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Challenges of parenting a child with autism: A Literature Review
Abstract 
Problem: The stress, loneliness, and mental illness experienced by those who care for children with autism spectrum disorder (ASD) is a real issue. Caregivers of children with ASD may benefit from social and emotional support systems that mitigate the impacts of stress, but those systems may be less accessible in more rural places. In this scoping review, we looked at the research on the effects of help for parents of children with autism spectrum disorder on those parents' mental health.
Criteria for Eligibility: The only considered articles that written in English and published in United Kingdom. The mental health of carers and the effect of assistance on the mental health of carers and parents of children with ASD had to be the primary emphasis of the articles.
The study's findings showing that parents and carers of children with ASD have on average, poor mental health. Caretakers of children with ASD may benefit from both official and informal forms of support in terms of lowering their own levels of stress. (Serrata, 2012) Some research has found, however, that parents may feel more pressure if they get formal assistance.
In conclusion: There is a dearth of data on the mental health outcomes associated with support programmes for parents of children with autism spectrum disorder (ASD).
This implies that there should be more services available to help families who have children with autism spectrum disorder. Nurses and other medical professionals may be invaluable resources for carers by providing emotional and practical assistance as well as information about available resources. The psychological and social challenges of raising a kid with autism are the focus of this literature review. (Catalano, Holloway and Mpofu, 2018) In this summary, we look at how raising a kid with autism affects the home front, the bank balance, and the mental health of the parents. Rehabilitation counsellors play an essential role in helping families with autistic children by providing them with professional and educational resources and examining their social connections and social supports (Nicholls, 2017).
Introduction 
Aims
Parents' perspectives on their involvement in the PACT trial documented in this pre-specified qualitative phenomenological study. Validity of the guideline enhanced through input from service recipients and carers, including family members. There needs to be a balance struck between providing adequate information and overloading the audience with evidence-based recommendations. Additional research needed to complete information gaps, but this study provides important insights for parents of children with autism. The study found that all autistic moms had autistic offspring. The study's focus on parents' perceptions of the effects of hypothetical situations rather than collecting primary data from the children themselves is a limitation.
Keywords 
Autism spectrum disorders, interventions, psychosocial/behavioural, parent-mediated, qualitative research, communication and language, pre-school children, anxiety, Guidelines, Clinical practice guideline, Patient guidelines, Patient version.
Backgrounds 
Having a child diagnosed with autism spectrum disorder (ASD) is a life-altering challenge for any family. Several research all come to the same result. (Bansal, 2022) Parents of children with ASD have been shown to have higher rates of psychological and physical illness, as well as lower levels of perceived parenting effectiveness and stress. Individuals with autism spectrum disorder (ASD) struggle in many areas of life, including socialisation, communication, learning, and behaviour. Autism is considered a "developmental condition" since its symptoms often manifest during a child's first two years of life, even though a diagnosis can be made at any age. (National Institute of Mental Health, 2022) Unfortunately, the lives of those closest to some children with ASD are also negatively impacted by the disruptive behaviours they exhibit, such as aggression and ritualistic actions. Compared to the general population and to parents of children with other chronic health disorders like Down syndrome and cerebral palsy, parents of children with ASD have been reported to experience greater levels of stress, anxiety, depression, social isolation, and poorer physical health. (Ault et al., 2021) 
Having a child with autism can have a negative effect facet of a family’s life, including household chores, budgeting, parental mental and emotional well-being, marital satisfaction, the physical health of family members, responsiveness to the needs of other children in the household, sibling relationships, social interactions, and leisure time. According to research, children on the autism spectrum encounter several difficulties that may have far-reaching effects on family life. On top of that, it can cause a great deal of tension in the home. (Begum and Mamin, 2019) Therefore, the entire family are impacted by difficulties in socialising and communicating. Autistic children's families can run dry emotionally and financially. (Karst and Van Hecke, 2012)
These parents can better deal with the circumstance and the diagnosis if they have access to information regarding the disease, therapies, resources, and health care network. Some nations are experiencing an increase in the prevalence of ASD even though new and suitable methods are being established to offer health care services to satisfy the requirements of children with ASD. Therefore, it appears crucial and vital to identify these obstacles. However, parents' basic need should be prioritised in every educational and therapeutic intervention for children with ASD. (Hosseinpour et al., 2022) 
Nevertheless, there is mounting proof that family conduct has a role in the growth of children with ASD, just as it does for children with TD. Attachment in infants with autism spectrum disorder has been the subject of some of the early research on parent-driven effects and parenting practices. (Crowell, Keluskar and Gorecki, 2019) Early studies of parenting and parent-child relationships not only described the negative influences from both directions but also suggested that parental sensitivity, synchrony, and support were important; that children with ASD could form attachments and, more importantly, could be attached to their mothers.
