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CHAPTER ONE

Welcome to Parenting

Author; Wenn Lawson

Introduction by Luke Beardon

I am so lucky in that I've known Wenn for years; one of the highlights of my life was when
I had the privilege of spending the best part of a week with him when I got to chatter non-stop
about all things autism-related! His writing is always a joy to read; this Chapter manages to
squeeze so much in, it's almost overwhelming! From diagnosis, to school, to the poem at the end
- there is such a wealth of information the Chapter is well worth taking plenty of time to read and
digest. One of the stand out components for me is the dichotomy of whether being an autistic
parent to an autistic child is a pro and a con - in this Chapter Wenn identifies how it can be both at
the same time; as with so many aspects within the autism field, it's very rarely a black or white
answer.

Introduction

In many ways this chapter is one of the hardest for me to write because as a parent of two
autistic adult sons and an autistic daughter, a grandparent of autistic children and an autistic
individual myself, I can’t be objective. This chapter, therefore, will be as much based upon
personal experience as it is from my more professional viewpoint. However, I really hope that
some of my ‘learnings’ and experiences might be of benefit to other parents and readers of this
book.

Some have said to me, “...because you are autistic yourself, do you find that you
understand your autistic child(ren) better than if you were not on the spectrum?” Well, the short
answer to that is ‘yes’ and ‘no’. Yes, because I have an academic understanding of the autism
spectrum (AS) and I have, over time, developed an understanding of my own strengths and
shortcomings. These help me appreciate the challenges of autism. But, ‘no’ because we are all so
different and the things that bother my child(ren) may not bother me and the things that interest
them might not interest me!

So, the first thing to appreciate is that autism is as wide as it is long and each of us moves
along its depths and breadths in a variety of ways. In fact, I tend to think of it as a circular
expression, not a line at all. There are many areas that overlap and it’s constantly evolving and
revolving. None of us will stay in one place for long. What worked well last year might not this
year and what was of interest last year may have changed this year. There is no ‘one size fits all’
when it comes to autism. For any parent the journey is certainly interesting. If we are prepared to
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adapt, learn and accommodate to this knowledge then the journey can be less frustrating and
present various challenges yes but also lead to great outcomes.

Getting a diagnosis

Getting to the point of diagnosis, for my youngest son, took several years (he was 12). In
fact, I didn’t actually recognize that there was anything that needed attention. My older son didn’t
receive his diagnosis until he was 45 years of age. Maybe this was because our home life was
structured, and we didn’t do ‘surprises’ or opt for variety, autism wasn’t an issue? Most days were
planned and each of us knew our role. So, whose turn it was to wash up or put away was spelt out,
along with all the other daily details of our lives.

So even though my youngest boy was 12 years. old when his diagnosis came through this
was the end product of a chain of events which started at school. When compared to other
youngsters of his age, the school noticed his behaviour was not typical. His school reports tended
to say things like: ‘is easily distracted’; 'is disruptive in the classroom’ ‘doesn’t stay on task’; ‘is
working two levels behind his current grade level’; ‘doesn’t seem to ‘get’ social interaction’; ‘is
OK at times with one to one but doesn’t work well in group settings’.... and so on.

I only knew that at home, his behaviour, although he was hyperactive, was not a problem.
All of my children were inclined this way! But, they were great kids! Eventually, when it became
obvious that he just wasn’t doing well at school and there were other areas of social understanding
he found difficult to connect to, he was assessed by a team of clinicians who said he had attention
deficit disorder with hyperactivity and he was on the autism spectrum. This meant he had problems
with attention but also, because of being on the autism spectrum he had problems working out the
social climate and arena that existed in his school day. Hence, he didn’t have problems at home
because we had structure and routine built into our day, and we didn’t do ‘social’ in any big way.
So, was it worth getting a diagnosis? What did it do for him? Well, it helped gain access to the
resources that he needed. I know resources are never enough and I wish there had been more.
However, joining together with other parents was one of the best resources. There is such a wealth
of support among parents of autistic kids and bringing this together meant we were not so isolated.
It also meant finding friends who we didn’t have to constantly explain ‘the behaviour’ to.

