting a sunflower lanyard (signal of hidden disability) on her child:
‘…you're seeing people trying to assess the situation and go ohhh wonder what’s wrong with him, you know, and kind of looking him up and down and sort of. And part of me wants to put a big arrow over his head going, he's autistic, he has problems with eye contact, you know, don't try and talk. Don't compliment him on the T shirt he's wearing because he'll take it off. Don't do this. Don't do the other. You know, part of me wants to just have all of that information above his head so people know what, what the situation is. And then another part of me goes, actually, no, people just need to accept that people are different without having to know the details of it.’ (Jess:62)

Ann states:
‘I mean, even to the point now that we wear the, you know, the sunflower lanyards, I if I'm going somewhere, they don't necessarily want to wear them. But if I'm going somewhere where I know it's gonna be very public and busy, I'll almost put them on them. Because I feel like that now is a universal sign for we have a hidden disability sort of thing…So we do, I do actively put at least one child in one.’(Ann:52/53)

When asked what she wanted to achieve by doing this, she responded:

‘Probably not to judge, probably for the, them to just. I mean when I see another parent who is struggling with a child that has probably got a hidden disability, I try to smile and try to give them an extra-long look so that they don't think I'm staring, but that I'm looking and you know, offering support…’ (Ann:54)

4.5	Superordinate Theme D: Support for Parents
All participants have shared experiences of support and how valuable this has been for them.  This has ranged from family to school and agency support as well as accessing counselling.
4.5.1	Subordinate Theme D1: Partner/Friend/Family Support
Support of a partner and the child’s grandparents have been identified as invaluable to the participants.
Gemma describes how her parents supported her when she left her husband and home with the children:
‘…my mum literally did, I would say equivalent childcare to me for four years because we I also got divorced at the same time. So I moved out of my house and my I lived with my mum. So she was helping me and it was still really hard. You literally needed two of us.’(Gemma:36)

Similarly for Jess, her parents provide support which she feels means she and her family can access social events:
‘…we're able to be a little bit more spontaneous than I'd say a lot of families are just because again like, we've just got the support of grandparents and that he, grandparents that he's actually quite happy with. You know that he's got a good relationship with like had we not got that I think we would be in a different situation entirely.’ (Jess:40)

And her friends are inclusive and understanding:

‘…we're so well supported and that's a really key thing for us is that our friends and our sort of circle, our small community that we have all know *** and all just accept the way that he is.’(Jess:35)

Mia describes support from family but also notes the pressure they can place on her:
‘I've got two sisters who are both head teachers, so they have massively helped us in this process. Erm but and then at the same time, one of them has been quite sort of, you need to be doing this. You need to be doing that, blah blah blah. And I'm like Oh my God, stop it. Stop telling me what I need to do. And that’s caused me quite a bit of anxiety in that respect.’ (Mia:28)

She also describes how valuable her true friends and her husband are in supporting her:

‘My other friend, we do get a couple of hours once a week where we just go for a walk. She makes it happen and my husband makes sure he's working from home in order to make that happen. So yeah, so I guess out of the seven day period, those two hours where I'm on my own with my friend is like, say value invaluable.’ (Mia:36)
	
4.5.2	Subordinate Theme D2: School Support
Participants described difficulties with school support which created stress and anxiety:
‘I fought with school on a daily basis, because it’s like, there's nothing wrong with her, she's fine, blah, blah, blah, blah, blah, blah. We've gone in with various evidence videos, reports from doctors, all sorts of shit, and they've just gone no, she's fine and referred to her as a problem, and maybe she's just spoiled and she's not used to anyone saying, hearing the word no.’ (Mia:59)

Jess reported difficulties with pre-school contacting her:

‘…really tough time at preschool, really reluctant to go really resistant, not being understood. And you know, they were just like behavioral. They were calling me and all the time ***'s done this, ***'s done that. ***'s done the other.’ (Jess:83)

Ann reported a similar experience:

