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Dedicated to three sisters, each so beautiful in their own right and all of whom have taught me much about inclusion.


Yvonne, Ems, Han – you mean the world to me, thank you for all you do and for letting me be such a big part of your lives. I love you all.
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What is reasonable?




All my life, I’ve been compromised, discriminated against, made to feel inferior, lesser – wrong. I’ve had to put up with slights against my character, been passed over at work with promotions going to less worthy folk, and my education caused me too much trauma to even contemplate. I’ve been gaslit constantly, I’ve suffered with my mental health, I’ve had to sit by while injustice after injustice waves over me. I’ve had to endure physical pain, bullying, rejection. My life has been one battle after another, but nothing has really changed. And why? Just because I’m autistic. Is that reasonable?


Let’s break it down:


I’ve been compromised. So – I’ve never been able to explore my boundaries. From a very young age, I was told not to ask stupid questions, not to read what I wanted to read, not to go off on my own to explore. My reality was that my questions were genuine, reading user manuals alongside works of fiction for me was a joy, and autodidactic learning in solitude really was the only way for me to learn.


I’ve been discriminated against. This one is almost endless – in fact, I suspect it will only end when I do. At almost every step of the way, just because I come across as ‘different’, I’ve been a ‘problem’. This is the issue – it’s always me that’s the problem, and it’s always down to me to ‘put it right’. This takes so much energy, so much time and resource that I am often left behind, disadvantaged – discriminated against. No one makes the effort to understand that my way of doing things might be better for me; it’s inevitably a case of ‘do it our way or get lost’.


Made to feel inferior, lesser – wrong. It took me decades to even realize that being constantly made to feel this was not, in fact, a common experience among humans. It was only in conversations with like-minded (and like-experienced) individuals that I realized that being made to feel like I was a lesser human being – just for being wired that way – is not ok. That the near-constant belittling and furtive looks, the ignoring of pleas to respond to my requests, the overt comments at how I was always doing things wrong, were not everyday occurrences for most people – and, most importantly, that I am ok as I am; I am not a lesser human, I’m just different.


Slights against my character. My authentic way of being has been covered up to the point that, at times in my life, I just don’t know who I am any longer. The need to hide – the desire to be invisible – all stem from those nasty comments about how I should behave differently, better, the same as everyone else. No one else seemed to like me the way I am – to the point that even I disliked myself.


Passed over at work. So many promotional opportunities missed, so many folk that I had helped along their career pathways getting promoted over me. ‘You’re not a team player,’ they say – every time. And yet, in my own way, I am a brilliant team player. Give me a one-on-one opportunity to help others and I am your person, just ask them. More than one and I crumple. But why can’t my skills supporting individuals be deemed beneficial to a wider team? What is it they want from me?


Educational trauma. I can’t recount this to you in detail as I just want to bury it deep, deep, deep inside, never to see the light of day ever again. I’m told I need to confront my past to be able to live with it, but it’s simply too painful. Being the one who is made to feel ‘other’ as a vulnerable child by peers and adults is too much to bear. And yet bear it I must, because that was my reality growing up.


Being gaslit – with its effect on my mental health. Trust me, I don’t think many people can experience the level of their realities being questioned almost on a daily basis without it impacting on their mental health. Being told that ‘you don’t really mean that’ or ‘that’s not true’ or ‘it didn’t happen that way, you’re just paranoid’ … All of these things add up, and add up, and add up. It’s not good.


Injustice after injustice. These can be little things with a huge impact, or big things with a huge impact. For someone who finds injustice unbearable, it is exquisitely painful to have to live with injustices being done to me time and time again. The accusations of lying when I know I am right, the accusations of being deliberately rude when I am just trying to help, the accusations of being obstructive when I am doing my best to be the opposite. No one else seems to care. I lie awake, night after night, in pain at the injustice of it all.


Pain. Another one which took me years to understand – that it’s not ‘normal’ to suffer pain from the sensory world, and that there are sometimes things that can be done about it. Why didn’t anyone tell me? Why did I have to suffer for all those years, needlessly?


