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CHAPTER THIRTEEN

SQUARE PEGS, ROUND HOLES
Author: David Smith

Introduction by Luke Beardon

So - I started reading this Chapter and found myself fascinated by the rather educational
tone and content, which I found very interesting. Then this sentence leapt out at me:
'[My diagnosis]...offered only the reassurance that I was a medically acknowledged oddball
rather than the raving loon my family had previously judged me to be.' Suffice to say I was taken
aback at the extraordinary power both in terms of sentiment and the abrupt tone. [ have no idea if
this is deliberate or not - I don't think it matters - but the Chapter continues in this wonderfully
engaging style which provides an informative and insightful story about fatherhood and autism.
Some of the myths that David challenges are a breath of fresh air - anyone who doesn't believe in
‘autistic empathy' need go no further than this Chapter! - and the Chapter as a whole is delightfully
illuminating.

If you only have a hammer every problem looks like a nail

[Old Proverb]

Go to any toddler’s playgroup across the country or to any three year old’s birthday party
and you will see children doing what comes naturally. If there are toys in the room they’ll be
fighting over them; a DVD player — they’ll be wrestling for the remote; swings and a slide in the
garden — there’ll be tears before bedtime and probably a few bumps and bruises too. All perfectly
normal, perfectly natural behaviours and all part of the lifelong battle between id and ego that starts
as soon as self awareness and identity begins to develop. It’s one of the most important milestones
any child can achieve, and a precursor to the development of social empathy that enables them to
interact appropriately with others.

For most kids this kind of awareness starts to develop at around 18-24 months, marking
the onset of the ‘terrible two’s’ when unconscious responses driven by internal triggers like hunger
and tiredness start to evolve into deliberate controlling behaviours that can challenge parents on
every level. Children of this age will test the boundaries constantly as they struggle to learn and
understand what aspects of their lives do and don’t come under their direct influence. This they
learn by rote: by trial, error and repetition.
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Over the next few years social rules and etiquettes are introduced so the child can develop
a wider awareness of how those behaviours impact on others, and, more importantly, the
consequences — good and bad - that can arise when they do. Sanctions, restrictions and judgements
are placed on those things which have a negative impact, while favourable responses and rewards
are offered for behaviours parents, carers and society wish to encourage. Through this kind of
feedback the child can learn how to differentiate between right and wrong, and the value to
themselves and others of negotiation and compromise.

For some children, my son included, the learning curve between self awareness and that
wider social awareness is itself compromised; my son is autistic, and the niceties of social
engagement are a foreign language to him. While he too learns by rote, and by trial and error and
repetition he does so as though through the use of a phrase book, and the instinctive processes of
intuition and generalisation are often lost in translation. I can identify with that, because I went
(and still go - though to a much lesser degree) through the same sort of translation procedure
because of my own Autistic Spectrum Disorder.

One of the major differences between me and my son is that his diagnosis was made while
he was still an infant, after mild language delays led me to seek professional advice. Thanks to
that, and the process of investigation and assessment it invited, his communication disorder was
identified and diagnosed at the age of two and a half, which provided insight regarding the kind of
developmental problems he might encounter as he grew. While those difficulties could not be
completely resolved he has benefited and will continue to benefit from knowing what the problems
are and why they arise, and from the opportunity that knowledge provides to develop strategies
and skills to circumnavigate them. By contrast, my own diagnosis — at the age of forty-five and
based mainly on medical records from my childhood revealing the then unrecognised ‘classic’
symptoms — offered only the reassurance that [ was a medically acknowledged oddball rather than
the raving loon my family had previously judged me to be.

One of the advantages of having autism myself is that I sometimes have a window on the
reasons for my son’s behaviour and problems. I think most parents can remember incidents from
their own lives that ‘fit” what they’re seeing and can identify with their children through those
memories, but there’s another dimension added by personal experience which enables the autistic
parent to engage with the behaviour and the emotions involved more directly. I think the feelings
involved are probably universal, and that non-autistic parents are just as capable of empathising
with them on that level, but the intensity of those feelings, and the impulses arising from them, are
probably at the extremes of the non-autistic parent’s understanding. I suppose it’s a little like the
difference between a migraine and a headache: anyone who’s experienced a headache will feel
they have a handle on what migraine feels like, and may even feel that what they experience is a
migraine; but it isn’t, and neither can it stand as a realistic frame of reference for anyone who has
experienced both.

