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1
Introduction  – where 

I’m coming from

Never believe anything you read about autism.
Perhaps this statement requires some justification. After all, if you 

have bought this book you may well be somewhat disappointed 
at such an opening remark; if you are in a shop trying to decide 
whether to buy it or not, then it may well put you off!

There is no such thing as a ‘typical autistic person’. There is extraor-
dinarily little that can be said to be ‘true’ or ‘valid’ when pertaining 
to the whole of the population described as autistic. There is no 
‘one size fits all’ approach, nor any description of an autistic person 
that will be true for all individuals. There are very few ‘facts’ about 
autism that are common to all individuals, and precious little advice 
that can be beneficial to all families, individuals, parents or profes-
sionals. Thus, everything you read or hear about autism, see on the 
TV, etc., must be taken with a very clear understanding that it may 
not be particularly relevant to you. The heterogeneity of the autistic 
population is such that there will be differences from one individual 
to the next, and what is of huge relevance to one party may have no 
meaning whatsoever to another. It is hugely frustrating to read sug-
gestions that ‘the best thing for children with autism is . . .’ – or any 
similar definitive sentiment. What may work well for one individual 
could be a disaster for another. Taking this a stage further, what may 
work well for one individual one day could be a disaster for the same 
individual the next day. Such is the nature of autism.

By far the best approach (in my opinion) is that of unadulter-
ated honesty. There will be nothing written in this book that I do 
not honestly believe; there may be some matters that I deliberately 
leave open ended, if there is no clear ‘answer’. To constantly ques-
tion the validity of what is being written, and the theories and 
perspectives that can be found ‘out there’, is good practice. But to 
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digest the written word without question, and then to make the 
assumption that all that has been digested will be of relevance to 
your situation, goes against the principles of this book, and I would 
urge you not to take that route.

Let me say a bit about the perspective from which I’m writing. 
My understanding of autism has come about from decades of 
working in autism-related fields. I have been a support worker, an 
outreach worker, a service co-ordinator, a project officer, a develop-
ment officer, an autism consultant, a trainer, a researcher and a 
lecturer – all within the autism field. I am lucky enough to have 
chatted at length about autism with hundreds of individuals on 
what is often known as the spectrum, as well as parents, carers, pro-
fessionals and academics. I also have several personal connections 
within the field. My writing therefore stems from an amalgamation 
of experience, learning from others, research and almost constant 
rumination; I do not claim to be an expert on the subject, and 
anyone who does is misguided (one may have a high level of 
expertise in the field – but that does not mean one is an expert in 
all things related to autism). I do hope, though, that what I have 
written here will stimulate thought and be of help.

What is needed when reading about autism, hearing people talk 
about it, or listening to personal accounts, is a conscious process 
of questioning and translating. The questioning relates to the 
rationale behind the words, the potential validity, whether or not 
what is being said sounds reasonable. The translating is more prob-
lematic, but perhaps of considerably more value. Translation relates 
to the process of taking the relevant information and making it per-
sonal – to you, your child or teenager, your employee, your parent 
– whoever it is that you are reading this for in the first instance. 
Taking essentially generic material (however specific to autism) and 
applying it to a given situation is crucial if one is to get the most 
out of the literature, the speaker, and so on. The ability to read an 
autobiographical account and recognize which aspects are useful 
and which are less relevant is a wonderful skill to have. Reading 
a book written by a professional and having the ability to extract 
meaningful material and then apply it to a given individual is an 
ability worth nurturing. And all it requires, really, is a little thought. 
A simple but effective skill – thinking.
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Putting this into practice is not, however, as easy as it may sound. 
True reflective thought is not a commonplace activity – nor is self-
reflection when related to understanding of one’s own thinking, 
behaving and communicating. Such introspection, however, is 
vital when engaging both with autistic people and with the lit-
erature pertaining to them. In other words, it is crucial to have a 
level of thought when engaging with autistic children and adults 
so as to ensure that you do not unwittingly engage in bad practice; 
similarly, it is important to ensure that when you are reading about 
autism you are not unwittingly digesting poor and/or inaccurate 
information. While this may seem onerous and time consuming, 
it is simply a fact of life; if we are not prepared to engage at the 
deepest level with an understanding of autism and then use our 
understanding to engage with the autistic population, then we 
must accept that we may be putting people with autism at a grave 
disadvantage.