Bullying. I don’t even think that they mean to be like that. I think that they believe that it’s ‘just banter’, or ‘just a bit of fun’. Well, not to me it isn’t. It’s very real, very dark and very harmful.


Rejection. This is the one that really gets me; I try so hard to be a good person, I try so hard to be the helpful one, the one who is oh so willing to go over and above to make other people’s lives better. And yet time and time again, I am made to feel rejected, worthless, and simply ‘not right’. For far too long, I’ve had to battle against who I am, against the ‘system’, against the way that everyone else does things. It’s exhausting.


And why is all of the above my experience? Because I’m autistic, because I didn’t know I was for so long, and because others didn’t take it into account.


Is that reasonable?









	All autism-related surveys (or similar) include multiple options for how one identifies


	Language/terms within the autism field should be led by the autistic community in all autism-related narratives; or, a clear rationale for not doing so is included as a caveat


	It is an expectation that all practice seriously considers the potential long-term damage to an individual and ensures that everything practicable is done to reduce risk


	The Equality Act recognizes that action/inaction can lead to substantial disadvantage at any point in a person’s life – now or in the future – and that this must be taken into account when considering reasonable adjustments


	Avoid disbelieving the autistic voice whenever possible


	Have a belief system that accepts the authentic autistic experience








Terminology


I always suggest to my students that they make sure they are clear as to what terms they will use and why; in particular, I ask them to identify who they mean by ‘you’ or ‘we’. However, for this book, I am being far more lax in relation to the terms I will be using to allow for flexibility for the reader. I may use ‘we’ to relate to society as a whole; I may use the colloquial ‘you’ to essentially mean anyone in general and no one in particular. Far too many texts about autistic people still other the person (i.e. see individuals differently, often in a negative way) by identifying autism to denote the autistic population but not having the same ‘standard’ to identify the non-autistic population. My aim is to redress this balance by sometimes referring to autistic individuals (usually for emphasis or clarification) and sometimes referring to what I term the predominant neurotype, initialized to PNT. The PNT, as the term suggests, is a non-judgemental, demographically led term to denote a population who hold the majority in terms of their neurotype within any particular context. Obviously, in the main, the PNT would be non-autistic – but this won’t always be the case. For example, in a family in which parents and children are all autistic, the PNT in that environment would be autistic.


Just a quick one on terminology and respect. I have certainly changed the way in which I use terminology and language in relation to the autism field over the years, and I fully support the notion that language preferences change over time. What I don’t subscribe to, and this will certainly be leading onto a suggested reasonable adjustment, is that the language preferences in the main are led by the so-called professional community, not the autistic community. And another quick one (within the quick one!) as regards terms: by autistic community, I am referring to autistic people; by autism community, I refer to anyone (including the autistic community) who is involved in autism – for example, parents and professionals. While there are obvious Venn-diagram-type overlaps, the two are not one and the same thing. Actually, this does bring me onto something else that could also develop into a reasonable adjustment, and that is the ‘drop-down’ list of how one might identify when filling in surveys or similar. I get absolutely enraged when there is not the option of multiple answers – see this as an example:


Are you:




	An autistic person


	A parent


	A carer


	A health professional


	An educational professional.





I won’t carry on with the list – you get the gist. On the face of it there is nothing wrong with the list – unless you then take into account that I am only ‘allowed’ to choose one!!! This is a disgrace, and essentially insinuates that one can’t be, for example, an autistic professional. So, a suggestion for a reasonable adjustment:




All autism-related surveys (or similar) include multiple options for how one identifies





This may seem excessive when considered a reasonable adjustment – as might several other ‘options’ littered throughout the book. My argument consistently and continually is that individually at times, and collectively on an ongoing basis, each of these adjustments has the power to decrease substantial disadvantages for the autistic person and could be considered reasonable in relation to implementation. What message does it give to an autistic person, in a not-so-subtle way, that they can only be defined as autistic? That they cannot be seen as an autistic doctor, or an autistic head teacher? The message – deliberate or otherwise – is that being autistic precludes all of these other identities. Not only is this laughably untrue, but also it is offensive in the extreme. This kind of seemingly minor, ongoing, relentless message of ‘lesser’ absolutely has the power to seriously disadvantage autistic individuals, which is why I believe that we need to treat reasonable adjustments far more seriously than is currently the case.