That said, not everything autistic people experience is experienced at that sort of intensity,
and even if it is the only practical solution is to learn, if possible, to somehow cope with that
intensity. Anything that’s introduced as an external solution can only work in an adapted
environment, and that in itself means compromises and disenfranchisement by excluding the non-
adapted environment. There may be scenarios where the autistic individual can never learn to cope,
and choices may have to be made accordingly, but it needs to be at the forefront of everybody’s
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thinking that such choices are, and can only be, disabling. Choices like that should not be made by
third parties (however well intended) or enabled by them in situations where children (or in some
cases even adults) lack the conceptual understanding to make considered choices of their own.

Another advantage I may have over some parents is that I have additional insight into just
how powerful my son’s obsessions can be as tools of empowerment. Knowing how easily I could
be distracted from what others considered important by ‘trivialities’ I know the power those
trivialities hold over my son. Learning strategies based on his interests and obsessions will always
capture his attention when other strategies fail, and if he has the capacity to learn a particular skill
or concept he is much more likely to do so if I can bend one of those obsessions to my advantage.
Similarly, when it comes to reward schemes and/or sanctions to diminish negative behaviours his
obsessions provide the most likely tools for achieving the desired results. In a nutshell, it’s
pointless offering a reward that he has no interest in, or disciplining him with a sanction that he’s
not really bothered about in the first place. I have to engage him with those things that matter to
him, because his capacity for indifference towards the usual rewards and disciplines can be
staggering.

One thing every parent of an autistic child I’ve met can attest to: if their child really wants
to learn something and has the capacity to do so then he or she will learn it and learn it quickly.
The trick, then, is to get them to want to learn the things we want them to learn (and to not learn
the things we don’t!) rather than setting their own agenda. As their agenda will invariably include
their obsessions anything we can do to direct their obsessions into our agenda will kill two birds
with one stone.

Probably the hardest thing for me as a parent (there’s always a catch!) is to disassociate
myself from my son’s experiences. Our lives have been very different, and many of the things that
hurt me as a child have not been factors in his own development. The responses of my family to
my ‘differences’ were not supportive or accommodating, and I suffered tremendous bullying over
things that were totally beyond my understanding or control. Most of the time when I see my son
struggling in similar areas I can rise above my own experiences and help him in ways that I wasn’t
helped, but sometimes there are personal resonances that get in the way of that.

Anger is often born of fear, and when I see my son enacting a behaviour that has negative
associations for me my first instinct is fear. I don’t want my son to be hurt in ways that I was hurt
and I don’t want him to have to go through the extended learning curve that I went through. It’s
very easy in those circumstances to push too hard, and to want to work at a pace that reassures me
rather than helping him. I believe a parent’s natural instinct to protect their child can sometimes
do more harm than good, and it’s that same protective instinct — turned on its head — that can come
into play when I see my son’s behaviours creating problems for him.

Over the years I think I’ve got better at stepping back, and at allowing him to make his
own mistakes and negotiate his own way out of them. In many ways, he’s far more ‘savvy’ about
these things than I was at his age or even as a young adult, because he’s been given the
understanding to put them into context. They haven’t affected him in the same way they did me,
because they are just part of who he is rather than reasons why he’s different from everyone else.
He has a concept of ‘self’ that is far more enlightened and far less judgmental than my view of
‘me’ ever was.
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Sometimes the similarities between us lead us to clash in other ways. We both seem to have a
heightened sense of injustice (tending to see things as very black and white or yes and no) and
when we find ourselves on opposite sides of a metaphorical fence it can be difficult to find middle
ground. Of course in an ideal world I as an adult should be able to rise above it, and he as a child
should be happy to defer to the wisdom of my adult understanding of the situation...
Hmmmmmm... If only!

