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ABSTRACT
Autism is a development disorder characterized by difficulties with social interaction and communication which also includes restrictive and repetitive behaviour. Individuals who have been diagnosed with autism share different difficulties but all experience this in different ways.  Some individuals who have been diagnosed with autism also have other learning difficulties, mental health or other conditions. With the right help and support that is provided for individuals on the autistic spectrum this can be used to help to live a more independent life of their own choosing. Individuals who are on the spectrum see and hear people differently compared to someone who isn’t on the spectrum. From recent evidence it states that there are around 700,000 autistic people in the UK and this is more than 1 in every 100 that is diagnosed (Ford, Taylor et al, 2017). In relation to this it has shown that people from all nationalities and cultural backgrounds can be autistic, although research shows that it affects more men than women. (Meyer and Zane, 2013). All practitioners from the multi-disciplinary team are key in the impact of assisting and helping individuals that have been diagnosed on the autistic spectrum. 
The main aim of this study is for the research to critically explore into depth the aspects that is the leading cause of children being undiagnosed. Along with the factors that follow on through their life course. 
A second aim would be to consider both positive and negatives effects it has on a child who has unable to have the chance to go through the assessment stage for diagnosis and the repercussions it has on them. 

This study will also be exploring into what cycle of classifications and screening tools are used in education to be able to recognise the individuals who need additional support. 
Overall, the findings from this study are that there are many factors that causes a numerous challenge that implicate the opportunity for screening and assessments. This is due to factors such as the lack of research to support those who show milder symptoms whether that be due to their age, gender or the resources provided. 

From current research evidence has also shown that there is an indication of lack of knowledge from individuals that have been diagnosed from autism due to there not being enough support and help for the individuals during early diagnoses.  Although it has been identified that only recently individuals are only now getting diagnosed sooner and this is due to the progression of the DSM criteria. Furthermore, with continuous progression of the DSM which is now currently DSM 5, will make the chances of those who miss out on the opportunity for assessment less likely. As with current research this can begin to detect what previously was unrecognised to being apart of the criterion but gives light to new knowledge and understanding. 
ACRONYM 
EO

