Autistic Spectrum Disorder:
Gender and Diagnosis
Josie Evans
SJSS6005
May 2018
Yr Athrofa
CONTENTS 
2CONTENTS


ABSTRACT
3
ACRONYM
4
1.
INTRODUCTION
5
2.
LITERATURE REVIEW
8
2.1.
Introduction
8
2.2.
Autistic Spectrum Disorder: Definitions and Historical Perspectives
8
2.3.
Autistics Spectrum Disorder: The Diagnostic Process
20
2.4.
Autistic Spectrum Disorder: Current Context and Gender    

            Representations
26

2.5.
Conclusion
28

3.
RESULTS AND DISCUSSION
30
3.1.
Introduction
30
    3.2.     Results and Discussion…………………..………………………………..30

    3.3      Conclusion …………………………………………...……………………37

4.
CONCLUSION AND RECOMMENDATIONS
38
5.
REFERENCES
40
6.
APPENDICES
45
6.1.
Appendices 1 Baron-Cohen’s AQ Scale ………………………….……..46
6.2.
Appendices 2 Ethics Form ………………………………….....…………51
    6.3      Appendices  3 Dissertation Declaration Form …………………….……66
ACKNOWLEDGEMENTS 

I would like my supervisor Caroline Lohmann-Hancock for her advice and support. 
I would also like to my student support Ian Showell and Colyn Pugh for their patience.
ABSTRACT
This dissertation will be looking at the historical foundations as to why females are under-represented in the diagnostic process when being assessed for autistic spectrum disorders. After outlining the historical perspective it will look at the most relevant theories regarding the autistic mind and diagnostic procedures. It will argue that the diagnostic procedures need to be more sympathetic to the characteristics that autistic females present and that there is a social and health consequences for those that remain undiagnosed.  
1. INTRODUCTION 
There has been an influx of new literature and research being carried out which seeks to find a response as to why there is still a gender disparity within receiving an autism diagnosis. The National Autistic Society (NAS) estimates that there are currently 700,000 people with an autism diagnosis in the UK; this equates to about 1 in every 100 of the population. However, although they provide an estimated number of people with the condition, they also speculate that around 2.8 million people are directly affected by the autism diagnosis (NAS, 2018). However, these statistics also show that the figures between genders fluctuate from between 16:1 and 2:1 dependant on whether a person is high function, or low functioning, although the most common figure used is a ratio of 4:1. Therefore, Females have historically been underrepresented, and although the disparity may not be as large as previous years the current interest into looking at this subject shows that it is an important one to cover and explore in more depth. 
This dissertation will look at the historical importance and the impact surrounding the detection of autism, and how the way autism has been defined and the way in which it is detected amongst females. It will look at the gender bias that has only recently become apparent, but has been ever-present from the early days of autism diagnosis. This bias has informed clinical diagnosis up to the present day.  It is only recently that research is being focussed on how and why females display differently to males (Bargiela, Steward & Mandy, 2016; Gould, 2017). 
There will be consideration of the diagnostic tools used by clinicians and how essentially, they are neither sympathetic enough to pick up on females (Attwood, Garnett & Rynkiewicz, 2011); or not be being used sympathetically enough during the diagnostic process. This is because many of the traits associated with autism are masked or camouflaged by females so they are less noticeable in social situations (Wing, 1981b). 
This under representation of females being diagnosed also has social and health implications, therefore it is essential to gain an accurate diagnosis at an appropriate age. This will allow them to access the appropriate help and support to learn coping strategies and to better understand themselves (Kirkovski, Enticott & Fitzgerald, 2013). Bargiela, Steward & Mandy’s (2016) study also highlighted the emotional and social cost of older females who only obtained a diagnosis later in life and how this has affected them through their lives. 

The impact of not gaining an accurate diagnosis can be life altering for the females involved as they are having to hide their social awkwardness and difficulties, they will struggle to maintain friendships and relationships, are prone to switching between jobs and not feeling fully settled or satisfied. Judith Gould, a key figure in autism research, in her recent paper of 2017 ‘Towards understanding the under-recognition of girls and women on the autism spectrum’ stresses how a missed diagnosis can have a negative impact on a female’s mental health and well-being and has been identified as a major issue amongst academics. Those females who receive a late diagnosis are also equally at risk as by the time they receive the diagnosis, they have missed out on much needed help and support that could have enabled them to flourish within the education setting, afforded them the skills to hone in on their strengths rather than focus on their weaker abilities (such as personal interactions, developing and maintaining friendships) (Gould, 2017). 

2. LITERATURE REVIEW 
2.1  Introduction

This literature review will demonstrate how historically females have been under the radar when it comes to being diagnosed on the Autism Spectrum Disorder (ASD). It will be shown how early detection and diagnosis laid the groundwork for what and how clinicians perceived  autism should present itself and that this was based on the male stereotype.  Those theories which are relevant and important in the world of autism that explain how they see the world differently from non-autistic people are outlined, before an overview of the tools used in the diagnostic process is undertaken. There will then be an overview of those experts who are critical of how these tools are used, which affects the diagnosis of females.  

2.2 Autistic Spectrum Disorder: Definitions and Historical Perspectives 

The term autism was first coined by psychologist Eugen Bleuler in 1911 in his book Dementia Praecox Oder Gruppe der Schizophrenien.  Bleuler (1911) deﬁned autism as “detaching oneself from outer reality along with a relative or absolute predominance of inner life”. Bleuler used the term autism within his schizophrenia research and as a reference to certain behaviours and symptoms, therefore the term became associated with mental retardation or mental illness.

Dr Leo Kanner (1943), an Austrian psychiatrist, redefined the meaning of the term autism and its association with mental illness; he focused his research and the use of the word solely on children. He associated the term with children he believed to be emitting signs of withdrawal, seemingly living within a shell, and who were nonverbal, and those who appeared to become agitated in social settings and avoided, what was considered to be, normal social contact (Gadia, 2004). Dr Kanner removed autism disorder from the mental illness classification and this meant that receiving a diagnosis of autism would no longer be associated with mental illnesses or childhood schizophrenia.

Because of Kanner’s breakthrough the term autism was also removed from the realm of mental retardation, a term that has now become almost obsolete (Shepard, 2010). Dr Kanner thought that a diagnosis of autism would only be a rare disorder that afflicted only a few children, and that those affected did not quite fit into the previous categories of mental illness/retardation, a term that Kanner was trying to move away from. Along with the recategorization of the condition he also believed that those children affected could be cured with treatment (Faras et al, 2010).  “Kanner disliked labels and the inevitable dehumanization that seemed to come with them, ironically the solution to the label problem was the creation of new labels” (Shepard, 2010). Kanner developed the term ‘infantile autism’, but later research now suggests that Kanner and Asperger’s work may have merely been studying opposite ends of what is now known as the Autistic Spectrum. Therefore Kanner was probably seeing autistic children showing more severe social effects, or low functioning individuals (Pearce, 2005).
Dr Hans Asperger was a doctor with another viewpoint on the condition. In 1944 the Viennese child psychologist wrote a paper entitled, ‘Die Autistischen Psychopathen im Kindesalter’ (Asperger, 1944), which has been translated as ‘Autistic psychopathy in childhood’ by Frith (1991 cited in Frith (ed), 1991). His publication was written and printed in German so his work was little known until Lorna Wing popularized the term Asperger’s in a 1981 paper Autism: A Clinical Account (Wing 1981a). Up until this point Western medicine was unfamiliar with the idea of Aspergers (Happe & Baron-Cohen, 2015). In Asperger’s original work, a group of four boys was studied resulting in the identification of consistent behavioural patterns shared in each of the study subjects, which included:
‘a lack of empathy, little ability to form friendships, one-sided conversation, intense absorption in a special interest, and clumsy movements’ (Attwood, 2007).