Initially, gaining support for my son’s ‘learning style’ wasn’t easy. The school were willing
to help, but they hadn’t any understanding of autism. This meant that I had to educate them and
our family too. Often parents ask me which school is best for their autistic child: special school or
mainstream? There isn’t a ‘black & white’ answer to this because it depends upon a number of
variables. For example: Is the school open to learning, is it teachable? Does it have a great Head
of school who is happy to connect with you and the professionals in your life? Will it consider the
individual child’s personality, intellect, social capability, sensory disposition, and particular
learning style? All these questions need to be considered. Other considerations are locality,
affordability, other family members and commitments and so on. Frankly, sometimes I think it
depends more on the staff and their attitude, than on the type of school. I’ll talk more about
inclusion strategies later in this chapter.

Explaining to family, friends and others

Getting a diagnosis was just the beginning for us. We then had to explain it all to other
family members and our friends. This wasn’t easy because typical thinking tends to put children
into categories. There are those children who behave, do as they are told and who are a pleasure
to be around. Then, there are those children who are ‘naughty’, do not do what they are told and
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are very difficult to be around. My family felt that my son belonged in the second category,
therefore, he just needed more discipline from his parents and more consequences for
‘unacceptable’ behavior!

The facts are, however, that AS kids, teens and adults alike, have particular cognitive styles
that mean we tend to do one thing at any one time and are not good at doing lots of things at once.
We call this being monotropic or singly focused (see: Lawson, 2011). The typical population
around us, however, are good at doing several things at once, they are polytropic (better in general
at multi-tasking). They look, listen, process information, walk, talk and think all at the same time.
This is great, for them, but it’s not so cool for us. While they have moved on to the next topic or
situation, we are left behind still processing the previous one.

This might mean our frustration levels go up and, at times, accessing the fullest concept of
what is meant, what is happening, what we should do, what others might do and so on, are beyond
us. So, we are left feeling lost and disconnected. What we tend to do, as compensation, is stay with
what we are interested in and actively further our interest, sometimes to the point of obsession.

Having one interest, to the exclusion of many others, does not have to be a bad thing. We
just need to explain it to our families and friends. If, we can get this understanding accepted as
foundational to who we or our child is, then we can work with that interest and use it
constructively... often it can lead us on into other interests. For example, one could ‘ride' on the
back of ‘Thomas The Tank Engine’ (a special interest) and use the interest as a tool to extend one’s
interests across other domains. Using a Thomas toilet seat or holding a train from a Thomas set
might help as motivation for using the toilet and moving on past being in nappies, and so on.

In another example, if you want to teach ‘listening’ you could model this concept via
‘Thomas and how he heeds the Fat Controller’ (characters from a story) and so on. Please resist
the temptation to take the ‘active’ interest away. It’s a myth to think if you take away an ‘obsession’
that you free up attention for other interests. You see it’s a design feature for us, that we only have
attention for one interest at any one time. Now, the following enigma might seem to contradict
this... my son and grand children can be working at a game on their iPads, and watch the television
at the same time. But, when I investigated this further, I realized that this was only true if they
were ‘interested’ in what was ‘on’ each of those mediums. In Autism, no interest equals no
attention and vice versa!

If I had to sum up autism and describe it ‘in a nutshell’ to others I would say this: autism
is a particular cognitive learning style. It sets us apart from typically developing individuals. It
enables us to be focused. However, in the social arena, it might mean we don’t process the multiple
stimuli that are coming our direction quickly enough to respond as others might want us to. So, for
example, we need more processing time.

Professor Rita Jordan once said that autism could be thought of as a condition, (ASC) or a
particular learning style that, if not accommodated, could lead on into the person developing a
disorder, or an Autism Spectrum Disorder (ASD).

Having said this, most of our family members and friends will need time and education, to
help them adapt to an autistic individual’s way of thinking and acting.