Thankfully, these kinds of clashes happen far less frequently these days — at eleven my son
can be far more adult sometimes than I can about this type of thing. I’m anticipating that there will
be some new challenges ahead as teenage hormones kick in during the next couple of years, but in
reality we have both got much better at compromising and negotiating and, when the situation
demands, agreeing to differ. I think there’s a riddle in one of lain Bank’s books that sums it up
quite nicely:

Q: What happens when an immovable object meets an unstoppable force?
A: The unstoppable force has to stop and the immovable object must move.

*

Anyone who has attended one of Ros Blackburn’s talks is likely to have heard her opinion on
the differences between autism and Asperger’s syndrome. One of the things she highlights is
socialisation, and it is her view that autistic people do not feel the need to socialise, and that they
are largely ‘immune’ from social embarrassment. People with Asperger’s syndrome, on the other
hand, often suffer huge self esteem issues and stress because they do have social ‘drive’ but lack
the necessary skills to successfully negotiate and manage social situations.

I’m not sure I fully agree with that, but I can identify — in both my son’s case and my own —
with the stress and self esteem issues Ros mentions, and certainly we both prefer to keep a small
group of close friends rather than seeking to expand our social networks. Whatever hardships arise
as a consequence, though, we do both seek and enjoy some degree of social interaction. For my
son this has often been the source of huge pain and distress, as for many years his autism left him
feeling isolated and ignored.

We have a patch of grass outside of our home which the other children living around us use as
a playing field. My son has always been excluded from these games, or actively bullied if he tries
to join in. The parents of the children concerned have, for the most part, proved indifferent to their
children’s behaviour, taking the view that ‘kids will be kids’ — which would be a much more
acceptable line of reasoning if autistic ‘kids’ were also included within the generalisation.
Occasionally I’ve approached parents directly over individual events, and while only a small
number have responded with obvious aggression or prejudice it’s my experience that ‘willful
ignorance’ (that is, a determination not to acknowledge the implications of their children’s
behaviour) has reinforced my son’s marginalisation.

I don’t know what steps society can take to overcome that kind of marginalisation, but I do
think that inclusion policy within schools should be a positive force for change. Unfortunately,
inclusion in many schools has been interpreted as ‘normalisation’, and this coupled with an
educational system that increasingly measures good practice on academic achievement makes our
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children easy targets for negative discrimination. When this happens they are doubly marginalised
because the alternative peer group offered within a specialised environment is also denied them.

For my own part social isolation is not the problem it once was. Having achieved most of the
adult milestones and enjoyed both the good and bad associated with them I’'m now far more
comfortable with my own company and don’t feel the same need to ‘push’ myself to be socially
gregarious. This is one aspect of our lives where I feel my own autism may have had an impact on
my son, but I’m not sure whether that would be a positive or a negative for him developmentally.
On the one hand, I would have liked him to have had more social opportunity, but on the other it
could be that negative experiences of attempted socialisation would have affected him in ways that
were not beneficial. Certainly, whatever the benefits or otherwise of greater social integration, the
fact that I am a single father rather than a single mother has not helped, because social responses
to single dads are often far more complex than the typical responses to a single mum.

*

For me, it’s really hard to understand why some parents feel that raising a child with a
disability automatically means lowering expectations. Ultimately, any disabled child will grow up
to find areas of their lives are compromised and restricted - that’s what disability means — but the
nature and extent of disability will vary hugely from child to child for all sorts of reasons, and the
long-term implications can only be a matter of conjecture at the point of diagnosis.

While comparisons between autism and a physical disability are generally unhelpful it is
useful, I believe, in a non-general sense, to think about aspects of autism in the way that parents
of children with physical disabilities have to consider the challenges their children encounter. The
parents of a child who cannot and will never be able to walk, for example, have to redefine their
expectations to include what is achievable rather than mourning what isn’t, and the focus then
shifts from the issue of ‘walking’ to the wider question of ‘mobility’, and on how best to maximise
their child’s abilities in that.