He defined these behaviours, abilities and characteristics as ‘autistic psychopathy’ which is derived from the Greek words for self (autism) and psychopathy (personality disease (Schriber et al, 2014).  
Asperger was committed to his belief that many of the children he had recognised as having autistic tendencies in childhood, would achieve a level of greatness in their adulthood, as he viewed the children as having special talents and observed uncanny skills at building and complex systems understanding (Shepard, 2010). He had referred to children with autistic symptoms as “little professors” because they were not unintelligent and could talk about a topic they enjoyed in great depth and detail and recall most facts associated with the topic. He followed one of his protégés into adult life and he was proved correct, as Fritz V (a child subject from the study, later became a successful professor of astronomy and had solved an error within Newton’s work that he had originally spotted when he was a child (Feinstein, 2010). Hans Asperger’s more positive portrayal contrasts strikingly with Leo Kanner's description of autism, with many of the individuals he studied being especially talented in certain areas, it is likely that he was studying individuals who were high functioning in modern terms (Pearce, 2005). 
Because the terms mentally retarded and mentally ill were no longer applicable, there was a need for a theory to explain the occurrence of these conditions. In a 1943 paper Kanner mentions a “lack of parental warmth” from both parents and later in 1949 mentioned “cold mothering” (Kanner, 1943; 1949); however, his main philosophy was that the conditions he was observing in the individuals was due to “inborn disturbance” (Shepard, 2010). These initial ideas were expanded upon and developed into the “refrigerator Mother” hypothesis by Bruno Bettelheim who wrote a variety of papers through the 1950s and 1960s. He explained the symptoms described in many autistic individuals were a result of “refrigerator mothering” and there are accounts of parents being treated very poorly when bringing their children for treatment as a result of Bettelheim’s theory, and instances of professionals blaming parents for the conditions they were treating (Maurice, 1994).
Bettelheim was convinced that the autistic tendencies and behavioural traits were a result of a lack of nurturing in the child’s environment, he attributed blame to the mother’s inattentiveness and maternal coldness.  This maternal coldness became the reason that babies did not bond with their mother and the reason that autism was present in an individual. This theory with its blaming of mothers who had offspring on the autistic scale has persisted within our culture (Pollack, 1997). Bettelheim revised and considered previous works by Kanner (1943; 1949) where he suggested that the parents (mainly the mother) were at fault. He deduced from this, the symptoms which he believed reinforced his theory, these symptoms or traits of a child’s atypical behaviour included: slow or slurred speech, difficulty forming coherent sentences, ritualistic repetitive rituals, difficulty maintaining eye contact, lack of warmth towards their parents/siblings and complete self-isolation (Bettelheim, 1967; Tustin, 1992). 
Bettelheim, and much subsequent research, focused on the nurture aspect and its relationship to autism and failed to take into account the biological aspects of the condition. The lack of parental warmth noted by Kanner (1949) was likely due to the lack of social reciprocation from the child, while Bettelheim pushed this theory to the extreme, actively blaming mothers and their lack of parental warmth and attributing this as the reason these individuals were displaying autistic behavioural traits (Gordon, 2012).  Bettelheim became so convinced about his theory that he often failed to recognise that many of the mothers he was blaming had other children in their family who were not displaying autistic behavioural traits and were essentially raised by the same parents within the same environment. Both he and Kanner, and others who followed their work, failed to acknowledge the fact that these same parents had successfully raised children who were not on the spectrum (Douglas, 2014) 
This theory was reinforced so much that prominent authors in this field were often very cold towards what they believed was the cause of the condition they were treating - the mother of the individual. Kanner even went on to conduct an interview in a 1960 Time Magazine, describing mothers of autistic children as “just happening to defrost enough to produce a child”, and similarly Bettelheim was in many cases critical of mothers who brought their children for treatment (Feinstein, 2011). One of Bettelheim’s treatments was to enforce a parent-ectomy upon the family, essentially removing the child from their parents and placing them into a care environment. This was done as he believed the placement of the subject (child) in a loving family would fix the condition (Durbin & Mandas, 2010). It is apparent that throughout his research, that his hypothesis put the blame solely on the mother with a total disregard for any other biological or environmental factors (Murray, 2012). 
Bernard Rimland became one of the first opponents to actively speak out about Bettelheim’s theory; Rimland was not only a psychologist, but a parent of a child with an autism diagnosis (Shepard, 2010). He was perturbed by Bettelheim placing the blame of an autism diagnosis on the parents, in particular the mother, and so, using his professional status, he decided to fight back against these claims (Cohmer, 2014). In 1964 he published his book entitled Infantile Autism: The Syndrome and Its Implications for a Neural Theory of Behavior (hereafter Infantile Autism). His book proposed another theory of the causes of autism and he pioneered new research and came up with the first theory that proposed a biological condition was the cause of autism (Rimland, 1964). Understandably his book caused some controversy between the two as Bettelheim believed that Rimland was specifically targeting and undermining his work (Silverman, 2004). Rimland’s theory was the first work to actively seek a biological link to autism and his book also addressed other issues that he deemed important such as, the diagnosing process, genetics, cognition and the possibility of neurological damage (Waltz, 2013; Shepard, 2010). 
In Chapter 3 of his book, Rimland explained his argument as to why autism was more consistent with biological factors as opposed to a psychological one. He made valid arguments to support his theory by pointing towards documented facts, such as the ratio of boys affected compared to girls. He noted that most siblings were not diagnosed with autism and he believed that the traits of autism were more comparable to children with some form of brain damage, and that children who are diagnosed with autism have usually been dissimilar to what is considered ‘normal’ from birth (Rimland, 1964). 
Other professionals took note of Rimland’s point that Bettleheim’s theory was not backed-up by research and supporting evidence of a psychogenic (experience-based) view of autism. Rimland also mentioned the genetic link, as corresponding evidence reported a higher occurrence of autism in identical twins in comparison to fraternal twins, thereby backing up the biological-basis argument for the cause of autism. He followed up this work in 1969 with a paper Psychogenisis versus Biogenisis. This looked further into the nature versus nurture theories (Edelson, 2018; Rimland, 1969). Rimland concluded that this higher incidence was because identical twins shared the same sack inside the womb and essentially have identical genetic makeup. 

Later, Rimland made the suggestion that there was an overlap between genetic and environmental factors and that this was the likely cause of autism; this is still believed to be the case (Sanua, 1986). 
In the chapter entitled The Conceptual Impairment, Dr. Rimland wrote: “It is possible to trace its diversity of symptoms and manifestations to a single critical disability: The child with early infantile autism is grossly impaired in a function basic to all cognition: the ability to relate new stimuli to remembered experience.” Basically, he argued, rather convincingly, that those on the autism spectrum have much difficulty relating what is currently happening in their surroundings to their past experience (Edelson, 2018).

Rimland also hypothesised that the reticular formation (one certain area of the brain) could be the primary dysfunction site, the reticular formation’s specific function is to filter stimuli, regulate attention and arousal and control the sleep wake cycle. Rimland believed that if this was impaired then it could be the underlying cause of autism. Although subsequent autopsies carried out on the brainstem have not supported his hypothesis, Rimland may have (unbeknown to him) laid the foundations for the neuro-scientific theories and research that have since been conducted (Rimland, 1964).
Therefore, how we look at and define autism has changed over the years. Currently, the NICE (2014) paper ‘Autism Guidance’ defines it as: 

A lifelong developmental disability that affects how people communicate and interact with others. It is a spectrum condition, meaning it affects people in different ways. People with autism may experience differences and impairments in reciprocal social interaction and social communication, combined with restricted interests and rigid and repetitive behaviours. In addition, people with autism frequently experience a range of cognitive, learning, language, medical, emotional and behavioural problems. These can include a need for routine and difficulty understanding other people, including their intentions, feelings and perspectives.

