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MY EXPERIENCES —- CHALLENGES AND STRATEGIES OF
BEING AN AUTISTIC PARENT

Author; Claire Brown

Introduction by Dean Worton

Just living with autism generally I can relate to the stress bucket analogy which is a sublime
one. All parents need a way to relieve stress but knowing what causes it and how much of that is
autism related is a very good start, and as stated it’s a good model for life in general, and it could
be of use to all autistic people. Claire’s family is not unusual in that once one person has been
diagnosed, then so is another. Being an autistic parent, despite associated stress Claire is clued up
on what it’s best to do to keep her autistic children happy. I don’t think this will always be a recipe
for success, but clearly it can be a big advantage.

The desire for ‘me time’ is probably one of the biggest challenges of being an autistic
parent. I think the best way forward is to take every possible spare moment to think about the high
points of parenting and how rewarding it is. No matter what difficulties, I believe that all autistic
parents should be proud of themselves and I'm sure this book has proved that beyond any
doubt. As Claire suggests, autistic voices need to be heard.

Introduction

Have you ever tried putting ‘autistic parenting’ into an internet search engine? I have and
the results are infuriating. 1 found four articles about being an autistic mother in the first fifty
results of which only two were written by autistic mothers. There was nothing about being an
autistic father. Autistic voices so often get drowned out by those of our non-autistic parents or
autism professionals. Autistic people are disadvantaged in the educational system and in the
workplace so it is harder to get to the professional positions where we can make our voices heard.
Those of us who are successful in the workplace have often done it by hiding our autism because
the alternative risks prejudice and discrimination. Those of us who are open about being autistic
often get told we aren’t autistic enough for our views to count. If you have a job or are a parent the
claim is that you have only got ‘mild autism’. Actually many with so-called ‘mild autism’ need
far more support than they get as is evidenced by the mental health issues so often acquired. Mild
autism does not exist — for all of us the impact of being autistic fluctuates throughout our lifetimes
depending on various factors.

I am therefore delighted to be given this opportunity to write about my experience of being
an autistic parent and cannot wait to read the contribution of other parents. Becoming a parent is
one of the biggest life changes anyone, autistic or otherwise, will ever make. I have found it
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challenging yet the most rewarding experience of my life so far. In the short-term parenting has
had a negative effect on my mental health — my anxiety is probably the worst it has ever been - but
I have been forced to make some overdue changes to my life and overall the positive elements of
motherhood have far outweighed the negative. I feel incredibly lucky and grateful that I have
managed to become a parent but also bitter and angry about how unnecessarily difficult some
aspects have been. The problems my family have had are mostly down to the society in which we
live. We have had to learn to adapt our immediate environment and to accept that some traditional
sources of support just do not work for our family — it has been tough.

Having spent a long time feeling different but not knowing why, I perhaps should have
considered parenting would also be different for me. I didn’t though. We were so excited and
happy after the birth of each of our two children, it felt like we had achieved our main goal in life.
A slightly revised goal as we originally planned three children before we fully appreciated how
much work that involved. So once our second baby came along, we decided our family was
complete. It was time to enjoy being like any other ‘normal’ family. I am yet to meet this fictitious
‘normal’ family but that’s what we thought we were going to be. It was the start of a new era. I
can’t think of much that is more exciting or scary than bringing new life into the world.

As if becoming a parent were not life changing enough, only a few years later [ worked out
I was autistic. It’s a relatively well-trodden path, to recognise autism in your child(ren) first and
then to come to the realisation that autism could be an explanation for your own differences. I did
come close to recognising I was autistic in my twenties when I read something about Asperger’s
Syndrome. Iresearched on the internet, and mostly found medical descriptions of ‘symptoms’ and
‘deficits’. The descriptions were usually about men — this was the 90s when far less was known
about autism. Unaware of the diversity of autistic people, which unfortunately is rarely adequately
depicted in definitions of autism, I put it to the back of my mind. Thankfully, this time I found
descriptions of autism written by autistic people themselves including many women. I read more
deeply than the medical descriptions and the stereotypes that are often the first things we come
across when we research. After a few months of reading and mulling it over I was certain that I
was autistic. Going for a diagnosis was the next step but even if the psychologist had said I was
not autistic, I was so sure that I would not have believed her. In fact I would have been devastated.
It was like I had found answers and if [ had been denied a diagnosis, I would have been back to
the drawing board.