Many of the stereotypes of autism focus on can 't rather than can: people with autism can’t
understand social rules; people with autism can’t read body language; people with autism can’t
empathise... This kind of thinking comes at parents of autistic children from all directions,
including, sadly, many of the professionals they will turn to for support and advice. If you couple
that kind of thinking with the very natural instincts parents have to defend and protect their children
it’s very easy to imagine scenarios where ‘can’t do’ will become a self-fulfilling prophecy and/or
where entirely the wrong conclusions are reached regarding the perfectly normal and natural won 't
do behaviours that epitomise childhood development. For the record, I can state from my own
experience and that of my son (and large numbers of autistic people that I know personally or have
worked with in the past) that many autistic people can understand social rules, can read body
language and can empathise: they just don’t necessarily (and I use that ‘necessarily’ deliberately:
I’'m not entirely sure that neurotypical people are quite as universally gifted in these areas as they
would like to believe!) do it intuitively or in the accepted way. There may be huge holes in that
understanding — something which will vary for every individual — but even at the most
compromised (in ‘medical model’ terms) level there will be some degree of social response to
work with.
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When a two year old first learns the correct response to the word ‘no’ he or she may have
no understanding whatsoever of why a particular behaviour has triggered that response from the
adult carer. It’s actually not important for them to understand the implication, only that they
understand and respond appropriately to the word no. The wider understanding, the conceptual
understanding, will come later, but can only come when the trigger has been identified... The
trigger is the key that unlocks the concept, because the trigger is the prompt for the question ‘why?’
which is undoubtedly the favourite word of all children as they move forward from the
confrontation phase into the negotiation phase of their development.

Autistic children are no different in this respect: in order to understand something they
have to first know what it is they are being asked to understand. To move forward from
confrontation they have to be asking the ‘why?’ questions, and they can only ask those questions
if we give them the key. Autistic children will find it harder to recognise keys for what they are.
They may also, for a variety of reasons, be far more reluctant to use those keys even when they do
understand what they are. Some keys may always be unfathomable to some autistic children, and
autistic children will vary hugely in terms of the types of keys they can identify and ‘use’ and the
degree to which they can use them.

All autistic children will use some keys; all autistic people will develop some understanding
of how their behaviour can impact on themselves and others; and all autistic children will use the
keys they can use that prove beneficial to them. Wherever possible, we need to ensure that the
keys they use will be mutually beneficial, and we need to do so in a way that provides them with
the greatest opportunity for accessing the conceptual understanding that each key unlocks and the
opportunities and choices that conceptual understanding ultimately provides.

Personally, I think the ‘No’ key is the most important key we can give our children. At its
most basic level it provides safety and security — for them and others — but as conceptual awareness
grows it opens more doors than any other: it’s a skeleton key, if you like. It’s also a hugely
empowering key, because when used in a considered way and with full understanding it can lock
doors too, enabling the privacy and ‘space’ that autistic people often need in a way that is
acceptable and more easily interpreted than the direct and physical behaviours that the lack of a
key will sometimes force them to use.

Teaching my son the meaning of ‘no’ has undoubtedly been my biggest challenge as a
parent. It has also been the most vital and liberating lesson he has learned.

