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vTo Sam Kidd, one of the most inclusive humans I have ever had the pleasure to meet. You made people feel at home in ‘the yard’, your generosity of spirit was second to none. Your warmth and your soul will never fade, even though you have sadly left us.


To my boys, thank you from the bottom of my heart for all the adjustments you have ever made to make my life that much easier. Always appreciated. I adore you more than any words could ever convey.


And to my exquisite, eccentric, bonkers beyond belief wife. My soulmate. My rock. Survival became a thing of the past when I met you. From that point on I started living. Thank you, my love xxx





ixIntroduction


I don’t want to pre-empt anything, nor get ahead of myself, but I know for a fact that later on in this book I’ve made suggestions for what you should expect from books on autism in Chapter 2 on the ‘autistic narrative’, so I am a little wary – I will have to cross-check to make sure that I’ve fulfilled my own instructions! So, without wishing to get too heavy too early on, let me make this claim: you are being discriminated against. Ok – so, I need to caveat that. By ‘you’ I am referring in this instance to the adult autistic population as a whole – which is why I feel justified in making such a claim. I don’t mean that every single autistic adult is being discriminated against – but there are certainly far too many within the population not to give some level of credibility to that claim. Before I go any further, just a quick note on terms:




	You


	Autistic adult


	Non-pejorative language.





So – in the main when I write ‘you’ I am referring to you as an autistic adult. I am fed up with narratives that are all about the autistic person that still insist (and I have been guilty of this in the past – we live and learn) on constantly pointing out the autism component. In most of society, you are the marginalized group. In this book, you are the centre of attention, and rightly so. Therefore, it is unnecessary to keep pointing out the autistic aspect of the narrative. The assumption, unless noted otherwise, is already made.


I use identity-first language – i.e. ‘autistic adult’ – rather than the person-first ‘adult with autism’. Everyone has their preferences, and I align with the majority of you while absolutely respecting that others will prefer alternative terms. xMy understanding is that being autistic is an integral part of who you are, not an add-on in any way. I adore the concept of autistic authenticity, and the notion that being who you are cannot ignore that essential component.


I detest negative language when it comes to you. I have myriad reasons for this and have written about it before. In fact, I have written an entire chapter on autistic narrative (Chapter 2), so I will no doubt expand on these feelings then. Suffice to note at this juncture I absolutely refute any notion that you are disordered, or impaired, or suffering from a deficit. I don’t doubt that some of you reading this may feel that you’ve had a lifetime of suffering – which is, in part, why I’ve written this book! The whole concept of making adjustments is based on making life less discriminatory for you; if such discrimination didn’t exist, then we wouldn’t need the legislation, presumably. I’ve taken the legislation in a slightly different direction and introduced my concept of ‘autistic courtesy’ – please do read on for more information.


Before I go any further, allow me to provide a narrative on autistic empathy (or lack of). As you will see if you read on, there are numerous examples. When I use the first-person ‘I’ it relates to the individual perspective; some of these might be made up, many of them stem directly from the lived experiences of autistic individuals. My own thinking is almost entirely made up of learning from the authentic autistic experience which, in itself, stems from a plethora of sources. I am eternally grateful for the thousands of you who have shared your experiences with me. There is no way that this book would have been written without you.




I just don’t see how you can tell me I don’t have empathy. When I am with any other human I can feel them – by which I mean I can literally feel their emotions, coming off them in waves. It’s a physical thing for me, empathy. I can’t xiswitch it on or off, it is a constant in my life – and, I have to say, it is not always a lot of fun. The more emotional others are, and the more there are of you, the more empathy overwhelms me. I don’t know if this is what people like to call ‘hyper-empathy’; ironically enough, I am the first to admit that if I don’t know what it’s like to experience what others call hyper-empathy, then how do I know whether my experience is the same? All I know is that at times – well, often really – the level of emotional overwhelm is such that I need to escape. If I can’t escape, I shut down. I cannot speak, I go still, I can hardly breathe. Inwardly I am seething with emotion; outwardly – what you seem to see – is someone shut off from the world. I am labelled cold; I am accused of lacking in empathy. I am told that I am unfeeling. The worst accusation is that I don’t care.