Identifying I was autistic was a positive experience for me. Initially I was upset as I re-
evaluated my life from this new perspective but now I feel much more in control. If I come across
something that is difficult for me but everyone else seems to be coping, I no longer feel like such
a failure. I can make an informed decision about whether to try harder to cope or to accept that
some activities and environments simply don’t suit me and my brain. I have learned that most of
my problems come from external sources — it is the interaction between autistic me and my
environment that can lead to difficulties so changing myself is only one potential solution to
reducing the stress. In each stressful situation, I have a choice: I can adapt to my environment
(often at a cost to my mental health but sometimes it may be worth it), I can avoid that environment
completely or I can advocate for myself and attempt to make the situation more suitable for me.
This is an informed decision that I am now able to make, whereas up until recently I had always
believed I had to work harder to fit in and cope — everyone else seemed to be able to. ‘Fitting in’
may bring some benefits in the short term but is unlikely to be sustainable for most. Now I have
the self-awareness and knowledge that came with the recognition of autism, I am much more likely
to attempt to adapt my environment rather than myself. Importantly this feeds into my parenting.
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One of the huge advantages of being an autistic parent is we can learn from our own experiences
of being different and our knowledge of the negative consequences of forced conformity. I believe
this increases the likelihood of us accepting our children (whether they are autistic or not) as unique
individuals and supporting them to live authentic lives.

I am going to write about my autistic parenting by looking at it both before and after we
got our diagnoses.

First few years of motherhood

I am an autistic mother to two autistic children. I have been parenting for a decade now
and it was five years ago when we worked out that autism was in our family.

Clueless is a good word to describe me in my first few years of motherhood. Not only was
I clueless about parenting (like every other new parent) there was the extra confusion that comes
with being autistic and not knowing it. With the benefit of hindsight, I can now make sense of
why I found some aspects of parenting more difficult than others appeared to. Despite there being
many positives to parenting as an autistic person many of them don’t materialise until you are
aware that you are autistic and have begun to accept it. I will write more about the positives later
in this chapter. To begin I want to cover some of the difficulties I experienced. I am deliberately
writing about my experiences of parenting (as opposed to writing about parenting autistic children)
as despite there being so many autistic parents out there, their stories are still relatively hard to
find.

Editors’ note:
The following section contains reference to a panic attack
Anxiety and me

As an adult I can look back and remember clear signs that I was anxious from childhood.
I used to go mute at extremely stressful times. I can remember being away for a week without my
parents where almost all the other children there were strangers. An older child picked on me a
lot and at one point she said to me ‘what’s wrong with you, why don’t you speak?’. I couldn’t
answer and looked at her silently. If you had asked me only a couple of years ago if I had had any
difficulties with speech as a child [ would have said no, but this is what happens when you discover
you are autistic - you go through a lengthy period of having lightbulb moments. It is only recently
that [ have realised the reason I sometimes didn’t speak was because I couldn’t speak!

I only became aware of my anxiety, in my twenties, when I had my first panic attack.
People experience panic attacks in different way. For me, it is a tightness in the chest, my breathing
changes, often I cry. I knew nothing about anxiety and so I thought I was having an asthma attack
(I’m not asthmatic). I genuinely thought I was dying and undoubtedly this will be why my first
one was such a bad one. Hyperventilating loudly, I ran out of a wedding in front of a church full
of people. I didn’t move far enough away from the door and apparently the whole congregation
could hear me hyperventilating, whilst the bride and groom were at the altar. My husband followed
me out. I can’t remember much but he told me my eyes rolled into the back of my head as I almost
blacked out. I vaguely remember him shouting my name, trying to bring me round. After that I
tried to continue at the wedding but it didn’t work out and we left early. Attempting to stay at the
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wedding demonstrates how I used to put so much pressure on myself not to let other people down
and not to ‘stand out’. This is a habit that is hard to break. Now I would recognise that a panic
attack was on its way and I may have left the wedding before it got to that stage.

That panic attack was a turning point in my life. I made a lot of adjustments to decrease
stress, which included reducing my hours at work and I managed to get back to good mental health
again. Anxiety has been part of my life since childhood and I’m always going to live with it — the
effect of it has varied at different times in my life however and there are ways that I can manage it
to some extent.

So how does anxiety relate to autistic parenting? Well the second time my anxiety has got
as bad as that period in my twenties was after becoming a parent. I know autistic parents who
aren’t overly anxious — anxiety is not an inevitable part of being autistic or of being a parent.
Anxiety to the extent of panic attacks is an additional problem that I have developed after years of
coping as an autistic person in a world that does not understand or appreciate my differences.
Having children, particularly children who were also struggling to cope with being autistic in a
non-autistic world tipped the balance for me from coping to burnout.

Stress bucket

The knowledge that I am autistic and all that I have learned since has enabled me to develop
strategies to manage my anxiety. I now know what increases my anxiety and what helps to reduce
it. A well-known ‘stress bucket’ analogy was introduced to me by my local autism assessment
service. It goes something like this:

We all have a stress bucket (including non-autistics). Certain situations cause our stress bucket
to fill. A few examples of occurrences that fill my personal stress bucket might be:

- Too much social interaction

- Being too busy

- Certain sensory experiences e.g. multiple sources of noise, bright lights

- Unexpected change

- Embarrassing social errors

- Executive functioning errors

As I am exposed to more of these things my stress bucket gets fuller and fuller.

