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Introduction by Luke Beardon

Anna's prose is beautiful - this Chapter is worth reading simply for the way in which her
narrative flows in my view. However, the Chapter is far more than that alone. She shares her
sensory experiences to such a degree that it's hard not to wince and/or relax in empathy with her;
her route to being identified herself may be a familiar one to many; her trials at work and joy at
motherhood both come through and may well resonate with so many readers. Anna is clearly an
accomplished writer - but also comes across as someone who introspects to a high degree, which
leads to insights into being autistic and parenting in a way that is very personal on the one hand,
but potentially very powerful for readers on the other. With pockets of humour alongside a
beautiful honesty and portrayal of an ongoing journey this Chapter is an excellent read - for any
parent, parent-to-be, professional - autistic or not.

Introduction
Editors’ note: Potential triggers in this section include:
Fertility issues, pregnancy complications and Labour pain

At the original time I wrote this piece, it was only eighteen months since I was formally
diagnosed (or identified, as I prefer) as autistic — aged 36 — and sixteen months since my daughter
received her own autism diagnosis, a few weeks into her first term in primary school. She’s now
nine. My allistic husband and I also have a five-year-old autistic son, currently awaiting formal
identification. At the time of writing, my husband was a stay-at-home dad and our children’s main
caregiver; | worked full time as the family’s sole breadwinner.

Our children are still very young. I’'m learning to be a parent, learning to be authentically
autistic, and learning to be an autistic parent —of two very different autistic children — all at the
same time. That’s a lot to take on. My children’s lives so far so far have coincided with a frequent
preoccupation on my part with autism; but all round, our family has had to do a substantial amount
of adjusting over the past few years.

The pregnant autistic
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My husband and I had been married eight years before deciding to have children. We’d
been happy playing music (we originally met through playing together in a band), watching films
together, pursuing our own individual interests, and generally being our childfree selves for a long
time, but eventually we felt the urge to move on to another stage in life. Once we decided to have
children, it all happened fairly easily.

My feelings early on my first pregnancy were strange — on the one hand, it was something
I’d never experienced before; on the other, it didn’t actually feel especially strange. It was simply
another piece of life experience. That in itself was, well...strange. What was also strange was how,
on both occasions, I knew 1 was pregnant from the outset. My body felt subtly, indescribably
different.

I felt unable to keep quiet about it, first time round. Social conventions dictate that you’re
supposed not to tell anyone until after the first ultrasound scan, but I always felt the need to give
explanations to people for why I was behaving in a certain manner (something — of course — I was
never fully able to do about anything in my life until very recently). Baby loss and miscarriage are
not subjects I want to get into. They are experiences I’ve never had, and I can only speak for
myself. But it vexes me that we force those expecting a child to keep everything a secret in the
very months when they and the growing life inside them may be at their most vulnerable. This
seems illogical to me.

With my second pregnancy I kept schtum for longer, but this was more to do with feeling
that I knew what I was doing — I’d known from the previous occasion that my problems tended to
occur in the later stages, and past experience and family history suggested that, constant nausea
aside, the early months were likely to be relatively plain sailing yet again. I still informed some
people comparatively early, however.

My body didn’t react especially well on either occasion. My dysplastic hips and bendy
joints complained, and I developed severe pelvic girdle pain early in both pregnancies, still
struggling with this long after my son’s birth — I experience occasional hip and groin pain to this
day if I’ve over-exerted myself. I had a base level of decent physical fitness during both
pregnancies from doing lots of exercise, so I was able to handle it far better than might otherwise
have been expected, but the pain and mobility restrictions were still disabling, particularly for
someone used to be being so active. I’'m never good at keeping still. I feel tortured if I’'m prevented
from moving in a way which sufficiently relieves my stress, anxiety and deeply-ingrained bodily
jitteriness.

My wayward digestive system complained. I had terrible wind and furious, fiery heartburn.
I got spots. I’'m not sure I ever “glowed” in the way some pregnant people apparently do (what
does that even mean?).

But I was fascinated by the process. I was captivated reading about the science of the stages
of foetal development and the changes to my own body, tracking progress on a phone app
alongside what was physically observable to me.