Education Otherwise

LA

Local Authority 
ALN               Additional Learning Needs

DSM               Diagnostic and Statistical Manual of Mental Disorders  

ASD               Autistic Spectrum Disorder 

ALN               Additional Learning Needs
ABA               Applied Behaviour Analysis
1. INTRODUCTION 
The overall idea of this essay is to view in how individuals missed any opportunity to attend assessments and be diagnosed with autism. This assignment will consider the different factors into which may explain how a child’s education and life course is implicated due to not undergoing assessments.
This assignment will be looking into the effects of undiagnosed autism on a child, focusing primarily on the impact it can have on a child and the knock-on effect it will cause on their course of life if autism goes undiagnosed. This will be done by researching articles, journals, educational textbooks and statistics to draw a conclusion on the overall effect it will have on a child. Alongside this, different factors will be considered alongside being undiagnosed, a few examples being gender differences in behaviour and diagnosis, looking into autism in an educational context alongside the experience of education without a diagnosis, and identifying adults with autism.
This subject is important as there are many children that go through education and the start of their life without being diagnosed, which evidence shows has an impact on their education, which will limit their chances for a better life in the future. Statistics also show that even when a child with autism is diagnosed, their educational experience can make an impact on their future. Education is the start of a child’s life, it builds the foundation for their future, a child’s school experience can leave a lasting impression. According to Reid (2011), 34% of children on the autistic spectrum have said that being picked on was the worst part of school, which can have a major impact on a child’s behaviour in school, causing behaviours and resulting in consequences being implemented, as Reid states again, that 17% of autistic children have been suspended from school, with 4% being expelled from one or multiple schools, and 48% being suspended more than 3 times. Reid also released that parents of 63% of children on the autistic spectrum believe their child/children are not in the type of school that would best support them. Following on from this, statistics from The National Autistic Society (2016) show that “only 16% of autistic adults in the UK are in full-time employment, and only 32% are in some form of paid work”. Alongside this, Bancroft et al (2012) stated that only 10% of autistic adults actually receive employment support, despite 53% saying they want that support. It can be clarified that those who do not receive any support or are recognised as being on the autistic spectrum, they miss out on opportunities to progress. Particularly losing out on services that can help them reach their full potential. 
2. LITERATURE REVIEW 
2.1. Introduction 
The understanding of a literature review is to consider where there has been gaps or factors in research which have prevented individuals from being given the opportunity to be assessed and given a diagnosis for autism. The role the autistic spectrum plays are that it has different criteria which individuals can meet which increase in severity of the disorder. It looks at a variety of skills, symptoms and level of impairment (US Department of Human and Health services, 2020). Defining autism, it is a disorder that affects an individual’s social abilities, behaviour, intellectual which are at lower stages than other individuals their own age. It is an impairment that causes for persistent difficulties in an individual’s everyday life (National Autistic Society, 2018). With regards to this, further exploration of how autism is recognised through the cycle of classification and screening tools used, but also how they progressed over the years to help find the correct diagnosis for children on the spectrum. In addition to this, there will be an opportunity to see how some children are not recognised to being on the spectrum due to aspects surrounding the child. (Brisendine A, 2018) considers that there are furthermore aspects that may have influenced how some prognosis are prevented. Evidence has shown this is due to individual’s gender, race and ethnic disparities. Besides what (Brisendine A, 2018) research states, it has been considered how a child’s culture and characteristics within education compromises the opportunities to experiencing the screening process, but with that how it can have some negatives when growing into adults. 
In order to understand what traits an individual holds that puts them on the spectrum, considering the history of autism could be used to see how a child’s behaviour differs from others and how it was recognised as a learning disability. This will also determine on why some children did therefore not have the opportunity to have assessments and what prevented this on happening. Whilst considering what aspects affects assessments and the screening process, another focus of this literature review would be strategies and support that surrounds individuals with additional learning needs (ALN). (Welsh Government, 2018) would bring light with regards to how education and local authorities provides the necessary support needed for each child and how this benefits them. This however could be challenged due to those who have not received the chance to have assessments to determine their possible learning difficulties. In relation to this the use of legislations, policies and theories would bring relevance and understanding to the changes being made within society to recognise individuals who are autistic. 
2.2. Identifying children with Autism 
To be able to understand and identify a child whose autistic, learning from the discovery of the spectrum can distinguish the differences in being able to pinpoint where on the spectrum a child is placed. The autistic spectrum has been around for a long period of time which was even before the 1940’s when Leo Kanner uncovered autism (Feinstien, 2010). According to Jeffery Baker who was professor of paediatrics and history at Duke University in Durham, North Carolina, the history of autism and its diagnostic criteria from beginning to now has taken a less direct path with several detours, unlike other conditions such as claustrophobia or vertigo, where the difference can be drawn as a straight line. Originally, autism was described as a form of childhood schizophrenia along with the result of cold parenting where the child’s parents implicate strict guidelines and rules on how their child should and should not behave. This then moved on to being described as a set of developmental disorders, until they finally described autism as a spectrum condition with various ranges of impairment. The diagnostic criteria have also changed as the Diagnostic and Statistical Manual of Mental Disorders (DSM) is constantly evolving in order to further develop the understanding of autism (Zeldovich, 2018). However, referring back to Leo Kranner he first described autism in 1943, his research considered children who experienced loneliness due to autism, as well as echolalia and the obsessive behaviour of wanting to maintain routine. He also included within this that children who had autism tended to be intelligent and had a high-level memory. Adding to Kanner’s perspective he also viewed Autism as an emotional disturbance but without having any affect on an individual’s cognition. During the 1950s to the 1960s that the only way autism could occur was through deep rooted issues of unemotional mothers. Up to the 1970’s it was thought that for autism to occur within children it would potentially be due to biologically but as well as ingrained in the brain (Zeldovich, 2018). In order to recognise how an individual could potentially be on the Autistic spectrum, Leo Kanner set out criteria to follow the Diagnostic and Statistical Manual of Mental Disorders (DSM) which initially was developed to provide a diagnosis. The main aspects of an individual who could be on the spectrum would; have a lack of interest in other people, communication impairments and also their responses to the environment.  The screening tool that is used in regards to recognise different disorders is the DSM process. The DSM is used to replace childhood schizophrenia and childhood psychosis. The benefits of these assessments are to provide a guide for the educational setting to look who is eligible for educational services. Another theorist who also had the same idea on autism as Leo Kanner was, Eugen Bleuler. Bleuler was the individual who first introduced schizophrenia in 1911 (Herman E, 2019). Within the first DSM the only way that a child was recognised to have a disorder was because of their immaturity and plasticity which comparing to an older child with a mental health disorder it was presented differently. 
During 1968, DSM 11 was published which changed it focus slightly on cognition delay whilst still being associated to schizophrenia. DSM 3 furthered developed and progressed infantile Autism which is separate from schizophrenia. This had six criteria which includes; before two and half years of age, how individuals have discrepancies in their mental capacity or have a slower stage in language development, and also have tenancies to be attached to particular objects (Herman E, 2019). How the process worked was it began to develop and progress after each DSM which would make changes to then create the next stage. This became the process with continuous adjustments made due to new findings and knowledge, which helps to distinguish who is on the autistic spectrum and which criteria they meet. 
Since Kanner’s first interpretation of autism there have since been changes in the approaches and diagnosis. Since the diagnostic and statistical manual being the DSM 4, it is appeared that from current research the new knowledge has allowed for change with regarding DSM 5 (Volmar and Reichow, 2013, P 1-5). Within in the DSM 5 they are illustrating the impact that this decision is likely to have on the composition of the autism spectrum, which might more closely resemble the more classic autism described by Kanner rather than the broader autism spectrum that might be captured with polythetic criteria. With addition to this considers the consequence of requiring all three social criteria could be the cause for delayed diagnosis and as well as a delay with regarding intervening with children whom may not have symptoms until social demands increase (Volmar and Reichow, 2013, P 1-5).  
Research has shown that individuals are entitled to have the screening tests and assessments needed to understand what needs or disorder a person may have. Its shown that it is possible that an 18month old child can show symptoms of being on the Autistic spectrum which initially has to be tested by a professional; doctor, GP or health visitor (USA.GOV, 2020). It is usually the age of three that if a child is showing indicators of autism, they will experience the M-CHAT (Modified Checklist for Autism in Toddlers) (National Autistic Society, 2018).  This assessment is not initially for a diagnosis but are showings signs to be autistic.  However, challenges can be faced as there are many factors affecting a child’s development and many other sensory, physical and mental health conditions that would potentially would have to be assessed further. However, in other circumstances it is understood that some individuals may not recognised to be on the ASD, and this however may not be picked up on until they are older or even an adult because they may not show signs of other accompany learning difficulties (National Autistic Society, 2018). 
2.3. Gender differences in behaviour
When gender is considered and how the behaviours differ from male and female. Some may contemplate how nature and nurture come into play. Although there are clear different biological differences, down to the chromosomes. The biology surrounding the genders and the hormone’s they both produces does often play a part in an individual’s behaviours. These particular hormones are testosterone and oestrogen (Greenwood B, 2017). However, the levels of how much each gender produces do differ. There are many factors that show that there are variances in their abilities. According to a study by (Unknown, 2019), they looked at the low levels of testosterone and high levels of empathy and how they may explain the non-aggression in girls. The study included 139 eight-year-old children. The findings further explained that as girls produce low levels of testosterone but as well as having an increase chance of being more empathetic, they often don’t exhibit as aggressive behaviour compared to males.  Due to the high levels of testosterone and cortisol it is concluded that males tend to display or have an excessive amount of aggression which can be used to explain their boisterous behaviour. The social learning theory by Albert Bandura, can help to explain the ideas surrounding gender differences and behaviour. This approach looks are society as a whole and how an individual uses the environment to adapt themselves (Unknown, 2013). Therefore, consider the differences in gender, the behaviours but also autism as well. There are various factors that affect a child being recognised as being on the autistic spectrum. According to a study by Stanford University School of Medicine (2020), there research has understood that females tend not to exhibit restrictive and repetitive behaviour that males who have autism appear to display (Digitale E, 2020). The discrepancy between the genders is due to the development of the brain. Vinod Menon states, ‘Autism has primarily been studied from the viewpoint of boys with the disorder’. Adding to this evidence begins to look at just males as those children who are diagnosed with high-functioning autism, tend to outnumber girls by four to one. Professionals as such as scientists showed interest in being able to examine the fundamental features of the autistic disorder between the genders, as its been know that females who are possibly are on the spectrum don’t tend to show the typical symptoms of autism but in other ways (Digitale E, 2020). This can explain why a lot of individuals may have the missed opportunity to assessments and diagnosis which implicates their life course and education. 
2.4. Gender differences and diagnosis
Referring back to Leo Kanners interpretation of autism but also Hans Asperger in the 1940s they both believed that it was only males that were affected by autism. But adding to this any studies they had done only included males. Asperger also stated: ‘It may be only chance that there are no autistic girls among our cases or it could be that the autistic traits in females only become evident after puberty (John, 2017). We just do not know’. His comment can be used to comprehend that what research by (Digitale E, 2020) has mentioned it clear that young women are not recognised to be on the ASD until after puberty. It is understood that following criteria to recognise an individual who could possibly be on the spectrum, having repetitive behaviour and have particular interests is vital when associating with autism (John L, 2017). However, clinicians would regularly look for diagnostic criteria which surrounded the typical male interests. In addition to this it is realised girls tend to have different interests, which are comparable to developing young girls such as dolls for example. Though interests’ females tend to have are considered to be socially acceptable. Due to the dissimilarities of behaviours and interests it can be used to explain further how some females tend to miss out regarding having a diagnosis ( John L, 2017). 
(Dworzynski et al., 2012) study recognises also the only way if females were to be diagnosed with autism quicker is if they would have all the same tendencies as other autistic males, this would not ever be the case as it would mean that women and girls would have to have issues with behaviour and intellectual disabilities but is just not in the nature of a females biology.  Therefore, females having a higher intelligence quotient or even less severe symptoms, the likelihood of them going under the radar and missing any possible opportunity for diagnosis is very likely (Van Wijngaarden-Cremers et al, 2014). To evaluate the exact difference between the gender and why initially it causes issues. Females tend to express internally, the following examples include; depression, anxiety and often eating disorders. Where as the opposing side, males express themselves through behaviours like, aggression and hyperactivity (Altman et al., 2016). (John, 2017) suggests that with internalising symptoms it can get misinterpreted and misdiagnosed as those of anxiety, avoidant personality disorder and eating disorders. It is identified that females tend to miss any possible opportunity for screening and assessments due to, many individual women are able to mask their difficulties by demonstrating behaviours that are appeared to be socially acceptable (Bargiela et al., 2016). 
2.5. Educational context 
Autism can be seen to be a hidden disability, that when in an educational setting may slightly go under the radar if in a mainstream school as they have up to 30 pupils in a class. It is estimated that there are more than one in 100 children that are on the autistic spectrum (National Autistic Society, 2018). In order to ensure an individual is able to have there needs met they require the correct resources suitable for that child to in the long run ends up achieving their full potential. When regarding children who have possible ASD, there are key points to understand in order to support them effectively. These points include; Children with autism spectrum disorder (ASD) develop at a different rate and don’t necessarily develop skills in the same order as typically developing children. Children with ASD can find it hard to pay attention to others, communicate, understand other perspectives, and see the big picture. These challenges affect learning and development. When you understand your child’s areas of challenge, you can find the best ways to help your child learn (Unknown, 2006). Correspondingly, to be able to understand a child, there needs and abilities. Observing children and seeing what criteria they are not meeting will help to distinguish who has ASD. Typically understanding gestures and behaviours of a child with ASD may display will benefit when acknowledging who needs extra support. These gestures may be; not being able to keep eye contact, not knowing their names, not smiling or waving or even pointing to receive attention or using that as a way to be able to communicate (Unknown, 2006). 
Additionally, within education to be able to provide the effective support and care for individuals, a relevant legislation is the Children and Families Act 2014. This act looks to establish that children, families and other individuals are able to access the right support and the delivery for their needs to be met (Gov.UK, 2014). Supporting evidence would be the development of the Additional Learning Needs and Education Tribunal (Wales) Act 2018. The key points of this act are to firstly provide the support needed for those of school age and are in further education. Secondly, to stipulate an integrated, collaborative process of assessment, planning and monitoring which facilitates early, timely and effective interventions. Finally, aims to deliver a reliable system that supplies information and advice, which primarily is used to resolve any problems or appeals (Gov.Wales, 2018).
A framework that can be considered in being able to understand inclusion within education is the social and medical model. The medical model considers the differences in natural qualities or the way of being. This particular model observes an individual as a whole not by their condition or diagnosis (Walton and Goddard, p55). This model is an example of the equality act, in the sense that it sees all individuals to be the same and not from their disability, which causes a divide. Adding to this, the social model looks at steps that causes a disabling barrier. The idea of the social model is that society is what possibly disables individuals. This statement is contemplated as society is build upon the needs of those whom are not disabled. The recognition of this model is that there are many adjusts that can be made to remove the barriers those who have ALN face (University of Leicester, 2015). From the point of view of the social model and autism. Those who have been diagnosed with autism may experience different attitudes and other practical barriers within a school setting. An example could be anything that could cause distress on the person. Communication is a large part as sometimes the way someone who has ASD is communicated with is not suitable for them and can be misunderstood, causing a barrier. The medical model with regards to autism, can cause difficulties because for instance their disability is not physical. So, understanding there needs with a condition that is internal can also be a barrier as people may approach them as they would anybody else (Booth J, 2014). However, this is why there is importance for teachers to apply a more person-centred approach, to achieve full potential by understanding each individual (Gosling E, 2018). 
2.6. Education without a diagnosis
To understand how not receiving a diagnosis for ASD, being able to acknowledge how autism affects a person. Someone who experiences high functioning autism may have their life affected in the sense of everyday tasks (National Autistic Society, 2016). The effects of what autism has on a individuals learning is, that some may experiences a slower auditory process which makes it even slower for a response. The capacity one may have been a lot slower than the average normal capacity one should have at their age (Unknown, 2019). This explains process of incoming information occurs one string at a time. The way of thinking can be rigid and uncompromising. The example given is they think in black and white with no colour in between. The impact of this can cause an individual to suffer with anxiety, which causes them to struggle with forming ideas and being creative. Due to the high functioning autism and the factors of this including hyperactivity their abilities to organise and be able to be responsible for their own tasks is proven to be a difficult (Unknown, 2019). 
The impacts on individuals who slip under radar and do not get that opportunity for the screening tests and assessments, it can have many negative effects on the individual. These negatives include; bullying, limited abilities and issues of Medicaid coverage (Garage G, 2016). Bullying can stem from behaviours displayed by individuals. Not having the understanding of why they may act that particular way. There is so much ignorance that surrounds autism (Robinson J, 2013). Some may never really understand the condition and why many who have ASD may not socialise or build relationships with other children (Garage G, 2016). Those who may are not diagnosed with the condition tend to be typically enrolled in mainstream schools (Critchley S, 2016). However, the setback this has on autistic children is that their abilities tend to be a lot more delayed than other peers.  The stigma that is typically attached to children who are ‘different’ is that they are naughty or that they are thick (Sarris M, 2015). Without actually acknowledging someone who fits the criteria for the ASD then they are being neglected which will potentially carry on to their adult life.  
Also not receiving any diagnosis, they not only lose out the understanding of there way of being but also the support that is in place. As it follows an approach that is typically recognised to help those with additional learning needs is the applied behaviour analysis. This therapy allows to help build on skills that can be applied in real life situations. Within this therapy it includes a variety of other approaches and these can be applied into an educational setting for those who need it (Autism Speaks, 2020). 
As a teacher in a mainstream school, usually there is round 30 pupils to a class (Unknown, 2020). Therefore, trying to pick up on particular children who may on the autistic spectrum can be difficult.  Although it may be difficult to provide a diagnosis or refer to the right people, as not many individuals follow the criteria. As already researched, gender differences are a leading cause to why so many miss that chance. Some are as young as 2 that are diagnosed with autism but it is common that many especially females are not diagnosed until they are in further education (Bargiela S, Steward R and Mandy W, 2016). 
2.7. Future prospects and implications of missing diagnosis