Anyway, back to my original point. There is much debate in the autism field around what terms should be used – for example, person-first (child with autism) and identity-first (autistic child) (and I will be going into greater detail about autism-specific terms in a later chapter). Most people will have their preferences (acknowledging that there is a group of (autistic) individuals who are ambivalent), and many who have a preference will express a strong preference. Currently, the main preference within the autistic community is for identity-first language to be used, which I absolutely subscribe to. The main reasoning is that autism is an inherent part of one’s identity rather than something to be viewed almost separately, as an ‘add-on’. There is plenty of writing about the differences of opinions, but my suggestion for a reasonable adjustment is:




Language/terms within the autism field should be led by the autistic community in all autism-related narratives; or, a clear rationale for not doing so is included as a caveat





This seems to me to be, at the very least, courteous, seeing as those narratives are about the autistic population and, therefore, they should have a significant say in how they wish to be represented. Even having a section on terminology with a rationale as to why it has been chosen allows for a level of transparency that is often missing. Narratives will include, for example:




	Any book related to autism


	Autism policies in school or work


	Autism-related research


	Government-led narratives (including policy)


	Health-related works


	Social care writing.





(NB, this is not an exhaustive list.)


Lastly in this terminology section, I will explain how the reasonable adjustments ‘system’ within the book works. I am no lawyer, nor am I an expert on the Equality Act or any other relevant legislation. I cannot offer suggestions of adjustments that can subsequently be deemed as a lawful requirement. What I can do is provide examples of what I believe to be at least potential reasonable adjustments alongside a rationale as to why I believe that to be the case. All of my reasoning, explicit or implicit, is based on three intertwined components – the concept of reasonable, the concept of substantial disadvantage, and autism. All of the suggestions are included as bullet points at the start of each chapter for ease of use, and within the text, they are all presented as stand-alone text in bold to make them stand out.


I have also included several examples, which are presented in italics, of how adjustments might make a difference in real-life practice.


So – within the context of this book, what are these suggestions that are in bold and italics? They are categorically not (currently) legally required reasonable adjustments that require implementation. However, in my view they are what might be taken into consideration when trying to work out what a reasonable adjustment looks like. I don’t have the power – but if I did, I would implement every single one of them to be enshrined in law, and I fully believe that this would be positively impactful on the lives of autistic people. I have tried to provide a rationale for each one to ‘show my workings out’, but, essentially, I have aimed to do the best I can to provide suggestions that, within the Equality Act, appear to me to be at least worthy of considering whether they meet the criteria.


What the Equality Act states


Right – so, this is the slightly technical bit about what the law states and why we should be acting on it. The Act I am referring to is the Equality Act 2010, which was passed to legally protect people from discrimination, harassment or victimization at work, in school and in wider society. It covers protected characteristics such as age, disability, marriage, pregnancy and maternity, race, religion or belief, sexual identity and orientation. I will go on to ‘discuss’ the concepts of what actually constitutes ‘reasonable’ and ‘substantial’ which are key to the actual legislation – and the whole premise of this book is to create a narrative which explores what changes could be made to better the lives of autistic children.


The Act itself, in principle, is wonderful – arguably any legislation that seeks to reduce any kind of discrimination should be applauded. However, there is often a stark disparity between what should be lawfully done and what is actually done in reality. It could also be argued that some of the terminology involved is problematic, as there is no definitive way of understanding terms – as is so often in law, there are different interpretations, so subjectivity will always play a part. For the purposes of clarity, I will identify what my ‘interpretation’ is and what I feel should be taken into account when ascertaining when reasonable adjustments should be implemented, alongside a brief explanation of the Act (in relation to autism).


The simplest component of the Act in relation to autism is to answer the question – is autism covered under the Act? And the answer is yes. Irrespective of whether you believe autism to be a disability, being autistic means that the Act can be drawn upon in relation to an individual being autistic. Autism is classified (under the Act) as a disability, and disability is what is included explicitly under the Act.