Lack of understanding, and/or the lack of ability to apply 
good practice, will lead directly, in most cases, to damage to the 
individual and beyond. It is crucial that the general level of under-
standing of autism among professionals is as high as possible in 
order to reduce that risk. It is my aim to try and provide a set of 
words that will enable better understanding.

Everything that has been written here has a rationale. Some of it 
is based on research, some on experience; much of it is based on 
what the autism community have communicated to me, directly 
or indirectly. I do not claim that it is all ‘true’ – as you will see, a 
constant theme running throughout the autism literature is that 
there is very little that can be said to be ‘true’ – but everything will 
have a rationale. This rationale is always up for debate, of course, 
but I aim to be as clear as possible. To avoid narrative interruption I 
will try not to constantly write ‘in my opinion’ etc. – but of course, 
everything I write will be my opinion.

Terms and conditions

In this book, I means me, the author.
We is society in general.
You pertains to autistic readers.
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There is a plethora of terms within the autism field that purport to 
‘describe’ the autistic individual. Here are just some of them (in no 
particular order):

●● autism
●● Asperger syndrome (or Asperger’s syndrome)
●● Kanner’s autism (or classic autism)
●● autism spectrum disorder
●● autism spectrum condition
●● aspie
●● on the autism spectrum.

The autistic person is a person who is autistic. Whether this should 
be what defines any individual is very much dependent on that 
individual him- or herself; certainly, being autistic will play a huge 
part in influencing that person’s being simply because it is neuro-
logically his or her cognitive style. Who is to say whether autism 
plays a bigger part than the myriad of other factors that influence 
human beings? Again, it will differ from one person to the next. 
Am I a person with tattoos, or a tattooed person? It doesn’t really 
matter one way or the other, but I certainly should not be defined 
solely in this way. Am I often described as such by those wishing to 
latch on to an obvious (for the most part) aspect of me? Most likely, 
yes. It would be ridiculous of me to be offended in any way; I am, 
after all, someone who has tattoos. It is when people start to judge 
based on how one is described or how one presents that the offence 
is committed. To judge people in any way because they are autistic 
– that is the offensive act. To make assumptions simply because 
someone has a diagnosis of autism is where one goes astray. To be 
absolutely clear here, I am not making any connection between 
having tattoos (which is usually a choice) and being autistic. I am 
simply using tattoos as the analogy, in that one should never judge 
a person because he or she has a tattoo, in the same way that one 
should never judge a person because he or she is autistic.

The most recent research, conducted by psychologist Professor 
Elizabeth Pellicano in 2014, suggests that within the autism com-
munity the preferred option when identifying someone with autism 
is to refer to the person as ‘on the autism spectrum’ – however, indi-
viduals often prefer the term ‘autistic’ when describing themselves. 
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And yet, some would argue that ‘person with autism’ is preferable 
to any other term. There is much debate over whether ‘person with 
autism’ is problematic in relation to ‘autistic person’, and this is an 
instance of the whole ‘person first’ language debate.

The basis of the argument is that ‘autistic person’ suggests that 
autism is an intrinsic aspect of a persona, but that ‘person with 
autism’ implies that the person is an individual first and that 
the autism is somehow secondary, or an ‘add-on’ – which from 
my perspective is clearly not apt. However, both arguments can 
be embraced for different reasons; some may feel that autism is 
so much a part of who they are, of their very identity, that any-
thing other than ‘autistic’ would be meaningless; others may feel 
that the fact they are autistic is almost incidental to how they 
identify themselves. For some, it simply comes down to preferred 
linguistic style.

The reality is that the arguments can be incredibly important for 
a significant proportion of the population, but for many it comes 
down to individual preference. Those who do feel strongly about 
it tend to feel very strongly about it; others are more ambivalent. 
Within this text I will use both terms; I believe that autism is an 
intrinsic aspect of a persona – but I also believe that the impact of 
being autistic can (and does) change quite dramatically dependent 
on the environment (this does not mean that I believe a person’s 
autism will change – just its impact).