School
School can be a pretty tough place for us all, let alone if you don’t fit in with the majority.
So often our AS kids are teased and bullied. Occasionally they become the bullies themselves.
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Most often, from either situation, when the issues are understood anddealt with appropriately both
of these can be sorted. Carol Grays ‘Morning News’ has covered a series on ‘Bullying’.

The Gray Centre has lots of useful information for parents; Carol, herself, being the parent
of two sons on the autism spectrum.

When it comes to strategies for communication and learning, many of us, as autistic
individuals, communicate better through the medium of technology. Technology (computers,
iPads, digital cameras, Camcorders and so on) can be a useful non-invasive means of identifying
social norms, rules, expectations, demands and so on. As well, of course, as a means of learning
how to implement some as and when, they are necessary. This type of technology also gives us
‘time’ for processing. Time is something that moves very fast in most social situations and,
therefore, tends to leave us behind. If, however, one has managed to ‘catch up’ because of
developing learning through these other methods, social situations needn’t be so daunting. See
‘Getting IT” by (Murray & Aspinal, 2005) for more clarity on this issue.

Inclusion

I have always been a proponent for inclusion. That is to say, I am against ‘exclusion’.
However, the very term that defines me as an autistic individual states that I am disabled due to
difficulties in the areas of social functioning, communication and rigid thinking. My experience,
as a human being, begs the question, therefore, “...are the above not true for all individuals, with
or without autism?” Is it not because of these areas of difficulty that we all have problems with
inclusion?

How easy is it to feel ‘included’ for any student at school who is not ‘cool’, attractive and
confident? Let alone any student with a diff-ability like autism. We all know the answer, it’s not
easy. When [ was at school no child wanted me in their team for sports activities; the teacher had
to place me in a team. No child chose to sit near me or play with me because I had problems
understanding the rules. I believe inclusion means finding ways to work with difference. A smart
teacher could have given me a different role. For example, although I wasn’t good at joining in the
games other children played, I might have earned their respect if, for instance, I’d been allowed to
keep score during ball games or design the rules for a game and teach the other children how to
play that game. If a child is given a reason to admire or respect another child, they usually will.
Many autistic children have strengths and qualities that typical children don’t. These could help
an autistic child find a role in a social group.

Understanding the social rules of any group and knowing how to implement them is crucial
to inclusion. But, understanding how these change and teaching adaptability to ‘difference’ is also
crucial to inclusion. Inclusion in education, as an ideal, will not be a reality for our children unless
we can help the wider community accept ‘difference’.

Having a tough time at school?

For many children with a diff-ability, school can be a nightmare. It’s tough enough being
a typical child and having a heap of social skills readily available to you. If the school and its staff
are committed to accommodating the needs of its children and to helping the typical kids
understand those on autism, making it work is possible. For those of us with autism inclusion will
mean several things: providing a sensory environment that considers our sensory needs (they vary
from child to child), building an understanding of interoception as part of the curriculum
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and adapting the wider curriculum and timetable to accommodate our differing learning styles. It
also means providing a classroom and work environment that is calm, structured, uses natural
lighting as far as possible (no fluorescent lights that are a trigger for epilepsy) and allows lots of
one-to-one teaching rather than only a group focus. The difficulty is that very few schools are
equipped to meet these needs either with school layout and equipment or with the necessary staff
teaching. Therefore, inclusion for some, which doesn’t fully cater for their diff-ability, actually
increases their isolation and rather than foster a sense of inclusion will cause them to feel excluded.

Editors’ note: The above are just suggestions and may not work for all autistic pupils.

Special schools for AS?

Perhaps our thinking about special schools is coloured by prejudice? We only think of them
in terms of intellectual diff-ability or ‘special needs’. Could this be changed by how we market a
school? When I was growing up if you were clever you went to Grammar School, the 'Special
school for clever kids’. If you did not do so well, you went to a Secondary School. There have
always been ‘grades’ in our thinking. You might be a ‘straight A’ student or you might be good
with English or Art... it seems to be human nature to place people into categories. Inclusion and
integration have similar overtones, but, in reality if we don’t recognize that we are all different and
that difference can be a good thing, then in defining inclusion we only foster exclusion. Placing
every child into a school governed by inclusive policy but not inclusive practicalities is like trying
to fit all shapes into one (or round pegs into square holes). It will not work.

