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THE DOUBLE EDGED SWORD OF ADULT DIAGNOSIS AND
WHY IT BENEFITS YOUR WHOLE FAMILY

Author: Helen Bisson

Introduction by Dean Worton

Helen’s chapter is a well-articulated example of difficulties happening the world over for autistic
individuals but in particular for autistic parents. All too often they are simply not believed by
professionals, and worryingly by those who would be expected to ‘know the score’ best of all.
Things are now improving but [ still think it’s happening rather slowly. There needs to be a stop
to not believing adults who claim to have Autism or that their children have Autism. When these
claims are made, they should be taken seriously. There is too much suspicion in the world about
people having hidden agendas. I truly believe that these claims should be listened to and looked
into. It’s not the teachers call to claim that the parent isn’t telling the truth. I think that only a
medical professional can ever make that assessment. Sadly, even then its not always plain
sailing. Respect and compassion costs nothing!

Introduction

I had my first real inkling that I was different aged about 2 and a half. I remember being
taken to a church event where they had bagpipes and everyone was toasting a haggis. I liked the
word haggis and said it repeatedly as an answer to every question. The bagpipes assaulted my ears
and I screamed. I got shouted at for this and the trauma stayed with me well into my teenage years.
For the entirety of my childhood, I hated being inside and spent most of my time in our large
garden, avoiding my mother who was no-where near my wave length. The only human I had any
connection with was my lovely dad, who just seemed to know me. He interpreted the world for
me and explained the happenings of life so that I could try and become part of the madness around
me. I learnt from an early age that it was necessary to become inconspicuous in order to survive.
Another early memory was being ridiculed for the amusement of family visitors because I always
removed my knickers and socks and as much other clothing as I could get away with. My first
day at school will be forever etched in my mind, as the day I realised everyone else knew
something I didn’t and this feeling continued for over 3 decades.

Life as an unknown Aspie
I suppose the idea that our family was odd, in a real clinical sense, came after having my
son. At play group there was another ‘naughty child” whose mother couldn’t cope with his erratic
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behaviour and everyone was speculating about him having ADHD or autism. I saw many
similarities between this child and my own and although we parented differently and thus, the
children were as different as they were similar, [ knew that the only reason my son was accepted
as normal was because this other poor boy was considered worse. My boys’ own idiosyncrasies
were masked by this other boys' dangerous and violent behaviour. No-one cared that my boy spent
2 hours at playgroup, every week, waiting in line to go down the tiny slide to repeatedly wait in
line again. They just joked at his British love of queueing. T and I stood apart from the rest of the
world but we fitted my family profile perfectly.

I left T’s father just after my boys 2" Birthday. My 2" marriage ended when I could no
longer deal with my husband’s mental health issues. I got a little house for me and T close to town
and we set about making the empty space a home. We were happy and safe. My baby boy didn’t
sleep well but neither did I, it runs in our family, sleep issues were part of our family with both my
brothers and I continuing to sleep walk and/or talk into adulthood. We all periodically have major
issues getting enough sleep. T had problems at school but he came from a broken home and
struggled with settling after visits to his father so I was told that was to be expected. He was
intelligent and very articulate so nursery staff glossed over his struggles, seeing him as brainy and
‘highly strung.” He would never join in activities in the ‘big hall” whilst at child care, preferring
to sit and watch the games with his hands over his ears. This was considered willful by the staff
but they let him do it rather than deal with the meltdown or shut down which they had learnt would
come if they tried to force him to join in. He was only 3 and the nursery had some undesirable
characters attending so I didn’t consider it an issue because I wouldn’t have wanted to play with
those kids either. In our family, we had been taught to avoid conflict by not putting ourselves in
a position where it might occur. In our family, all these things were normal.

The 18 months I spent as a single mum were well needed recovery time for me. It was
hard but not as hard as being with the wrong person. Then I met a lovely man, who had three
slightly older boys and after a few months we introduced the children to each other and started to
blend our families at weekends.

At this point, T and I were just quirky. N was appalled that I would routinely whistle for
my child’s attention. He would often remark “he’s not a dog” but would then concede that as T
didn’t often respond to his name it was a useful and necessary method of communication. Again,
this was normal for me as both my dad and big brothers would whistle to gain my attention from
a distance. We had a specific, two note call that signalled ‘look my way’ the ‘time to go home’
message could then be shouted and heard or a waved signal seen and understood. It just made
sense to me over the babbling noise of playgroup or a park, at a party or class or while out walking
as a group.