‘They have a passport for every pupil, and on that passport explains what that pupil needs…And then when I explained to this teacher if you read ***’s passport, you'll understand what he needs. And she was like, I've got 32 children in this class. I cannot read everyone's passport before they enter my class. (Ann:71)

4.5.3	Subordinate Theme D3: Agency Support
Of particular note was the participants experience of support by a local autism charity which highlights the importance of being able to feel safe and supported in a non-judgemental environment. 
Ann perfectly summed up her experience:
‘…the nicest experience we've had is that we have recently just joined ***. So we've been to the circus…we would never dream of doing anything like that and it was all free. Erm and then it, at the beginning, they just announced that if you wanna stand up, stand up. If you wanna sit down. If your child is gonna scream, they can scream. You know what, it was just. I felt like I was in a room full of people that were just like us. Nobody stared at us.’ (Ann:59)

4.5.4	Subordinate Theme D4: Counselling Support
All participants had experienced counselling support, some more than once and experienced different modalities. All felt they had benefitted from this support but also expressed things they did not like:
Mia shared mixed experiences:
‘I think although the lady that I saw, she was brilliant. She didn't understand autism. She didn't understand PDA. So some of this stuff she was saying…I'm like, well, that won't work because of this, and that wouldn't work because of this…It's like asking for the world, isn't it? But asking for somebody that's counselling you to be able to understand the ins and outs…of the way you're having to parent. And that's the one thing she didn't understand. She tried. But she just didn't because she didn't know enough. She knew loads about CBT and about anxiety and stuff, but the stuff that was causing my anxiety, she didn't know enough about.’ (Mia:62/63)

Jess also had two very different experiences. She described how she felt her second experience benefitted her more:
‘I just really liked his approach…the way that he spoke to me, the way that he kind of made those kind of links for me rather than me having to think about that too much myself and giving me something to think about and saying right, you know…what you've just said there, that's pretty poignant and that's pretty important, so I want you to go away and I want you to think about that a little bit more and it's just having that given…Having that direction, because actually the reason why you’re there in the 1st place is because your heads in a muddle so, and you can't do that yourself.’ (Jess:107)

Ann felt she benefitted from CBT to help her with confidence and enabling her to feel good enough, but identified how time limited sessions immediately made her feel under pressure; feeding her fear of failure:
‘The first thing I was told when I sat down was that you have six appointments and then that's pretty much it…Then I almost felt like I had failed already, if I didn't make it in the six sessions, you know, I mean, obviously everyone goes for different reasons, so not everybody would feel like that. But I was almost as if again, if I I've got to hurry through this and make sure I get the most out of it. In that short time. That we had.’ (Ann:87/88)

She also felt the counsellor did not truly understand autism:

‘…I did feel like she did care. Erm I just maybe thought, like, the only thing she knew about autism was what she'd read…I mean obviously I know to be a counsellor, you must go through a lot of training and stuff. But maybe just one day would probably be enough in an autistic school to know how to juggle a couple of kids. And it's not just me saying I don't want a job. I genuinely would love to be out of the house and socializing erm but mentally and physically, we just can't do it.’ (Ann:91/92)

Gemma shared her counselling experience as positive:

‘I think it was just really nice to have some time. To talk and somebody listen in a non-judgmental way and not tell me what to do because I think a lot of the time when you talk to family especially…they will tell you what to do…they want to solve your problem…whereas if you're in counselling, you can just say exactly what you're thinking and you can change your mind and it's fine, you know. So I think having that space was really, really helpful.’ (Gemma:75)

Being believed was important to her:

‘…They were completely believing of everything I said…because so many of my experiences of my marriage and also of *** being autistic were invalidated so much by my ex. I'd sort of developed this is anybody gonna believe me kind of attitude. And I felt I had to explain myself all the time, you know, to prove that I was telling the truth…It's just reassuring and you feel reassured that you don't have to do that.’ (Gemma:82)

4.6	Conclusion
In summary, the rich, qualitative data gathered from semi-structured interviews with four participants has been organised into four superordinate themes.  The evidence from these interviews has shown that all participants felt that parenting an autistic child, without intellectual or physical disability has impacted on their emotional health and their social lives.  The evidence has also shown that the invisibility of their child’s autism, due to having no intellectual or physical disability means these parents experience an additional burden of experiencing significant negative social judgement. All have benefitted from different sources of support, including counselling. Further discussion of the data will follow in Chapter Five, where these findings will be analysed in reference to the published literature, reviewed in Chapter Two.