On the other hand, we all have activities that help to release some of the stress. This is
represented in the stress bucket analogy as the tap on the side of the bucket. My stress relievers
might include:

- Alone time

- Quality time with my husband and children

- Kanitting

- Exercise

- My interests

That which fills or drains the stress bucket is different for every individual. Ifthe stress bucket
gets too full it overflows and that is when problems occur such as meltdowns or shutdowns. The
goal is to reduce the amount of stress going into the bucket and to increase the stress flowing out.
In other words, for me — less socialising and more knitting.
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Figure 1.1 — Stress Bucket

(re-produced with kind permission of Nancy Horton (2018))

I learned about the stress bucket in the context of supporting my children but it works
equally well when looking after myself. When I feel my anxiety becoming more of a problem I
consciously try to empty my stress bucket a little more. I might cancel some plans or get a
babysitter so I can get some alone time.

Parenting and the stress bucket

Having analysed my personal stress bucket and what causes it to fill and what helps it to
empty, it became apparent how parenting led to burnout. Children are noisy, they need lots of
attention. They do sleep occasionally, but when else are you going to get the housework done?
Or catch up on sleep? The workload is astronomical and unlike when you are employed you don’t
get to clock off at the end of your shift. There are no holiday days or sick leave. The stress was
cascading into my stress bucket. Much of it was unavoidable and my lack of self-awareness and
autism knowledge meant I could not recognise the areas where I might have reduced stress. If you
cannot reduce the stress coming in to the stress bucket, then relieving it with the tap may have
helped — but there is little time left after parenting responsibilities. If somebody had told me I
should make time to knit, I would have laughed. Back then, I would have considered time out for
myself an indulgence (it is not an indulgence — it is essential for many). I now believe self-care is
even more important when you have little people relying on you and have managed to rid myself
of most of the guilt.

This part of my chapter will seem a bit negative as I write about the aspects of parenting
that I find difficult. We still have lots of challenges in our family, but we are very happy now with
greatly improved mental health. I will write a bit about how we achieved this later in this chapter.
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(Spoiler alert — it has mostly been about educating ourselves, a change of attitude and critically,
making changes to our environment).

As I write I will refer to solutions that have worked for our family. It is important to note
that finding what works for any autistic person is a matter of trial and error. You will probably
end up with many failed attempts at solving problems before you discover what works for your
family.

Editors’ note:
Below are references to meltdowns and sensory issues
Sensory difficulties

Children are noisy! Two children create far more than double the noise of one, especially
when they fight a lot. My youngest loves to scream and sometimes the children have screaming
competitions to see who is loudest. I find this very stressful, I can almost feel my ear drums
vibrate. It goes right through me. My response is no longer to cover my ears and yell back, I have
bought some noise cancelling headphones and I use them when I am having a particularly anxious
day or when the children are being especially noisy. They are probably the most worthwhile and
most used item [ have bought to help with my stress. They work well because they remove or
lessen the background noise but I can still hold a conversation wearing them (if I am not playing
music). If I want to completely block out noise I either play music or when I’'m working I play
white noise from spotify or youtube. (I find it almost impossible to concentrate on my work whilst
listening to music, hence the white noise). Before I discovered noise cancelling headphones, I was
forever telling the children to stop shouting - this just created more stress for them and for me.

Multiple noises at the same time bother me, e.g. if the television is left on in the other room
when we sit down to eat and talk. My children love playing on tablets and watching television,
quite often they will be watching different things at the same time (and then they argue saying the
other one has the volume too loud). We now have a rule that you cannot go into a room where
someone is already watching something with your own noisy tablet. The person who was there
first gets priority. Also, if anyone wants to play with their tablet in the same room as me, either
the volume is down or one of us will have headphones on.

Another difficult aspect of parenting when you are sensitive to noise can be the children’s
meltdowns or tantrums. Parents of autistic children will know the importance of recognising the
difference between distress or sensory overload (a meltdown) or situations where the child has
learned that certain behaviours result in them getting something that they want (a tantrum). Tip:
If they keep looking at you to check out your reaction, it is probably a tantrum. Although the
reasons for meltdowns and tantrums are completely different, the end result can look very similar
and being in the proximity can be very distressing for someone with an aversion to noise. A
meltdown in one family member can trigger a meltdown in another. Meltdowns in our house have
reduced in frequency since we started to learn about autism. The knowledge that we are autistic
means we now have a better understanding of what causes them so we can change our environment
to make them less likely and we are better at recognising when one is coming. It is back to
managing my stress bucket (and supporting my children to manage theirs). I have come to accept
it is unlikely I will ever stop having meltdowns. They are part of me, my aim is just to reduce their
frequency as best I can.
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My children love to climb and that includes climbing over me. Some kind of touch I don’t
mind (I love when one of them lies on me like a human weighted blanket) but there are times when
I need a break from little people touching me, grabbing at me or pulling on my clothes. Now they
are older if it gets too much I can have a break by going into another room and explaining I need
some alone time. This was not possible when they were really small and that was a very
challenging part of parenting.