Things became more noticeable when T started full time school and when my relationship
with N had a major wobble after I found he had told me a little lie. Irealised that my need for total
honesty, 100%, 24/7 was unrealistic. We all tell little white lies, like when we don’t want to do
something and feign illness for example, but it was a need I had. My trust to this day totally
depends upon it. I thought this was due to passed, failed, relationships but N was convinced I was
abnormal in the depth of my emotion. He mistook my need for knowing detail for clingy
neediness. To me it was sharing. Why wouldn’t you share who you bumped into in town or the
new top you bought unless there was something to hide? With trust broken, I was fearful, I simply
didn’t understand. I was certainly not needy. I had enjoyed my independence and was proud to
have provided a good life for my son. I was scared though of the differences between this man
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and his family and us, I didn’t understand why he insisted we were abnormal when to me, they
were the strange ones.

At school my beautiful, loving, bright boy who was eager and quick to learn, retreated into
a skinny, angry, haunted, sad soul who I struggled to recognise. He was gaunt and exhausted and
he began to shout and hit out. As school switched from play based learning, to sit down and write
lessons, the problems increased. I was asked to get his hearing checked because he wouldn’t
respond unless touched first to get his attention. I was asked to get him checked by the GP because
he collapsed and slept most afternoons from sheer exhaustion. I was distraught that my lovely boy
was reported as being rude and violent, they didn’t seem to believe that he wasn’t like that at home.
It was as I stood waiting, while T has swim lessons at the local pool, that I got chatting to another
mum from the school. Her son, who was a few years older than my own was also often in trouble.
She said he was being checked for Autism. My nephew has Aspergers and I couldn’t see how this
lad and my nephew could be the same but a few weeks later she told me that her lad had received
a diagnosis of high functioning Autism. She was pretty convinced from our conversations over
the weeks that T had it too. I thought she was crazy. I’d spent a year working at a special school
after finishing my A-levels and my job at that point, as it remains today, is working with adults
with learning disabilities including autism. Surely if my boy was autistic I'd know? He was
nothing like my nephew, who was bright and attended mainstream school but clearly had issues.
This friend suggested I google certain websites and look things up and the more I learnt, the more
I thought she could be on to something. I approached school and went to see the SENCO who told
me that my boy wasn’t autistic he just had an attitude problem like me! I made a formal complaint
to the school but someday in the future I will track her down and thank her. Her total lack of
empathy, her ignorance and unprofessionalism spurred me into action. I became determined to
find out why my lovely boy wasn’t coping at school. Now aged 7 it was becoming more obvious
that he wasn’t going to simply grow up and fit in with his peers.

The Autism Bomb was incoming

The more I looked into it and the more I shared with my N, the more we realised just how
similar T and I really are. His struggles had been my struggles. His habits and weirdisms were
his own but they were similar to mine, their roots coming from the same difficulties. He would
rock and roll around the floor as he watched TV, never still. 1 would have to be doing a word
search or knitting or sewing as I viewed a programme, still movement but now socially acceptable.
Had I taught him these things? I had always thought I had struggled at school because I hadn’t
gone to nursery like everyone else who already knew each other on my first day at school. T hadn’t
wanted my child to be socially isolated so I had taken him, despite my fear and anxieties, to lots
of kiddie clubs. No-one was going to call my son a spoilt only child and I didn’t want him to feel
as odd and left out as I had always felt. So, we went to the breastfeeding clinic when he was small,
then on to Tuesday playgroup and Friday playgroup and often baby bounce at the local sports
centre, swimming with friends from playgroup or toddler gymnastics class. I went back to work
and he’d gone to day care and nursery. Yes, I’d had influence, of course I had but all these other
places had had an influence too. It couldn’t just be nurture could it? So, if he hadn’t learnt his
oddities from me was it genetic? If he had Autism did that mean I did too? My friend encouraged
me to seek a diagnosis for myself. She was ahead of the game in the Autism world and she’d been
given advice which she passed on to me. Someone in her ‘parenting Autism group’ had told her
that the best thing she could do for her son, if she felt she was Aspie too, was to get a diagnosis
herself. She had done this and now her son knew he wasn’t alone. He had her as an example of
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an adult who had overcome adversity to go on and have a career and a family. I decided to follow
suit but more for my own selfish need to know if there was something to explain my life struggles.
I was very lucky with my GP who manage to secure us an appointment with the head honcho of
CAHMS in the city. We managed, somehow, to bypass the local red tape. T was diagnosed with
‘Autism-formally known as Aspergers’ and just 6 weeks later, around my 38th Birthday, I received
the same diagnosis from the Adult services. From what I hear from other Aspies and parents we
were incredibly lucky. It took just 9 months from first considering Autism a possibility to us both
having an official diagnosis.