Chapter Five: Discussion
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
5.1	Introduction
This discussion will reflect on the participants’ voices in the last chapter and seek to analyse their experiences with reference to previous evidence contained in the published literature reviewed in Chapter Two. This chapter will be organised under the superordinate themes identified in this study and references to paragraph numbers will be contained in brackets to assist in easy cross referencing of the identified evidence.
5.2	Emotional Impact on Parents
5.2.1	Current literature indicated that parenting an autistic child without intellectual or physical disability can cause significantly high levels of stress.  Operta et al (Nov 2021) and Sui et al (2018) (2.5.2) linked high stress levels with managing difficult behaviour.  As does Mori et al (2009) who highlight the difficulties of managing overtly difficult and demanding behaviour in their children. (2.5.5). All participants have given detailed accounts of difficulty in managing their child’s behaviour both at home and in public which has caused them stress and to feel under pressure. (Gemma, Mia, Jess, Ann; 4.2.1).
5.2.2	Pisula & Porebowicz-DAaAaAeA rsmann (2017) state that it can add to parental stress that autistic children without intellectual or physical disability are rarely diagnosed before the age of four.  (2.5.6). All four participants’ children did not receive a diagnosis prior to the age of four as highlighted in Table 1. (4.1.1).
5.2.3	McCafferty & McCutcheon (2021) discussed how stress and mental health difficulties can interrelate. (2.5.8).  Gemma described periods of low mood and Jess, Mia and Ann suffer with anxiety. (4.2.4). All participants felt that their emotional and mental health difficulties were at least in part, linked with parenting their autistic child. 
5.2.4	Sleep deprivation is higher in parents of autistic children (Levin & Scher, 2016, cited in McCafferty & McCutcheon, 2021) (2.6.10). This adds to stress and reduces coping, as shared by Gemma. (4.2.4).
5.2.5	Interestingly, no participants described feelings of loss and grief at their child’s diagnosis as highlighted by Rafferty et al (2020) (2.5.10). However, Mia experienced significant emotional distress at receiving her child’s diagnosis, (4.2.4) which corroborates Sumak & Sumak’s findings (2.5.10) that mothers can experience significant distress at diagnosis.
5.2.6	McCafferty & McCutcheon (2021) highlighted that mothers can feel guilt, blame and responsibility for their child’s condition. (2.5.11). This was linked with them doubting their parenting capacity (Papadopoulos, 2021) (2.5.11). This theme was evident in all participant’s accounts. Mia poignantly describes her guilt around time for her other children, Jess felt she had failed to do enough. Anne shared her guilt at having to leave work and Gemma described several reasons that she had felt she was responsible for causing her child’s autism. (4.2.3).
5.2.7	Future worry was discussed as an important factor related to stress by McCafferty & McCutcheon (2021) and Papadopoulos (2021) (2.5.12). This was evident in the accounts of Gemma and Jess in particular. They shared concern about their child’s future, what they will miss out on and how they will be received and treated by others, including at school and socially when they are older. (4.2.2).
5.3	Social Impact on Parents
5.3.1	All participants felt that their social lives and relationships with friends, family and partners had been impacted by being a parent of an autistic child.
