Name: Salsabin Akthar
ID: 2029236
Module: Introduction to Research
Module Code: BMHP5005
Lecturer Name: Dr. Fahad Khan
Title: Literature Review
Content List:
· Abstract........................................................................................2
· 1.0. Introduction..........................................................................2
· 1.1. Aims & Objectives...............................................................2
· 1.3.  Research Question............................................................2
· 2.0. Background..........................................................................3
· 3.0. Methodology and Methods...............................................5
· 3.1. Discuss Common Themes................................................7
· 3.2. Result......................................................................................8
· 3.3 Ethical Consideration...........................................................8
· 3.4. Discussion.............................................................................8
· 4.0. Concussion and Recommendation................................11
· 5.0. References...........................................................................12
















Abstract:
The aim of this paper is to conduct a systematic literature review on people’s misconceptions about Autistic Spectrum Disorder (ASD) and how these lay beliefs create more difficulties for people with ASD to lead their life. For research background ASD survey reports from CDC, ASD diagnosis, signs and symptoms included on discussion in this paper to understand various aspects related to ASD. This systematic literature review developed by following PRISMA flow chart, in this review qualitative research method played vital to the specific research question. The results of the studies, discussion on research studies and the recommendations can be useful to create awareness about ASD among the people living in the UK.

1.0. Introduction:
Autism is a kind of disability which can range mild to severe, also people with autism mostly require lifespan support in many ways to lead their normal life, according to Lord, (2018). Autistic people facing more difficulties in their regular lives because of misapprehension and negative perspective towards autism. From the viewpoint of some researchers due to lack of awareness symptoms of ASD (autism spectrum disorder) may not recognized by others. (Gernsbacher,2005) 
1.1. Aims and Objectives: 
This review aims to focus on the common barrier for an individual with autism as like; the lack of awareness about autism before diagnosis the symptoms of their ASD. This paper will be useful to understand reasons behind the lack of awareness which can also be useful to tackling health and social access barriers for the person with ASD from the diagnosis to their life-long treatment. 
The objectives of this review such as; systematically identify qualitative research on lack of awareness regarding autism among the people, UK (United Kingdom) parents or family members concerned regarding access of health and social care after a diagnosis of ASD and synthesise results of systematic literature review to identify the issues of the concern.
1.3. Research Question:
According to Elliott (2017), a complex process of research of a specific question or topic which is known as a systematic literature review. Constructing a research question is the primary step to conduct a systematic literature review. To conduct a systematic review in this paper the research question is ‘Why does lack of awareness cause more difficulties for autistic people living in the UK?’

2.0. Background:
Autism is a neurological development disruption which could be result of lack of growth in brain functional development (NHS). people with autism find it difficult to communicate, to understand other people expressions or feelings, gets overwhelmed and anxious by loud noises, bright lights or with unfamiliar circumstances (NHS). According to Malis-Soni, (2022) ASD is a complex and life-long developmental disability, people with autism facing difficulties to have the access to the health and social care resources and services as their requirements of the needs because of their parents, family members or the primary care giver are not aware of autism and how to deal with this situation. In this review, they also mentioned about the common barriers to health and social care access, such as; understanding early signs and symptoms of ASD, lack of public awareness, most of the autistic people or their family members are not aware of their rights, about the services, screening/diagnosis, or unclear referral pathways. According to (CDC) estimates report 2009 to 2017, about 1 in 44 children has been identified with ASD and (17%) children (3-17) aged group were diagnosed with an autism developmental disability in the UK. 
Table 1:
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Figure 1: The Prevalence rates of pupils with ASD in each country of the UK in the school years (2010/11 to 2018/2019)
According to National Council on Severe Autism (NCSA) report (2010 to 2019) shows that autism rates climbing high in England, Wales, Scotland, and Northern Ireland. Northern Ireland crossing 3.20% of all students by 2018/2019 which was the highest prevalence, the lowest rate 1.92% in Wales, England had 2.25% and Scotland rate was 2.51% by 2018/2019. These data were based on regular reporting protocol for recording ASD, to evaluate and to identifying special educational needs requirement. Globally the autism spectrum disorders prevalence rates increased in recent years, 2012 global prevalence report the review shows that ASD rates are hinger in males compared to female, according to Zeiden.et.al (2022). According to (CDC) prevalence of ASD surveillance report in 8 years olds (2018) shows that, an average of 1 in every 44 (2.3%) and 4.2 higher rates of prevalent among boys (3.7%) compered to girls (0.9%). (NHS)
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Figure 2: Prevalence of (ASD) in 8-year-olds (2018) Data collected from CDC
Autism spectrum disorders (ASD) is a term to describe a range of neurological deficits conditions. There are some subtypes which referred as autism in the UK, such as; Asperger’s syndrome, pathological demand avoidance (PDA), childhood disintegration disorder, pervasive development disorder. However, The American Psychiatric Association currently removed Asperger's from there classification of autism (NHS). Pubic are not aware of all these neurological conditions, the CDC and global prevalence reports reflects that a major improvises requires in public awareness, health, and social care response towards autism. The purpose of this systemic literature review is to answer the question ‘why does lack of awareness cause more difficulties for autistic people living in the UK?’ by synthesising qualitative research on various aspects of ASD and publics concerns and understanding regarding ASD.