This definition has a two-pronged focus, on social communication and interaction, and restricted and repetitive behaviours as opposed to the previous model of the triad of impairments, the one impairment that is no longer being used as a specification for autism is imagination and flexibility of thought. 
The triad of impairments theory was the brainchild of Lorna Wing & Judith Gould (1979) and their theory has been hailed as both a ‘clinical and theoretical breakthrough’ Dr Eric Fombonne, who is the current director of the Autism Research Center at Oregon Health and Science University a renowned Professor and Author was quoted as saying  
The ‘triad’ brought clarity and coherence to otherwise very heterogeneous and seemingly unrelated clinical phenomena, it paved the way for the recognition of high-functioning forms of autism, and it had a lasting impact on nosographies, and diagnostic and assessment methods (Fombonne, cited in Happe & Baron-Cohen, 2014).

Lorna Wing was a pioneer within the field of autism research, up until her death in 2014.  Alongside formulating the triad of impairments, Wing was also the first person to appreciate that autism was a spectrum of disorders; she considered autism dimensionally and realised that it affected people of all ages and abilities as well as different socio-economic backgrounds. One of her favorite sayings was that ‘Nature never draws a line without smudging it.’ Autism is now widely acknowledged as a spectrum disorder and this was largely because of Wing’s insights and the way her research was directed (Gerrard, 2006; Happe & Baron-Cohen, 2014). 
Simon Baron-Cohen (1999) is a leading expert within the field of ASD.  In his book The extreme male-brain theory of autism, he identifies the similarities between those traits typically associated with being male and those traits that are often seen within the autistic spectrum. He also came-up with a theory about how the brain can be separated into two functions, systemizing and empathizing. Each function can be broken down and simplified: systemizing is defined as 
The drive to analyze or construct systems that follow rules. It also involves being able to predict the behavior of a system (as opposed to predicting or understanding the behavior of other people)
Whilst empathizing is defined as 
The drive to identify another person's emotions and thoughts, and to respond to these with appropriate emotion. It also involves being able to predict the behavior of people (Baron-Cohen, 1999; Foden & Anderson, 2010). 
These traits, he argues, can be attached to genders, with people considering systemizing being a typically male style and empathizing being associated as a female trait (Baron-Cohen, 2009). His theory hypothesised that, in autism, sufferers could manifest in an extremely male way due to the fact that autism is characterised in a very systematic way, as opposed to an empathetic approach (Sommers, 2009; Baron-Cohen, 2003). 
There are also traits which Baron-Cohen (2003) believed can be connected with gender through the development stage. He suggested that typically developing males have particular strengths in mathematics and spatial reasoning and an ability to differentiate the details within a complex whole. It was also noted that males are at a relatively higher risk of developing a language impairment, while they have lower levels of empathy and are generally more disadvantaged when it comes to social-judgment tasks (Baron-Cohen, 2003; Baron-Cohen & Hammer, 1997). 
Sommers (2009) suggested that boys typically excel in mathematics tests and tasks which involve having a more systematic approach for two reasons - biology and environment. Her paper ‘The science on women and science’ points out the gender ratio divide within mathematical, scientific and motor industries, is not being misogynistic or discrimination, but reiterates Cohen’s (1997, 2003) stance that females are more prone to empathising and less systematising. However, Sommer’s paper seems to have little evidence to back-up her biological argument, although she does provide statistical evidence to support the environmental argument. 
It has been suggested that the differences in approach between systemizing and empathizing are the result of fetal exposure to testosterone (Baron-Cohen, 2002). Higher amounts of fetal testosterone appear to predict higher scores on the ‘systemizing quotient’ and lower scores on the ’empathy quotient’. All this could also explain why autism is also often seen as more common in males. 

Baron Cohen suggests that many ASD behaviours can be regarded as extreme examples of traditional male strengths and weaknesses. His argument is that if a typical male is good at processing detail, then those on the spectrum would be extraordinarily good at it, whilst perhaps struggling to see the whole picture. Likewise, if neuro-typical men are traditionally seen as having less empathy than women, those on the spectrum would find empathy and social judgements very difficult (Baron-Cohen, 2003). 
This ties in closely with Baron-Cohen’s (1985) ‘Theory of Mind’ explanation that describes those on the autistic spectrum as lacking the ability to make sense of the world around them, particularly the behaviour of other people. This has been demonstrated to be the case with the ‘Sally-Anne Test’ in which Sally places a marble in her basket and then leaves the room. While Sally is out the room, the marble is taken from the basket by Anne who puts it inside her own box. The observer is then asked where do you think Sally will look for her marble when she comes back into the room? The autistic child usually fails to put themselves in the shoes of Sally (who has no idea the marble has been moved) and so guess incorrectly that Sally will look in Anne’s box, thereby showing that they fail to understand Sally’s perspective; hence they lack Theory of Mind. In general, those on the spectrum give atypical and incorrect responses when asked to describe the mental state and motivations of others (Baron-Cohen, 1985). However, Halladay et al (2015) state that there has been little research into the reasons behind the disparity and the argument may therefore not be as straightforward as Baron-Cohen suggests.
In terms of ASD and gender, Mclellan et al (1993) reported that impairment of boys with ASD was far worse than girls with ASD in regards to early social developmental terms. A meta-analysis by Van Wijngaarden-Cremers et al (2014) suggests that females display fewer severe symptoms of repetitive and stereotypical ASD behaviours and that this factor could be considered as a particular phenotype of ASD. Kirkovski et al (2013) also suggests that ASD in females presents a new phenotype of the condition, which is not currently recognised in many diagnostic criteria, as it is often based on knowledge of male phenotypes of the ASD condition, leading to many females being missed in the diagnosis process as the criteria is based on a male-biased ASD criteria.  
Additionally, girls with ASD have been found to be better at, and more interested in social interactions (Attwood, 2007) and are reported to be more prone to imaginative play than boys with ASD (Knickmeyer et al, 2008); they also often display special interests that are more socially accepted. These findings may act as a mechanism to create an impression of successful socialisation in girls to mask ASD symptoms once the subjects enter the diagnostic process (Kopp and Gilberg, 1992). 
This understanding about the gender differences and the possibility of a new female ASD phenotype has led to the need for diagnostics and screening that is inclusive of females and this apparent female ASD phenotype, therefore, Kopp and Gilberg (1992) went on to develop a screening questionnaire ‘The autism spectrum screening questionnaire-revised extended version (ASSQ-REV)’ which aims to be more sensitive to features of ASD that are known to be present in females. This particular screening tool is not commonly known or used within the UK as it originated in Sweden and was found to be an inaccurate tool in regards to what it aimed to achieve. The way the questions were written and the subsequent differences within the answers given by boys and girls meant that up to 70% of girls could still be missed as they were perceived to not have social difficulties (autism-connect.org, n.d).