Designing specific schools for particular needs may not be a bad idea. I think it could be
especially good if rather than keeping these separate from other schools, we mixed and matched,
as far as possible. Universal design is the way forward. At school, when I was with particular
teachers who adapted school life for me, who bent the rules and who made me feel valuable, I did
OK. “If Wenn finds it difficult to be in class with those lights on, we will switch off the lights...”
Some teachers brought in lamps from home and all the children seemed to benefit from this show
of ‘care’. At times, however, my difficulties were just too overwhelming and I couldn’t partake in
school life. I know some children whose difficulties require full time care and assistance. They
need specialized support and equipment that just isn’t within the typical school budget. Either we
provide a specialized unit that is equipped for their needs or a specialized school, but we need to
be listening to their needs.

Should we Label our kids?

I am glad I have a label. My label helps me to understand who I am and why I function as
I do. If we removed all the labels from canned foods how would we know what was inside the
can? Rather than viewing labeling as separating we can view it as informing. Why do we have
such a problem with defining ability? My autism means that I am differently abled! I'm pleased
we are not all the same and that I can contribute in a way that someone else might not. Teamwork
is about incorporating all of our strengths, as and when they are needed. Just like we each need our
role defined, our job description, our ‘part’ explained, so it is with parenting, education and so on.
Accommodating all children with all of their needs under one roof would be marvelous. However,
in my experience and that of my sons, I have found it rarely true in any practical sense. Instead,
we have been made to feel ‘our difference’ as a bad thing; a ‘thing’ that hangs on to us likean
unwanted weight on our shoulders. I need an environment that welcomes and celebrates who I am,
not one that compares and contrasts me to that of others and concludes: ‘you just don’t fit’.
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Initially my youngest son didn’t welcome his label of ‘autism’. I doubt whether many
young people would. Who wants to be defined as being ‘different’ when they are teenagers? Most
young people of that age want to be like their mates. Today both myself and my sons are proud
we are autistic and proud to be who we each are. Both my sons and I have heaps of good things to
contribute to society. We may not show our best in certain environments; just like the beat of a
drum might silence the soft notes of a double bass. But, in their own right, both the drum and the
double bass contribute to the musical melody.

I long for an inclusive society that recognizes and welcomes difference. Being part of an
inclusive society means promoting the right to specific and particular environments and education
for all of our team incorporating difference into our community., and differently for others in our
community. Acceptance of difference starts with us. As parents, we set the tone for our children.
If we constantly inform them of all that they fail to get, see or do, we are giving them the message
that they are not OK. This fosters a belief that will haunt them as they go through school and as
they interact with the family and society that they are part of.

School Camp

The first time my youngest son went on a school camp I was so anxious and worried, I
nearly didn’t agree to his going. However, I wanted him to have the right to access the same
experiences as any other child. I tried to prepare him and the accompanying teachers for this
occasion, but, didn’t quite succeed. Unfortunately, there were things that I could not foresee and
I still feel uncomfortable about ’this failure’, today.
Some pointers:

e Preparation needs to consider both the child’s autism and their personality. What are his
her or their communication difficulties? How literal are they? Is s/he/they social? Can
s/he/they ‘share’ or is this concept too hard for him/her/them?

e Preparation also needs to consider the camp structure. Is there a structure, routine, agenda
that you can have an advanced copy of?

e Preparation also needs to include a practice run. Can you ‘practice ‘camp’? Things like
‘lights out’ using a torch, making your bed, singing around the camp fire, not going home
but sleeping under canvas and so on.

Having a buddy and a named person to assist and support the child through the camp

experience is also very helpful. These days access to a mobile phone or landline, enabling one to
connect at an agreed time, can diminish anxiety for both parent and child.

Holidays

Preparing to go away for the holidays, staying home for the holidays or having visitors join
you, for the holidays, are all occasions that need time and thought. Will you be traveling? If so,
will you go by car, or by public transport? Each mode of transport has its own challenges and each
of those will need consideration.