3.0. Methodology and Methods:
According to Schunemann and Moja (2015) A systematic literature review is a useful research method, the process used by identifying and critically analysing revenant research and studies regarding a specific topic or research question. To perform a systematic literature review, research methodology framework needs to be followed which includes what, why and how. This method used to identify the eligibility, inclusion, exclusions relevant research which aligning with the aim and objectives of the research. There are three types of research methodology, such as; qualitative methods, quantitative method, and mix-method. According to Hammerberg, et.al., (2016) quantitative research methods are useful when to answer factual research question because in this method researcher gathers statice, surveys or database records to conduct a systematic literature review. On the other side, qualitative research methods are uses to answer the question as like; reasons, experience, meaning or prospectives which involves research on observations, interviews, or group discussions. according to Creswell (2013) mixed methods is the combination of both quantitative and qualitative methods which brings together realistic and true approaches to the research question and provides various possibilities for those researcher findings.
Method: This systematic literature review developed by following PRISMA flow chart, in this review qualitative research method played vital role in finding about people experiences, journals, or articles on autism to understand and gather knowledge and information about the concept ‘why lack of awareness causes more difficulties for autistic people living in the UK?’
Table 2:
	Key Concept relating to the Inclusion Criteria
	Search terms Used as like:
	Exclusion Criteria

	Lack of Awareness
	Why does lack of awareness cause autism in Uk? Or people misconception about ASD
	Adult with ASD employment 

	Parents or family members concerns
	Autistic people Experience or legislations or signs & symptoms
	Autistic people benefit.

	Autism related experience
	Uk parents experience of their children receiving diagnosis  
	Outside UK parents experiences about diagnosis. 

	Methodology
	Qualitative or Mixed Methods
	Quantitively methods 



Table 3: PRISM Flow Diagram
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In this paper, to enhance the research, reference list of journals, articles, or studies to facilitate the relevant studies. Having identified the relevant studies from all the searched sources is the first step to the initiation of the research question. All the sources were screened by authors citation, reading the title, full text or abstract and excluding irrelevant studies which did not meet the criteria of the research question. Most of the studies were qualitative research based on the research question of this systematic literature review.
Table 4:
	Study No.
	Author(s) (year) 
	Title
	Qualitative
 Methods
	Theme

	1
	Legg, H. and Tickle, A. (2019)
	UK (United Kingdom) parents experiences of their child receiving a diagnosis of autism spectrum disorder
	Article review
	Theme A:
Autism Spectrum Disorder
Theme B:
Diagnosis
Theme C:
The Lack of Concerns.

	2
	Chown, N., 2010. 
	‘Do you have any difficulties that I may not be aware of? 'A study of autism awareness and understanding in the UK police service
	Interview
	Theme A:
ASD people vulnerability
Theme B:
ASD risk factors in crime
Theme C: 
ASD diagnosis and awareness.