This example just demonstrates, to me at least, that there is a remarkable lack of autistic empathy at play. Clear evidence that those surrounding you really don’t have an understanding of what you are experiencing. I think that this occurs way more often than people realize. This, then, culminates in false empathy – a belief that society understands you, the belief that those assumptions are valid – when, in reality, they are not. The end result is that those around you think they understand you, think they know what you are thinking, feeling, experiencing. The reality is that they are seeing things through their own lens – not empathizing with you.


I don’t think it’s possible to empathize to such a degree that the non-autistic person really genuinely understands your experiences, nor do I think it’s possible the other way around. If I am right, then we – society – need to dramatically change the way in which we understand each other. This is where the concept of autistic courtesy comes in. If, for example, it is not possible to genuinely empathize, then there has to xiibe a building of trust whereby your reality is as accepted an authentic experience as anyone else’s; not only that, but there is an effort made to recognize that as a result, your needs may differ ﻿from other people’s – and it’s just as much your right to have those needs met as anyone else. If I am not left-handed, I can’t really genuinely know what it is like to be left-handed. Moreover, if I am not left-handed and refuse to accept that left-handed people experience life differently from me, and subsequently don’t make any adaptations whatsoever, then I am leaving left-handed people at a disadvantage. What if, though, I was more like ‘ok, cool – no, I don’t get what it’s like to be left-handed, but I absolutely believe that left-handedness exists, that you are left-handed, that if I change my practice to make it left-handed-friendly then from now on in I am less likely to be putting left-handed people at a disadvantage …’ – you get the picture. It’s a bit of a binary narrative, but the point is an important one.


Of course, it’s not as simple as all that – you will all have different autistic needs, naturally. BUT – the principle remains the same. There needs to be a belief in you, a recognition that non-autistic people may not ever really understand your lived experiences, and a buy-in that unless something is done to bridge the gaps in practice, then it is likely that you will continue to be discriminated against. If this is all true, then what does it mean? In my view, one of the most fundamental aspects of positive change has to start with actually believing in an alternative reality. In other words, society (non-autistic people) recognizing and believing in your reality as something possibly quite different ﻿from their own. Genuine belief, and acceptance of alternative experiences, could then lead to a much greater understanding of the need to change. What I’ve tried to do in this book is provide alternative realities – what could be referred to as seeing things through an alternative lens.


xiiiJust before I move on, and I touch on this a bit again later, I want to apologize in advance if the narrative constantly seems to be having a go at the way society is currently positioned when it comes to neurodivergence. I am well aware that there are loads of examples of great practice, and tons of people doing amazing jobs. It’s never a case of the autistic versus the non-autistic population, and I don’t want there to be any notion of blame. But – the reality is that society is massively dis﻿criminatory to autistic adults in the main. There is a huge amount of discrimination and failings in the system. So, while I apologize to you as the reader, I absolutely do not apologize for trying to do something to redress the appalling inequalities so many adults face in their daily experiences.


Just one other thing about empathy – and this is all about the theory of exponential growth. Take the following example:




I was told that I came across as weird today, and I totally broke down. Like, really lost it. Trust me, I was ﻿as surprised as everyone else – but my reaction was genuine, even if I didn’t understand it at the time. It was only when I went for my session with the therapist and reported it that it all became clear. I’d not come across this exponential growth before, and yet when she explained it, it made just so much sense.





So – what is this all about? I call it the ‘cumulation of response’ and it’s based on a fairly simple principle. Here is a model to explain it.


Imagine I approach you and stick a pin in you. I then use that same pin to prick you again, in a different place. I then do it a third time, in a third place. Let’s say, hypothetically, that we can measure your pain in units – and each pin prick gives you a pain reading of three. Overall, you now have a pain reading of nine – three for each of the pin pricks. Compare this, then, to a similar scenario in which I approach you and prick you xivwith the same pin. Only this time, for the second and third time, I prick you in the same place as the first time. Rather than adding your pain up as three individual wounds to come to a total of nine, this time around the second pin prick is way more painful – because it’s in the same place – and the third time it makes it even worse. The pain is cumulative – three times three times three, leaving you with a total of twenty-seven units of pain.