If you are flying to your destination it’s a good idea to inform the airline and aim to have
them accommodate your family needs. It’s also a good idea, on each occasion, to prepare your
child so they gain a concept of what ‘holiday’ will mean: e.g. the various requirements and
expectations.

Most autistic children are not good with surprises and prefer similarity and routine. Yet,
surprisingly they accept the changes that go hand in hand with a change of scenery, location and
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expectation. It’s especially useful to have pre-planned your itinerary and to have mapped out what
it might all mean (including building concepts that allow for things to go wrong!).

Teenage years
Editors’ note: There is a reference to a ‘Mate Crime’ incident in this section.

When my sons were small, it was so much easier to have a say in what they did, where
they went, who they saw and so on. As they got older and became more aware of others, my ability
to have a say in his their arrangements diminished. No parent wants to nag and be seen as always
interfering in their child’s life, but, our autistic children can be so vulnerable and so gullible. They
are an easy prey for the less scrupulous individual that may see an opportunity for their own gain.

I remember talking to my youngest about ‘friends’ and what being a friend meant. He said
“..but they must be my friends; they borrow my CD’s”. The fact that they didn’t lend him their
CD’s and that the relationship wasn’t reciprocal wasn’t obvious to my son. On another occasion,
when he was much older, he was at the pub with his ‘mates’. Eventually he came home and we
were talking about his time at the pub. He seemed very happy and pleased with how the evening
had gone. He said ““ .... Oh, John said I could buy the drinks because I was the one who had some
money. “I agreed with him, I did have some money. So, I bought the drinks”. My son took the
statement quite literally (as we do) and very soon had spent all the money he had which was meant
to last him for the next two weeks. His ‘mates’ had used his vulnerability and he hadn’t recognized
it. He had a sense of achievement and belonging which was falsely based. It took us some time
and much heartbreak before he could understand this.

Being a teenager will mean all the usual years of puberty and all the hormone changes a
young person goes through. The only difference for our autistic young people is that they might
be more grown-up physically but still be quite emotionally and socially immature. I noticed that
my younger son really liked to be with people much older or much younger than himself. He rarely
had any interest in being with young people of his own age. This can be OK at times, but it also
poses its own set of problems. Playing games with a girl of 10 when you are 16 can be seen by
others as inappropriate. Trying to find ‘age appropriate’ activities and interventions can be
difficult. I found that Martial Arts were helpful. Tackwondo, for example helped my son to slow
down, become more aware of his surroundings and take control over his actions. Eventually he
learnt how to enjoy time with young people closer to his own age.

Higher education/employment

Going to College or leaving school to get a job? These are typical questions that our young
people will face. My younger son managed to get through year 10, but he really wasn’t at home in
academia. He also didn’t manage to get a job that he liked. He tried a few. Due to being quite
literal and having restricted interests, he found it difficult to accommodate the changing situations
and staff changes that most employment opportunities afforded. For example, he was happy to
wear the supermarket uniform, but not so happy to listen to a new supervisor that he hadn’t been
introduced to. It’s important to try to explain all the ‘rules’ and even spell them out in visual form.
Also knowing what to do or how to respond when the rules get broken or don’t work is useful.
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Editors’ note: Year 10 in Australia is age 15-16

I remember when wearing hats, (to protect against the Australian sun during play time),
was introduced at school. My son was 12 years old at the time. He took a notebook and pencil into
the school yard so he could write down the name of any child not wearing their hat. It seems that
in his mind he was helping the teacher enforce the rule to protect the children against skin cancer!
I don’t think the other children would have seen things this way. We had to teach him the concept
concerning ‘not dobbing in on your mates’. Being discreet and understanding how to ‘get away’
with something was not a particular art that he excelled in.

Social skill and people skills are the two things that can present as most necessary in
education and employment situations. These are two areas that are very difficult for AS
individuals. A young person might have all the academic knowledge and skill for the job or the
course, but, if they fail the interview because they lack typical social skills that inform the need
for things like personal hygiene, presentation, good manners, listening skills and so on, then
academic knowledge will not be enough.