To be able to understand the effects of missing a diagnosis, understanding the challenges that autistic people have to face is better in clarifying all together. So, autism refers to a lifelong condition that usually begins to emerge in the early childhood, which is categorised as social and communicative discrepancies that causes a delay within the normal cognitive functioning (Elder, Kreider, Brasher and Ansel, 2017). Although, autism and other additional learning needs are becoming recognised and made more aware.  There still seems to be trouble when having an accurate and timely diagnosis for those who may have not have the typical criteria. Additionally, those who have been diagnosed with being on the autistic spectrum, still experience further difficulties regarding support and other services needed for the child to have the most effective and appropriate interventions needed achieve full potential. The challenges faced of not receiving a diagnosis for ASD leads to neglect and a less of an opportunity to improve their quality of life (Elder, Kreider, Brasher and Ansell, 2017). A familiar theory that can be applied here is Maslow’s hierarchy of needs. His theory aims for self-actualisation but without a diagnosis and individual’s facing daily challenges trying to reach that goal is near off impossible (Hopper E, 2020).  Evidence begins to support that it is of great value by having an early diagnosis and treatment with evidence-based interventions. This would not only improve the quality of life of the individuals but families and guardians also (Elder, Kreider, Brasher and Ansell, 2017). 
2.8. Identifying Adults with Autism
A survey that was done by adult psychiatric morbidity that monitored trends in England’s mental health. Statistics in 2007, looked at the percentage of those who had autism being only 1% (Brugha, T. et al, 2009) (University of Leicester, 2014). Among this research, the department of health cooperated with the developments made on the adult psychiatric morbidity survey APMS which observed closer to the numbers of autistic adults.The study was led by Professor Terry Brugha of the University of Leicester, who also led on autism research for the APMS 2007.  Combining its findings with the original APMS, it found that the actual prevalence of autism is approximately 1.1% of the English population, (The NHS Information Centre, Community and Mental Health Team, Brugha, T. et al, 2012) (National Autistic Society, 2018).

Although, it is known that the age of four is the earliest on where teachers and families can pick up on someone who is on the ASD.  Even though there are many adults that live there lives undiagnosed with autism it can still be a benefit as they will still be able to access services and support. However mild or severe some still go about their everyday lives undiagnosed. A few symptoms that adults may have are; clumsiness, struggle maintaining friendships, discomfort with eye contact (MNT, 2004). These symptoms and more can help understand adults who are on the autistic spectrum. 
Those who seek a diagnosis of ASD, may face challenges as adult their symptoms may have become milder compared to if they were caught in the earlier stages (Penney, 2013).  As an individual grows into an adult, they may be able to mask their symptoms even more as behaviours tend to change. Finally, there is also no established method when diagnosing adults. Furthermore, understanding the benefits getting a diagnosis has is, it can put someone’s mind at ease by being able to explain why the exhibit specific behaviours. It could also allow those a person surrounds themselves with a better understanding and knowledge of ASD (MNT, 2004). 
2.9. Conclusion

‘Educational inclusion… is about equal opportunities for all pupils… it pays particular attention to the provision for, and achievement of, different groups of pupils’ (Ofsted, 2001) (Walton and Goddard, 2012)

This quote can help to explain further in order to provide the right support, resources and services to meet the needs of children. By ensuring individuals are recognised, or are diagnosed with autism the need to be understood in what is best for them is required.  To ensure that those who have additional learning needs tend to be mistreated and or excluded in some circumstances.  For education to provide the appropriate care and support need for individuals, they must consider all the rights of an individual’s (Walton and Goddard, 2013). Abiding by the Equality Act 2010, this helps to diminish possible discrimination (Equality and Human Rights Commission, 2013). This regards females whom lost out the opportunity of having assessments done due to criteria only surrounding male’s typical behaviour (Greenwood B, 2017). Adding a more person-centred approach it will allow for a more individualised outlook. Working with those who have ASD applying a holistic assessment of a person’s cognitive, sensory, motor and communication needs, begins to be a step in a more positive direction. Its essential for those who work with children who are autistic to identify their needs, and understand the best strategies for them from their own perspective (Gosling, 2018). 
From current research there is clear that there are gaps that still remain. The percentage of those that are know to be on the autistic spectrum is just 45%. There still appears that there is still 55% that are undiagnosed (BBC, 2009). There is a need for a clear position for services to support individuals on the autistic spectrum. It is clear that there are many people that are undiagnosed and from previous research within the literature review gender is a fundamental role, along with the screening tools and assessment criteria to learn who has ASD. 
Reviewing research within the literature review, it is clear that there are also many other factors that enlighten to the negatives and positives of receiving a diagnosis. However, it also can be used to explain the impacts it has on them whilst being a child still in school. In addition to this adulthood undiagnosed is also explained which makes it even more difficult to find any possible diagnosis as there is not really any methods for individuals in their adulthood (MNT, 2004). 
3. RESULTS AND DISCUSSION 
3.1. Introduction