2.3 The Diagnostic Process
The World Health Organisation (WHO) developed the International Classification of Diseases (ICD) in 1948 and subsequently published ICD-6; since then the ICD has been revised in a series of further publications to reflect the further advances in health and medical science (Widiger et al, 1991; WHO, 1980). The current version is used in more than one hundred countries worldwide and has been cited more than twenty thousand times in various scientific articles and is the longest-lasting version in ICD history without a major revision. Although ICD-10 was endorsed in May 1990, it was not until 1992 when the publication was released. It has been in use for twenty-five years and never fully revised, although it has been substantially updated to include new categories such as emerging disease entities and characteristics (REF). 
The Diagnostic and Statistical Manual of Mental Disorders (DSM) is better known and more widely used by practitioners such as psychologists during the diagnosis process (APA, 2018). The DSM 5 introduced the term Autistic Spectrum Disorder (ASD) in 2013, and subsequently subsumed Asperger’s syndrome under the ASD umbrella which ranges from High Functioning to Low Functioning with Asperger’s coming under High Functioning Autism (Badone et al, 2016). In contrast, the previous DSM IV classified Asperger’s Syndrome as a condition in its own right. The argument for the change was that the DSM IV missed out on and was inconsistent in its diagnostic criteria (Attwood, 2007). 
The DSM is one of the most commonly used diagnosing tools (Stein, Lund and Nesse, 2013), however, it has been argued that this one tool by itself is not a good enough indicator to gauge an appropriate diagnosis (Stein, Lund and Nesse, 2013; Volkmar and Reichow, 2013). Allen Frances, who was Chair of the DSM-IV Task Force and highly influential during its production, was one of the first to vocalise his concerns about the proposed revision of the document. He was quoted in a British Medical Journal editorial as saying that there would be, 
…grave consequences of ‘false positive epidemics’ of disorders that would be constituted through inappropriate usage of new diagnostic entities; in so doing, DSM-5 would ‘expand the territory of mental disorder and thin the ranks of the normal (Frances, 2010).
The DSM 5 has come under scrutiny for apparently becoming less about the diagnostic process and more about the pharmaceutical companies and economy. The American Psychological Association (APA) has been called a money hungry organisation, due to the fact that it no longer allows authors to cite or define any disorder within the manual without paying a fee for every mention (Rief & Martin, 2014).  There have also been accusations that it has been written by people who had no academic or psychological background, or experience with writing diagnostic criteria. The DSM 5 is accused of being full of ‘egregious writing mistakes and ambiguous wordings that will make many of its diagnoses inherently unreliable and inaccurate’ (Frances, 2013, cited in, Schroeder, et al, 2013).
The Autism Diagnostic Interview (ADI) was first developed by Le Couteur et al (1989) and later revised in 1994 (Lord et al), and became known as ADI-R. It is a standardized, semi-structured clinical review for caregivers of children and adults. The revised version contains fewer questions than the original, but still contains ninety-three. This somewhat smaller list was designed to make the interview process more practicable for clinicians, researchers and those being interviewed (such as parents). In 2006 another version of the ADI-R was developed for toddlers, although this was primarily used for research purposes, the demand for age appropriate diagnostic instruments increased, which then prompted a fully developed diagnostic algorithm aimed at toddlers and young children (normally under the age of five) (Kim & Lord, 2012). 
The ADI-R is currently published by Western Psychological Services and is still used today as a diagnostic tool. The National Institute for Health and Care Excellence (NICE) ‘Autism spectrum disorder in adults: diagnosis and management guidelines’ (2012) section 1.2.8-1.2.9 specifically mentions using the ADI-R during the diagnosis process (NICE.org, 2016). King’s College in London considers the ADI-R to be one of the gold standard clinical diagnostic instruments for assessing autism in both children and adults, it uses this as one of the tools to train their psychiatric students (kcl.ac.uk, 2018). 
The ADI-R comprises of a comprehensive interview which focuses on behaviours within three main areas: qualities of reciprocal social interaction, communication and language, and restricted and repetitive, stereotyped interests and behaviours (Gilberg, Nordin & Ehlers, 1996).  LeCouteur, Lord and Rutter, 2017 point out that it measures items relevant for treatment planning, such as self-injury and over-activity. Responses are marked according to how the carer describes the child’s behaviour, questions are organised around content area such as communication and reciprocal social interaction, and definitions of all behavioural items are provided. Each area is further broken down into specific behaviours to allow for more detailed responses (LeCouteur, Lord and Rutter, 2017).  
In 2001 Baron-Cohen, along with colleagues and fellow academics at the Autism Research Centre in Cambridge, devised the Autism Quotient (AQ) scale (see appendix 1). The aim of the scale was to determine whether adults of relatively average intelligence displayed signs of being on the autistic spectrum. It is comprised of 50 questions and, although it is used amongst many as a self-diagnosis tool, it is also used as a screening tool among clinical practitioners (Baron-Cohen, et al, 2001). The AQ scale has also been redeveloped for children and adolescents, but still remains a 50 question document aimed at the parents of children aged between 4-11 to quantify autistic traits in children and further assist in the process of gaining a diagnosis (Auyueng, et al, 2007).

The Autism Diagnostic Observation Schedule-Generic (ADOS-G)  is an assessment that incorporates the triad of impairments: communication, social interaction, and imaginative play. It is used for individuals who are suspected of being on the spectrum. The ADOS is appropriate for use with children and adults at all levels and 

is comprised of four modules, designed for both adults and children with a range of developmental and communication levels, including nonverbal and fluent (Lord et al, 2000). The examiner uses the activities in the Schedule to observe whether certain behaviours, identified as important in diagnosing autism, have occurred or not. It is useful in diagnosis across all spectrum levels (Bishop & Norbury, 2002).
There are a large number of papers that have found an overlap of symptoms which are not only present in autistic children, but also in other conditions, this is known as comorbidity. Comorbidity has been defined as the co-occurrence of two or more disorders in the same person (Matson & Nebel-Schwalm, 2005). Comorbidity in regards to autism was a subject that had not been clearly covered in the same way as other conditions such as attention deficit hyperactivity disorder (ADHD), depression, anxiety and eating disorders, (Lewinsohn, Striegel-Moore, & Seeley, 2000; Caron & Rutter, 1991). 
When the subject of comorbidity has been broached within the context of autism, it is usually associated with intellectual disability/learning disability (ID; LD). This is because autism and ID/LD conditions normally co-occur and the particular symptoms of autism such as language delay, increase the severity of ID/LD (Wing & Gould, 1979). However, autism symptoms can also overlap with other conditions including dyspraxia and dyslexia as well as ADHD, these conditions are all defined as neurodevelopmental disorders of childhood, which continue into adulthood, these conditions do not just disappear, although they can become more manageable as a child develops into an adult (Richardson & Ross, 2000). 
Due to the DSM 5 subsuming Asperger’s and autism into one umbrella spectrum disorder, most practitioners are reclassifying their Asperger’s diagnosis as either low functioning (LF) or high functioning (HF) autism (Tsai & Ghazuiddin, 2014). Although the DSM 5 does not use these terms, practitioners are using their own knowledge and skill base to determine which category a child falls into. HF autism covers what was previously known as Asperger’s syndrome; this is where people are closer to what is considered “normal” to their LF counterparts. HF are considered to be better speakers, better able to manage in an academic setting and generally have an average or higher than average intelligence quota (IQ). They are also more aware of their social settings, whereas LF autistics are generally considered to be the complete opposite, being non-verbal or having underdeveloped speech. They are considered to have a lower IQ and cannot operate well within an academic setting or within the educational curriculum. They generally tend to look, sound and act differently from their peers, and are not very aware or have developed an understanding of social settings (Ehlers, Gilberg & Wing, 1999; Tate, 2014).
2.4 Autistic Spectrum Disorder: Current Context and Gender Representations 
The World Health Organisation (WHO) defines sex as the biological and physiological characteristics that define men and women, and defines gender as the socially constructed roles, behaviours, activities, and attributes that a given society considers appropriate for men and women (WHO, 2018).
Since the term autism became well-known it has been continuously documented that the ratio of diagnosed girls compared to boys is significantly lower. The ratio is typically regarded as 4:1, although the NAS has pointed towards studies which deduce that the rate can fluctuate from between 2:1 to 16:1 (NAS, 2017). Both Autism Speaks and the Autism Science Foundation (both cited in Halladay et al, 2015) concluded that following recent studies, there were a number of biases that were influencing this ratio. It has been documented that girls are missed due to their ability to camouflage their symptoms, their aptitude to mimic other people’s behaviour and integrate better with more ‘normal’ children; this is also known as the female protective effect (FPE) (Halladay, et al, 2015;  Robinson et al, 2013).
 Nasen.org.uk (2016) also suggests that there may be biases based upon the protective and compensatory measures that females have in place, but they also point towards there being an existing bias within the screening and referral processes along with the diagnostic criteria. They refer to research that dates as far back as 1944, such as with Kanner, which documented that the girls who were involved in the research process, displayed symptoms that were ‘reminiscent of autism’, although they were not as ‘fully formed’ as those symptoms displayed by the boys (Nasen.org.uk, 2016). 
Genevieve Lloyd (1984) and other feminist theorists have used the idea that humans have the two distinct forms of masculine and feminine to highlight how character traits have become linked to each gender). This idea has been repeated by Baron-Cohen in his EMB theory, where his analysis shows that males are more likely to be diagnosed with ASD than females. This has encouraged both the gendering of ASD and the examination of ASD through a male perspective by many theorists in the field (Krahn & Fenton, 2012).