You’re not supposed to feel your baby kick early on in your first pregnancy, but I could
sense my daughter’s fluttering movements from 15 weeks onwards. Was this because of her or my
autism? Who knows. I’ve always had a heightened awareness of the internal workings of my own
body (interoception). My daughter was a vigorous mover (she still is). At a music festival some
four months into my pregnancy, I felt her swoop and tumble inside me, seemingly in time to a
soaring fiddle solo. Music has always given both me and my husband great joy, and to feel my
unborn baby seeming to take joy in it was profoundly moving.
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My husband and I agreed to find out the sex of our babies at each of the 20-week ultrasound
scans. We didn’t mind who or what they would be, and we’re pretty fluid in the way we raise our
kids with respect to gender and how this might relate (or not) to their personalities and interests,
but we wanted to feel prepared. [ wanted to have some sense of the person [ was going to meet, by
giving them a name. Surprises aren’t always something I deal well with, even when they’re good
surprises.

I developed pre-eclampsia and the liver condition intrahepatic cholestasis of pregnancy
(ICP) both times. First time round, I was already almost at term. The all-over body itching was
excruciating. I wonder now how much of it was exacerbated by my sensory sensitivities. But in
my first pregnancy, I had barely time to deal with this discomfort before I was called into hospital
to have labour induced — my blood pressure, having happily pootled along on the low end of normal
throughout my entire pregnancy, had suddenly skyrocketed. At just shy of 38 weeks, the midwife,
giving me my blood test results over the phone, calmly but firmly explained to me that I and my
husband needed to get to the hospital as soon as possible.

I’'m often surprised to read the words of autistics who describe themselves as always calm
under pressure. There are many circumstances when I struggle to relate to this — often, if an event
is unexpected, I go completely to pieces because I’'m overpowered by my emotional response.

But there are exceptions.

I’ve always been able to “nail” written exams — I reach zen-like levels of composure. There’s a
logical thought process behind this attitude: I know all I can possibly know about this subject at
the current time. There is no point in worrying about what I don’t know - I'll find a way to deal
with that if and when the time comes. If the time doesn’t come, I won’t have needlessly wasted my
energy.

I experience enough of a frisson of nervousness before teaching, training, or public
speaking not to be complacent about my performance, but again, here, if I 'm prepared, I'm calm.

I know what I know, and that is enough.

Preparedness must have been the key thing here. I’d attended pregnancy yoga classes and
been through the “drill” of labour and birth seemingly countless times. I’d had plenty of experience
in consciously controlling my breathing through yoga, Pilates, swimming, singing, and playing the
trumpet. I’d read up extensively. My hospital bag was packed.

The situation wasn’t quite as I’d expected, but I knew what I knew, and that was enough.

The pain and rapid progression of chemically induced labour is difficult to handle. While
I have a high threshold for coping with pain, I also have a heightened, highly nuanced sensitivity
to it. I focused on my breathing. I was given an epidural and catheterized. I focused on my
breathing. The epidural meant being in a position I knew from antenatal and pregnancy yoga
classes, and extensive reading, to be anatomically impractical for easy delivery, but when you’re
numb from the waist down, there’s not a lot of choice. I focused on my breathing.

I remained calm and composed, and focused on my breathing, even when my daughter’s
heartbeat became dangerously low, the alert button was pressed, and professionals crowded the
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room to help speed along the delivery. I’d only received basic gas-and-air so I wasn’t “off my
face” on pain relief meds, but I was still oblivious to the gravity of the situation. The baby was
distressed, and the epidural meant I hadn’t the sensation to push strongly enough. My daughter’s
birth was assisted by ventouse (suction cup), I was stitched up and cleaned up, she was handed to
me, safe and sound, and we were taken off to the High Dependency Unit to begin my week-long
stint of recovery and the struggle to bring my blood pressure back to something sufficiently close
to a safe level.

The midwives praised my calmness, and how well I’d coped with such a difficult and
worrying situation. But I hadn’t had much choice; actual lives were at stake, and going to pieces
wouldn’t have helped either me or my daughter, so I focused on the things I knew I could retain
control over, to the exclusion of all else.

I knew what I knew, and that was enough.