Duty to make reasonable adjustments


There is a duty for organizations providing public services to make reasonable adjustments under the Act to ensure that autistic individuals are not discriminated against. But what does this actually mean?


What is ‘reasonable’?


The answer to this question is: your autism – so, as noted, this is a simple one. If you are autistic, then you are covered by the Act. The Act clearly identifies autism (it actually refers to ‘Autistic Spectrum Disorders’) as a disability arising from a set of impairments. Quite aside from the pejorative terminology which I vehemently disagree with, the end result is that being autistic means that one is covered by the Act. Or does it? The question is what does it mean to be autistic – in other words, does one have to have a formal diagnosis in order to ‘qualify’ for reasonable adjustments. The answer appears to be no – but I cannot find anything within the Act about formal diagnosis. There seems to be consensus that while a formal diagnosis may not be a necessity, there may be a requirement to provide ‘medical evidence’ of ‘an impairment’ when considering the Act. My take on this is that if there is any conflict (e.g. a tribunal) then medical evidence of impairment may be required.


What is ‘substantial’?


Another term within the Act that is open to interpretation is whether an individual can be considered to be at a substantial disadvantage if no adjustments are made. I take issue with this for three reasons:




	Why should you be at any disadvantage, let alone a substantial one for being autistic?


	How is substantial understood in relational terms?


	Who is deciding what is substantial or otherwise – is the autistic lens being taken into account?





My first point above is perhaps a slightly over-zealous one – however, autistic children have been at such a disadvantage in so many areas of life for so long it seems unfair or harsh to me that there is a seemingly acceptable concept that it’s ok to be disadvantaged in any manner at all. Until society seeks to redress the unfair imbalance of privilege, then autistic people will continue to be treated as second-class citizens. It’s the principle here that is objectionable rather than the law itself. In a genuinely equitable society, no one should be discriminated against or be disadvantaged as a result of their minority status.


The second point is an essential component in the process of understanding discrimination. The ‘relational’ terminology is very deliberate – I am referring to the notion that relatedness is important when understanding impact; for example, one might argue that a misunderstanding at school over what homework constitutes because of an ambiguity in instructions won’t cause substantial disadvantage to a student. However, if we begin to understand the relatedness of suffering ambiguity of homework instruction to a longer-term impact on mental wellbeing, then we may feel somewhat differently.




It all started when I was asked to write about my understanding of the galaxy. As it happens, at that particular time, I was absolutely captivated by The Hitchhiker’s Guide to the Galaxy, so I enthusiastically wrote reams about the wonderful narrative and a review of the book. I was told in no uncertain terms a few days later that I had deliberately chosen to misinterpret the instructions and that I had to stay behind at school to complete the ‘correct’ homework. I didn’t realize at the time, but this incident was to cast a shadow over me for years to come. For so long I was terrified about following instructions, to the point that I used to point-blank refuse, which then led to all sorts of correspondence with my parents about how disobedient I was – even leading at one point to a temporary exclusion. The problem wasn’t that I couldn’t understand what had gone wrong – once it was explained to me, I could see the funny side, although I was still annoyed that my perspective wasn’t listened to. No, the real issue was that the teacher refused to accept any responsibility, and I was the one who was punished – totally unfairly, in my view. I lost faith in the school system and every time I was asked to follow instructions, I had this absolute fear and mental block; I simply couldn’t do it. No one believed me when I tried to explain how it was related to the galaxy incident; no one wanted to hear my voice, no one was on my side. Which meant that every single time something like this happened, I felt even worse than the last time – it was like I was being punished over and over again, each time worse than before – when I don’t think I should have been punished in the first instance. For someone who has a very strong sense of fairness, this sent me into a spiral of decline that I think will affect me in a negative way for the rest of my life. All they had to do was accept they might have made a small mistake and agreed with me that I had made a valiant attempt to do my homework properly. Was that too much to ask?