Tony Attwood is an expert within the field of Asperger’s syndrome and has written numerous books on the topic. He has also looked at the ‘gender gap’ within the diagnosis process and has been vocal about the disparity and tried to find answers as to why fewer girls receive a diagnosis. He originally believed this to be an issue within the diagnostic assessments and the relevant questions that were asked.  He deduced that they lacked the required sensitivity to actively identify females with autism (Attwood, 2007). Therefore, Attwood, Garnett and Rynkiewicz (2011) have developed the Questionnaire for Autistic Spectrum Conditions (Q-ASC) to address this gap and identify gender sensitive profiles of autism along with adjusting the direction of clinical interventions and ensure that the aim is positive psychosocial outcomes. This is currently going through the final stages of being perfected (Ormond, Brownlow & Garnett, et al, 2018). 

New research is emerging that suggests men may be more vulnerable to autism than women (Bargiella et al, 2016).  Recent research into the female protective effect have shown women with ASD have some protection from ASD risks (Robinson et al, 2013), however, it has also been noted that men and women with a similar amount of those genes that make people susceptible to autism will be affected in different ways, while women need higher levels of these genes with men showing higher autistic severity than females with similar autistic susceptibility genes (Hallmeyer et al 2011; Robinson et al,2013). Werling & Geschwind (2013) and Robinson et al (2013) also describe how autism susceptibility genes (CNTNAP2) need to be more prolific in females than men before diagnosis is triggered. However there are many other suggestions as to why girls may not be affected in the same way as males (Lai, Baron-Cohen & Buxbaum, 2015).
It is also important to note the social and health costs of continual under diagnosis. A study by  Bargiela, Steward and Mandy (2016) look at females who had been diagnosed late in life and found that they regularly scored high on scales of depression, anxiety and well-being issues and suffered accordingly. It was especially pointed out that a number of their respondents suffered stress from having to continually camouflage their symptoms in their daily lives.   
            2.5 Conclusion 

The literature review shows that there has been an historical bias towards looking at male profiles when it comes to diagnosing and defining autistic traits, thereby leading to an under-representation of females in the figures. It can even be seen that there is gender bias in the causes of autism with blame being attached to the mothers either for biological causes with increased testosterone levels within some mothers (Baron-Cohen, 2002), or in their upbringing with the ‘refrigerator mothers’ theory.  
In both instances, the historical literature shows some degree of gender bias, whether for the cause of autism in the child, or in the traits that diagnose define autism. This has also affected the diagnostic procedure as the questionnaires, which are the standard diagnostic tools when assessing for ASD, are seen as not being sensitive enough for female profiles, due to females presenting differently with better developed social skills and better able to mask any problems. It is only now that there is a fuller awareness of this problem with more sympathetic approaches being advocated and new questionnaires being developed. 
3 RESULTS AND DISCUSSION 
3.1 Introduction

The dissertation set out to see why females are missed or under represented during the diagnostic process for autism. From the literature reviewed above, it has become apparent that throughout history there has been a gender disparity within the research and diagnosis process. Some of this had originally occurred because of the bias within historically published works where the research and subsequent diagnostic processes were male oriented and this has carried over with recognition resting on a particular set of attributes, usually displayed in males. The discussion will highlight the key developments which have led to gender bias and stereotyping by showing the historical links. It will then look at the diagnostic procedures and criticisms of the process which again lead to a gender stereotypical view of assessing for autism. Following this there will be a look at the social and health implications for those females who are missed, or did not receive an accurate diagnosis. 
         3.2 Results and Discussion

As mentioned above, the ratio of girls to boys with an autism diagnosis fluctuates, although the figure used mostly to explain the disparity is 4:1 (NAS, 2017). This chapter will look to explore the reasons as to why there is a difference in detection rates between the genders and the reasons behind this; whether it be socialisation and gender constructions, or a genetic difference as recent scientific research suggests. Historically, due to male biased research and diagnostic screening, girls were overlooked throughout the diagnostic process, as discussed in section 2.2. Kanner found that the girls who were involved in his research process, displayed symptoms that were ‘reminiscent of autism’, although they were not as ‘fully formed’ as those symptoms displayed by the boys (Kanner, 1943). Hans Aperger originally documented that females were not affected by the conditions he described in his book Autistic psychopathy in childhood (Asperger, 1944), although he later recanted this observation after realising his mistake (Gould, 2017). 

Kanner’s mention of cold mothering was the hypothesis for Bettelheim’s theory on refrigerator mothers (Kanner, 1949). Bettelheim had subsequently spent a lot of his career blaming the parents, specifically the mothers’ (or female) influence in the child’s life (Bettelheim, 1967). His theory placed a lot of guilt and shame upon the parents of a child with an autism diagnosis. The refrigerator mother theory allowed doctors and psychiatrists to apportion blame onto mothers and there are reports of doctors treating patients very disrespectfully (Maurice 1993). 
With these pressures mothers were forced to feel responsible for their child’s autism, and as Bettelheim’s works became well known and his words resonated with specialists and parents, society also were familiarised with the theory and essentially agreed with Bettelheim that the mothers were to blame (Feinstein, 2011; Murray, 2012). Although Rimland came to the defence of the parents in his book Infantile Autism: The Syndrome and Its Implications for a Neural Theory of Behavior (hereafter Infantile Autism) and offered another hypothesis as to the etiology of autism (Rimland, 1964), the thought process of those academics, specialists and other parents who believed Bettelheim, still took a while to change, adapt to and accept Rimlands theory.  

Baron-Cohen’s (2003) extreme male brain theory offered the first insight into gender differences and how the traits typically associated with autism can differ between the genders. This theory offered the concepts of ‘systemizing’ and ‘empathizing’ and tried to establish differences between typical developing males and females and those on the autistic spectrum. Baron-Cohen’s (2003) research and ideas tried to bring a reasonable explanation as to how symptoms/traits can be displayed differently and almost implies that there is a definitive answer as to why girls could be missed because of the female tendency to be more obviously empathetic. 

Krahn & Fenton (2012) challenged this as they believe that it reflects an overt gender stereotyping, and they believe that ‘Baron-Cohen is misled by an unpersuasive gendering of certain capacities or aptitudes in the human population’.  In their paper The extreme male brain theory and the potential adverse effects on boys and girls with autism they argue that with this mindset with how girls are more prone to empathy and boys more systemizing, both girls and boys could be overlooked in terms of diagnostic screening, lost within the system and failing to receive a diagnosis. They also state that boys may be more likely to be tested for fitting the stereotypical traits, but will not always be autistic, they just appear to be so, due to how the system believes they should display autistic traits. For girls who show empathy and are not disruptive at home or school there is a similar capacity for them to be missed due to problems with diagnostic screening (Krahn & Fenton, 2012).