Diagnosis changed our lives- for better for worse, in sickness and in health

It’s funny isn’t it? You imagine how things will be when this or that happens. I struggle to
have this form of imagination so I blindly believe what I read and what people tell me. But it often
doesn’t turn out like that at all. I had been led to believe that receiving an autism diagnosis would
open avenues of support at school for T and would allow some room for understanding and
acceptance in my world as well. It didn’t happen like that at all.

For T, he was put on the SEN register but because he wasn’t behind academically that was
it. He received a bit more patience when he had a meltdown but nothing more. The social side of
school remains as difficult as ever.

I had the constant feeling that they just didn’t believe the diagnosis, a notion that [ was a
pushy mother and the doctors had given in and given a diagnosis to shut me up. I had done so
much to get the diagnosis for T but it was meaningless. I had to continue to train and educate staff
with facts and strategies, which I was having to research and learn myself, to make school a
positive place to be. I have had to educate myself in order to educate the educators who are trained
to teach Maths and English and Art and Science but are not trained how to deal with pupils who
have varied learning styles and needs. A recently qualified teacher told me only last year that he
had received just a few hours training on Autism, yet some statistics quote as many as 1 in 88
children are on the spectrum in the UK.

For both N and I the most dramatic and immediate effect from the diagnosis was a shift in
our relationship. We tell this story completely differently. Each of us feel very differently about
the following months. We both found it unexpectedly hard. It was unexpected because all through
the process (which takes weeks of form filling and a few interviews at the local mental hospital)
we both believed that nothing would change. After all, N had fallen for me as I am without a label,
I hadn’t changed so it was just to give us a bit of understanding. I’d had mental health issues in
the past and I had never hidden these from N. He knew about my story in fine detail, I’'m very
open and honest and I’d decided whilst I was on my own that any new partner would have to love
me warts and all. I had set out to make sure N knew exactly who I was and where I had come
from, it was my way of making sure he understood me and accepted me as I am. Therefore, I
figured that this process of diagnosis would just help make sense of me. I felt it would help me
live with my life’s failings as I saw them.

I will tell you that N found the whole process very uncomfortable. In his former world
(before me) mental health issues didn’t exist-British stiff upper lip ruled, suck it up and man up,
that was Ns upbringing. He was struggling the day we met the psychologist for the final verdict.
The weeks, months and maybe even years after being told I had Aspergers, N struggled to except
that I was H first. Every time I got cross about something I was being “over emotional” or I
“couldn’t see anything from anyone else's point of view.” He blamed the Aspergers for everything
except that he didn’t, he blamed me for being broken. That is how he saw me, abnormal, not right

73



Being An Autistic Parent
CDS PRESS Editors: Beardon, Worton, Cossburn

in the head, broken but at the same time he loved me. The stress meant that I sometimes used
Anti-Depressants and these would curb the nice characteristics of being Aspie. I would become
dull, having lost my childlike sense of fun for example. It was during these times that N began to
realise that what he loved about me was my unique view of the world and the positive differences
that I have. We argued and it was bad at times, especially just after we had moved in together with
all our boys. We had to learn to argue Aspie style more on that in a moment.

N, as I said earlier would tell a different story, one which I don’t recognise. He would tell
you that I became more autistic because I knew more about it and everything became about my
autism. I find that hard to accept. I had met someone like that at a group, who morphed every
new trait she learned about and so I was determined not to be like her. I was careful about how
much [ talked about it, but I did try and explain my behaviour when necessary. N would tell you
that I was the one who changed. I tell you that we both did. I became more confident as I began
to understand myself. No longer was I a useless oddball who stumbled through life not quite
coping with everyday things. Now I was part of a community, the Aspie community and compared
to some people I met I was doing really well. 1 had a job, a partner, a family and some
qualifications. I had a lot to be proud of considering the struggles I faced every day. The only
difference for me was that I now understood that these struggles weren’t some terrible weakness
and more importantly they aren’t my fault. I still have to tell myself that sometimes.

More on learning to argue Aspie style

It seems that years of living with his ex, meant that N had a fixed idea on the structure of
an argument. In his experience, it would end with her walking out, driving off and returning home
the next day in time for N to go to work. His history left him fearful of people leaving.

My Autism means that I need to leave the hostile space, collect my thoughts, order them
and plan what I have to say. It also gives me time to process what my adversary has said. | NEED
that time and space. N FEARED that time and space. When we weren’t living together I would
hang up the phone and then call him back when I was ready. Now, living together he couldn’t
give me the space I needed. I would walk to another room and he would follow, still repeating his
rant, still going on and on trying to bring a conclusion to an argument that I could no longer hear.
I reached crisis point a few times. Once, I actually hit N. He despised me for that and the look in
his eyes will haunt me as long as I live. I am glad we weren’t in the kitchen because the rage I felt
that day scared me, really scared me. I hit rock bottom. I felt suicidal more than once. But I also
knew this relationship was worth working on. N was under tremendous strain at work and I
couldn’t handle him not being able to handle me. I found some articles online which explained
shutdowns and melt downs and I emailed them to him. I found that going back to our old ways of
communicating through email and text helpful and I also managed to help N realise that he needed
a new job.