With my son, ICP and pre-eclampsia struck again, this time weeks earlier. Medication
controlled things for a while (though it didn’t do much for the itching), but as I approached full
term, my blood pressure once again rose to unmanageably dangerous levels. I was brought in for
induction again just prior to 38 weeks, rapidly climbing up the labour ward urgency list as my
blood pressure rose. I went into a super-speedy, vocally noisy natural labour shortly after my
waters were broken, my son was born too quickly for the midwife even to have time to put on her
latex gloves, and I was sent home with baby and blood pressure meds within 24 hours. This time
I’d been more aware, but also in far more direct control.

Early days

Being an autistic, aurally hypersensitive, light-sleeping insomniac new mother who
requires blood pressure monitoring by a beeping machine every four hours, and being told to “try
and get some sleep”, is like being a blobfish and being told to dance the Tango.

I always struggle in hospitals. Sleep deprivation becomes a serious problem whenever I’'m
on a multiple-occupancy ward because of the constant noise.

Beeping machines. My urge to work out the source, meaning and significance of each beep,
and my compulsion to (mentally) compose a melody or tap out a drum ruff in accompaniment.

Overheard conversations. Footsteps. The clank and whirr of equipment being shifted around.

And on a maternity ward, crying babies (and mums). Other people’s babies didn’t time
their crying to coincide with my regular blood pressure checks, and neither did mine.

In the daytime, the light, and the environment, is visually harsh. There’s too much to notice.
Too much to catch my eye.

All this sensory stuff didn’t distract me from my baby. Of course not. I luckily bonded with
each of my children from the very beginning. The thing is, autistics notice more — I noticed all
these things on top of my overwhelm at being in awe of the new person I held in my arms and the
knowledge that I was responsible for them. Being a brand-new parent is a disorienting, disjointed
and discombobulating experience — I think this is true for most mothers of newborns, regardless
of neurotype. When else are you expected to plough all your mental, emotional and physical
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energies into caring for an entirely helpless person you’ve never met before, on little to no sleep,
while possibly recovering from major physical (and, for some, psychological) trauma?

I could never revisit those early days. I love my children, but two are enough. And it was
harder the second time round. You have plenty of love to give — more than enough for both your
children — but your time and energy must be more widely and thinly distributed. You have two
small beings vying for attention and care. I struggle to relate to the autistic parents I know who
have even larger families. How do they cope with so much bodily discomfort? So little sleep? So
much sensory disturbance? And all of this so many times over?

And yet I do look back fondly on some aspects of those days and weeks of newness. Both
my children were very successful at breastfeeding — I'm lucky we didn’t struggle in this respect.
Both enjoyed being read to from early on — books, words, and stories are still a huge part of family
life, and as a lover of words, language and learning, this pleases me greatly.

Sleepy cuddles. Walks on crisp, cold, sunny days, a baby snuggled close to my body, held
safe and secure in a sling. Second time round, walking along carrying my son, with my daughter
by my side, one of her hands firmly clasped in one of mine.

Warmth. Closeness. Connection.
Existing in limbo

I felt so much shock during the too-early returns to work after maternity leave. I had no
choice but to go back after six months on both occasions. We needed to pay the bills. It was always
too soon — I was still sleep-deprived, breastfeeding, with babies who still clung to me. It felt wrong
to be away from them even while I craved the adult contact and intellectual stimulation of work.

I was in limbo. Not quite fitting into any one space. I didn’t occupy the same “Mum” space
as my peers with babies the same age - they were still taking their little ones to playgroups and
coffee shops while I got myself to work for 9.30 every weekday morning. But I didn’t feel as if
adequately occupied the “employee” space either. My mind was elsewhere during those early
months.

I only realise now how much all of this — this existing in limbo — was compounded by my
being autistic. I was negotiating so much newness, at work and at home. The spaces I struggled to
occupy, the groups I grappled with trying to be a part of — the interactions and exchanges were all
performed in a social language that was not my own. And I had inadequate time or energy to
understand or negotiate any of it properly, given the conscious efforts required by my autistic brain
to do so.

The way I dealt with the return to work after the birth of my daughter was the starting point
of a trajectory that led directly to my autism identification.