In terms of which phrase to use on an individual level within 
practice, it’s perfectly appropriate to simply ask the individual or 
parent which term they prefer. What is not acceptable is to impose 
one’s own view on an individual for whom it should be a personal 
choice. It is the individual’s prerogative to describe him- or herself 
in terms which suit that individual.

Autism or Asperger syndrome? High-functioning autism? 
Or what?

The next aspect of terminology I want to deal with is that which 
refers to the various diagnostic terms that litter the textbooks and 
diagnostic manuals. Let’s take the easiest first – you will not see 
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autistic spectrum disorder, autism spectrum disorder, or autism 
condition used within this book. Autism is categorically not a 
disorder or condition, in my view, so those terms are out. I have 
also tended not to use the term Asperger syndrome (AS), despite 
its common usage. This must in no way detract from the sense 
of identity that people with AS will have with the term itself, but 
in essence I believe that the term autism can be used perfectly 
adequately to cover people with AS. This is hugely problematic as a 
result of history; historically, AS has come to be viewed as autism, 
but without an associated intellectual learning disability (there are 
all sorts of technicalities here, and many papers written about the 
perceived differences between autism and AS).

The idea that ‘people with AS have average or above average intel-
ligence’ is one that has often bemused me. I am perfectly happy to 
accept it as a valid concept, but am concerned about the implica-
tion – that in relative terms, people with a diagnosis of autism as 
opposed to AS do not or cannot have average or above average intel-
ligence. As far as I am aware, there is nothing to suggest that autistic 
people are any less intelligent than anyone else. In reality, what 
appears to have happened is that those who have a co-morbidity 
with a learning disability end up with the diagnosis of autism, and 
those without end up with the diagnosis of AS. This is misleading 
– autism, with no co-morbidity (i.e. without an additional, or co-
morbid, mental health issue or learning disability), has nothing 
whatsoever to do with levels of intellectual ability, as many of my 
autistic doctoral students will attest.

High-functioning autism (HFA) is another term rife with ambi-
guity – or even inaccuracy. Experience shows that many people 
who have been given the diagnosis of HFA are, in reality, far from 
being ‘high functioning’; intellectually there may be clear evidence 
of functioning at a high level in demographic terms, but this does 
not mean that the individual does not require support. In some 
cases individuals deemed ‘high functioning’ require very high 
levels of support, ironically enough to enable them to ‘function’ 
on a day-to-day basis.
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Learning disability or learning difficulty?

While I’m on this subject, let’s clear up the terms learning disability 
and learning difficulty. What follows is simply my version, for the 
purposes of clarity. For too long learning disability and learning 
difficulty have been used synonymously – which only ends up 
confusing the issues. Accuracy of terminology can be extremely 
important, simply so that all parties have a mutual understanding 
of what is being referred to. A learning disability can be viewed in 
a rather medical manner as an intellectual impairment; somewhat 
crudely (but out of necessity) this will often refer to an IQ level 
within a certain range (e.g. below 70). A learning difficulty, on 
the other hand, does not relate to intellectual ability at all, but to 
learning: a useful definition could be ‘anything that reduces learning 
opportunities based on the way in which we teach’. So, to use the 
simplest example, a dyslexic student may well be intelligent, but 
may struggle to learn in the traditional learning environment. The 
latter part of the definition is crucial – if the same student is taught 
in a different manner, and is supported in the most effective way, 
his or her level of difficulty in learning may well decrease. Such 
students are equally dyslexic, but the impact of the dyslexia has 
been reduced. Similarly, I would suggest that autism is a learning 
difficulty – but the impact of autism can be considerably influenced 
by how the individual is supported.