It is imperative to buy into the fact that being at a substantial disadvantage can come into effect at any age. Just because one’s PTSD (Post Traumatic Stress Disorder) isn’t evident until years later in no way detracts from the significance of the event(s) that caused it. Of course, there is no way of knowing what the future might hold, but at the very least we need to be doing everything we can to reduce risk of trauma. This might sound obvious, but in reality, how much time and effort is taken around considering reasonable adjustments in relation to reducing potential impact of substantial disadvantage years down the line? And yet, it is very clear on speaking with autistic adults that some of their substantial disadvantages in life stem directly from their experiences as children. Therefore, a suggestion:




It is an expectation that all practice seriously considers the potential long-term damage to an individual and ensures that everything practicable is done to reduce risk





‘All practice’ is quite the all-encompassing phrase, but it is meant seriously. Being autistic does not come and go depending on the situation in which you find yourself. It is an intrinsic part of who a person is. Therefore, all engagement with an individual needs to take autism into account. Some folk might argue against this, querying reasons such as ‘why should autistic children be any different from anyone else?’ Well, the clue is in their own words. Autistic children are, by definition, different from the PNT; therefore, practice is surely more likely to need to be adapted to meet need. Other differences in life are much easier for society to understand. Under the Equality Act, no one would seriously refuse a wheelchair user the use of a ramp. In my mind, it is the need that is important, not necessarily where that need comes from. So, if there is an ‘autistic need’, then that is just as important as a ramp. Just because one need is perhaps more obvious than another doesn’t make the less obvious any less of a need. The recent increase in signage relating to what might be less apparent is a wonderful example of progression; for example, ‘not all disabilities are obvious or can be seen’ or similar. I’m not suggesting that autism is automatically a disability, but I am noting that such narratives are a very welcome reminder that some needs are not always obvious.


The example above leads on to the third point – who is making the decisions, and are they able to do so taking the autism lens into account? This goes all the way back to my earlier point about empathy, which is discussed in my previous book What Works for Autistic Adults: if we accept that there are many individuals who lack the ability to genuinely empathize with autistic people – and are unable, for whatever reason, to properly listen and take the individual seriously and understand the potential for impact – then what hope is there for a decision to be made that is appropriate to the circumstances? In fact, could it even be argued that unless there are individuals involved in the decision-making process who are able to display autistic empathy, then that process itself could, potentially, be unlawful? In other words, might autistic children be at a substantial disadvantage without the adjustment of including autistic-empathic personnel as part of decision-making? Take an employment tribunal as an example:




It is clear to me that I was unfairly treated at work, which led to me being dismissed. I was so frustrated – time and time again, I asked my employer to stop calling me into meetings with him without any warning. My brain simply won’t work at that short notice; I can’t switch from doing my job to talking to my line manager without preparation. All I needed was 15 minutes’ warning with a very brief email articulating what it was he wanted to talk about. He just ignored me, over and over again.


So I took them to a tribunal. My worry with the tribunal was that because I am so intelligent and articulate, then the same judgement would be made, as it so often is – that if I’m that bright, then I can’t possibly have an issue with talking to my line manager about work, within a work setting, without advance warning. Maybe it’s the case that only someone else similar to me would really appreciate how impossible it is and would then rule in my favour – but how many people like that are likely to be part of the tribunal?





By ‘substantial’, the Act means that it should not be minor or trivial. Again, these are subjective terms that need to be understood through the autistic lens and/or with autistic empathy, otherwise the risk is that what might appear minor or trivial to the PNT may for the autistic person be anything but.


Take the following example of what I’ve been told on many occasions:




I’ve been told time and time again that it’s such a trivial thing, and for me ‘not to worry about it’. But to me, it’s not trivial – in fact, to me, it’s incredibly important. And the fact that no one else seems to care alongside the fact that I am constantly being made to feel stupid just because everyone else finds it trivial makes it even worse. No one actually seems to understand just how devastating being told this actually is – just because to them it doesn’t cause any concern. But why can’t they realize that I am not them? That to me that thing is not only important, but massively impactful?





I’ve deliberately not included what the so-called triviality is in the example because it is, by definition, so individual. The principle, though, is essential to take on board – just because most people might find something trivial does not mean that it can’t have a substantial impact on someone else.
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