From current findings I have noticed that there is a gap in the current literature that has been researched. In relation to this, it has been seen to have become more present that there are qualities that causes children to lose out on the opportunity for the screening tests and assessments, which consequently is depriving individuals of a diagnosis of autism. Whilst considering the (DSM) Diagnostic and Statistical Manual of Mental Disorders, this helps to provide recognition to whom may be on the autistic spectrum and are needing further support within the home and education. These each themes’ below offer wider knowledge and understanding of the main factors that implicate the chance for diagnosis. In addition to this it will also consider different affects that can be caused on a child and their life course, through the negatives missed assessments have. 
3.2. Gender Differences
From researching the literature around autism, it has been proven that for every girl that has been diagnosed with autism, there are roughly four boys that have been diagnosed with the condition (Spectrum, 2015). In relation to this, evidence shows that girls who have been diagnosed with autism get little attention and support and this results in them not understanding what is going on and knowing a lot about the condition. Research that has been shown on the autism spectrum disorder (ASD) is seen to have been grounded within male-dominant samples (DePape A et al, 2012). 
From current theories (John L, 2017) it has been shown that these theories did studies on autism and the outcome of this was that most of the studies were used on males so when trying to diagnose females with autism there wasn’t any evidence to back them up as there was different criteria to diagnose for both male and female (Digitale E, 2017). In relation to this, evidence has shown that due to theories that were made females had been neglected as they weren’t getting diagnosed at the earlier stages compared to males that were (Rynkiewicz A et al, 2016). Therefore, this has had an impact on females over the years as they haven’t been given the right support from the start (Bargiela S, Steward R and Mandy W, 2016). A study that argues with this is that the reason that males get diagnosed quicker than females is that males show the symptoms of autism quicker compared to females. Some of these symptoms that males show is aggression, hyperactively, low attention spam and so on. As in females’ symptoms of autism tend to be suffering from depression, anxiety and eating disorders (Altman et al., 2016). It has also been highlighted that the potential influences of social expectations of children’s behaviour is shown to be that shyness is more tolerated in girls than in boys (John L, 2017). Hence, why this is seen as a trait typically attributed to and expected from females. From other based studies, evidence has shown that the attention to and behaviour from individuals that have been diagnosed with autism may be influenced by the child’s gender (National Autistic Society, 2018). 
In a paper created in 1981 on autism and sex ratios in early childhood. The research discovers that those who have previously been diagnosed of high functioning autism or Asperger’s that there are a possible fifteen times more males than females. Whilst leaving those with autism and other learning difficulties, its further results explain that the ratio was a lot more closer being 2:1 (National Autistic Society, 2018). 

A theory that can be used to help to understand the masking of female behaviour, would be the social leaning theory. Albert Bandura’s theory focuses on how behaviour is adapted by the environment we surround ourselves with. He further explains through observational learning, that children have tendencies to imitate their role models by the behaviour they display. However, whilst regarding gender appropriation, a child will beside the point reproduce particular behaviour that society would see as acceptable for their gender (McLeod, 2016). Bandura’s theory can be used to explain further how females camouflage their behaviours as it is made clear that socially accepted behaviour females tend to demonstrate in society which can cause a delay with regarding a diagnosis for autism, but instead the opportunities are missed.  

3.3. Environmental Influences 
Due to current research it has been proven that a child’s peers’ may play a critical role in how the parents perceive their child, such as different behaviours deviating from the current norms as this results in the importance of social withdrawal (Geelhand, P., Bernard, P., Klein, O. et al, 2019). In relation to this many parents don’t always notice the different signs of autism and carry on everyday life as if everything is fine and the child is just going through behavioural phases (USA.gov, 2019). This can be seen as having a negative impact on the individual as they get older as they haven’t been diagnosed from a young age (Stone W and Turner L, 2005). A study shows that there isn’t enough support for parents to help with the diagnoses of autism which is why they don’t tend to not pick up on the symptoms (Camarata S, 2018). In relation to this, (PRIORY, 2020) agrees and states that the diagnoses of autism should start from a young age for both male and females (Unknown, 2014). Adding on from this, (USA.Gov, 2020) agrees and states that from as early as two years of age when children start going up the milestone’s health visitors and GPs are crucial when deciding on those or detecting symptoms of ASD. Another source that has shown evidence disagrees with this as they state that it is hard to diagnose children from a young age as its harder to diagnose females compared to males due to the different symptoms (Lord C and Luyster R, 2006). 

It has been considered those males and females that are unsociable due to anxiety, the males whom display this particular behaviour often experience rejection by other peers in their class. This consequently causes an individual to experience further emotional difficulties. Its been made present that gender difference has been considered consistent within studies previously mentioned above. Additionally, to this, those males who experience anxiety and other emotional difficulties, they tend to go against any specific gender norms society has (Lopez, O, Schneier, F, et al 2008). In fact, whether either child of each gender demonstrate anxious behaviour as well as attention seeking or aggression then the line between the genders are diminished and they are usually equally likely to be excluded by other peers (Björkqvist K, 2018). However, those who are possible excluded from the behaviours they display, it is usually the opportunity that teachers and parents would take to raise concern and seek for further advice. From recent findings it can somewhat explain why autistic young girls and women are more likely to receive a diagnosis for ASD timely if they were to exhibit more aggressive behaviour (Glatter R, 2015). 
In regards to this, the education system can also have an impact on supporting the individual both positively and negative. Furthermore, more peers that could influence this in a negative way is the support within schools. Due to not having the right support within education evidence has shown that both females and males have suffered through education as they haven’t had the right support to help them (Miller C, 2020). For example, having a one to one within the classroom to help address the situation and put different techniques in place to help with the different strategies that could be put into place (Achievement for All, n/d). In relation to this, (Nagy J and Vilela M, 2020) argues that due to the funding the pressure on a teacher to help give the right support to everyone within the classroom is really hard to maintain especially when behaviours are taking place and there isn’t enough funding to be able to support the individual properly (Tickle L, 2017).

Furthermore, from the education system not being able to get the right help and support for the individuals who have yet to be diagnosed to have autism can have a negative impact on their home life and overall holistic development (Mcilroy T, 2020). Resulting in this from not noticing the signs between the different genders it is easier to diagnose a male compared to a female as a male’s symptoms is more physical and vocal compared to a woman who suffers in silence (John, 2017). 
Statistics have deliberated Brugha’s survery in 2009 has discovered that adults in homes in England are predicted that just 1.8% of men and young men are known to be diagnosed of autism. On the other hand, women and girls are only surveyed to be 0.2%. In 2015, the ratio of men to women supported by The National Autistic Society’s adult services was approximately 3:1, and the ratio of boys to girls in where as charity or public schools were approximately 5:1. Furthermore, just in 2017, Loomes and other researchers looked into further information and data. In which this proves to show the current gap in research is closing as the ratio was found to be 3:1 (National Autistic Society, 2018). The answers to why the gap shrinkage could be occur as referring back to (Volmar and Reichow, 2013, P 1-5) the only possible way for those to be recognised to being on the spectrum is from the updated versions of the DSM screening tools and assessments. As previously mentioned, the opportunity for progression of the DSM and from the new knowledge and research, this has developed more reliable criteria by recognising those who don’t fit previous criteria but are actually on the autistic spectrum. Females are a large part of the change in criteria as their symptoms are typically different from males. 
3.4. Funding/ strategies 

Relevant strategies that professionals tend follow when working with an individual who has autism may vary. Following on these professions may be an; occupational therapist, speech therapy, ABA, Social Class Skills, picture exchange communication system (PECS) and Therapeutic Horseback Riding (Brennan D, 2019). As educational settings tend to receive funding if they are council run, there are usually support put into place for individuals who need further support. The funding will only be given once an EHC assessment is done on a pupil. The EHC are plans in place that include the all vital information on child from there needs but potential support needed (Child Autism UK, N/D). Following on from the Children and Families Act 2014, this plays a part regarding decisions of support and funding, as this legislation aims to ensure that all individuals are able to access the right support and provision for there needs (Autism Education Trust, 2014). 
3.5. Educational Context 
Since Leo Kanners discovery of autism and recognising autism as a disorder. It has swayed individuals’ behaviours and attitudes through the new knowledge and understanding (Cohen, 2015, P1329-1330). Leading on to the fluctuating perceptions, from new current research done on this disability, people have adapted their way of thinking.  There have been many studies that have examined the variety of attitudes towards autism through rigorous research. (Parks and Chitiyo, 2010) current study’s main focus what teacher’s attitudes towards autistic children and it is believed from the findings that the outlook appears to be positive. 
In order to support teachers when working someone who is on the autistic spectrum, the Welsh Government created the Additional Learning Needs (ALN) and Educational Tribunal Act was passed in January 2018. The purpose is fundamental when supporting those with ALN.  It also provides those who are teachers because all information required about a child is written up in an individual development plan (IDP). An IDP is usually only developed for those who have severe and more complex needs. Input can also come from other professionals out of the educational setting to develop an IDP (Welsh Government, 2019). This would consist of multi working agency with regards to those individuals surrounds themselves with and the input that they give. 

However, there are many positives and negatives to multi working agency. The positives, would include that by following every child matters policy to ensure that the children’s trust model of practice that involves all professionals in the health and social care sector as well as education to provide what is needed to protect and deliver the best possible outcomes for individuals (Atkinson, Jones and Lamont, 2017). On the other hand, the negatives that can occur in this instance would be the lack of communication, which can be classed as abuse and cause further problems with staff and other professions (Abbey’s projects, 2016). To argue the purpose of the multi-disciplinary agency, without them further support needed for children with ASD to access different services can be difficult just from a teacher’s role (National Disability Authority, 2012). Therefore, those who are diagnosed still remain to be implicated regarding opportunities for further support. However, those who are not recognised to be on the spectrum can be majorly affected as they lose out the opportunities to access services and support (MENCAP, N/D).  
The (National Disability Authority, 2012) begins to explain how the attitudes of a teacher can slightly less positive through the pressures they face. Using additional learning needs schools, it can be used to understand the pressures faced by teachers as they do not just become responsible for the children but teacher assistants also. Those whom work with in areas that require such high level of skill when collaborating and organisational expertise. It will be clear from this that, unless there is a degree of collaboration, it is unlikely that such a variety of individuals will be engaged as effectively as they might in meeting the needs of the individual child with special educational needs (National Disability Authority, 2012). 