We began to compromise. If N didn’t want me to shout and scream then he had to allow
me to walk away. If I wanted a calm conversation with N, I learnt that I couldn’t be blurting out
my questions and views as the poor man walked through the door after a long day and a hard drive
home. We have now found a way that works. It may have taken longer than a regular couple but
the understanding and respect which we share today is worth it. And do you know what? It was
tough on the kids for a while but they are now all really good dispute solvers. Yes, we fought but
we have also shown them how to resolve issues. We have taught them how and when to challenge
someone or an idea. We have taught them to be tolerant but to have their own standards and values
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which they have a right to protect. No-one shouts in our house these days. That is a big thing for
me as I grew up in a house where shouting was a daily occurrence.

We have just spent the most idyllic week away in Cornwall. I was dreading it. 3 boys who
are used to having their own room and space all together in bunks for a week. One who sleeps
more than a sloth and one who rarely sleeps more than 6 hours with the other who can be the
world's best wind up merchant. N and I together 24/7, we are the bicker king and queen. But it
was fabulous. We all got along. We all did our thing. The sloth slept on the beach while the rest
of us swam in the ocean and his father allowed this. I’m pretty certain that he would have enforced
family time a few years ago but now he has a respect for the individual. I went to bed for an hour
when I felt exhaustion taking over, T remained quiet and amused himself so as not to disturb
anyone when he woke at 6am. Everyone now makes an effort not to argue but they also don’t
compromise themselves for peace. That’s really very important. We are now a family of solution
finders and I’m super proud of that. I firmly believe that it’s not good for children to be hidden
from arguments. So many parents wait until the kids are in bed and then let rip at each other.
Better to show them how to make a relationship work. Better to teach them about the real world
rather than trying to construct an unrealistic world of fake happiness. Better to show them that
conflict resolution leads to a better life for all.

Aspergers is a hidden condition until it burst from your control

To this day I believe we have the very worst form of Autism. Because we can mask our
difficulties (until social exhaustion disables the ability) because we are intelligent problem solvers,
we find solutions that mask and hide our struggles: because we are desperate to fit in and not stand
out we learn to mimic and excuse our eccentricities. Then, when we are no longer able to cope
with the demands placed upon us by society, we meltdown, or shut down. And then because we
managed yesterday, we are considered weak today. Our daily fight and enormous efforts are not
recognised, we are instead belittled and reprimanded for not being normal. so turns the viscous
cycle of demonising the condition and ourselves. Our inner bully has been collecting every
negative comment ever made to us so it can repeat it in our heads every time we fail at a situation
other people handle with ease. The anxiety and fear of getting it wrong again means we run our
everyday lives with the fight or flight psychology which neurotypicals save for life threatening
situations. The irony of it all is that the anxiety caused by the autism becomes more of a problem
than the original condition. The anxiety, exhaustion and social isolation very often lead to metal
health issues which can too often become life threatening.

Editors’ note: In the following section are references to actual and attempted suicide

Because I know who I am I can brighten the future, if only in a small way

My Big Brother, I am certain, was Autistic. | say was, because he took his own life 14
years ago. This world just became too much for him. I have made two serious attempts at suicide
and have felt that despair many times. My big crazy, loveable brother is the reason I am now
involved in research looking at the links between mental health, autism and suicide risk. I have
gained a lot of autism knowledge and was lucky enough to be invited to the worlds first Mental
Health in Autism international Conference held in Newcastle. Through net working there I have
since become involved with other research work and Autism charities. This work has given me a
massive amount of confidence because these people really value my opinion and experience. All
those little things that society has trained me to hide and cover up, these people want to know
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about. Because of this newfound confidence I went for a role which popped up at work as an
Autism Experienced Practitioner. It’s a role which means I get to deliver Autism training across
the service provider network. I get to train those people who are dealing with autism frontline. I
get to make sure they understand the difficulties we face and how to support us as we face those
issues. It’s a fantastic role and I feel that in some small way I can help the next generation of
people like my brother. I get to help my son (who is in his emotions frighteningly similar to my
brother) learn to be a part of this world and hopefully we’ll be able to influence the world to be
more accepting of those with a different ability.

My Autism isn’t a disability, but I have different abilities. It makes me, well me! At last I
understand and accept myself after nearly 4 decades of self-torture. Adult diagnosis is a rough ride
but ultimately for me it was worth it. I am at peace with myself and that can only be a good thing
for my family.
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