It can also be argued that Baron-Cohen (even if unintentionally) blamed the mothers for their children’s autism, but instead of behavioural reasons, such as with ‘refrigerator mothering’, he proposed a possible biological reason. He suggested that the reason children were autistic was due to there being too much testosterone within the mother’s body, which may have affected development, and caused autistic traits within their offspring (Chapman, et al, 2006). This has been highly contested by more recent research suggesting that there may actually be a certain chromosomal or genetic link to being born with autism (Hallmeyer et al 2011; Robinson et al, 2013; Werling & Geschwind, 2013).

This idea of genetic heritability of autism has been researched with studies into twins indicating an increased risk of autistic traits in siblings of females with autism (Bailey et al, 1995; Robinson et al, 2013) and Werling & Geschwing (2014) who suggest that females with ASD carry a higher heritable load than males affected by the disorder. However, whilst searching for genetic links to autism many researchers have encountered problems finding a specific mutation site on any locus or allele in autistic individuals, creating problems in identifying specific genetic risk factors (Sanders et al, 2011; Chaste & Leboyer, 2012). 

A female’s social construct could also be a factor in regards to them being missed, as societal roles have often reiterated Baron-Cohens ‘systemising’ and ‘empathising’ theory. Girls are supposed to be more nurturing, seemingly take on a motherly role with their imaginative play as they are normally given dolls, and it is normal for them to be more adept within social settings and typically better behaved. Parents are almost pressurising girls to behave in a more gender bias way (Begeer, et al 2012; Holtmann, Boste & Poutske, 2007).

Lai et al (2015) observed the difference in boys and girls with autism and noted that girls express themselves differently in all aspects including 

reciprocal conversation, sharing interests, integrating verbal/nonverbal behavior, imagination, adjusting behavior by situation… different manifestations of friendship problems; better initiation but problematic maintenance, overlooked rather than rejected by peers, better self-perceived and parent-reported friendship

The diagnosing process and the tools used have come under scrutiny for being too gender centric, specifically male centric, and this had led authors to blame the male preponderance with an autism diagnosis upon this, (Goldman, et al, 2013). Tony Attwood is one of the leading names that has criticised the current tools in circulation for not having the capacity to denote sensitivity within the questions to accurately diagnose females, the AQ Scale has been criticised for being too lengthy a document to use within busy settings (Attwood, 2007).
Additionally, Gallo (2010) states that whilst questionnaires in general can be useful tools he warns “against relying too heavily upon them or using them as the sole source of information for evaluation, as there are numerous factors that need to be taken into consideration when using these instruments”. Thus he stresses talking and meeting with the patient (of any gender) to get an idea of the person and obtaining evidence through questioning and observation. 

Another reason why females are more likely to be underdiagnosed is because of the confusion within the accuracy of these diagnostic tools. Whereas girls may score high on the AQ scale indicating that autistic traits may be present, in contrast when they complete the ADOS, particularly the communication section, they score low indicating that they do not have autistic traits. This again is due to the historical influence that specifies the way that different genders should portray their symptoms with the emphasis on male attributes (Kirkovski, Enticott, & Fitzgerald,2013).

Lintala (2016) utilises the theory known as the peacock effect, which essentially hypothesises that unless girls portray their symptoms as male then they will be less likely to gain a diagnosis. Lintala, says that since the female ‘peacocks’ display less obviously than the males then they are less likely to stand out and so therefore be missed. It has been stated that as girls’ traits are often more subtle than boys, then when a female exudes in a more rambunctious way it will almost ‘trigger alarm bells’ making it more likely that they will be noticed and recommended for diagnosis.

It has been reported that girls use a camouflaging technique to mask their symptoms, and essentially fly under the radar. This technique that girls develop enables them to appear as ‘normal’ as their non-autistic peers; they can hold a conversation and maintain eye contact, which under the communication part of the triad of impairments would consider them to be non-autistic as these are things they should typically not be able to do (Attwood, 2007; Wing, 1981b).
Girls may find it hard to seek out friendships to begin with, but as they mimic the behaviours of others and essentially learn how to adapt in friendship roles they will seek out peer groups, although these friendship groups will not remain constant as they may seek out and blend into different social groups and fluctuate in and out of these groups and activities, making it harder for teaching staff to notice that there are social ineptitudes (Dean, Harwood & Kasari, 2017).
Therefore the above behaviours show why it is easy to see why girls are missed.  Gould (2017), a distinguished specialist in the field, who noted that there were several differences within the diagnosis process between genders; girls were typically older whilst undergoing the process, they had a higher IQ level than their male counterparts, had better adapted social skills, would make eye contact, and were generally missed by their teachers as they appeared too ‘normal’. It was also noted that the current tools are too interpersonal, the checklist/questionnaires need to be more in depth and instead of just yes/no tick box answers, while the assessor needs to take the time to speak to the person and find out the responses and explore the reasons for their answers (Gallo, 2010; Attwood, 2007).  
The social and health costs of females being missed in diagnosis are also important. Bargiela, Steward and Mandy (2016) talk about the emotional and health costs of missed diagnosis and the effects of not being diagnosed until late in life in their paper. They also argued that missed diagnosis came about because of a lack of recognition of the female phenotype among clinicians and that awareness needs to be raised about female / male differences.  The act of camouflaging also places great strain on the autistic female as it is a daily strain and some of their respondents talked about the continual strain between wanting to be their ‘ASC selves’ and the social expectations of being a mother or girlfriend, or fulfilling the nurturing, caring roles expected of them with many of their respondents stating that they experienced a sense of ‘lost identity’. 
3.3 Conclusion

It is clear that girls have been continually overlooked within the diagnosing process of autism. The findings have revealed that this is not a new issue but seemingly one that has been ongoing since Kanner (1943) and Asperger (1944) first penned their research. There is documented evidence that girls are missed unless their traits present similar to boys; therefore there has been gender bias within the diagnostic tools and the assessment process, which are currently being scrutinised, adapted or used more sympathetically, to try and ensure that both genders are given equal consideration. Mothers had originally been blamed for their child having autism and it has taken a number of years before these theories were discredited. 
Whilst there have been numerous studies undertaken to try and establish the exact genetic link with autism, there is still yet to be a definitive answer. It is clear that girls and boys demonstrate their symptoms in different ways and it is also now more widely known that girls have been known to mask, mimic and camouflage their traits in order to appear more ‘normal’ and therefore are missed both during real world interactions and in the diagnostic process.  

4 CONCLUSION AND RECOMMENDATIONS 
From the literature reviewed above, it is evident that there has been a constant theme emerging and this is, that girls have been dramatically overlooked within the autism and diagnosis process. Theories that have been discussed have put the blame solely on the parents, more so the mother, essentially making it their fault that their child is autistic in that they had been too ‘cold’ towards them and essentially neglected the child. Rimlands (1964) neuro biological theory offered a new and more clinically evidence based approach and in doing so withdrew the pressure and blame from the parents.  He essentially believed that autism is not something that is caused, it is something that you are born with and there is no blame to be appointed.

 Another theory that has been mentioned is the male brain theory popularised by Baron-Cohen regarding how girls’ brains and boys’ brains are wired differently and therefore each gender will be better at certain things rather than others (Baron- Cohen & Hammer, 1997; Baron-Cohen, 2003). The female protective effect is a more genetic approach in trying to establish the causes of autism within a person’s genes. Although one specific gene has not been found to be the source this development provides new biological insights and essentially confirms Rimland’s (1964) hypothesis.