Challenging behaviour can be used to detect whether someone may possible be on the autistic spectrum. The typical behaviours are aggression and hyperactivity. Having a criterion to use to detect autism, a teacher could use this to their advantage for an early prognosis and to put them forward to having screening and assessments done.  (Catapano, 2020) suggests that if a child supresses their feelings and emotions, it can hinder their ability to grow as an individual and assist in behavioural issues as they may feel it is their only way to express how they are feeling. However, this can occasionally be a challenge, especially in education as there are multiple children in one room for one teacher to manage, limiting their ability to aid one child at a time in expressing how they are feeling. This can begin to cause problems within a child and can affect them in other ways such as being; anxious, depressed or even suffer with eating disorders. To be able to work effectively as a teacher whilst remaining to have a positive outlook, having training to allow for awareness of autism whilst building on knowledge will provide details in how to work effectively. Training on this topic is designed to also to find a better solution to effectively support individuals with ASD within a school setting. It also brings light to what specific behaviours and issues experienced on the regular. As a teacher aiming to support their students in achieving more than their capabilities, accommodating learning rounds those who have specific challenges, allows for inclusion. Furthermore, it helps to understand and be able to engage in their learning to being the best that they can be (High Speed Training, 2020). 
3.6. Conclusion
There seems to be a correlation with regards to undiagnosed of autism and other possible mental health issues. There is an estimate of 40% who show symptoms of anxiety. There is a further 20% of individuals in general that suffer with depression with or without autism. However, the National Autistic Society 2018 states the experiences of depression is seen to be a common within autistic people (National Autistic Society, 2018). Its seen previously within the essay that those who are undiagnosed are affected in some way or another with in education. The negative impact this has is that many lose out on the opportunity for further help and resources to be able to have their needs met (Stanford, 2017). 
However, it has been made clear that those who have also received a diagnosis still tend to suffer with access to services. Although, the Children’s and Families Act 2014, is issued to ensure that many are allowed access to services and are not discriminated against (Gov.UK, 2014). Although in support of this act the Equality Act 2010, aims to support that many get equal opportunities also (Gov.UK, 2013). Whereas on the other hand, with supporting legislation to ensure all get the equal opportunities and are not denied access, there are underlining issues with this because other factors come into play such as funding and furthermore.  
Those who grow into adults still diagnosed tend to miss out the benefits of an early childhood diagnosis which helps to benefit child development. At the same time those who are later diagnosed in their adulthood, tend to not show the same symptoms as they would as a child. It has been discovered that many adults tend to show milder symptoms which can make it difficult for any possible assessment or diagnosis. (Rudacille, 2011) research explains the impacts that may also be experienced by those in their adulthood. The study suggests that many struggles trying to fit into society due to the lack of social and communication difficulties. Overall, early intervention has the likelihood of altering their life courses. Nonetheless, within today’s society and our children, until a child is to reach maturity can be proven to be difficult when providing behavioural inventions at a young age that can amend an individual’s life path (Rudacille, 2011). 
Whilst understanding the approach (Rudacille, 2011) has on adults, (Humphries, 2010) supports on having early childhood diagnosis as it allows for earlier interventions to take place. It agrees to referrals to the correct professionals whilst seeking the appropriate services and strategies that are used to support.  There are many other benefits to early childhood diagnosis as it does not just improve a child’s life but also the families. It provides knowledge and advice on autism and begins to explain possible ways to help with their children’s development (Humphries, 2011). 
4. CONCLUSION AND RECOMMENDATIONS 
To conclude, research has shown that there is a gap in the findings that allows individuals to miss out on opportunities for assessment and diagnosis of autism that implicates a child’s life course and education. Throughout the literature review it has been made present that there seem to be many factors that cause implications on individuals who go through life without a diagnosis. These factors include; gender differences, the DSM criteria, symptoms individuals have and furthermore. 

A large factor that causes a lot of individuals to not receive early childhood diagnosis is gender. It is understood through Leo Kanner and Hans Asperger’s that the large reason as to why girls and women are less likely to receive any opportunity to be recognised as being on the spectrum is if they displayed male like symptoms (Dasimen, 2018).  It is known that females are able to mask their behaviours as they express themselves as what is seen to be socially acceptable behaviour which differs from males who are diagnosed autistic (Hull, L., Petrides, K.V. & Mandy, W, 2020). Research gathered has also explained many females do not get recognised until later within further education if not at all. What should be recommended in order to accommodate all gender is the understanding the differences each characteristic both genders with autism hold by having separate criteria. Although it has been majorly adjusted since Kanners first interpretation of autism, there needs to be some sort of early childhood criteria for females who do not show as severe symptoms but is detected earlier on before they begin to grow into adults and find their place in society which can cause issues on in their adulthood through problems with mental health (Geschwind, 2009). 
Another factor that is recognised to cause implications is the DSM which provides criteria to notify who is possibly on the autistic spectrum. Findings on this subject, is quite positive with regards to that after each DSM its always being progressed from new findings (The Children's Hospital of Philadelphia, 2016). Its an on going process but however opposingly many individuals are lost in this process. As the criteria they many have for each one many not cover all symptoms of autism as there is a variety. So, therefore extensive research and studies are needed to close the gaps between those who are diagnosed and those who are not and that would be a recommendation to further progress and to allow an individual to have an explanation on why they behaviour and feel a particular way. 
Regarding education, they play a large role in noticing those who are showing specific attributes to many who are autistic. They are crucial in detecting in an early point in a child’s life and with that hey can receive early childhood assessments. However, disregarding training that teachers have in being able to provide support and detect pupils who are on the autistic spectrum. From other factors mentioned within the literature review there are many aspects that can implicate a teacher to recognise specific pupils with ASD. 
Although there is continuous research that continues to develop with supporting individuals who has ASD or are displaying symptoms there will always remain to be cases of those who have been implicated and lost the opportunity for the screening and assessment process. There will always remain to be a gap in research. 
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 6 APPENDICES
6.1. APPLICATION FOR ETHICAL APPROVAL
In order for research to result in benefit and minimise risk of harm, it must be conducted ethically. A researcher may not be covered by the University’s insurance if ethical approval has not been obtained prior to commencement.

The University follows the OECD Frascati manual definition of research activity: “creative work undertaken on a systematic basis in order to increase the stock of knowledge, including knowledge of man, culture and society, and the use of this stock of knowledge to devise new applications”. As such this covers activities undertaken by members of staff, postgraduate research students, and both taught postgraduate and undergraduate students working on dissertations/projects.

The individual undertaking the research activity is known as the “principal researcher”.

Ethical approval is not required for routine audits, performance reviews, quality assurance studies, testing within normal educational requirements, and literary or artistic criticism.

Please read the notes for guidance before completing ALL sections of the form.

This form must be completed and approved prior to undertaking any research activity. Please see Checklist for details of process for different categories of application.  

Delete the Guidance Notes at the end of the form BEFORE submitting your application

SECTION A: About You (Principal Researcher)

	Full Name:
	Ami Louise Jones 

	Tick all boxes which apply:


	Member of staff:
	☐
	Honorary research fellow:
	☐

	Undergraduate Student
	☒
	Taught Postgraduate Student
	☐
	Postgraduate Research Student
	☐


	Faculty/School/Centre:
	Yr Athrofa (SPYC)


	Campus:
	Carmarthen

	E-mail address:
	1501510@student.uwtsd.ac.uk

	Contact Telephone Number:
	07447703733

	For students:

	Student Number:
	1501510

	Programme of Study:
	BA Social Studies

	Director of Studies/Supervisor:
	P Morgan


SECTION B: Approval for Research Activity

	Has the research activity received approval in principle?

(please check the Guidance Notes as to the appropriate approval process for different levels of research by different categories of individual)
	YES
	☒
	NO
	☐

	
	Date

	If Yes, please indicate source of approval (and date where known): Approval in principle must be obtained from the relevant source prior to seeking ethical approval
	Research Degrees Committee
	☐
	

	
	Faculty Research Committee
	☐
	

	
	Module Supervisor

P Morgan 
	☒
	30.03.2020


SECTION C:  Internal and External Ethical Guidance Materials

	Please list the core ethical guidance documents that have been referred to during the completion of this form (including any discipline-specific codes of research ethics, and also any specific ethical guidance relating to the proposed methodology).  Please tick to confirm that your research proposal adheres to these codes and guidelines.