This analogy is incredibly useful; the action each time – the pricking of the pin – is identical, but the experience is not. If being called ‘weird’ is hurtful the first time you hear it, and you don’t have the chance to heal from that pain, then the next time you experience a similar action﻿, the response could be cumulative. This is why, even though being called weird in isolation may not seem a big deal to an observer﻿, to you, the cumulative response leads to a major reaction – and justifiably so.


Empathizing with a cumulation of response is not always possible – many of the predominant neurotype may never have been exposed to it – but it is essential that it is understood and accepted for the pain it can cause. So, a possible adjustment might be:




RA: for the PNT to recognize that their experiences in life may not directly lead to intuitive empathy for the autistic experience … and …


RA: it is essential for the PNT to learn to reflect on experiences through an individual’s autistic lens … and …


RA: despite lacking intuitive empathy it is imperative that the autistic experience is accepted as valid authenticity.






xvTerminology


RA = reasonable adjustment. By law there need﻿ to be reasonable adjustments to reduce risk of discriminating against marginali﻿zed groups, of which the autistic population is one. When I have identified an RA I should note that these are suggestions only; while I believe that they would go a long way towards reducing risk of discrimination they are not (currently) enshrined in law!


﻿All of the suggested RAs 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.


PNT = predominant neurotype. This is a demographic way of identifying populations without the use of the term ‘neurotypical’ which (for me at least) has essences of ‘typical’ which is very close to ‘normal’ which in ﻿turn has links with ‘abnormal’. The neurology of the PNT will differ dependent on the population – so in a family made up of autistic parents of autistic kids the PNT would be autistic. In the main, though, the PNT within general society would be non-neurodivergent, so I have taken the liberty to use the terms interchangeably.


ND = neurodivergent. Neurodivergent is the term used for brains with a cognitive or processing style that differs from the majority. Not all ND folk are autistic – but all autistic folk are neurodivergent. I suspect – strongly – that many of the suggested RAs in the book would also benefit the wider ND population.





11


Autistic courtesy


What is autistic courtesy?


I pitched this book as one specifically on reasonable adjustments for autistic adults. It all came about because before I’d done that, I had pitched a book about reasonable adjustments for autistic folk in general, but as I was writing it was clear that splitting the notion into two books, one for children and one for adults, was probably a better option. So, I wrote one for children – and many of the concepts in that book could easily be replicated to the adult sector. I don’t want to repeat myself, so I will try to avoid doing so. But – as I was writing this one, I started thinking more and more about the concept of ‘autistic courtesy’. I’d not overtly thought about it before, although I guess in some form or another it was always on my subliminal radar. Or is that oxymoronic? Can something be on a subliminal radar? Anyway, I began to think more frequently about autistic courtesy, and started talking about it more in public, and with the autistic community which is such a huge part of my day-to-day life. And it turns out that it could be a useful thing to write about.


Ask yourself a simple question with three (you will soon realize that I love things in threes or multiples thereof) possible pathways. If you require things to change based on your need as an autistic adult, which would you prefer of the following:




	The onus is entirely on you to ask/plead/beg/request changes


	You can get support to ask/plead/beg/request changes


	Before you need to do anything, those changes have already been made.





2The whole concept of autistic courtesy – and of reasonable adjustments – is based on this third premise.


I am very well aware that often the tone of books that are there to try to advocate for the better well-being of autistic (in this case) adults, for better life experiences, for a reduction in the horrifying statistics as regards mental ill-health, can come across as a bit – well – grumbly. A bit as if everything is against the autistic population, that the world is unjust, unfair – almost at every turn. But the truth is, for many adults, this is exactly what their lived experiences are.