5.3.2	McCafferty & McCutcheon (2021) discuss parents feeling edged out of society leading to isolation and loneliness. (2.6.1). Farrugia (2009) states the child’s behaviour can lead to social exclusion and isolation. (2.6.5). Feeling excluded and isolated was reported by all participants, but, in particular, Gemma who shared that she did not see anyone for about five years (4.3.1).  Ann reported feeling isolated after having to give up work (4.3.1).  This verifies Papadopoulos’s (2021) study which stated mothers that were in work felt less isolated, (2.6.6) and Pisula & Porebowicz – DAaAaAeA rsmann’s (2017) assertions that parents often leave work due to the demands of parenting an autistic child. (2.6.6). 
5.3.3	Loss of friends was also reported by all participants, but, in particular, Ann who felt she no longer had any, and Gemma who felt her friendships had diminished and she had not gained any new ones. (4.3.5). This corroborates Papadopoulos’ (2021) study which found a decrease in social ties, friendships, and attendance at family events. (2.6.4).
5.3.4	Gray (2002) states that parents can begin to avoid public situations to avoid embarrassment and feeling that their parental competence is being judged. (2.6.2).  Both Gemma and Jess share their experiences of feeling avoided by others and also of avoiding situations themselves to safeguard themselves and their child from public embarrassment and feelings of judgement. (4.3.2).  Embarrassment is something that Gray’s (2002) study found, and his participant was quoted to say, ‘everybody just freezes, everybody is just embarrassed.’ (2.6.2). Mia describes an incident where she too felt this level of embarrassment in pubic and her comments are markedly similar, as she stated, ‘everybody stopped and stared.’ (4.4.1).
5.3.5	Intimate relationships are said to be impacted by parenting an autistic child, due to struggling to find time as a couple and conflict in parenting styles. (Voulgarakis et al, 2021; Hisch & Paquin, 2019) (2.6.7). Despite describing their husbands as supportive, Jess and Ann shared conflict with their partner over parenting styles and Mia shared difficulties in finding time together as a couple. (4.3.3). Gemma reflects on her divorce and shares how the demands of parenting her autistic child were not supported by her husband and described this as a catalyst in her separation. (4.3.3). Supportive marriages were shown by Di Renzo et al (2021) to promote resilience in relationships and combat stress. (2.6.8). It is encouraging that three out of the four participants remain in strong marriages which casts doubt on the divorce rates in Denmark (2018) cited at 50.7% for parents of autistic children in comparison to 38.4% of control families. (2.6.9).
5.4	The Impact of Invisibility
5.4.1	The invisibility of symptoms in autistic children without intellectual or physical disability has been shown in this study to add an additional burden to parents.  The fact that their child presents as any other child, without any disability, can lead to high levels of negative social judgement when their child does not behave as expected.  This can cause parents significant embarrassment, leading to avoidance or withdrawal from social events. They fear that their parental competence is questioned and seek to avoid further negative experiences and hostility, increasing their stress and isolation. 
5.4.2	Chiaraluce, (2018) cited in McCafferty & McCutcheon (2021) found a unique impact of stigma on families with autistic children due to it not being physical or visible. (2.7.1). Gray (2002) explained that, as a result of their child misbehaving in public, parents can experience rude and hostile comments. When the condition is explained, either an apology can follow or a hostile response which dismisses the diagnosis. (2.7.4).