According to (GOV.UK, 2021) There is too many autistic people waiting for diagnoses in 2021, and they will rarely receive appropriate care at an early enough stage. A large number of autistic children continue to suffer in childhood, both with obtaining a diagnosis and with receiving help after a diagnosis, particularly at school, and find it difficult to obtain employment as adults.  
Methods
The qualitative research method is used to provide this investigation a qualitative foundation. The researchers opted for this methodology so that could be do better comprehend the challenges experienced by parents of children with ASD and obtain the chance to examine the nonverbal signs, beyond the spoken word, from the interviews. 
Participants for the first qualitative study chosen at random from a pool of families who had completed the PACT trial randomly assigned to the PACT arm (including those who had withdrawn from or were not engaged with the therapy). (Leadbitter et al., 2020) Families contacted until data saturation reached, at which time sample selection and analysis performed simultaneously in an iterative method. Families approached through the mail and asked to participate in a confidential interview with a researcher to discuss their experience. PACT is an evidence-based intervention that helps parents/carers improve social communication with their young child with autism spectrum disorder (ASD). In a large clinical trial, PACT pre-schoolers showed improvements in social communication and a reduction in limited and repetitive behaviours that persisted into middle childhood, six years after treatment. (The Guardian, n.d.) 
In the second primary research article, participant found through the SIGN patient network, which is a "virtual" group of patients, carers, and members of the public, the NHS Greater Glasgow and Clyde Child and Adolescent Mental Health Service, and third sector organisations like the National Autistic Society, Autism Network Scotland, and local carers' centres. People also used the snowball method. The SIGN research analyst, LW, contacted organisations, and email and phone calls made to participants. Before the user testing interview, all participants w given written information about the project and what their roles would be. (Fearns et al., 2022) From the other two articles data obtained as part of a randomised pilot trial of a parent group-based intervention to boost autistic youth's tolerance for ambiguity. Caretakers and parents questioned in depth to shed light on a variety of factors related to their child's IU, including family stresses and coping mechanisms.
Database used in the research 
EBSCO and SAGE JOURNALS (SAGEPUB) are both publishers that offer online databases with a variety of resources on parenting and raising children with autism spectrum disorder (ASD). EBSCO offers a database called the EBSCOhost Research Databases, which includes a variety of academic journals, and other sources on parenting and ASD. SAGE JOURNALS is a publisher of academic journals that also offers a variety of resources on parenting and ASD is used in this research. Specific resources on parenting a child with ASD that we may find helpful. (EBSCO, 2021) 
Inclusions and Exclusions
Inclusions are children with autism and their parents. When discussing raising a kid with autism, the term "inclusions" can be used to describe the several ways in which the child and their parents is integrated into their local society. It might also mean the tools and techniques used to help the family succeed in various environments, such visual timetables, and other forms of communication. The following criteria were used to choose articles for this analysis: article in a reputable journal published in English that involved at least one parent of a child with autism spectrum condition. A sense of belonging and acceptance in the community is fostered by inclusions, which give children with disabilities and their parents the chance to study, develop, and interact with their peers in age-appropriate ways. 
When discussing raising a kid with autism, the term "exclusion" may refer to the way the child is kept apart from his or her typical classmates and from traditional educational and social environments. It could also mean that the child is not getting enough help or accommodations to take part fully in these activities. Studies were not included if they did not include a major focus on outcomes, a secondary focus on reducing parental stress, or a primary focus on reducing parental depression or increasing parental self-efficacy. Exclusions are also the article written before 2012, and children with any other disabilities.


Results
Participant Characteristics
A total of 94 parents with children who have autism spectrum disorder were included in the studies that were analysed. Researchers primarily gathered information from mothers of children with ASD since dads have been underrepresented in previous studies.