Some of the difficulties I have are not just related to my own sensory needs or aversions.
My children are sensory seekers. Some aspects of this are difficult as it can feel like an intrusion
into my personal space. I used to get licked and smelt a lot (so did visitors to our house). My son
still greets me by jumping into me. It is his way of saying ‘hello’ and he probably likes to do it
for sensory reasons. This is a good example of the dilemmas we face when our children are autistic
- the balance between allowing our children to be their authentic autistic selves but also recognising
the need to keep them and everybody around them safe and happy. As my son gets older this
greeting is becoming more dangerous so we are working on teaching him more alternative
greetings and explaining why people don’t like to be jumped into.

Executive functioning

One of the benefits of having an office job (as I did before children) was that my day was
very structured. I caught the same train every day, sat at the same desk doing work that I really
loved. I rarely had to have meetings (except occasional conference calls which I hated). Every
day I had my toasted tea cake and a coffee at 8.10 in the canteen. Lunch was 11.50 to beat the
12.00 rush and I’d be out of the door by 4 if my workload allowed. Each day was more or less the
same and I loved that. Outlook reminded me of any appointments and as I was sat right at my
computer even I couldn’t miss those reminders. Emails arrived and could be dealt with
immediately! I’d even bring personal admin into work to do in my lunch hour freeing up my time
at home. I never really appreciated how autism friendly that lifestyle was. Office work was
challenging from both a social and sensory perspective but keeping myself organised was not so
much of a problem in those days.

Once we started a family and I stopped working everything changed. I lost the comfort of
my routine and the convenience of having everything required for admin at my fingertips. My
inbox would get so full because I no longer frequently deleted the spam which meant important
emails would get missed. Small things like the printer not working might set me back for days
because I’d wait for my husband to have time to fix it. I couldn’t even manage to keep on top of
ordering printer ink. In the vast office where I used to work, there was an endless supply of paper
and ink and everything functioned as it should (or if not the maintenance fairies would come and
fix it). At home, I would lose my patience at every minor setback. Bills and paperwork started to
collate in random corners of the house. These piles of paperwork would make me anxious as |
knew amongst them there were important jobs I should be doing. I could feel my heart race,
whenever I looked at them so I’d do my best to ignore them. Even writing this now is making me
anxious as [ am in my study amongst piles. I started to get debt collection letters about bills that I
hadn’t paid. Money wasn’t the issue, I just hadn’t been able to organise myself. Usually getting
a debt collection letter would be enough pressure to get me to make the phone call or pay the bill
but I did incur fines for late payments. It was a vicious circle: the piles and increasing number of
letters as businesses chased me made me more stressed which then made me less likely to get the
admin jobs done.
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Paperwork was not the only area where my executive functioning was causing me
problems. Suddenly, I had three and a half diaries to organise (the half a diary being that of my
husband, when he is not at work). These extra demands on my organisational skills proved to be
more than I could handle. I have many stories of embarrassing errors, such as driving two hours
to an appointment not only on the wrong day but an hour late so I would have missed the
appointment even if I had got the date right! I can laugh at some of them in hindsight but losing
half a day of precious time, as well as all the stress and cost of organising babysitters, and the
inconvenience of missing the appointment that you really needed, all contribute to filling up my
stress bucket. It was embarrassing too.

Once children start school the number of menial tasks gets out of control. You have to
remember to bring £1 on this day, send your child in a fancy dress on this other day, make cakes
for the cake sale (I never did that once — I cannot bake). There are school trips to remember,
homework deadlines, school shows to remember to go to. Those are just a few of the school related
jobs but there are also endless parties on the weekend. You not only have to remember to RSVP,
buy a present and then turn up at the party, but you have to be sociable whilst trying to remember
thirty children’s names and the names of their parents. Even three years into school, I could not
name all the children in my son’s class. I’'m pretty sure I was the only parent who could not do
that. I also only recognised some of the children and their parents in the context of school, so if I
bumped into people in the local park I’d embarrass myself by not knowing who they were. My
strategy for this is that if someone who I don’t recognise talks to me, I just chat back assuming that
I know them. I can usually get away with it. All of this though creates stress. It is the opposite of
my life before children. When I was an employee I would have just one substantial piece of work
to do, but now I had hundreds of small administrative tasks. I had gone from being good at what
I did, getting positive feedback and structured familiar work days to absolute chaos. Every time I
forgot to turn up at a party, or sent my child to school without something they needed another
chunk was taken from my self-confidence. People would joke about my memory but I was
embarrassed and stressed and rectifying my errors just added to how busy I was. Other mums
seemed to cope! In reality, I expect I was not the only one struggling but there do seem to be some
parents who are in their element doing this sort of organising — comparing yourself to those parents
really does not when you are feeling like a failure. When I think about It logically I know I am
better at other things they are. Some of them wouldn’t have lasted two minutes doing my previous
job, it is not always easy to be logical though when you are struggling.