The potential way forward

Going back to autism/AS, and the rationale behind ‘merging’ those 
terms; the most basic (and possibly the strongest) argument for this 
is that, given that all people with autism are individuals, any sub-
categorization could be seen as an erroneous attempt to homogenize 
a heterogeneous population. Admittedly, the global term ‘autism’ 
itself could be seen to do this, but I will cover that elsewhere. The 
propensity to sub-categorize is not always helpful; the plethora of 
terms that are used to refer to people with autism seems to confuse 
rather than illuminate – and, worse, lead professionals to become 
over-reliant on the diagnostic term rather than the individuality of 
the person: all the debates over whether the term should be HFA or 
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AS, for example. My argument is that until there is absolute consist-
ency in the understanding of what the difference is (supposing that 
there actually is one), there is little use in differentiating between 
the terms. This is not to suggest that two people, one with a diag-
nosis of HFA and the other with AS, cannot be extremely different 
individuals – of course they can. So, however, can two people both 
with a diagnosis of AS. As there is currently a total lack of consist-
ency between the usage of the terms and what they actually mean, 
what is the purpose of the different terms?

Consider the following: two people are being referred to someone 
(in any capacity – as a teacher, friend, professional, etc.), one with 
a diagnosis of AS, the other with a diagnosis of HFA. Does that 
person, honestly, now know how to support those individuals dif-
ferently? I suspect that the answer is no – he or she would have to 
meet the individuals before coming to any such decision. So this 
begs the question: just how useful is it to have these two different 
terms?

I believe that the term autism should be used to cover all indi-
viduals who are autistic. In doing so, one would be forced then to 
ascertain specifically how autism affects each individual (at that 
time, within that environment), rather than making assumptions 
related to the term itself. Of course, the problem – in the short 
term at least – is that for many people the term autism has nega-
tive connotations, and leads to all sorts of fallacious assumptions. 
Should this be a good enough reason to then alter the term or 
sub-categorize – or would a more profitable and useful way forward 
be the reduction of ignorance surrounding autism and the devel-
opment of a better global understanding? I believe that the more 
individuals who are identified as autistic, the more people will 
realize how diverse the population actually is; in doing so, along 
with gaining a better understanding of autism, the general public 
will stop making assumptions based on limited knowledge, and 
begin to realize that it is unfeasible to make accurate suppositions 
about an individual simply because he or she is autistic.

Lastly, in this chapter, while the book includes much information 
related to adults, there are many principles and ideas that relate just 
as well to children and teenagers. So please feel free to think about 
the younger generation as well as the adult population while you 



Introduction 9

read. Any examples of real-life situations are used with the permis-
sion of the individual concerned; for purposes of confidentiality, all 
names have been changed.

A note on the title

I have included ‘autism’ and ‘Asperger syndrome’ in the title of the 
book. Both are currently used as terms (and identities), and I discuss 
this further in Chapter 2.

The ‘in adults’ component of the title also needs some explana-
tion. Autism is from birth to the end. And my view is that being 
autistic is intrinsic to the individual – not an ‘add-on’ or some thing 
in addition to the person. The ‘in’ part of ‘in adults’ refers to the 
subject matter discussed in the book, which is of relevance mainly 
(though not exclusively) to autistic adults; it is not intended to refer 
to autism being ‘in’ adults.
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2
What autism isn’t 

(and a bit of what it is)

In this chapter I shall be identifying some of the myths (or mis-
nomers) that have been associated with autism – and that in some 
cases are still associated with autism. I am not suggesting that 
certain aspects of the theory are specifically wrong, or that they 
are in no way useful in terms of understanding autism. Rather, it 
is a critique of their value when it comes to universality. In other 
words, no one theory fits all autistic people.

The autism spectrum

It is current practice to use the term ‘spectrum’ when referring to 
autism. The term is excellent in that it denotes the heterogeneity 
of the autism population, but problematic when it is translated to 
mean a spectrum from mild to severe. To suggest that one person’s 
autism is more or less severe than another’s according to some kind 
of grading system is not only fraught with problems, it can also be 
hugely offensive to the individual. The current DSM-5 (Diagnostic 
and Statistical Manual of the American Psychiatric Association, 
which sets out so-called autism diagnostic criteria) suggests that 
autism should be graded in relation to the levels of support the indi-
vidual requires. This is far too simplistic. What might be required in 
terms of support for an individual in one environment will differ, 
often considerably, from what may be required in another. Some 
people may not need any support at all in many environments, 
but need extremely high levels of support in a minority of situ-
ations. Some might go for years without the need for support, but 
experience periods of (for example) weeks during which support is 
required constantly. Some might not need support simply because 
they have a job that suits them, a partner who understands them, 
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and the perfect lifestyle for their needs – but if any element of this 
changes then the level of support they require may alter consider-
ably. The person is equally autistic in any of the above scenarios, 
but the impact of the autism will differ from one environment 
to the next – and, in many cases, the difference will be extreme. 
Therefore, how can levels of support genuinely be determined? Or, 
to put it another way, how can autism genuinely be ‘graded’? The 
argument rolls on . . .