In the first study there were eighteen parents total, from twelve households, who participated in the study (6 single mothers and 6 married mothers and fathers). Independent researchers interviewed eighteen parents. Parents reviewed their learning experiences with Paediatric Autism Communication Therapy clinicians and home practise. Parent-focused psychosocial interventions improve autism symptoms in children. These researchers' initial study evaluated a low-intensity treatment that worked. These researchers intended to follow up people to see if these techniques can improve autism long-term (nihr_wp, 2017). Parents have reservations about being videoed and analysing the footage. Most parents eventually valued counselling and their therapist. They noticed improvements in their relationship and communication with their child.
Second study research included fourteen autism-mothers. Two of sixteen participants could not make the dates. All participants were female, with a mean age of forty-two and a range of 10 years, well educated, and interested in autism-related activities like volunteering. The Scottish Intercollegiate Guidelines Network (SIGN) produces guidelines that provide healthcare professionals, patients, and carers with recommendations for the best available therapy. We collaborate with healthcare professionals, other NHS workers, patients, carers, and members of the public to draught these guidelines. (Healthcare Improvement Scotland, 2017) 
Nine autistic moms recruited by selective selection using our research laboratory database, social media, and local charity in the third study. After discussing eligibility with the main researcher, participants self-identified. Over 18 years old; formal diagnosis on the autism spectrum, including Asperger's syndrome, high-functioning autism, or self-identifying as autistic and awaiting examination for a formal diagnosis; parent to a kid between 5 and 15 years old. (Dugdale et al., 2021)
The fourth study were with 53 (including 3 dads) autistic parents on the sorts of uncertain circumstances that give their kid problems and how uncertainty affects their everyday lives. We discovered that uncertainty made autistic children and their families unhappy, anxious, disappointed, and furious through the themes of child reactions to uncertainty, trying to lessen ambiguity, the influence of uncertainty on parenting, and the impact on parents. Autistic children are anxious in unpredictable circumstances like school. (Goodwin et al., 2021)
Parenting Stress Measurement
It is quite common for parents of children with developmental problems, such as ASDs, to experience significant emotional strain. Evidence w established that moms in the ASD group experienced greater levels of stress and psychological discomfort related to parenting than mothers in the comparison group. (Estes et al., 2009) Mothers in the ASD had greater levels of stress and psychological discomfort because of their children's challenging behaviours. Competencies in performing the activities of daily life were unrelated to parental stress or psychological discomfort. This is an especially important sign of resilience. Early intervention strategies that focus on what parents do well may be able to build on and strengthen the effective ways parents cope and make them stronger. (Estes et al., 2013) If the skills parents use to deal with stress when caring for kids with low daily living skills can be used in other areas, parenting stress can be reduced over the course of a person's life.
This review finds some difficulties encountered by parents in all four studies while caring for a child diagnosed with autism. Among these difficulties are:
· Children with autism may have trouble communicating both verbally and nonverbally, which can make it hard for their parents to understand what they want and need.
· Children on the autism spectrum may have trouble initiating and maintaining conversations with others and responding normally to social signals, which can lead to several challenges in their social development. Because of this, it may be hard for them to make and keep friends, and it may be hard for their parents to help them grow emotionally and socially.
· Some children with autism may have difficulties adjusting to new locations or activities because of changes in how their brain processes sensory information. Some people have difficulty with sensory inputs such as sound, light, touch, or scent.
· Children with autism may struggle with executive functioning abilities, including organisation, time management, and problem solving. This may compromise their efficiency and capacity to provide results.
· Parents of autistic children may encounter social stigma and a general lack of understanding from the public. It can make parents feel helpless and alone, making it harder for them to stand up for their child's rights.
· Parents of autistic children may have to navigate complicated healthcare and school systems to ensure their child receives the care they require. It can be difficult and time-consuming to do this.
Just a few of the difficulties that may arise for families with autistic children are listed above. Every child on the autism spectrum is an individual and will face their own unique mix of difficulties and triumphs, just as every family's journey will be different. 
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Discussion
Research into the effects of providing care for children with ASD on their parents is growing rapidly. As a result, there are gaps in the current body of literature that should be filled. Rather than reiterating the extremely particular compartments in which most of the current information and understanding regarding ASD is poorly formed, there must be research that reflects on the wider picture and builds links.