However, it has become clear from the evidence that one of the main reasons for the under representation of females is because they are more socially aware than males, and employ a number of effective coping strategies. Camouflaging and masking their symptoms and having the ability to mimic their more socially successful peers means that they display less obviously and they are less noticeable both in school and socially. 
Recommendations

Kirkovski et al (2013) talks about the importance of understanding autism from the female perspective in the future and that gender comparisons on both the behavioural and neurobiological fronts should be taken into account during the diagnostic process by clinicians. This would then lead to more appropriate treatment and managing the symptoms of ASD so that a better level of care and support can be offered. 

That looking anew at the tools used in diagnosis are used more sympathetically. An overreliance on checklists (Gallo, 2010) can distort the evidence and lead to misdiagnosis, therefore interviews should go beyond questionnaires to look at behaviour (Attwood, 2007) and perhaps even a greater range of specialists need to be brought in to assess possible ASD females (Bargiela, Steward & Mandy, 2016). 
An additional point is made by Gould (2017) in that she believes that a social curriculum should be developed for schools and implemented in the National Curriculum that recognises the difficulties girls face socially in schools and that more awareness is needed of the behaviours displayed by both girls and boys through primary and secondary school. 
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6 APPENDICES
6.3 Appendices 1  Baron-Cohen AQ Scale 
The Autistic-Spectrum Quotient 

1. I prefer to do things with others rather definitely agree slightly agree slightly disagree definitely disagree than on my own. 

2. I prefer to do things the same way over definitely agree slightly agree slightly disagree definitely disagree and over again. 

3. If I try to imagine something, I find it very definitely agree slightly agree slightly disagree definitely disagree easy to create a picture in my mind. 

4. I frequently get so strongly absorbed in one definitely agree slightly agree slightly disagree definitely disagree thing that I lose sight of other things. 

5. I often notice small sounds when others do not. definitely agree slightly agree slightly disagree definitely disagree 

6. I usually notice car number plates or similar definitely agree slightly agree slightly disagree definitely disagree strings of information. 

7. Other people frequently tell me that what I’ve definitely agree slightly agree slightly disagree definitely disagree said is impolite, even though I think it is polite. 

8. When I’m reading a story, I can easily imagine definitely agree slightly agree slightly disagree definitely disagree what the characters might look like. 

9. I am fascinated by dates. definitely agree slightly agree slightly disagree definitely disagree 

10. In a social group, I can easily keep track of definitely agree slightly agree slightly disagree definitely disagree several different people’s conversations. 

11. I find social situations easy. definitely agree slightly agree slightly disagree definitely disagree 

12. I tend to notice details that others do not. definitely agree slightly agree slightly disagree definitely disagree 

13. I would rather go to a library than a party. definitely agree slightly agree slightly disagree definitely disagree 

14. I find making up stories easy. definitely agree slightly agree slightly disagree definitely disagree 

15. I find myself drawn more strongly to people definitely agree slightly agree slightly disagree definitely disagree than to things. 

16. I tend to have very strong interests, which definitely agree slightly agree slightly disagree definitely disagree I get upset about if I can’t pursue. 

17. I enjoy social chit-chat. definitely agree slightly agree slightly disagree definitely disagree 

18. When I talk, it isn’t always easy for others to definitely agree slightly agree slightly disagree definitely disagree get a word in edgeways. 

19. I am fascinated by numbers. definitely agree slightly agree slightly disagree definitely disagree 

20. When I’m reading a story, I find it difficult to definitely agree slightly agree slightly disagree definitely disagree work out the characters’ intentions. 

21. I don’t particularly enjoy reading fiction. definitely agree slightly agree slightly disagree definitely disagree 

22. I find it hard to make new friends. definitely agree slightly agree slightly disagree definitely disagree 

23. I notice patterns in things all the time. definitely agree slightly agree slightly disagree definitely disagree 

24. I would rather go to the theatre than a museum. definitely agree slightly agree slightly disagree definitely disagree 

25. It does not upset me if my daily routine definitely agree slightly agree slightly disagree definitely disagree is distubed. 

26. I frequently find that I don’t know how to keep definitely agree slightly agree slightly disagree definitely disagree a conversation going. 

27. I find it easy to “read between the lines” when definitely agree slightly agree slightly disagree definitely disagree someone is talking to me. 

28. I usually concentrate more on the whole picture, definitely agree slightly agree slightly disagree definitely disagree rather than the small details. 

29. I am not very good at remembering phone numbers. definitely agree slightly agree slightly disagree definitely disagree 

30. I don’t usually notice small changes in a situation, definitely agree slightly agree slightly disagree definitely disagree or a person’s appearance. 

31. I know how to tell if someone listening to me definitely agree slightly agree slightly disagree definitely disagree is getting bored. 

32. I find it easy to do more than one thing at once. definitely agree slightly agree slightly disagree definitely disagree 

33. When I talk on the phone, I’m not sure when it’s definitely agree slightly agree slightly disagree definitely disagree my turn to speak. 

34. I enjoy doing things spontaneously. definitely agree slightly agree slightly disagree definitely disagree 

35. I am often the last to understand the point of a joke. definitely agree slightly agree slightly disagree definitely disagree 

36. I find it easy to work out what someone is definitely agree slightly agree slightly disagree definitely disagree thinking or feeling just by looking at their face. 

37. If there is an interruption, I can switch back to definitely agree slightly agree slightly disagree definitely disagree what I was doing very quickly. 

38. I am good at social chit-chat. definitely agree slightly agree slightly disagree definitely disagree 

39. People often tell me that I keep going on and definitely agree slightly agree slightly disagree definitely disagree on about the same thing. 

40. When I was young, I used to enjoy playing games definitely agree slightly agree slightly disagree definitely disagree involving pretending with other children. 

41. I like to collect information about categories definitely agree slightly agree slightly disagree definitely disagree of things (e.g. types of car, types of bird, types of train, types of plant, etc.). 

42. I find it difficult to imagine what it would be definitely agree slightly agree slightly disagree definitely disagree like to be someone else. 

43. I like to plan any activities I participate in carefully. definitely agree slightly agree slightly disagree definitely disagree 

44. I enjoy social occasions. definitely agree slightly agree slightly disagree definitely disagree

 45. I find it difficult to work out people’s intentions. definitely agree slightly agree slightly disagree definitely disagree 

46. New situations make me anxious. definitely agree slightly agree slightly disagree definitely disagree 

47. I enjoy meeting new people. definitely agree slightly agree slightly disagree definitely disagree 

48. I am a good diplomat. definitely agree slightly agree slightly disagree definitely disagree 

49. I am not very good at remembering definitely agree slightly agree slightly disagree definitely disagree people’s date of birth. 

50. I find it very easy to play games with definitely agree slightly agree slightly disagree definitely disagree children that involve pretending.
Appendix 2 Ethics Form
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.  

SECTION A: About You (Principal Researcher)

	Full Name:
	Josie Elizabeth Evans

	Tick all boxes which apply:

	Member of staff:
	☐
	Student:
	☒
	Honorary research fellow:
	☐


	Faculty/School/Centre:
	School of Social Justice and Inclusion

	Campus:
	Carmarthen

	E-mail address:
	1501811@student.uwtsd.ac.uk

	Contact Telephone Number:
	07725718183

	For students:

	Student Number:
	1501811
	Undergraduate
	☒

	Programme of Study:
	Social Studies
	Taught Postgraduate
	☐

	Director of Studies/Supervisor:
	Caroline Lohmann-Hancock
	Research
	☐


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):
	Research Degrees Committee
	☐
	

	
	Faculty Research Committee
	☐
	

	
	Other (write in)


	☐
	


Approval in principle must be obtained from the relevant source prior to seeking ethical approval.