Parents are regularly judged and criticised - add the fact that you and your children are
different into the mix and you’ve got the perfect storm for a self-esteem battering.

Social difficulties

Naturally friendship groups change once children arrive. It becomes more difficult to see
your old friends as your circumstances diverge but abundant opportunities to make new friends
present. Unfortunately, at least before your child reaches school age, the child’s invites to social
events and play-dates often depend on the parent having a social circle of other parents (usually
mothers). I was also aware that I would benefit from a support network through what is one of
life’s biggest changes. For this reason, I made a big effort to meet new people. The first thing my
husband and I did was go to ante-natal classes, partly so that I would have a group of new mums
to be friends with after the baby was born. My husband is very good at socialising. I benefit from
this as I can sit quietly and join in when I want to but nobody notices if I don’t. It is when I am
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left to my own devices that it tends to go wrong. The ladies from the ante-natal classes were
mostly lovely but there was one lady called Trishia (not her real name), who did not like me. At
one of our meet-ups after the babies were born, there were three of us finishing a walk in the park.
Trishia said to me ‘is your car over there?’ and pointed in the direction of the car park. I said
goodbye and headed towards it, but before I had even got out of earshot I heard her ask the other
mum if she wanted to go for a coffee in the park’s café. I still do not know if she intended me to
hear her. Perhaps she was letting me know that [ was not welcome. Either way it hurt and I started
to organise individual meet ups with the mums that I liked and stopped going to the group meet
ups. | have always been better at socialising on a one to one basis rather than in groups.

Similar problems would crop up as the children got older. Toddler groups did not work
for me, I’d just sit on my own with no one to talk to. Even if there were people I had met, I would
fail to recognise them (prosopagnosia or difficulty recognising faces is quite common amongst
autistic people). It didn’t take long for me to stop attending them. A few years later, I started to
attend a coffee morning for parents of children with special educational needs and disabilities
(SEND) at school. The mums mostly already knew each other and I am very uncomfortable in
that sort of environment. In group situations, particularly when the conversation is just general
chit chat, my social anxiety frequently prevents me from speaking. It isn’t quite as simple as just
social anxiety — my cognitive difficulties make group conversations difficult and the errors I make
in turn increase my anxiety. Sometimes I want to speak but I cannot find a gap in the conversation,
or by the time I find one either I have forgotten what I was going to say or the conversation has
moved on. Usually the former as I have a terrible working memory. It becomes a vicious circle.
One of the mums, Faye (not her real name), was kind to me and kept including me in the
conversation. I didn’t go to the coffee mornings because I enjoy that sort of social event (although
I sometimes do with people I know), I went because I wanted some friends who were in a similar
position to me. I was just working out that my son and I were autistic and wanted to connect with
people who had experienced the same. Unfortunately, it didn’t take long for this to start to go
wrong. I noticed that people were enquiring about my plans suspiciously often. Whenever there
was a local autism event, each time a different person from the group would ask if I were going.
The same applied to the weekly coffee morning, why did people care so much if [ was going to be
there? Then I started to realise the lady called Faye who I thought was one of my new friends, had
stopped going to the coffee mornings and never seemed to be at the events that [ went to. Worse
was still to come. There was a messaging group where lots of the school mums regularly chatted
about SEND related topics. I worked out from this group that Faye had been to an autism event
which I didn’t attend. I also remembered one of her friends asking me beforehand if I was going.
Finally the penny dropped: Faye was purposely avoiding me and worse than that, people from the
coffee morning had been helping her gain information to enable her. One person not liking me is
not so bad but the thought of everybody knowing and talking about me behind my back really was
too much. I was devastated and embarrassed. If people were gossiping about me and helping Faye
avoid me, the other parents (probably even parents I had never met) were likely to have a bad
opinion of me before we had even spoken. Faye’s friends were probably unhappy that I had been
going to the coffee mornings as it meant their friend no longer attended. My presence was spoiling
their weekly social event; I have never felt so unwelcome. I still don’t fully understand what I did
wrong but social rejection is not a new experience for me.