I am fascinated with statistics – and what they tell us. Years ago, I was engaging with a family, and one of the comments really struck me. A parent casually mentioned that her daughter complained about being anxious ‘almost all of the time’, and that it was quite wearing. What she meant wasn’t that the daughter felt anxious all the time, but that she raised it as an issue all the time. She was making the point that all people feel anxious some of the time, so there was no need to ‘keep going on about it’. As an analogy, take the following [note – in this instanc﻿e ‘you’ refers to a non-neurodivergent adult]:




You go out for dinner – something that you do at least once a week and have done for many years. You choose your restaurant carefully, as you really enjoy the experience and want to continue doing so. Only, this time, you have a poor experience. Maybe the cutlery hasn’t been cleaned properly, or your fish is overdone, or you had to wait longer than expected for your dessert. Whatever the issue is, it spoils your experience. And let’s face it – you tell anyone who is even vaguely interested about this poor experience. You complain to the waiter, you keep mentioning it to your friends – in fact, it impacts you to such a degree that you even comment on the experience several times over the course of the next few weeks every time you go out for dinner.





3This example is made up – but could easily be seen in all sorts of ways in all walks of life. In reality, statistically, you have had a poor experience only a tiny fraction of the times that you’ve been out to eat; however, as a direct result of the fact that it was an unusual experience, you keep mentioning it. But for the autistic adult, they may be exposed to negative experiences on a daily basis – sometimes, much of the day will be filled with negative experiences. The following – as opposed to the example above – is not made up:




Almost every day I could complain. I could complain about innumerable things, from the fact that the lights in the office are too bright, to that no one seems to care about working hours (apart from me) and swans in late or leaves early, or that the canteen smells so awful. I could complain about the cleaning products that are used which are painful to me and mean that I have to put up with discomfort throughout the working day. I could complain about the fact that when I am called to a meeting there is no agenda, so my anxiety is spiking. Or that there is an agenda, but no one seems particularly bothered by it. That there are clear start and end times to that meeting but no clarity as to when it actually starts or ends. I could complain that despite there being a policy that should give a warning three minutes before the fire alarm is tested, it rarely happens. I could complain that I am not allowed to take breaks when it suits my energy levels, I have to take them at the same time as everyone else – and then be exposed to them in the staff room. I could complain that my routine requests that verbal instructions are always followed up by an email are ignored. I could complain that when I am told I have got it wrong and I point out that perhaps I might have got it right had they emailed me – as requested – I am told that I am being a nuisance.


4I could complain about a whole bunch of stuff, if I am being honest. But I don’t. Because I hate being a pain, I hate complaining, I hate having to ask for these things. So, I suffer in silence. Until one day when it is close to being too much, and I request a meeting with my line manager. I just make one suggestion – that, perhaps, we have a weekly meeting to go over possible issues and try to get them resolved. A meeting whereby I could explain what the problems are and seek solutions that might suit everyone. But it doesn’t work. Before long, I have the reputation of being the odd one out, the one who ‘demands’ additional resources, who causes a fuss when ‘really there’s no need’, a reputation for thinking I am somehow special and asking for more than I deserve. In the end, it’s too much. For the umpteenth time, despite having tried so hard, I quit.





I would suggest that this example is not in the least bit uncommon. So many autistic adults ask for so little in comparison to what they actually need and still get a negative reputation. And yet, in the restaurant example, the individual concerned grumbles about the poor experience frequently – and, as it was the only poor experience, could be accused of complaining about it 100 per cent of the time. And yet, the autistic adult who has far more to complain about only actually raises a fraction of the issues – and yet it is they who get the reputation. Why is this? The answer is statistically simple. 100 per cent of a very infrequent event is still far less than 20 per cent of a very frequent event. Which means that one person might complain every single time something goes wrong, but still raises issues far less often than someone else who only ever raises 20 per cent of their problems. What this shows is just how infrequently the autistic person gets their needs met.


This all brings me on to the concept of autistic courtesy. Imagine a life whereby you have to ask for things to be adjusted in order to level the playing field – in whatever way. 5Nothing over the top – just simple things that mean your life is as smooth as the next person’s. But you have had to do this constantly over a lifetime, to the point where you are beginning to think of yourself as the one who is constantly causing a fuss, and it is becoming increasingly wearing. What do you do? Do you continue to fight, or just give up and accept that you will always have to make that extra effort, because you are autistic in a world that is not traditionally set up to meet your needs? What if there is a third option, though? What if the world took on board the notion of autistic courtesy?