The type of skill development mentioned above needs to be built into our child’s everyday
life. Again, technology can be part of the answer. In group situations I have all sorts of difficulties,
so do my sons. But, learning how to excuse myself from company politely, say ‘please’ and ‘thank
you’ at the right time, at least learn to look in the general direction of someone speaking to me and
so on, have helped see us through. I'm not good at eye contact, but, looking at someone’s chin or
eyebrows can easily give the appearance of ‘good eye contact’. These sorts of skills are important
because the non-autistic population places importance upon them.

Being motivated

Encouraging my sons to join in with family occasions, do their homework, do their chores
or think of ways to amuse themselves was often a challenge. It seemed that they weren’t interested
unless there was something in it for them. Maybe he was just being more honest than some of us
might be! I believe that it was being monotropic that made it difficult to see why they should do
something. Part of the answer was to use his their interest (whatever it happened to be at the time).
For my youngest son, it was also helpful to use his interest (often ‘The Simpsons’: a favourite TV
show) to explain and develop the kind of social knowledge he needed for successfully being around
others. Motivation is often so difficult. I mean, if you kept getting it wrong, you’d give up trying
too!

Another factor in locating motivation is anxiety. Being anxious eats away at one and easily
destroys motivation and self-esteem. If a task seems too hard one might place one’s hands over
one’s ears even before one has heard what is being requested. Relaxation, working and living
within one’s ability and learning how to recognize stress and do something about it is so important.
Yet, these are all steps that can immobilize our autistic young people. I often don’t see that I'm
being overwhelmed, and I so easily fail to recognize the same for my sons. As parents we want to
set up structure and daily routines that can assist us with daily demand. Using a diary, technology,
notes, emails, lists and so on can be very useful. We can learn to say ‘no’ to an event or request
that isn’t already on our timetable so that we cut down on impending demands. It’s the same for
our children.

Setting budgets and financial plans (based around interest) can also assist with the
development of motivation. Building realistic rewards into each day and setting achievable goals
are part of maintaining motivation.
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The Future

We won’t always be around for our children. Teaching them to stand on their own two feet
or setting up a plan that will enable them to be looked after in the event of our not being able to, is
an essential part of preparing for their future.

Do you have a Will? Have you made plans for your children in the event of your death?
Who will look after them if something happens to you? These are important questions that require
our attention. It’s unfair to simply ‘expect’ that other family members will take over this role. If it
has been talked about and formalized, then this is one more worry we can let go of. There are
several online agencies you could explore this through. or, you could talk to your solicitor and be
advised by them. What you shouldn’t do is “put this off’.

Building for the future starts the moment we know we are expecting a child. We get ready
for their arrival by buying clothing, equipment, preparing a space for them in our home and hearts,
as well as learning about taking care of ourselves too. We think about diet and exercise and make
lots of plans to make this new little person welcome. Part of planning for our families should also
include planning for our eventual departure from our children’s lives. No-one knows when this
might occur, so, plans should be made as soon as is possible, not when our children are all grown
up. One young man [ know when told that his Mum was dying from Breast Cancer said: “if Mum
is in the hospital, who will take me to McDonald’s”? Sometimes it’s the practical aspects, more
than the emotional ones that we need to consider first.

The Future (Lawson, 2003)

Life on earth is but a moment caught within the crease of time,
The seasons come and go again,

You have your life, and I have mine.

The seed that's planted within the ground
Cannot choose what to become.
A potato, an apple or a rose for some.

However, for it to be the very best,
It needs rich soil, not poor.

The sun and the rains must come,
To open that seeds door.

I may be born to nourish others,

I may delight the senses.

I may grow tall,

I may grow small,

I may stay stunted beneath wire fences.

My future may not depend on my stock,
So much as it does upon sources.

Sources of warmth, sources of care

I depend on the nurture to be for me there.
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Then I can blossom and sing with the birds,
Then I can grow my potential.

So plant me in goodness and all that is fine,
Please keep the intruders away.

Give me a chance to develop, in time,

To become who I am, in life's future, one day!

CDS PRESS
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