5.4.3	Parental competence is judged as the child needing more discipline (2.7.4).  This can lead to being labelled as a bad parent and risks further social withdrawal and social isolation. (Papadopoulos, 2021). (2.7.6). Consequently, parents can wish it was a visible condition, like Downs Syndrome, (Gray, 2002) (2.7.5) as they feel this would evoke more public understanding and empathy. 
5.4.4	Jess shared examples of when she has experienced judgement, such as when her son takes his clothes off. (4.4.1). She also shared her experience of seeing people look, not necessarily saying anything but she feels they are wondering why she is not ‘doing something with that child’. (4.4.3). Mia described how she felt embarrassed by the public scrutiny she had felt when her child suffered a meltdown in a large shop. (4.4.1). She too felt her parenting was being questioned. (4.4.3). Ann highlighted an experience in a restaurant where she feels her parental competence was questioned. (4.4.3). Interestingly, Gemma felt ‘lucky’ that her child’s symptoms are visible as she feels this allows people to see ‘something’, even if they don’t understand autism. (4.4.3).
5.4.5	Of significance are the accounts of Jess and Ann who both shared feelings of wanting to highlight their child’s difficulties to the public using sunflower lanyards, a universal sign of hidden disability. This is similar to Gray’s (2002) participant, who referred to the visibility of other conditions such as Downs Syndrome. (2.7.5). Jess talked about sometimes wishing she could put an arrow over her child’s head with an explanation of his needs. (4.4.3). Ann described using the lanyards in public to stop judgement and encourage offers of support. (4.4.3). Their reason for this was to evoke understanding and empathy rather than judgement.
5.5	Support for Parents
5.5.1	Limited research was found into the impact of support for parents of autistic children. However, some studies made recommendations for family centred services to assist with families’ unique needs. (Papadopoulos, 2021). (2.8.1). Ann referred to the value she experienced in the specialist provision and support provided by a local autism charity. (4.5.3). 
5.5.2	Papadopoulos (2021) also suggested more education within support services for mothers to assist in eliminating feelings of blame and responsibility for their child’s condition. (2.8.1). This could have been reassuring for Gemma who worried for some time that several things she had done could have caused her child’s autism. (4.2.3).
5.5.3	All participants talked about how they had found support from family and friends invaluable (4.5.1) and therefore this supports Papadopoulos’ (2021) suggestions to build in services to strengthen family relationships. (2.8.1).
5.5.4	Miranda et al, (2019) suggests support in the form of services which offer counselling. (2.8.5). All four participants had experienced counselling and some, more than once.  All four women felt they had benefitted from counselling. (4.5.4).
5.5.5	Not covered by the current published literature sourced for this research, but an interesting point that emerged from this study was the participants’ experience of school support.  Prior to diagnosis, Mia and Jess had experienced feeling that their parental competence was in question by school staff due to assumptions that there was nothing underlying their child’s presentation further than it being ‘behavioural’. (4.5.2). Ann described her frustration that her child’s needs were not being met, despite his needs being contained in his passport. (4.5.2).  Underlying this was a sense of a lack of understanding of autism, it’s presentation and how to manage it for the benefit of the child.