	3
	Mitchell, G.E. and Locke, K.D. (2015)
	Lay beliefs
	Group discussion
	Theme A:
ASD misconception 
Theme B:
ASD diagnosis and therapies.
Theme C:
ASD symptoms.

	4
	Karaminis, T., Gabrielatos, C., Maden-Weinberger, U. and Beattie, G., 2022. 
	Portrayals of autism in the British press
	People perceptions
	Theme A:
People attitude towards ASD
Theme B:
ASD surveys
Theme C:
Raise awareness about ASD 

	5
	Yu, N. and Farrell, L. (2020)
	ASD stigma
	Article reviews
	Theme A:
ASD stigma 
Theme B:
ASD surveys.
Theme C:
ASD symptoms 

	6
	Thomson, (2013)
	Theories related to ASD 
	Article review
	Theme A: ASD surveys
Theme B: Early intervention
Theme C: Piaget and Vygotsky’s theories



3.1. Discuss Common Themes:
Study No. 1 Theme Autism Spectrum Disorder, Theme: diagnosis, Theme: the lack of awareness Study No. 2 Theme: ASD diagnosis and awareness, Study No. 3 Theme: ASD symptoms, Study No. 4 Theme ASD surveys, Study No. 5 Theme: ASD surveys, Theme: ASD symptoms, Study No. 6 Theme ASD surveys or Theories related to ASD are commonly use in all studies however, theme as like; people misconception or myths about autism, people attitude towards ASD,  early intervention, ASD stigma or  people awareness about autism are not so commonly discussed in research studies. 
3.2. Result:
In Table3 PRISM flow diagram total of 17 studies were included for reviewing the research question, people lack awareness about ASD in the UK, most of the studies qualitative only two studies were quantitative, also two of the studies were outside UK (USA and Australia). six research studies included for the systematic review, the major themes such as; ASD survey, misconception related to ASD,  Theories related to ASD, formal diagnosis from the children to adults, parents or family members concerns and their responsibilities toward the individual with autism, related articles or studies involved to provide a systematic literature review and a synthesis result of key findings across the research sources organized according to the research question. Although, to conduct a systematic review for the research question ‘Why does lack of awareness cause more difficulties for autistic people living in the UK?’ more focus on themes as like; people misconception or myths about autism, people attitude towards ASD, ASD stigma or people awareness about autism are not so commonly discussed in research studies.
 
3.3 Ethical Consideration:
According to Gajjar (2013), ethical considerations is a set of guidelines in research studies, these ethical principles cover areas as like, information consent, results of communication, potential outcomes of harms, or confidentiality of the studies. In a systematic literature review, the lack of ethical considerations can be possible to explained as secondary nature of systematic literature review and it is accepted that the original research studies include in the reviews which are automatically respect the most fundamental requirements of ethics. Therefore, for this report ethical considerations not required.