To make matters worse, I decided to leave the messaging group not knowing that everyone
in the group would be alerted to this. Probably the timing meant people worked out I was upset.
From then on the school run was really awkward. I felt like people were gossiping about me (if
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they were I doubt it was for long, as it is not a very interesting story). Shortly after that a new
coffee morning started that was just for parents of junior school children (i.e. not me). The one in
the infant school fizzled out. I had already decided to stop going so if, as the timing suggested,
this change had happened in order to exclude me then it was unnecessary.

When I look back and analyse what happened I think I probably mistook Faye being
friendly for wanting to be my friend. Perhaps I came on too strong - I do that sometimes. Whatever
the reason no one was intentionally trying to hurt me. It isn’t like the bullying to which many
autistic people are subjected. It was simply that someone didn’t like me. I wasn’t supposed to
work this out — being observant can have its downsides.

After that I joined online groups in the local area for both autistic women and parents of
autistic children and as I got to know people online I would occasionally meet up with some of
them. I have particularly found it helpful to talk to other autistic people online as we sometimes
share similar experiences but there is no expectation to meet up regularly. It is rare I will go to a
local event without seeing an online friend and if I do not want to go somewhere alone it is easy
to find someone who will accompany me. It helps that they are other autistic people.

My strategy for making friends is to cast the net wide. In the short term, I sometimes make
myself do things that I really hate, such as coffee mornings. I usually do get friends this way
(though I am not the best at maintaining friendships). However, the amount of rejection I also
experience makes it a pretty brutal process which certainly won’t work for everybody. I find
though that those who do like me are often the more open minded, kind hearted people, sometimes
a bit quirky themselves. People who don’t judge based on first impressions. So I guess my unusual
social style works as a good filter and is probably the reason why the few close friends that I have
are so amazing.

Communication difficulties

Verbal communication can be difficult for me sometimes. Most people would not notice
this but I often miss words out of sentences, say an incorrect word or forget what I am saying in
the middle of a sentence. These problems have been exacerbated since having children. It is easier
as they get older but when you are looking after toddlers you always have to keep an eye out for
what they are up to and frequently have to stop mid-sentence to tend to them. As they got older,
my children would interrupt me when I was speaking and I’d lose track of what I was saying. This
can be extremely frustrating and makes conversations difficult for all of us.

Parenting autistic children

Those of us who parent children who are also autistic will be well aware of the extra work
involved. There are the extra appointments (medical, educational, social care etc.) and the
accommodations you need to make e.g. I frequently make separate meals as one of my children
has a fairly restricted diet because of his sensory sensitivities. If you decide not to make these
accommodations, then you will likely have a more stressed child which may mean more
meltdowns for everybody to cope with so the work simply comes from a different source. Autistic
children have as many difficulties surviving in a non-autistic world as we adults do. Perhaps more
as they have less control over their environment and are often unable to refuse to do something
they find traumatic (those around them often cannot empathise with their difficulties and too often
misunderstand distress as bad behaviour). Adults frequently teach children to comply and if they
don’t they face consequences. If the child is struggling then the parent will have a more difficult
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life too as they try and protect and help their family. For me this was an extra source of stress
pouring into my stress bucket, my children, one in particular, was having a really hard time by the
time of his diagnosis. I was worried for him and trying my hardest to make his life easier.

Our diagnoses

Our family’s story is like that of many other autistic families in that one diagnosis was the
catalyst for more. My eldest son was struggling both at school and at home. Nobody knew he
was autistic, and even when we figured it out, we initially didn’t know what autism was or what it
meant for our family. We had to learn a lot which takes a long time. My son’s diagnosis led to
more support and a bit more understanding from wider families and friends (though it is still
frustrating how many still do not seem to get it). His diagnosis prompted me to think about my
situation and as much as I appreciate being autistic now, adjusting to a new identity was not easy,
particularly at a time when we already had so much to deal with. There was initially sadness about
past misunderstandings, as time passed I begun to accept it and eventually found other autistic
people who have been a great support to me. By the time we got to the third diagnosis in our
family there was no more sadness, I was happy when my youngest was diagnosed. I knew that it
meant support would be more available. Autism is frequently talked about in our house so none
of us were unhappy about it. The autistic members became the majority.

Burnout

The extra work involved caring for children meant there was very little time left over to do
the things that I enjoyed doing. I’m referring to time on my own reading or listening to music or
quality time with my family. I didn’t fully understand how important downtime was for me to
maintain good mental health.

Parenting was a big life change and was the start of a run of other life changing events.
The result was that I became depressed and started to have panic attacks again after many years
without them. These physical symptoms of my anxiety, alongside my children’s problems,
prompted us to make some changes for the whole family. It was clear that we could not carry on
as we had been for any longer.