Chapter Six: Conclusion
What are the emotional & social impacts of parenting an autistic child without intellectual or physical disability?
6.1	Outcome
This study aimed to explore the social and emotional impact of parenting an autistic child without intellectual or physical disability. This included looking at the impact of the invisibility of the condition on parents’ experiences of social judgement and to look at participants’ experiences of counselling.
It can be said that the present study corroborates the findings of current published literature in that all participants were seen to experience stress and pressure associated with parenting their autistic child.  Causes of this stress were found to be around managing their child’s behaviour, worry about their child’s future and feelings of guilt and blame associated with the weight of responsibility they feel to get things right for their child. High stress levels were interrelated with emotional and mental health difficulties as the participants all experienced either anxiety or low mood disorders.
Participants all felt that their social lives had been impacted. They had lost friends, avoided social contact, and limited their social lives to avoid judgement and embarrassment. Loss of friends was evident in the participants’ accounts, as was evidence of social isolation and exclusion. Family was found to be a source of support, which is not covered in much of the current published literature. Intimate relationships were impacted by lack of time as a couple or due to conflict over parental styles.  However, there was evidence that a supportive partner relationship reduced pressure and stress.
All participants experienced negative social judgement and those whose children did not have visible symptoms felt they were unfairly judged by the public and assumptions drawn about their parental competence.  This evidenced that the invisibility of their child’s condition placed an additional burden on these parents of autistic children without intellectual or physical disability. Participants felt that visible disabilities were more accepted by the public, and their responses were more empathetic when they can see a difficulty or disability.  Participants therefore sought understanding, empathy and support from the public and felt the need to highlight their child’s difficulties to promote this. This evidenced that they felt the invisibility of the condition increased negative social judgement of both parent and child.
6.2	Limitations & Further Study
This study was a small qualitative study of four participants, which although allows for the gathering of rich, quality data of participants’ unique experience, it cannot be applied as widely as a large-scale study.  The research is also limited by the fact that it has a deadline and wordage budget due to it being completed as part of the qualification for the MA in Clinical Counselling.  This limited the amount of data that could be included in the write up of this study. 
Purposive participant recruitment was used as my participant target group was very specific.  Recruiting through a local autism charity ensured that all of my participants fitted the criteria.  However, it could also be said that this targeted only parents who were actively accessing support through the charity and who have accessed counselling.  
Important to note is the risk of bias in this study given the close personal connection to me as the researcher.  Every effort has been made to limit this by using a reflective journal, supervision, and personal counselling.  This has enabled me to ensure, as much as possible, that I bracketed off my experience and that the focus remained on the participants.
It would be interesting to discover if the findings are similar if this study could be replicated on a larger scale across the UK. Further study could also target those who do not have access to support, to explore whether their experiences differ.  Additionally, most of the published literature focuses on the mother’s experience and only mothers responded to my Advert for Participants. Further study would be useful to explore the fathers’ experience.
Support is not widely studied and as support from family and friends was seen to be invaluable in this study, this would be useful to explore further, as would a study on school support for autistic children and families.
It would be of value if future studies could explore in more depth, the impact of the invisibility of autism on parents.  Although this was covered in this study, this could be amplified into a study with this factor as the single focus. This could assist in bringing a public focus, encouraging empathy and acceptance of diversity.
6.3	Implications for Counselling Practice
This study looked at participants’ experience of counselling.  The findings have highlighted that participants’ valued counselling but each of them valued different approaches.  Some preferred CBT and the direct approach this offered them, others needed to be heard and not directed in any way.  This information is useful for the counselling professions to be mindful of offering different approaches according to individual need.  Additionally, one participant commented on feeling under pressure at being notified of the time limited sessions which she felt fed into her fear that she was going to fail again.  This is worth noting given the links with feelings of guilt and blame associated with parenting an autistic child as evidenced in this study.
The most important factor for clients was that they needed their counsellor to have a good level of working knowledge or personal experience of autism.  Participants felt frustrated at being given strategies that would not work for their child.  They also felt that unless the counsellor truly understood autism, then they could not understand what they were experiencing and feeling.
6.4	Personal Reflection
This study has a personal connection to me, and I am passionate about giving a voice to parents of autistic children without intellectual or physical disability.  I have found it a very emotional experience, hearing the experiences of four women who are experiencing what I experienced raising my son.  I have also found it frustrating that despite 10 years having passed since my son’s diagnosis, that parents are still experiencing the same things that I did.  However, the most moving aspect for me was to witness first-hand the love and devoted level of selflessness and self-sacrifice of these four mothers.   My only hope is that this study can shed a little light and encourage a little more empathy, understanding and patience of difference in our community.
Word count: 16, 421
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Appendices
Appendix 1 Advert for Participants
[image: UnivChesterlogo]Are you a parent of an autistic child without additional disability?