One of my biggest bugbears as a parent — and I suspect again that all parents, whether
autistic or not, will identify with this to some degree — is the lack of credence that some
professionals give to my understanding of my son’s needs. Don’t get me wrong, I’'m certainly no
advocate for the idealised concept that ‘parent’s know best’ (just look at the statistics on child
abuse — particularly those that also encompass disability within their figures), but I do believe that
the best way to help a child is to pool all of the available resources and get them working together.
I have met some brilliant professionals who have been hugely helpful to my son both as advocates
and support networks, but for the most part it has been an uphill struggle to get them to recognise
my expertise in aspects of his life outside of the role of ‘carer’. Many professionals (and the
services they represent) pay lip-service to the principles implied by a ‘Partnership with Parents’
but these same professionals often prove less willing to actually practice what they preach.
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Before my son started primary school he was lucky enough to benefit from a specialised
part-time pre-school placement for children with social communication disorders. The staff there
helped to enable him in many ways for the transition into a mainstream primary, and were
invaluable in helping me to negotiate the complexities of obtaining a SEN statement. Despite that,
the recommendations suggested by them in consultation with myself were largely ignored by the
new school, who favoured the expertise of their own staff over the evidence presented to them. It
took almost two years to convince the new school of the benefits of ‘our’ way, and my son sailed
close to being excluded from the school on several occasions. Thankfully that situation was
resolved when my son moved from the infant classrooms to the junior school, and the relationship
between home and school went from strength to strength as he progressed to year six (Note 1).
What made the initial situation even more frustrating was the fact that the professionals involved
weren’t ‘wrong’ about my son’s needs, they were just using the wrong strategies to help him
overcome them. From the point of view of the professionals concerned those strategies were tried
and tested, and when my son didn’t respond to them they misread the implications of that and felt
challenged by it.

Outside of school I encountered similar examples of professional arrogance regarding
everything from PECS (at the time PECS was at the height of its popularity, and while I absolutely
endorse it as a tool for communication and empowerment I did feel it was being over-emphasised
and that in that scenario it had the potential to hinder wider development. Interestingly, I’ve now
heard several professionals who vehemently opposed my views at the time taking exactly that
same line) to the ‘Hierarchy of Diagnosis’ which suggested my son’s ADHD and Dyspraxia did
not need to be addressed as co-morbids.

Another interesting example involved shopping, which my son, of course, hated. From the

outset I was determined that my son needed to learn to negotiate supermarkets, and I asked all
sorts of professionals for suggestions and strategies for helping us to deal with this scenario.
Without exception the responses I got to this enquiry were: don 't take him shopping.
As a single parent, not taking my son shopping wasn’t really an option for me, and I really wasn’t
at all happy with the suggestion put forward by social services that I pay someone to babysit him
while I went. When he started attending pre-school it became even more of an issue, because it
was then argued that I could shop while he was at school. My own concerns — that there were times
he would have to come shopping with me and that this was a life-skill he needed to develop — were
pretty much disregarded.

Eventually, as with most other things, we found our own solutions. A friend on an internet
forum suggested a walkman loaded with his favourite music, and this proved a brilliant starting
point before moving on to a Gameboy. Comics as rewards and ‘shopping treats’ helped and so did
involving him by gradual increments in the shopping process itself. He still takes a PSP shopping
most days, but this is because he gets bored rather than because he gets stressed. On high-days and
holidays he actually likes shopping, and even elects to take his own purchases through the
checkouts independently.

Of course, chances are that by now he would have learned to negotiate shopping anyway,
and some might ask why put yourself and him through that. I can only answer by saying that doing
so got us to the point where he could cope at least three or four years earlier than might otherwise
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have been the case, and that it opened doors on many other social situations and scenarios that
might otherwise have been closed for him.

Having written the above, I now wonder about the advantages or otherwise of my own
diagnosis in relation to the role of advocate for my son. Being diagnosed as an adult several years
after my son I’ve been able to make choices about with whom and when I discuss it. Certainly it
was not a consideration in any of the situations I’ve outlined above, because I wasn’t diagnosed
then, and I’m not sure whether any of the professionals we now come into contact with have been
informed or not. It’s certainly not something I hide, but it’s not something that’s particularly
relevant to me on a day-to-day basis because I’'m still the same person I was before diagnosis, only
less confused about some stuff. I would 4ope that professionals would see it the same way, but
would I sound cynical if I suggested that maybe, for some professionals, my ‘status’ as an autistic
person could be seen as a reason for dismissing my thoughts and perspectives?

Even more disconcerting - would it be a case of selective patronisation: that when I agreed
with them it would be taken as confirmation of their own theories, but when I disagreed as
confirmation of my ‘flawed’ autistic processing?
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