Over the past three decades, there has been considerable progress in our understanding of the emotional and practical challenges presented by an autism spectrum disorder diagnosis for primary carers like parents. Although parents may exhibit negative emotions such as tension, worry, dread, and guilt, they may also demonstrate good emotions due to the efficacy of child-centred therapy. (Samadi and Samadi, 2020)
The interesting question is whether there were any topics that were expected to come up but did not. During the intervention period, there was not much thought about how the daily home practise, which was an important part of the therapy, affected the parents, what problems it might have caused, or if compromises were made in the way the therapy was done. (Centers for Disease Control and Prevention, 2019) This could have been because there were no clear questions to ask on this subject. This is part of a larger trend of under-reporting of parent enactment in parent-mediated intervention studies. This is partly because it is hard to get objective measures of how an intervention that is meant to be flexible, opportunistic, and naturalistic is being conducted. (McConachie and Fletcher-Watson, 2014) 
Therapists and parents worked closely. All interviewees praised their therapist. Therapists were patient, sympathetic, and optimistic. Their capacity to comprehend their parents' struggles without judgement was respected. Several parents expressed their child's feelings of societal judgement and criticism. The therapist's praise validated them and was crucial to the solution. Parents of children with ASD recognised a variety of desirable attributes in therapists, but the ability to achieve positive results for their kid was deemed the most significant. (Edwards et al., 2016) These findings are presented in terms of both their clinical consequences for therapists and their implications for future study. 
Base on one of the research article mothers felt the recommendations may be helpful for parents of children with autism, especially throughout the assessment and diagnostic stages. Knowledge about their child's health problem, evaluation methods and tests, interventions, what to anticipate from healthcare experts and services at each step of diagnosis, and signposting to sources of information and support were regarded as the most helpful sections of the guideline by mothers. 
A range of good and negative aspects of caring were highlighted by the analysis as well. It is not true that all parents of disabled children are stressed out. Certain research has shown that some families are better able to manage stress and learn to adapt. (Summers, Behr and Turnbull, 1998) In other words, having a family member with a handicap has been shown to improve quality of life and family cohesiveness in several research studies. There may be both positive and bad outcomes for families with a member who has autism spectrum disorder. 
Studies shows also that how ASD diagnosis affected parents' finances. Parenting a child with ASD was financially difficult, causing stress, depression, and despair. Parents struggled to balance appointments while working full-time. As previously noted, parents of children with ASD spend a lot of time seeking, assessing, and retaining resources, coordinating services, advocating for their children, and transporting them to appointments. (Maich, Davies and Sohrabi, 2019)
Recommendations 
Due to this restriction, the perspectives of people who would be most affected by and responsible for implementing the recommendations were left out of the process. Recommendations can be more useful and therapeutically relevant with input from working health professionals. One way to achieve this goal is to adopt a strategy that considers both the scientific data and the patients' beliefs and preferences when making healthcare decisions. Each of the treatments received a "weak favourable" rating compared to a no-intervention or local services control group. (Michael Van Adel et al., 2011) Each of the four studies that examined interventions also recommended one intervention with a "weak positive;" one research compared an intervention to a group getting local services and another group receiving a different intervention. Each study showed some favourable impacts, whereas the others showed no significant change, providing support for the intervention that was evaluated. 
According to some of the studies, there are still significant gaps and unanswered questions. First, earlier data on the relationship between parental load and child characteristics, such as age, gender, severity of autism symptoms, intellectual impairment, and adaptive functioning, have been inconsistent. A second study has examined disparities between families of children with ASD and other families in terms of social and therapeutic support and coping techniques. Thirdly, there is less study on coping resources other than social support, such as resilience and spiritual health. Last, most of the research emphasised the subjective or objective elements of load rather than both simultaneously. (Picardi et al., 2018)
Conclusion T
The literature review examines the obstacles and difficulties faced by parents of children with autism, such as accepting the diagnosis, a lack of social and familial support, guilt, criticism, and coping with the child's autistic behaviour. Studies reveal a correlation between parental psychological suffering, such as sadness and stress, and caring for an autistic kid. A significant portion of the fight parents face depends on their self-acceptance, perception of social criticism, and the severity of their child's behavioural difficulties. Many of the studies also examine the various coping techniques employed by parents of children with autism and provide various therapies and solutions to aid the parents. Participants focused on the numerous problems they experienced as parents of an autistic child. Most respondents mentioned how tough the child's behaviour was for them. This mostly consisted of tantrums brought on by the child's difficulty adjusting to changes in routine and sensory issues. However, it was suggested that the social consequences of their child's behaviour, both their child's lack of social responsibility and its influence on them socially, might be the most challenging aspect for them. (Ludlow, Skelly and Rohleder, 2011)
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