3.4. Discussion:
[bookmark: _Int_EtUfyfJs]Table 4. study no. 1, Legg, and Tickle (2019) discussed about parent's experience regarding ASD diagnosis living in the UK. In this article, the authors also focus on the aspects, as like parent awareness and knowledge about ASD. If the parents have the knowledge about ASD before diagnosis process begins, they might reach sooner for diagnosis. However, the (CDC) records also shows that around 700,00 people living in UK are having the condition of autism spectrum disorder, which is estimated 1% of the total population. Yet this figure is estimated because so many people are not even registered about their condition or misdiagnosis because parents or family members lack of knowledge and understanding about the signs and symptoms of ASD conditions. Must of the research about ASD and the studies mostly explained about the requirements of diagnosis, therapies or signs and symptoms. Whereas, people misconception about ASD did not explain that much like any other concept related to ASD. For example, In the case of adult with autism, people often misunderstand about the signs and symptoms of autism spectrum disorder because (ASD) can be complex to identify. Some symptoms of ASD which can affect on social interactions as like; people with ASD find difficulties to express themself, or to communicate with others which can be an underlying mask of autism. Family members of elderly people with (ASD) often does not even realize their love one can have ASD because depressions, anxiety issues or eating disorder not only age-related issues all these issues can be the signs for underlying mask of ASD. Because of lack of awareness about autism the individual with ASD may not misdiagnose and will not get proper treatment as the individual required. National Autistic Society
There are so many research studies about autism and various aspects of autism, however, there are not enough research studies about why people are not aware of autism and their misconceptions or myths about ASD. Therefore, the purpose of this report is to create more awareness among people about autism. Many elderly people taking treatment for depressions because of their loneliness, anxiety, inability to control their mood swings etc who never received any formal diagnosis of ASD. Because of not having formal diagnosis these elderly people missed out the opportunities to get proper health and social care support and services as their needs requirement, for example; they can get social care support from their local council to lead their life more independently, as like; getting assistance with their mobility, medical care, or with household chores, also they may miss out the health care needs as like; therapy, or any other formal mental health care requirements. As an adult acknowledging about having ASD symptoms exceedingly difficult physically and mentally. As like, Legg, and Tickle (2019) table 4, study no. 1, Jones et.al. (2014) also explained about people experience receiving diagnosis, however, Jones et.al. (2014) also pointed out about misdiagnosis or how an individual with ASD faces difficulties because of undiagnosed. Usually, autism diagnoses obtain at childhoods, therefore deciding to receive an autism diagnosis is not an easy task for an individual in their adulthood, having family members emotional support can make it easier for the person, also because receiving an ASD diagnosis as an adult can be shocking or surprising. when an adult with autism received proper treatments after the diagnosis they may find a new sense of relief, self-control in a sense as like they know what is wrong going on with them, the health care professional can provide clear person-centred care plan and the individual with autism, or the members of the family will understand how to deal with certain situations. In Table 4. Study 3, Mitchell, and Locke (2015), study 4, Karaminis et.al. (2022) conducted reviews in their studies about people’s attitudes toward ASD, their disbeliefs, and myths surrounding ASD, which create more difficulties for people with ASD. According to these studies, there are so many misconceptions surrounding autism. Some people cannot believe an autistic child, or an adult can lead a normal life, they just need some extra support to deal with their circumstances. Some of the misconceptions are addressed down below:
· People with autisms have behavioural or mental health problems, in fact autism is a neurological development disruption which effects a child or adult ability to communicate normally like others. 
· Some parents or family members also have strong beliefs that autism can be cured which is medically not possible to be cured. However, early intervention can make autistic child life easier.
· Unfortunately, children or adult with autism cannot express their feelings or actions like others that is why people have misconceptions autistic child or adult more aggressive than a normal child or a person. An individual with autism never can harm or be aggressive intentionally.
· Sometime people myth about autistic children are not able to make friend, however, the truth is they share a strong bond with those they are close to them. They feel safe, happy, and comfortable around their family and friends.
· Every child is unique and different even if they have any kind of signs of autism. Some may have minor symptoms or spectrum disorder can very to one person to another as like; some may have social skills issues but physically function is fine or may have emotional or sensory disorder, so that, not all the autism people have same symptoms. 
· Over the time lots of misconnection about autism is caused by vaccination which is completely wrong thought process.
· Some parents find it difficult to accept that their children can have autism, they have a misconception they are young when their older their children will get normal eventually. So, autism is not a childhood condition it is a lifelong condition.
Whereas some literature reviews also suggest that these kinds of misconceptions creating more negative perception about autism and making it harder for the people with ASD. This paper comes with some research sources which can be useful to overcome from all these kind of misconception about autism, because lack of knowledge, understanding and awareness creating major impacts in an autistic people lifestyle. According to Han, et.al. (2022), there are lots of prospective around autism in people mind sat, which can convey different level of stigma for the individual with ASD. In this article, the literatures systematically reviewed that the autistic people understand they are different than other because of stereotype attitude, judgements, or by discrimination others. In Table 4. Study No 6, Thomson (2013) conducted research on Autism, discussed about early interventions and child development theories which can be useful to identify the signs and symptoms of ASD. Some research sources also lead towards some important cognitive and psychological theories which can be useful to understand child development and how these theories can be helpful to identify any early indication of ASD, such as; Piaget’s development theory, Lev Vygotsky’s social cultural cognitive theory, or theory of mind. According to Barrouillet (2015), Jean Piaget cognitive development theory can be useful to understand a child cognitive or psychological development at early stage of their life. Piaget’s four stages of cognitive development are: sensorimotor (0 to 24 months), preoperational stage (24 months to 7 years old), concrete operational stage (7 to 11 years old), formal operational (adolescence through adulthood). Piaget’s strongly believed that intellectual development process follows the sequences of these stages and after completing stage and getting into another stage is a sign of ability to understand more difficult challenges of their surroundings. According to McLeod (2020) Ley Vygotsky theory suggested that intellectual growth depends on social interaction, where children at their early stage of their life they learn and adopt from adults around them, although, Vygotsky agreed with Piaget point of view a child intellectual development takes place in specific stages. Similarly, Carlson et.al. (2013) described in their reviews about cognitive development and research on theory-of- mind (ToM), research on measuring and understanding the signs and symptoms ASD, their psychological and cognitive challenges. However, in those reviews, the authors also mentioned about people lack awareness and misconceptions surrounding autism and these misconceptions believe can affect an ASD child psychological and cognitive development as well. The educator uses those theories on their teaching methods to understand a child development growth. ASD is a neurological disorder which begins to show signs and symptoms at early stage of a child life. In study 6, Thomos (2013) discussed about importance of early intervention. However, Reichow et.al. (2014) also conducted research on early intervention is essential when a child identified any signs and symptoms of ASD. Early intervention is the first step to support a child with ASD on their development process and their wellbeing. Their diagnosis process, therapies, educational or any other additional support depends on early intervention. However, Table 4, in study no3. Mitchell and Locke (2015) conducted review on how people misconceptions regarding ASD delaying the entire process. Lack of awareness about ASD effecting a child to get early intervention which should be happen as soon as possible. Table 4, In study no. 5, Yu, N., and Farrell (2020) conducted research and reviewed on themes such as; ASD surveys, ASD symptoms, or ASD stigma which are the most common research study themes. However, in study no.2, Chown (2010) focused on more themes such as; ASD people’s vulnerability, risk factors, and the importance of creating awareness regarding ASD.