Small steps, positive changes
Parenting styles

One of the first things we did in our house was change our parenting style. I had always
been fairly strict, e.g. all meals were eaten at the dining table, there were limits on screen time,
they had to wear their coat outdoors if I decided it was cold (my youngest hated this and there were
big battles — I now feel guilty as I know it was for sensory reasons). This parenting style only
really became a problem (for me) as they got older, perhaps as school started to become more strict
and more challenging. I added the ‘for me’ part to that last sentence because I am sure that the
many rules will have been hard for the children the whole time. Some will have required a lot of
effort to follow because of their neurotype, e.g. sitting at a dining table is not always easy for
somebody who needs a lot of sensory input.

As they got older my eldest in particular started showing signs of anxiety. There would be
meltdowns each morning and hiding under the table before the school run. At weekends, he started
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to refuse to go out and would hide in his room. We were very worried. By this time, he had
already been referred for an autism assessment and we had started to learn about autism - this
prompted a lot of changes at home. I’ll give a few examples here and say what worked and didn’t
work for us. I must stress though that the most important thing we have learned is that an
individualised approach is essential. What worked for one of our children, often did not for the
other. We have way more unsuccessful strategies for supporting our autistic children than we do
successful ones. There is a lot of trial and error involved.

In the spirit of supporting the children to keep their stress bucket as empty as possible we
looked for ways to make their lives easier:

Mealtimes were one of the first things we considered — why did the children need to be sat
at the table to eat? It didn’t suit them and dragged them away from activities they were enjoying.
We scrapped that rule but we decided it was a good skill for them to keep for occasions, such as
eating in restaurants. We therefore said if they had three days of good mealtime behaviour in a
row then we would let them eat wherever they wanted, my eldest chose his bedroom, my youngest
chose to be in the lounge in front of the TV. Then each time we went out for a meal if there were
any ‘bad manners’, they would have to go back to practising meal time behaviour at home and
complete three successful days before we let them eat away from the dining table again. The idea
was that they knew how to behave in a way that enabled us to have meals out but they were not
having to put that effort in for every single meal. This was a very successful strategy for us. The
children loved having the freedom to eat wherever they wanted but we all still got to enjoy going
out. I put ‘bad manners’ in quotes above because I also think that our definition of manners would
be very different to that of other families. Playing on phones or tablets are all acceptable, wriggling
around or getting up to go for a walk is ok, we only say no to behaviour that might stop other
people in the restaurant from enjoying their meal (e.g. shouting or fighting). Another strategy we
use for meals out is to look on the website in advance to let the children choose their meal
(especially important because of my son’s limited diet — we choose the pub based on if there is a
meal he will eat).

Screen time was something about which I was reluctant to lighten up. Letting your child
have as much time as they want on their tablets goes against everything that you learn is good
parenting. But I have come to learn to ignore most general parenting advice from well-meaning
friends and family. My children are different it is quite obvious that for my eldest playing games
on his tablet or watching TV is one of his stress relievers. It is the tap that helps to drain his stress
bucket. At least whilst he was having all of these problems it was really important that we allowed
him to use the coping strategies that he had developed. So I initially allowed them both complete
control over screen time. No limits worked well for our youngest but we found that our eldest
would be on screens all day and getting him off them when we wanted to do something else was
a big problem. I believe that he found the transition to another activity difficult as usually once
we got him participating in something else that he liked, he would enjoy himself. We therefore
decided after a while and after his anxiety seemed to be decreasing to bring back some restrictions.
He still gets a lot of control but now the option of his tablet is taken away at certain regular times
which means we can do family activities occasionally. We have a regular routine so the times
when screens are allowed or not is the same every week. I think we have the right balance now.
This example demonstrates the need for flexibility and individualisation.

Clothing was a problem for my youngest. This was easy to resolve. I let her always choose
her clothes except for when she went to school and had to wear a uniform. Shoes were optional —
in fact clothes were optional as she frequently stayed in pajamas even when we went out. I stopped
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forcing coats on either of them, they had a choice whether to wear a coat or get cold and wet. If
they chose the cold and wet option, it shows that wearing a coat was less comfortable than that. I
always carried spare clothes, coats, hats etc with me but they rarely got worn, even now they are
no longer toddlers they both hate coats and will go out in the coldest weather without one. Where
we live it never gets cold enough that it is dangerous to not wear one outside. This is an area where
other parents disapproved and made comments. I had to develop a thick skin. We also did lots of
hunting for soft second-hand clothes and found fleeces were more acceptable — not waterproof but
at least warm. We bought second-hand for cost reasons as so many clothes got rejected once we
had got them home.