SECTION C:  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 and Integrity Code of Practice, 2015 - 2018
	☒

	Information Commissioner Officer, The Guide to Data Protection, 2016
	☒

	British Sociological Association – Statement of Ethical Practice – March 2002 (appendix updated May 04)
	


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:

	Institution
	

	Contact person name
	

	Contact person e-mail address
	


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


SECTION E: Details of Research Activity

	Indicative title:
	Autistic Spectrum Disorder: Gender and Diagnosis

	Proposed start date:
	Oct 2017
	Proposed end date:
	May 2018

	Purpose of research activity (including aims and objectives)

Outline the purpose, aims and objectives of the research activity, including key research questions. Show briefly how existing research has informed the proposed activity and explain what the research activity will add and how it addresses an area of importance. (Maximum 300 words)

	To explore the relationship between gender and autism. Explore the difference in diagnosis age between different gender ASC individuals. Research how and why there is a difference. Explore areas of concern and methods of improving diagnosis of ASC in at risk groups.

The research has two main objectives:

1)
To provide information on autism and gender and the efficiency of the diagnostic process. Through quantitative data analysis the research will try to identify differences in autism diagnosis between males and females.
2)
To determine whether there are any issues that may be the cause of these differences. Through Qualitative data analysis it is hoped that areas may be identified where the diagnostic process either failed or could be improved upon. 

Through research it is hoped that differences between autism diagnosis for males and females can be identified, and investigated further.
(this box should expand as you type)

	Proposed methods

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. (Maximum 600 words)

	There is much research into the gender difference in ASC individuals. Some authors have suggested that diagnostic criteria are gender biased towards males, females however may not display the same characteristics, meaning that many ASC females are not recognised as displaying these diagnostic criteria and therefore are often not diagnosed until later than their male counterparts.

A Literature review will be undertaken, looking into gender differences with Autism and the problems that arise with diagnosis. The research aims to look specifically at gender differences whilst in the diagnosis stage of ASC individuals, and it is hoped will highlight any general trends in gender and autism diagnosis. 

The research will analyse quantitative data collected through the use of a questionnaire provided to the various SoCom groups within the University of Trinity Saint David across multiple campuses. 

A contact number will be provided at the bottom of the questionnaire in case participants would like to enter the second Qualitative (Interview) stage of this research project. 

This Interview stage will provide Qualitative data for later research hoping to point out the personal impact of ASC disorders and late diagnosis. Data will be processed and a series of comparative visualisations will be made to highlight differences between target groups of individuals.

Use of the literature and further research will investigate any differences found and further work will be undertaken to highlight problem areas in ASC diagnostics.

 (this box should expand as you type)


	Location of research activity

Identify all locations where research activity will take place.

	Carmarthen Campus SoCom

Swansea Campus SoCom

Lampeter Campus SoCom
(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 sensitivities or vulnerabilities of participants.

	(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

Case-Studies (if necessary)


	☒
	☐


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 under 18?
	☐
	☒

	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):


	☐
	☐


	Participant numbers and source

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

	20-40 participants

Use of a questionnaire in SoCom meeting room and leave contact details if willing to participate in further interview stage.

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 

	(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 

	(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. 

	

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

	Possibility of Emotional Distress by discussion of ASC diagnosis.

Personal data this will be anonymised throughout the writing process and questionnaire will not need sensitive personal information.

Risk of being influenced by investigator, leading questions etc. All questions will be considered carefully to minimise this risk.

The research may involve examining issues that could be sensitive to both individual participants and also to the University itself. It may be that the information given by individuals can be potentially emotive to the individual concerned. The analysis of questionnaires and interviews will be treated sensitively and in a highly confidential manner. Equally, the interviews will be handled carefully and sensitively. Reassurances will be given that responses will not be reported in such a way that could cause individuals to be identified. This is also important for eliciting honest, open answers from research participants. In addition, reassurances will be given to the University and all participants that the research findings will be used solely for the purposes of the dissertation and will not be made public in any other way.
(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

	If any sensitivity issues become apparent I should:

Contact Dissertation supervisor Caroline Lohmann-Hancock if any student is unhappy with content.

Contact Sue Ainsworth Head of School and Safeguarding Officer for the University.
(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

	Possible Conflict of Interest, if anyone who agrees to interview stage is known to me, there may be a requirement to not interview these individuals.

Similarly to participants the subject matter may pose the risk of being emotive to myself, maintaining professional standards should help to alleviate this risk.

(this box should expand as you type)

	

	University/institutional risks
For example: adverse publicity, financial loss, data protection

	Possible risk of Data protection breach – anonymity should decrease this risk to individuals and the University.
(this box should expand as you type)

	

	Adverse outcomes

List measures put in place to limit any adverse effects or outcomes of research activity where appropriate. Include any emergency protocols. 

	Anonymity of personal data

Secure storage of research data
(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

	Has a DBS certificate been obtained?
	☒
	☐
	☐


SECTION I: Feedback, Consent and Confidentiality

	Feedback
What feedback will be provided to participants, how will this be done and when? 

	A copy of the final dissertation could be provided to each involved SoCom group once completed.
 (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.

	Disclaimer on questionnaire explaining how data will be anonymous.

Agreement tick box on questionnaire for later interview stage would count as consent.
Verbal consent prior to interview and making participants aware they can withdraw at any time.
 (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. 

	No names need to be taken, the research aims to look at ASC diagnosis within a group not as individuals and therefore the results will be considered also on a group basis. No personal information is required, questions will be centred around diagnosis of their condition.
(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/).
	
	YES
	NO

	Does the research activity involve personal data (as defined by the Data Protection Act)?
	☒
	☐

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

	Some personal medical information may be required but will not be linked with any personal information (names etc) in any of the work undertaken.

(this box should expand as you type)

	

	Does it involve sensitive personal data (as defined by the Data Protection Act)?
	☐
	☒

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

	(this box should expand as you type)


	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 Data Protection Act (and/or any international equivalent):

	Data will need to be stored and analysed whilst the dissertation is being prepared but will be anonymous and destroyed after completion.

In accordance with University Curriculum the data may need to be processed and shared by the Researcher (Myself), the Supervisor (Caroline Lohmann-Hancock), SpLD tutor (Ian Showell) and Study Assistant (Colyn Pugh).

(this box should expand as you type)


	Will the research activity involve storing personal 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 data confidentiality, including details of password protection, encryption and anonymisation:

	No Sensitive Personal Information is required for the Research of this Dissertation. 

All University Computers have Windows Defender and a Local Security Policy in place to keep access to computer systems to Specified Users.

(this box should expand as you type)


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

	Researcher, Dissertation supervisor- Caroline Lohmann-Hancock, SPLD Tutor- Ian Showell, Study Assistant - Colyn Pugh.

(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:

	Researcher, Supervisor

(this box should expand as you type)

	

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

	Data may need to be stored briefly whilst receiving all data from multiple sources. The data will be processed ASAP into a dataset, and the original data will be destroyed. The Dataset will be stored securely by myself and used for dissertation purposes. Once complete this dataset will also be destroyed.  The final dissertation will contain no sensitive personal information.

(this box should expand as you type)


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

	[image: image1.png]


Signature of applicant:
	
	Date:
	8/1/18


For students:

	Director of Studies/Supervisor:
	

	Signature:
	

	Date:
	


For staff:

	Head of School/Assistant Dean:
	

	Signature:
	

	Date:
	


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 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.


	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 Postgraduate Research 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.  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.

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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