	UWTSD Research Ethics & Integrity Code of Practice

	☒

	UWTSD Research Data Management Policy
	☒

	BSA
	☒


SECTION D: External Collaborative Research Activity

	Does the research activity involve collaborators outside of the University?
	YES
	☐
	NO
	☒

	If Yes, please provide the name of the external organisation and name and contact details for the main contact person and confirmation this person has consented to their personal data being shared.as part of this collaboration.

	Institution
	N/A



	Contact person name
	N/A



	Contact person e-mail address


	N/A

	Has this individual consented to sharing their details on this form?
	YES
	☐
	NO
	☒

	Are you in receipt of a KESS scholarship?
	YES
	☐
	NO
	☒

	Is your research externally funded
	YES
	☐
	NO
	☒

	Are you specifically employed to undertake this research in either a paid or voluntary capacity?
	Voluntary
	YES
	☐
	NO
	☒

	
	Employed
	YES
	☐
	NO
	☒

	Is the research being undertaken within an existing UWTSD Athrofa Professional Learning Partnership (APLP)
	If YES then the permission question below does not need to be answered.
	YES
	☐
	NO
	☒

	Permission to undertake the research has been provided by the partner organisation
	(If YES attach copy)

If NO the application cannot continue
	YES
	☐
	NO
	☒


Where research activity is carried out in collaboration with an external organisation

	Does this organisation have its own ethics approval system?
	YES
	☐
	NO
	☒

	If Yes, please attach a copy of any final approval (or interim approval) from the organisation

N/A




SECTION E: Details of Research Activity

	Indicative title:
	Living with Autism: childhood to adulthood

	Proposed start date:
	16th October 2019
	Proposed end date:
	1st May 2020

	Introduction to the Research (maximum 300 words)

Ensure that you write for a Non-Specialist Audience when outlining your response to the three points below:

· Purpose of Research Activity
· Proposed Research Question

· Aims of Research Activity

· Objectives of Research Activity

Demonstrate, briefly, how Existing Research has informed the proposed activity and explain

· What the research activity will add to the body of knowledge 
· How it addresses an area of importance. 

	Purpose of Research Activity

The objective of the research activity is to consider building on my own understanding and knowledge on the chosen subject. This being is to recognise further the effects of children going through education undiagnosed with autism and how this has a knock-on effect as they develop onto becoming adults. This is where themes will be used to break down the question by critically discussing in detail the different aspects there is regarding children’ missed opportunities for assessment and diagnosis. 

 (this box should expand as you type)

	Research Question

How does missed opportunities for assessment and diagnosis of autism implicate a child’s life course and education. 
(this box should expand as you type)

	Aims of Research Activity

· An aim for the research is to critically explore into depth the aspects that is the leading cause of children being undiagnosed and the factors that follow on through their life course. 
· A second aim would be to consider both positive and negatives effects it has on a child who has unable to have the chance to go through the assessment stage for diagnosis and the repercussions it has on them. 

· Exploring into what cycle of classifications and screening tools are used in education to be able to recognise the individuals who need additional support. 



	The objectives: 

The objective is to assess the areas where children have unknowingly been missed due to factors in education or an individual’s aspects. 

· Researching into what is used to diagnose individuals can be an influence as to why an individual’ needs have not been acknowledged. Whether this may be due to the person or if the screening tools are to be developed and adapted further. 
· Exploring into detail how the difference in genders makes in the process of identifying an individual being on the autistic spectrum. 

· Carrying out research that reflects on what educational strategies are in place to support individuals who are autistic. 

· To begin to understand what support is needed for autistic students, exploring and developing on knowledge of what autism is and history, will be the foundations to being able to apprehend why may individuals may not get diagnosed. 

(this box should expand as you type)

	Proposed methods (maximum 600 words)

Provide a brief summary of all the methods that may be used in the research activity, making it clear what specific techniques may be used. If methods other than those listed in this section are deemed appropriate later, additional ethical approval for those methods will be needed.

	Articles and journals: these would be suitable to use as a research method as they are always updated. They can also be used to compare where change has been made, therefore seeing where areas have been improved allowing to build on existing knowledge and understanding. To also support this as being a reliable source, literature reviews are intended to define and summarise the questions. Using its different formats of literature reviews, such as; theoretical, argumentative, integrative, systematic and narrative (Research methodology, 2019). These are beneficial in backing and building up any point made whilst using current sources information. 

Research Methodology. (2019). Types Of Literature. Available: https://research-methodology.net/research-methodology/types-literature-review/. Last accessed 27th Mar 2020.
Government policies and procedures: government policies and procedures are crucial when it comes to social sectors. Using them would be beneficial in being able to see where support has failed but also where and why they are important to someone who is on the autistic spectrum. Government policy and procedures need to be followed to enable me to use them as a method. This will be an additional technique allowing for learning and growth by looking more in depth into the chosen subject. 

Books: By using books as a research method is to be able to investigate a chosen subject in more depth. A book will cover areas to a chosen subject that I may not know or would have considered thinking about. The benefits of books are that you can find a book that will be appropriate for a question which will have a variety of information which will be valuable when writing a long piece of work on one subject.

Relevant websites: Academic websites as a technique is acceptable as they cover many different sectors where you can dive deeper into a subject finding relevant research. Using academic websites are essential as they make researching more convenient but also because they are always updated regularly.

‘if we knew what it is we were doing, it would not be called research would it?’ (Einstein, N/D) 

The understanding of this quote is that research is important. It helps with expanding an individual’s knowledge and understanding which is beneficial in life. 

Williams. D F (2008). Stuttering Recovery: Personal and Empirical Perspectives. London: Taylor and Francis . p 16.
(this box should expand as you type)


	Location of research activity

Identify all locations where research activity will take place.

	Desk and computer/laptop based. University, library and home

(this box should expand as you type)

	Research activity outside of the UK

If research activity will take place overseas, you are responsible for ensuring that local ethical considerations are complied with and that the relevant permissions are sought. Specify any local guidelines (e.g. from local professional associations/learned societies/universities) that exist and whether these involve any ethical stipulations beyond those usual in the UK (provide details of any licenses or permissions required). Also specify whether there are any specific ethical issues raised by the local context in which the research activity is taking place, for example, particular cultural and/or legal sensitivities or vulnerabilities of participants.

	N/A

(this box should expand as you type)


	Use of documentation not in the public domain: Are any documents NOT publicly available?   

	NO
	☒

	
	YES
	☐

	If Yes, please provide details here of how you will gain access to specific documentation that is not in the public domain and that this is in accordance with prevailing data protection law of the country in question and England and Wales.

N/A

(this box should expand as you type)


SECTION F: Scope of Research Activity

	Will the research activity include:
	YES
	NO

	Use of a questionnaire or similar research instrument?
	☐
	☒

	Use of interviews?
	☐
	☒

	Use of diaries?
	☐
	☒

	Participant observation with their knowledge?
	☐
	☒

	Participant observation without their knowledge?
	☐
	☒

	Use of video or audio recording?
	☐
	☒

	Access to personal or confidential information without the participants’ specific consent?
	☐
	☒

	Administration of any questions, test stimuli, presentation that may be experienced as physically, mentally or emotionally harmful / offensive?
	☐
	☒

	Performance of any acts which may cause embarrassment or affect self-esteem?
	☐
	☒

	Investigation of participants involved in illegal activities?
	☐
	☒

	Use of procedures that involve deception?
	☐
	☒

	Administration of any substance, agent or placebo?
	☐
	☒

	Working with live vertebrate animals?
	☐
	☒

	Other primary data collection methods, please explain in this box

For example, ‘focus groups’. Please indicate the type of data collection method(s) in this box and tick the accompany box.
	☐
	☒

	Details of any other primary data collection method:

(this box should expand as you type)
	
	


If NO to every question, then the research activity is (ethically) low risk and may be exempt from some of the following sections (please refer to Guidance Notes).
If YES to any question, then no research activity should be undertaken until full ethical approval has been obtained. 

SECTION G: Intended Participants

	Who are the intended participants:
	YES
	NO

	Students or staff at the University?
	☐
	☒

	Adults (over the age of 18 and competent to give consent)?
	☐
	☒

	Vulnerable adults?
	☐
	☒

	Children and Young People under the age of 18? (Consent from Parent, Carer or Guardian will be required)
	☐
	☒

	Prisoners?
	☐
	☒

	Young offenders?
	☐
	☒

	Those who could be considered to have a particularly dependent relationship with the investigator or a gatekeeper?
	☐
	☒

	People engaged in illegal activities?
	☐
	☒

	Others (please identify specifically any group who may be unable to give consent) please indicate here and tick the appropriate box.


	☐
	☒

	Other – please indicate here:

(this box should expand as you type)
	
	


	Participant numbers and source

Provide an estimate of the expected number of participants. How will you identify participants and how will they be recruited? 