Lifestyle changes

The changes we made to our parenting along with much more support at school meant
happier children and therefore happier parents — that alone has been a major part in the
improvement of my mental health. I also had to recognise that I needed a break sometimes. I now,
have more help at home - sometimes family help, sometimes paid babysitters. We would probably
qualify for some help from the council but my issues with paperwork mean I have so far failed to
access any, despite starting the application process. Where I live, there is financial help available,
which can be used for extra childcare if the child is autistic but I know only a small number of
parents who are receiving help because they themselves are autistic.

I became more realistic about what we could do. We prioritised activities so that we only
did those most important to us. Our weekdays were very routine and our weekends quiet. There
was much more downtime built into our routine. I rarely used to take both children out together
on my own, if I did I would take another adult with me to help. I never went back to my old job
which was not family friendly, as I had to work full time and commute a long way.

Recognition that we had to adapt to keep our children happy and mentally well, which in
turn helped us as parents has been the most important realisation. It has not been easy but it is
certainly easier than trying to force the children to change.

Positives of autistic parenthood

The benefits that come with being a parent generally are countless. I did not know it was
possible to love another person as much as I love my children. This may seem strange but when I
was pregnant with my second child, I was so in love with my eldest that I could not imagine feeling
like that about another child and was worried that I would not love the second baby as much. It
was needless concern; it seems there are no limits to parental adoration. Our family has been
greatly enriched by the arrival of small people. They are worth every bit of the hard work and
stress.

I have described so far some aspects of parenting that have been negatively impacted by
my being autistic but autism also brings benefits for us all. One benefit is my ability to empathise
with the children. For example, it is a lot easier for me to understand sensory overload as I have
experienced it. | therefore would not see a meltdown as an overreaction. I know that it is not
within my child’s control and that there is no point trying to speak to him or ask him questions
until it is over. Nor is there any point trying to use behavioural strategies to stop them — they will
not work if the child has no control over them. In my view it is more ethical and more likely to be
successful if one focuses on making sure the sensory environment is more appropriate or enabling
the use of aids such as ear defenders or tinted glasses.
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I believe I am good at spotting when a meltdown is coming. Most parents are in tune with
their child’s moods but I believe that my detail focus means I pick up on even the subtlest changes.
I am familiar with the signs for my children e.g. for my eldest: faster talking, higher pitch, rocking
or making loud noises. I am actually very good at predicting meltdowns or at least noticing when
a person is highly stressed from their body language. The stereotype is that autistic people are no
good at reading body language but it is not the case for me and some other autistic people I know.
It sometimes takes me a bit longer to process the information so I do make errors in the moment
but given enough time to ponder, I am very perceptive. Once when out with a friend who has an
autistic son, his mother was reprimanding him for his behaviour but I could see that he was stressed
and needed to be taken out of the busy environment. Sure enough there was a meltdown. The
ability to spot the subtle difference between distress behaviours and a child pushing boundaries is
very useful and helps me choose an appropriate response. I believe I empathise so well with some
autistic people because I am autistic. You would expect that to be the case as we have some shared
experiences.

My family benefit from the fact that I do not mind breaking social rules. Especially when
they do not appear to serve any useful purpose. Not having this requirement for approval from
others makes supporting my neurodivergent children so much easier. Do not get me wrong, I hate
people negatively judging my parenting, especially as those doing the judging never have full
information, so it is rarely a just verdict, but on occasions where I am confident I know what I am
doing I find it easy to ignore social convention. I believe I am also setting a good example to my
children; I am teaching them that there is nothing wrong with being different.

In my experience autistic people can often be good at critically assessing a situation and
making decisions based on facts and logic rather than emotion and obligation. That certainly is
the case for me. I am very aware that a non-autistic perspective can be completely different from
an autistic perspective so whenever my child gets criticised, I do not automatically believe the
criticism. This is useful when dealing with school. My children feel very supported as I make
sure they see me telling their teachers why they may have behaved in a certain way and where
appropriate what the teacher needs to do to ensure it does not happen again. Too often non-autistic
people put the onus on autistic people to change their behaviour when the behaviour may have
been a completely logical reaction to their environment.

Final thoughts

To conclude this chapter, I would like to pass on a few of the things I have learned since I
began this parenting journey:

I know my children better than anyone

Other parents will give advice, professionals will too (especially as in my case when the
children are autistic) but no one knows my individual children as well as I do. They may have lots
of experience with children or with autism but I know my children and it is up to me to decide
which advice to take on board and which to ignore.

Comparing myself to other mothers benefits no one
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Perhaps some mums are good at coffee mornings and remember to bake for the cake sale
but many of these mothers have no clue about sensory overload or the difference between ‘not
listening’ and slower brain processing. We are all good at different things.

It’s far better to work with autism than to fight against it

Trying to squash a square peg into a round hole does a lot of damage. This applies to
ourselves as well as our children who need our support as they learn to live happy authentic lives
regardless of their neurotype.
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