What about the notion of severity? Again, I suggest that this can 
cause all sorts of problems, not least in relation to society’s con-
ceptual understanding of autism. A term such as ‘severe autism’ 
has long since been a part of general parlance, but what does it 
actually mean? Can one person’s autism really be accurately iden-
tified as more severe than another’s? In contrast, if severe autism 
exists then logically there must be .  .  . what? Neutral autism? 
Mediocre autism? Middle-of-the-road autism? And then – at the 
other end of the scale – the dreaded ‘mild autism’? Being just 
a teeny bit autistic? Hardly autistic at all? Just having a cheeky 
splash of autism? (For clarification, the last few sentences include 
an element of sarcasm!)

These are not helpful notions – in fact, they can be extremely 
damaging. If one accepts that the individual is either autistic or 
not, then my view is to leave it at that, without trying to judge 
what sort of ‘level’ an individual might be at. I don’t think it’s that 
valid anyway. For me, what is of essential importance is the impact 
that being autistic has on a person at any given time. This can range 
from horrifically negative right through to sublimely positive – and 
sometimes both can be found in the same individual. So, if this dra-
matic difference can be seen at different times in the same person 
– what ‘grade’ is that person? Clearly, this is where the whole 
notion of ‘autism severity’ crumbles.

However, going back to my point that the concept of severity 
(positive and/or negative) could – and should – be applied in 
context, all of a sudden a useful model can be applied. This is 
entirely based on the following principle – and one which I believe 
is of the utmost importance:

AUTISM + ENVIRONMENT = OUTCOME
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digest the written word without question, and then to make the 
assumption that all that has been digested will be of relevance to 
your situation, goes against the principles of this book, and I would 
urge you not to take that route.

Let me say a bit about the perspective from which I’m writing. 
My understanding of autism has come about from decades of 
working in autism-related fields. I have been a support worker, an 
outreach worker, a service co-ordinator, a project officer, a develop-
ment officer, an autism consultant, a trainer, a researcher and a 
lecturer – all within the autism field. I am lucky enough to have 
chatted at length about autism with hundreds of individuals on 
what is often known as the spectrum, as well as parents, carers, pro-
fessionals and academics. I also have several personal connections 
within the field. My writing therefore stems from an amalgamation 
of experience, learning from others, research and almost constant 
rumination; I do not claim to be an expert on the subject, and 
anyone who does is misguided (one may have a high level of 
expertise in the field – but that does not mean one is an expert in 
all things related to autism). I do hope, though, that what I have 
written here will stimulate thought and be of help.

What is needed when reading about autism, hearing people talk 
about it, or listening to personal accounts, is a conscious process 
of questioning and translating. The questioning relates to the 
rationale behind the words, the potential validity, whether or not 
what is being said sounds reasonable. The translating is more prob-
lematic, but perhaps of considerably more value. Translation relates 
to the process of taking the relevant information and making it per-
sonal – to you, your child or teenager, your employee, your parent 
– whoever it is that you are reading this for in the first instance. 
Taking essentially generic material (however specific to autism) and 
applying it to a given situation is crucial if one is to get the most 
out of the literature, the speaker, and so on. The ability to read an 
autobiographical account and recognize which aspects are useful 
and which are less relevant is a wonderful skill to have. Reading 
a book written by a professional and having the ability to extract 
meaningful material and then apply it to a given individual is an 
ability worth nurturing. And all it requires, really, is a little thought. 
A simple but effective skill – thinking.