Being a parent can be rewarding but also throws us challenges which can make things difficult.  Current research has indicated that parenting an autistic child can have an impact on parents, emotionally and socially. 

I plan to explore the ‘Emotional & Social Impact of Parenting an Autistic Child Without Intellectual or Physical Disability’

Would you be interested in sharing your experiences of raising your child/children to assist in new research into this area? You will be a part of research which aims to give a voice to parents of autistic children. 

Are You:
· Over 18 years old
· A parent of at least 1 child of statutory school age with a diagnosis of autism without additional intellectual or physical disability.
· Have experienced counselling, during which you have explored your experiences in relation to your child/children.
· Sufficiently fluent in English to enable full engagement.
· Feel that you are emotionally resilient enough to take part.

Unfortunately, I cannot consider:
· Anyone with whom I have a dual relationship, that means anyone I have had any previous relationship with, such as anyone I have worked with, friends, colleagues.
· Parents of autistic children who have additional disabilities.
· Parents of autistic children who are now adults.
· Parents currently receiving counselling.

If you feel that you meet the criteria for this research and are willing to meet with me to share your experiences and help to inform this important new research, then please email me, Stephanie Gilbert at: 1914591@chester.ac.uk

Closing date:30th May 2022.
Research completed as part of the MA in Clinical Counselling at the University of Chester.





Appendix 2 Participant Information Sheet
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Participant Information Sheet 

Parenting Autism: A Critical Exploration of the Emotional & Social Impact of Parenting an Autistic Child Without Intellectual or Physical Disability
Dear

Thank you for indicating that you are interested in taking part in this research. This Information Sheet will hopefully explain what is involved, but if you need further clarification, then please do not hesitate to contact me using the contact details below.

Inclusion criteria
In order to take part in this research, you must fulfil the following criteria:

· Over 18 years
· A parent of at least 1 child of statutory school age with a diagnosis of autism without additional intellectual or physical disability.
· Have experienced counselling, during which you have explored your experiences in relation to your child/children.
· Sufficiently fluent in English to enable full engagement.
· Feel that you are emotionally resilient enough to take part.

Exclusion criteria
Unfortunately, I am unable to consider:
· Anyone with whom I have a dual relationship, such as ex-clients, friends, colleagues within placements, student colleagues. 
· Parents of autistic children who have additional disabilities. 
· Parents of autistic children who are now adults. 
· Parents currently receiving counselling.


What is the purpose of the study?
This research is part of an MA in Clinical Counselling that I am undertaking at the University of Chester. I am interested in finding out about the emotional and social impacts of parenting an autistic child, who does not have additional intellectual or physical disabilities.  I would be interested in exploring your view on, and experience of, this. Please take time to discuss the information with relatives and friends and to ask questions of the researcher. 

What will happen to me if I take part?
To enable this, if you decide to take part, I will arrange a time to interview you on MSTeams. Please ensure that you have a private space in which to access MSTeams and that your internet access is stable. Your written consent will be obtained through the enclosed consent form. This will be read to you at the beginning of the interview. Your consent will be asked for, and recorded. In the event of a technological failure, I will contact you via email to rearrange an alternative time. The interview will last no more than an hour. 

	The interview will be semi-structured and be focussed around the following questions:

· [bookmark: _Hlk91152143]How would you describe the impact of having an autistic child on your personal and intimate relationships?
· How would you describe the impact of having an autistic child on your social life?
· How do you feel the invisibility of autism affects how you and your child are perceived in public?
· How would you describe the impact of having an autistic child on your emotional or mental health?
· What was your experience of counselling?




Once the interview is complete, the digital recording will be transcribed. Your transcript will be allocated a pseudonym to protect your anonymity, and any identifying features in the data will be deleted. 

Your right to withdraw without prejudice
You have every right to withdraw from the research at any time, without prejudice, up until two weeks after the date of our interview. I will let you know when that is. I will then begin the analysis. Once the writing-up has begun, it will be impossible to remove your data as it will be aggregated, making your data more difficult to identify.

What are the possible disadvantages and risks of taking part?
I acknowledge that you may feel discomfort or distress when discussing your experiences.  Being asked about the impact on your lifestyle and health could trigger feelings you were not aware of before or stir up emotional issues which you could find upsetting. It is an emotional topic that could trigger distress at the time of interview and/or subsequently. It is also noted that potentially your relationship with your child could be impacted.
If, for any reason, personal issues are stirred for you, you may find the following information useful in accessing support:

(redacted support suggestion – taken out to enable inclusion of this document in appendix to protect participants identity/confidentiality)

Mid Cheshire Mind – Self referrals to discounted counselling.
Contact: 01606 863305 or email: office@midcheshiremind.org.uk

Healthbox CIC – Free counselling service to residents in Tarporley and surrounding areas, Chester and Ellesmere Port. - Request a referral through your GP to Healthbox.

NHS Mental Health Crisis Line is open to provide access to Mental Health 24 hour Support run by NHS CWP Trust staff. This telephone line is for anyone who may need support in and across Wirral, Cheshire West & Chester and Cheshire East. Anyone can call and talk to a dedicated Mental Health Professional, including children, young people and all adult age groups 24/7.The number is 0300 303 3972
What are the possible benefits of taking part?