4.0. Concussion and Recommendation:
The studies included for research demonstrates various aspects related to ASD, few of them associated with the research question, ‘why does lack of awareness cause more difficulties for autistic people living in the UK?’ This paper presented a systematic literature review to assess the reason behind this lack of awareness and to create more awareness among the people living in the UK. in the discussion section of this paper, the studies included reviews and which revels that because these misconceptions about the ASD, the parents, families, or primary caregiver does not know how to treat or deal with an individual with ASD, because of that parents are facing parenting stress and developing mental health difficulties. According to Lang.et.al. (2009) to support children with ASD parents can get training to implement communication interventions. According to Reichow et.al. (2014) individuals with ASD have issues with sleeping, so parents need to have knowledge of how to deal with this circumstance. Health and social care providers can support parents or primary caregivers by providing with the information and basic training which can make their life easier. According to Yu, and Farrell (2020), the stigma of ASD has a significant impact on some parents or family members of a child with ASD or adult with ASD, they believe they are less worthy than others in society. Those with ASD cannot get an equal chance to participate like others, which is not true because The Equality Act, The Disability Act 1995 protects people with ASD or any other disabilities from any kind of discrimination. People are not familiar with the signs and symptoms of ASD which is why individuals with ASD do not get the proper support as their needs require. Delays in identifying ASD symptoms can affect early intervention. It is vital to provide information about ASD among general people, NHS website, GPs can include information on their website or put some posters regarding ASD, people need to be aware that an individual with ASD can lead a normal life just need some assistance and health care support. Which can be useful to create awareness among general people, whenever they identify any signs of ASD symptoms, they must reach out for help as soon as possible.  Parenting a child with ASD is a unique challenge. Parents may feel overwhelmed by the circumstance, therefore recognizing ASD and acknowledgment can make it easier for the family to handle. 
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Figure 1. The prevalence rates of pupils with ASD in each country of the UK in the school years
2010/11 to 2018/2019 [Colour figure can be viewed a wileyonlinelibrary.com]
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