	How many participants are expected?


	N/A

(this box should expand as you type)

	Who will the participants be?


	N/A

(this box should expand as you type)

	How will you identify the participants?
	N/A

(this box should expand as you type)


	Information for participants:
	YES
	NO
	N/A

	Will you describe the main research procedures to participants in advance, so that they are informed about what to expect?
	☐
	☐
	☒

	Will you tell participants that their participation is voluntary?
	☐
	☐
	☒

	Will you obtain written consent for participation?
	☐
	☐
	☒

	Will you explain to participants that refusal to participate in the research will not affect their treatment or education (if relevant)?
	☐
	☐
	☒

	If the research is observational, will you ask participants for their consent to being observed?
	☐
	☐
	☒

	Will you tell participants that they may withdraw from the research at any time and for any reason?
	☐
	☐
	☒

	With questionnaires, will you give participants the option of omitting questions they do not want to answer?
	☐
	☐
	☒

	Will you tell participants that their data will be treated with full confidentiality and that, if published, it will not be identifiable as theirs?
	☐
	☐
	☒

	Will you debrief participants at the end of their participation, in a way appropriate to the type of research undertaken?
	☐
	☐
	☒

	If NO to any of above questions, please give an explanation 

	N/A

(this box should expand as you type)


	Information for participants:
	YES
	NO
	N/A

	Will participants be paid?
	☐
	☐
	☒

	Is specialist electrical or other equipment to be used with participants?
	☐
	☐
	☒

	Are there any financial or other interests to the investigator or University arising from this study?
	☐
	☐
	☒

	Will the research activity involve deliberately misleading participants in any way, or the partial or full concealment of the specific study aims?
	☐
	☐
	☒

	If YES to any question, please provide full details 

	N/A

(this box should expand as you type)


SECTION H: Anticipated Risks

	Outline any anticipated risks that may adversely affect any of the participants, the researchers and/or the University, and the steps that will be taken to address them. 
If you have completed a full risk assessment (for example as required by a laboratory, or external research collaborator) you may append that to this form.  

	Full risk assessment completed and appended? 

N/A
	Yes 
	☐

	
	No
	☒

	Risks to participants

For example: emotional distress, financial disclosure, physical harm, transfer of personal data, sensitive organisational information

	Risk to Participant:

N/A

(this box should expand as you type)
	How will you mitigate the Risk to Participant

N/A

(this box should expand as you type)

	If research activity may include sensitive, embarrassing or upsetting topics (e.g. sexual activity, drug use) or issues likely to disclose information requiring further action (e.g. criminal activity), give details of the procedures to deal with these issues, including any support/advice (e.g. helpline numbers) to be offered to participants. Note that where applicable, consent procedures should make it clear that if something potentially or actually illegal is discovered in the course of a project, it may need to be disclosed to the proper authorities

	NA

(this box should expand as you type)

	

	Risks to investigator

For example: personal safety, physical harm, emotional distress, risk of accusation of harm/impropriety, conflict of interest

	Risk to Investigator:

The risk may be upsetting due to struggles faced by individuals.

(this box should expand as you type)
	How will you mitigate the Risk to Investigator:

Ask for support and guidance from lecturer and student services. 

(this box should expand as you type)

	University/institutional risks

For example: adverse publicity, financial loss, data protection

	Risk to University:

1. Publishing inappropriate content 
(this box should expand as you type)
	How will you mitigate the Risk to  University:

1. Attend regular supervision 
(this box should expand as you type)


	Disclosure and Barring Service

	If the research activity involves children or vulnerable adults, a Disclosure and Barring Service (DBS) certificate must be obtained before any contact with such participants.
	YES


	NO


	N/A



	Does your research require you to hold a current DBS Certificate?
	☒
	☐
	☐


SECTION I: Feedback, Consent and Confidentiality

	Feedback

What de-briefing and feedback will be provided to participants, how will this be done and when? 

	N/A

(this box should expand as you type)

	Informed consent

Describe the arrangements to inform potential participants, before providing consent, of what is involved in participating. Describe the arrangements for participants to provide full consent before data collection begins. If gaining consent in this way is inappropriate, explain how consent will be obtained and recorded in accordance with prevailing data protection legislation.

	N/A

(this box should expand as you type)

	Confidentiality / Anonymity

Set out how anonymity of participants and confidentiality will be ensured in any outputs. If anonymity is not being offered, explain why this is the case. 

	N/A

(this box should expand as you type)


SECTION J: Data Protection and Storage

In completing this section refer to the University’s Research Data Management Policy and the extensive resources on the University’s Research Data Management web pages (http://uwtsd.ac.uk/library/research-data-management/).
	Does the research activity involve personal data (as defined by the General Data Protection Regulation 2016 “GDPR” and the Data Protection Act 2018 “DPA”)?
	YES
	NO

	“Personal data” means any information relating to an identified or identifiable natural person (‘data subject’). An identifiable natural person is one who can be identified, directly or indirectly, in particular by reference to an identifier such as a name, an identification number, location data, an online identifier or to one or more factors specific to the physical, physiological, genetic, mental, economic, cultural or social identity of that natural person.
	☐
	☐

	If YES, provide a description of the data and explain why this data needs to be collected:

	N/A

(this box should expand as you type)

	Does it involve special category data (as defined by the GDPR)?
	YES
	NO

	“Special category data” means sensitive personal data consisting of information as to the data subjects’ –
(a) racial or ethnic origin,
(b) political opinions,
(c ) religious beliefs or other beliefs of a similar nature,
(d) membership of a trade union (within the meaning of the Trade Union and Labour Relations (Consolidation) Act 1992),
(e) physical or mental health or condition,
(f) sexual life,
(g) genetics,
(h) biometric data (as used for ID purposes),
	☐
	☐

	If YES, provide a description of the special category data and explain why this data needs to be collected:

	N/A

(this box should expand as you type)


	Will the research activity involve storing personal data and/or special category data on one of the following:
	YES
	NO

	Manual files (i.e. in paper form)?
	☐
	☒

	University computers?
	☐
	☒

	Private company computers?
	☐
	☒

	Home or other personal computers?
	☐
	☒

	Laptop computers/ CDs/ Portable disk-drives/ memory sticks?
	☐
	☒

	“Cloud” storage or websites?
	☐
	☒

	Other – specify:


	☐
	☒

	For all stored data, explain the measures in place to ensure the security of the data collected, data confidentiality, including details of password protection, encryption, anonymisation and pseudonymisation:

	N/A

(this box should expand as you type)

	All Data Storage: N/A

	Will the research activity involve any of the following activities:
	YES
	NO

	Electronic transfer of data in any form?
	☐
	☒

	Sharing of data with others at the University?
	☐
	☒

	Sharing of data with other organisations?
	☐
	☒

	Export of data outside the European Union or importing of data from outside the UK?
	☐
	☒

	Use of personal addresses, postcodes, faxes, emails or telephone numbers?
	☐
	☒

	Publication of data that might allow identification of individuals?
	☐
	☒

	Use of data management system?
	☐
	☒

	Data archiving?
	☐
	☒

	If YES to any question, please provide full details, explaining how this will be conducted in accordance with the GDPR and DPA (and/or any international equivalent):

	N/A

(this box should expand as you type)

	List all who will have access to the data generated by the research activity:

	N/A

(this box should expand as you type)

	List who will have control of, and act as custodian(s) for, data generated by the research activity:

	N/A

(this box should expand as you type)

	Give details of data storage arrangements, including security measures in place to protect the data, where data will be stored, how long for, and in what form. Will data be archived – if so how and if not why not.  

	N/A

(this box should expand as you type)

	Please indicate if your data will be stored in the UWTSD Research Data Repository (see https://researchdata.uwtsd.ac.uk/ ).   If so please explain. (Most relevant to academic staff) 

	N/A

(this box should expand as you type)

	Confirm that you have read the UWTSD guidance on data management (see https://www.uwtsd.ac.uk/library/research-data-management/)


	YES
	☒

	
	NO
	☐

	Confirm that you are aware that you need to keep all data until after your research has completed or the end of your funding
	YES
	☒

	
	NO
	☐


SECTION K: Declaration

	The information which I have provided is correct and complete to the best of my knowledge. I have attempted to identify any risks and issues related to the research activity and acknowledge my obligations and the rights of the participants.

In submitting this application I hereby confirm that I undertake to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice

	Signature of applicant:
	A. L. JONES
	Date:

09/10/19




For STUDENT Submissions:

	Director of Studies/Supervisor:
	
	Date:

	Signature:
	
	


For STAFF Submissions:

	Head of School/Assistant Dean:
	
	Date:

	Signature:
	
	


	Checklist: Please complete the checklist below to ensure that you have completed the form according to the guidelines and attached any required documentation:

☒
	I have read the guidance notes supplied before completing the form.

	☒
	I have completed ALL RELEVANT sections of the form in full.