The experience will give you time to reflect on your experience and/or work, and to share your thoughts. This may contribute to something greater at research and policy level.

What if something goes wrong?
I will do everything within my ability to ensure your safety and confidentiality. However, if you are not happy with any aspect of the research process, please raise it with me. If you are still not happy, you may raise it with the Chair of the Ethics Committee. Email: SPS.Ethics@chester.ac.uk

The University does not accept responsibility for any harm experienced apart from that which is proven to be caused through its negligence. In the unlikely event that you experience harm through your participation in the research, and this is due to the negligent conduct of the researcher, then you may have grounds to bring legal action. If you choose to bring such action, you may incur legal costs.

Will my taking part in the study be kept confidential, and how will my data be stored?
The fact that you are taking part in the research, and everything that you share, will remain confidential. In the unlikely event that Child Protection issues are raised, I may have to alert Social Services or Police, but otherwise, what you share will form part of the data which will be anonymised by use of a pseudonym. The data will be stored securely in locked premises, and kept encrypted on a password protected computer. Only I, and my Research Supervisor, will have access to the data. The data will be destroyed (shredded or electronically deleted) after ten years, in keeping with the data protection act. Participants should note that data collected from this project may be retained and published in an anonymised form. By agreeing to participate in this project, you are consenting to the retention and publication of data.

What will happen to the results of the research study?
The completed research will be stored (bound and electronic) at the University of Chester. The research will be disseminated in future publications and at conferences.

Whom may I contact for further information?
I, the researcher, am: Stephanie Gilbert
My contact details are: 1914591@chester.ac.uk

Thank you for your interest in this research.


Appendix 3 Consent Form
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Consent Form
Parenting Autism: A Critical Exploration of the Emotional & Social Impact of Parenting an Autistic Child Without Intellectual or Physical Disability

Name of Researcher: Stephanie Gilbert					Please initial box

1. I have read and understood the participant information sheet and
have had the chance to ask questions which have been answered 
to my satisfaction.


2.   I agree to the research conversation being recorded.			

3.  I understand that my participation is voluntary and that I am free to 
withdraw at any time up to two weeks after my interview has taken place, 
without giving any reason.

4.  I agree to take part in this study.

5.  I understand that the data will be written up as part of a thesis /
	publication, and I will not be identifiable in the literature.


_________________________         _________________  	_____________

Name of Participant	Date		Signature

		
Researcher	Date	Signature


Appendix 4 Interview Questions

[bookmark: _Hlk91158372]Parenting Autism: A Critical Exploration of the Emotional & Social Impact of Parenting an Autistic Child Without Intellectual or Physical Disability
A small-scale qualitative study for an MA in Clinical Counselling at the University of Chester
Researcher: Stephanie Gilbert

Gender: …………………………………………………………………………………………………

Age:	20-30	      31-40	   41-50	51-60		61-70		71-80		81+

Number of children……………………………………………………………………………………..

Number of autistic children……………………………………………………………………………

Current ages……………………………………………………………………………………………

Diagnosis………………………………………………………………………………………………...
Age at diagnosis………………………………………………………………………………………..
	
· How would you describe the impact of having an autistic child on your personal and intimate relationships?

· How would you describe the impact of having an autistic child on your social life?

· How do you feel the invisibility of autism affects how you and your child are perceived in public?

· How would you describe the impact of having an autistic child on your emotional or mental health?

· What was your experience of counselling?
Thank you for your participation in this research.

Appendix 5 Brief Audit Trail
5a. Transcripts printed on coloured paper to assist in participant differentiation
[image: Text, letter
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5b. Transcripts following several reads, evidencing notes in left margin and emergent themes in right margin. Underlining of significant evidence.
[image: Text, letter
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5c. Collation of notes into tables
[image: Text, letter
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5d. Identification of evidence under themes for each participant
[image: Text, letter
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