So – what is autistic courtesy? Here is my very brief definition:




a behaviour, communication, or action that proactively demonstrates respect and courtesy for autistic ways of being.




My view is that the world, currently, does not engage very often in autistic courtesy. In fact, speaking to autistic adults about this concept makes it clear quite quickly that examples of autistic courtesy are few and far between.


Imagine how the following scenario might make you feel:




(Phone rings …) Hello, switchboard, can I help?


Oh, yes. Hi. Um … is it possible to speak to someone about our meeting tomorrow?


Which meeting is that please?


Um, I am down to meet a group of social workers in the Boardroom at 11 am. I am classed as an ‘expert by experience’ and they wanted some input for their team.


Ok, right. Who did you want to speak to, though?


I honestly don’t know – maybe someone who could help, you see I need to ask for a few things to make sure I am able to access the meeting …


Oh, are you in a wheelchair? I can assure you that all of our rooms here are accessible, so you don’t need to worry about that.


6No – no, I’m not in a wheelchair. I’m autistic.


Er – ok.


So – is it possible to speak to someone?


I’m not sure. What do you need, exactly?


Um – would it be at all possible to just speak to someone who might be able to help? I’m really sorry to be a pain, I just find it difficult to explain the same thing multiple times, it gets quite tiring.


Can’t you just tell me, I’m sure I can sort something out?


Oh – ok. If you’re sure? I really need to be seated nearest the door, it would be great if we met in a room with as little noise as possible, and also in a room without bright lights. Would that be possible?


I’m sorry – you want to sit by the door? I don’t think that comes under an accessibility issue does it? I’m not sure that there is a lot we can do about the noise. The room is already booked, by the way. Maybe you should have rang earlier? None of our lights have dimmer switches, in fact I think that they are all automatic … [long pause] … hello, are you there?


Hang on … please …


I don’t really know what to say, can you please just help? I need to go. I can’t talk much more.


Oh, right. Well sorry for trying to be helpful. I’m really not sure what we can do, but just leave it with me.


Thank you so much, bye.





The outcome of this is that the individual in question had an autistic meltdown, didn’t make it to the meeting, and never fully recovered from the experience.


I wonder how many folk reading this have never had to put themselves in such a situation. Breaking it down through the autism lens, consider the lived experience of the individual, with 7their perspective thrown into the narrative. [Note that some of the narrative is the autistic person talking to themselves, referring to themselves as ‘you’].




[I am, as is so often the case, terrified. Yet again, I have limited choices. Do I ring through about tomorrow, or do I just hope for the best? If I don’t ring then will I be able to pluck up the courage to attend the meeting? If I don’t attend the meeting I know that I will be crippled by guilt, but I also know that unless I make this phone call, I am likely to be unable to attend. But I hate using the phone, I hate being a burden, I hate being in the spotlight, I hate having to ask for things, I hate others having to think that I am a nuisance. Why did I ever volunteer for this role? I am so determined for life to be better for other autistic adults who might find themselves in a similar situation as I’ve been in over the years, but now that the reality of having to go to this meeting is upon me, well, I am in bits. But come on, get a grip. It’s no big deal – it’s just a phone call. It’s just asking for things you are entitled to, it will probably be absolutely fine. Come on, deep breath. Make the call …]


(Phone rings …) Hello, switchboard, can I help?


[Oh, why didn’t I write down what I was meant to say? I make this mistake over and over again, I am so stupid. All my energy has gone into plucking up the courage to make the call, I’ve completely forgotten to actually prepare myself for asking for what I need. Well, here goes anyway, good luck me.]


Oh, yes. Hi. Um … is it possible to speak to someone about our meeting tomorrow?


Which meeting is that please?


[Come on, keep a grip. How do I describe the meeting? What is the name of that person who sent me the invite? 8Where is it again – something to do with being bored, or at least that’s how I reminded myself to remember the name of the room … ah, yes …]


Um, I am down to meet a group of social workers in the Boardroom at 11 am. I am classed as an ‘expert by experience’ and they wanted some input for their team.