	☒
	I confirm that the research activity has received approval in principle

	☐
	I have attached a copy of final/interim approval from external organisation (where appropriate)

	☐
	I have attached a full risk assessment (and have NOT completed Section H of this form) (where appropriate)  ONLY TICK IF YOU HAVE ATTACHED A FULL RISK ASSESSMENT

	☒
	I understand that it is my responsibility to ensure that the above named research activity will meet the University’s Research Ethics and Integrity Code of Practice.

	☒
	I understand that before commencing data collection all documents aimed at respondents (including information sheets, consent forms, questionnaires, interview schedules etc.) must be confirmed by the DoS/Supervisor, module tutor or Head of School.

	☒

	I have deleted the guidance notes before submitting the PG2 for consideration


	RESEARCH STUDENTS AND STAFF ONLY

All communications relating to this application during its processing must be in writing and emailed to pgresearch@uwtsd.ac.uk , with the title ‘Ethical Approval’ followed by your name.

You will be informed of the outcome of your claim by email; therefore it is important that you check your University and personal email accounts regularly.


STUDENTS ON UNDERGRADUATE OR TAUGHT MASTERS PROGRAMMES should submit  this form (and receive the outcome) via systems explained to you by the supervisor/module leader.

This form is available electronically from the Academic Office web pages: http://www.uwtsd.ac.uk/academic-office/
Application Process

All staff research projects and all research students must submit the Ethical Approval Form to the University Ethics Committee via the Academic Office (pgresearch@uwtsd.ac.uk).   Staff research directly in relation to personal study for taught undergraduate or Masters programmes should be submitted via the Faculty procedures explained below.

Taught masters and taught undergraduate research Ethical Approval Forms are considered within Faculties.  Faculties will provide details of the specific processes for this.  Where the Ethical issues within any single ethical application are of particular concern the Faculty will refer these to the University Ethics Committee.   Any student activity that involves the collection of primary data needs to undergo Ethical approval, this includes assignment work as well as dissertations.   

Notes for guidance in completion of this form

Section A:  About You

Please complete all relevant sections

Section B:  Approval for research activity

Research proposals must be approved in principle before applying for Ethical Approval.  The proposal approval only becomes final when the ethical approval is received.  

The process for proposal approval varies according the individual and programme of study:
· Research students, by application on form PG1 to the Research Degrees Committee

· Taught students by review of research proposal within Faculties (Faculties provide specific details of these processes)

· Staff, by agreement by the Head of School/Assistant Dean

Section C:  External Ethical Guidance materials

Many discipline areas are required to operate with the discipline specific codes of research ethics (for example health, psychology, education etc.), any such codes must be listed and you must tick to confirm that you have consulted with these.

Section D:  External Collaborative Research Activity

Provide details of the external collaborative partners, where appropriate you might want to submit a copy of the external collaboration agreement with the Ethical Approval Form.  If the partner requires the research to be subject to its own internal Ethical approval process then please provide details of that process and a copy of any final (or interim) approvals received from the organisation.

Section E:  Details of Research Activity

Remember that the individuals reviewing this Ethical Approval Form may not have seen your research proposal, and also may not be experts in the specific area of your research.  The information provided should therefore be jargon free and clearly stated.

Indicative Title:  please use the same title as used on the research proposal.

Purpose:  the Ethical approval process will want to ensure that the methods you propose are adequate and appropriate to address the research aims and objectives.  Excessive additional data collection can be seen as unethical.

Proposed Methods:  the Ethical approval process seeks to ensure that you understand the methods that are intended, and that the implementation of those methods will be appropriate and without unnecessary impact on respondents.  This section must explain how the methods described will lead to the collection of necessary and sufficient data, but not excessive data.  Please be specific.

Location:  this needs to mention geographical location and also local situation (for example, within Local Authority Offices in Cardiff, using a private room but close to other individuals).  If you are collecting data within an organisational setting then you need to explain the permissions that you have obtained to do this.

Research Activity outside of the UK:  please complete this section in detail, and note any guidance you have received.  Also describe your own familiarity (or not) with the location that you will be utilising.

Section F:  Scope of Research Activity

Please tick ALL of the research activities that might be undertaken.   If any additional types of activity are intended then please add an extra box and describe these.

If you have answered no to all questions in F then sections G and J do not need to be completed.  Section H should be considered, and may be completed.  Signatures are still required in section K.

Section G:  Intended Participants

Please tick all categories that might apply.

Numbers & Source:  if you are using a series of different methods or research activities please list numbers for each stage/phase.  Be clear about how you will find respondents.   Will you use intermediaries, and if so how?  How will you ensure compliance with your sampling strategy?

Information for participants:  all participants should be appropriately informed about the research, what is expected of them and what will happen to the information that they provide.  The Ethical review process does not ask to see this documentation, but requires this to be reviewed and approved by the Director of Studies in the case of research students, the supervisor/module tutor in relation to students on taught programmes and the Head of School/Assistant Dean in relation to staff research.

Section H:  Anticipate Risks

All research carries some level of risk.  The answers you provide to questions in this section will be reviewed to ensure that you have an appropriate understanding of the type of risks involved and how you can mitigate against these risks. If you have completed a full risk assessment, as required for example for laboratory work, field work, clinical tests, diving operations, or by a collaborative partner, you may append that to this form.  In that case, please tick the box indicating this has been provided.  You will not then be required to complete Section H.

Risk to participants   Think very carefully about how your actions/questions/discussions might affect the people you are involving as participants.  You might identify the risk as small but it would still be a risk.  Many types of question have the potential to make respondents less content with their life / job; you need to recognise and try to ameliorate any such effects

If these are business owners, time with you may reduce profit.  

In some locations physical risk is very real to both participants and yourself, please consider this.

Risk to you, the researcher   Think about where you will meet people, if there are any dangers involved in the location.  If you are meeting people as individuals think about using a public place.  In general do not visit people in their own homes or remote locations.  If you are talking to individuals about certain issues think about how their responses might affect you emotionally.  What about the risk of collecting insufficient data?

Risk to the University   When undertaking your research, you are acting as a member of the University (student or staff).  Professionalism is important, so it is important to be well organised and well prepared. Punctuality, clarity etc. are all part of this.  What will you do to ensure this?  You must ensure you do not harm the good name of the University in any way and do nothing to undermine the reputation of the research it conducts and sponsors.  Upholding high standards of conduct and integrity are vital in this regard. You must also conduct the research in such a way to minimise the potential for claims of negligence made against the University, its researchers and any collaborating individual or organisation. In this respect you should always comply with ethical, legal and professional frameworks, obligations and standards as required by statutory and regulatory authorities, as well as the university’s Research Integrity and Ethics Code of Practice.  Research misconduct in this respect can take many forms, including:

· fabrication: making up results or other outputs (eg, artefacts) and presenting them as if they were real

· falsification: manipulating research processes or changing or omitting data without good cause

· plagiarism: using other people’s material without giving proper credit

· failure to meet ethical, legal and professional obligations: for example failure to declare competing interests; misrepresentation of involvement or authorship; misrepresentation of interests; breach of confidentiality; lack of informed consent; misuse of personal data; and abuse of research subjects or material

· improper dealing with allegations of misconduct: failing to address possible infringements such as attempts to cover up misconduct and reprisals against whistle-blowers

Adverse Outcomes.  Think carefully about the possibilities, and cover here

Section I:  Feedback, Consent and Confidentiality

Feedback to participants:  outline your approach.   Will interview transcripts be shared with respondents to check accuracy?  Will summaries of questionnaire analysis be made available to respondents in some way?   Will an overview report be provided?  How and when?

Informed consent:   Draft letter / e-mail / or heading (or footer) section of questionnaire must be approved by DoS/supervisor (if research student), supervisor/module tutor if taught student, or Head of School / Assistant Dean if a member of staff.

Confidentiality/Anonymity.  Explain clearly how you will ensure confidentiality and anonymity.

Section J:  Data Protection and Storage

Before completing this section it is necessary to read the University’s Research Data Management information.   The questions that follow are designed to ensure compliance with the Data Protection Act as well as established research protocols.

Many research activities will involve electronic transfer of data and use of data management systems in the summarisation and analysis of data.  You will need to explain these in relation to compliance with the Data Protection Act.

Think carefully about who will have access to your data, this will include supervisors and examiners. Also that a thesis will be made available via the University library and the British Library system.  If you are seeking an access bar for a period of time after completion then mention it here.  If you will provide a copy of your findings, or intend to give a presentation, to a facilitating/ supporting/accessing organisation then explain that in this section.  But also think about the general principle of data sharing, as explained in the Research Data Management information.

In terms of storage of data please ensure security, and also mitigate against loss of data.

Section K:  Declaration

Ensure the appropriate countersignatures have been provided

Look carefully at the checklist and ensure that you comply with and tick all that are relevant to your research.
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