Ok, right. Who did you want to speak to, though?


[How on earth am I supposed to know who I need to speak to? I don’t work there … maybe I should hang up, this is getting too difficult and I’m running out of spoons. Why does everything have to be so difficult? Why am I so stupid? Come on, remember why you’re doing this, go for it. Don’t hang up – if you do you’ll never get over it.]


I honestly don’t know – maybe someone who could help, you see I need to ask for a few things to make sure I am able to access the meeting …


Oh, are you in a wheelchair? I can assure ﻿you that all of our rooms here are fully accessible, so you don’t need to worry about that.


[Well, it’s not that I’m worried per se – it’s more a case of if the room is not accessible then I will suffer considerably. And what has a wheelchair got to do with anything? I’m getting confused. Why, oh why didn’t I write myself a script? Ah – I remember why: last time I wrote a script and it went horribly wrong and I told myself never to do it again. But then, what is the alternative? Come on – get a grip, get a grip. FOCUS. Tell them what they seem to need to know. I wish they could simply ask me what my needs are and go and sort it, this exposure of self makes me feel terrible. No choice though – here goes …]


No – no, I’m not in a wheelchair. I’m autistic.


Er – ok (… pause …)


9[Oh man alive, what now? The terrible admission that I’m autistic has rendered them silent. Guess it’s yet again up to me to try to sort this mess out. Why do I feel so bad? All I’ve done is told them I’m autistic. It’s not that terrible, is it, that I’ve caused them to run out of words? Is this really worth it? YES – remember why you’re doing this, remember that you really do need to be at the meeting. That is the important thing, not how you feel …]


So – is it possible to speak to someone?


I’m not sure. What do you need, exactly?


[No – no, no, no. Please don’t make me tell you only for you to then ask me for more details, or ask why, or tell me that I need to explain to someone else – can’t you just pass me over to whoever is organizing the meeting rather than putting me through all of this?]


Um – would it be at all possible to just speak to someone who might be able to help? I’m really sorry to be a pain, I just find it difficult to explain the same thing multiple times, it gets quite tiring.


Can’t you just tell me, I’m sure I can sort something out?


[Great – if that’s the case then fine, you’re the person to talk to. Wow, maybe this will be easier than I thought after all. Here goes, then.]


Oh – ok. If you’re sure? I really need to be seated nearest the door, it would be great if we met in a room with as little noise as possible, and also in a room without bright lights. Would that be possible?


I’m sorry – you want to sit by the door? I don’t think that comes under an accessibility issue does it? I’m not sure that there is a lot we can do about the noise. The room is already booked, by the way. Maybe you should have rang earlier? None of our lights have dimmer switches, in fact I think that they are all automatic.


10[Eh??? Too much information. Way too much information. Not least as my brain is stuck on the fact that surely you should have said ‘rung’ rather than ‘rang’? Let me just think for a bit, I need to process all this … so – you’re sorry, you say. You don’t sound all that sorry – quite the opposite, if I had to make a judgement. Anyway, I’m not quite sure what you are sorry about, so I’ll have to come back to that later when I will, no doubt, replay this conversation several times in my head to make sense of it. In the meantime I’m well aware that I need to respond. Where was I? Ah – yes, I do want to sit by the door. Why else would I have said it? How am I supposed to respond? Surely it’s fairly obvious that by requesting that I sit by the door, one could intuit that I want to sit by the door – unless I’ve missed something? Have I missed something? Ok, something else to parse at a later date. This isn’t going at all well, and I am getting dangerously agitated …]


Hello, are you there?


[Panic is setting in. How can things go so badly so quickly – and so frequently? I should have known better. I do this every time – convince myself that my simple requests will just be accepted and sorted. Why does life have to be so difficult? Need more time … say something …]


Hang on … please …﻿


[Right – get back on track … no, that’s not working any more. I guess I’ll just have to beg – as usual. And feel absolutely humiliated – again, as usual.]


I don’t really know what to say, can you please just help? I need to go. I can’t talk much more.


Oh, right. Well sorry for trying to be helpful. I’m really not sure what we can do, but just leave it with me.
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