There’d been signs in the past, but something happened in the autumn of 2012. I was trying
to be everything to everyone, and struggling hugely. I was exhausted. I was in a state of chaos. I
was melting down at work. A lot. I didn’t understand why I couldn’t seem to control my emotional
responses to even the smallest of bothersome incidents in the office. But I just couldn’t. And
apparently, that was making things difficult for the colleagues who shared my workspace.

My manager took me into her office for a quiet word. There had been complaints. No-one
wanted to upset me, but my behaviour was disruptive and people had had enough.

30



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

This wasn’t the first job in which a manager had reported such issues to me. It was,
however, the first time a manager had had the insight, intelligence, and compassion to deal with
the matter as an occupational health rather than a disciplinary one.

I started to get help.

I accessed one-to-one support sessions with an IAPT (NOTE 1) worker at my doctor’s
surgery. I attended a Stress Control course, then Mindfulness-Based Cognitive Therapy. As my
daughter got older, I started to exercise. I learned better time management techniques. My manager
agreed to give me individual help with planning and prioritising tasks and organising my workload.
I started getting given instructions in writing rather than receiving them verbally. I still receive
such support as part of my “reasonable adjustments” — back then it was simply a case of “what do
we need to do to support this employee effectively to do their job?”

Every evening, every night, and every morning, I cuddled my daughter close. It soothed
my anxiety even as | stayed awake long beyond what was healthy.

I didn’t know then about my autism — that discovery was another three years away — but I
was developing skills in self-reflection that were setting me on the right course. Second time round,
I returned to work after maternity leave having already requested my referral for an autism
assessment.

The journey to diagnosis
From the very week of my son’s birth, my mind was preoccupied with autism.

His arrival coincided with my daughter starting preschool. In many ways this made things
easier for everyone; every weekday morning, my husband and I had time to devote to the baby.
Our girl didn’t appear unduly “freaked out” either by the arrival of her little brother (we’d very
much involved her in the pregnancy and kept her informed of what was happening) or by preschool
which, to her perhaps, offered greater opportunity for play and creativity, and a distraction from
the chaos at home.

But she was getting anxious. We’d noticed for some time that certain noises distressed her.
She’d always been somewhat “quirky” and we knew, from her ability to read from the age of two,
and her unusually in-depth curiosity about such topics as electricity generators, space exploration,
and dinosaurs that there was something distinctive about her particular brand of intelligence.

One morning, she had a meltdown on the way to preschool when my husband suggested
they take an alternative walking route to avoid some noisy construction work. I was at home with
our son when my husband returned from dropping her off. My mum was visiting. She asked us
whether we’d considered the possibility that our three-year-old daughter was on the autism
spectrum.

I was shocked.

My perception of autism, and autistic people, had been shaped by exposure only ever to
media stereotypes of socially awkward middle-aged male {iber-nerds with dubious personal
hygiene, or silent, rocking, headphones-wearing little boys who veered between scowling into the
middle distance and throwing chairs around or punching their caregivers.
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I worried that my daughter’s echolalia meant she had no inner life (if she couldn’t find her
own words to express herself, what was actually going on in there?). I worried that she would
forever be a person devoid of empathy (/ couldn’t be autistic, obviously, because I experienced
empathy).

It greatly pains me to reflect back on all of this. But so much of the truth about autism was
to me, an autistic person, invisible at that time.

Nevertheless, I started exploring. I started following Facebook pages, and certain Twitter
accounts. I began to stumble across blog posts and YouTube videos written or made by autistic
people. And gradually, my perceptions changed. And the more I learned — from real, live autistics
(many of them mothers) — the more I started to recognise not only my daughter, but myself.

One morning in early 2016, I took my daughter to our GP and requested a referral for an
autism assessment. Less than two months later, I returned to the same doctor, and requested another
referral for myself. The extensive notes I’d put together on my personal history meant it was a
straightforward matter for the adult autism service to put me on their waiting list without any need
for initial screening.

I was still on maternity leave, and negotiating life with two small children. My scared,
bewildered daughter was negotiating life as a preschooler. When I returned to work the second
time round, six months after my son was born, I once again struggled to cope. I realised I need to
know for sure. For work. For my family. For myself.

I burned out in May 2016. Distraught, I telephoned the adult autism service requesting that
a note be put against my record indicating that I was willing to come in for assessment at short
notice in the event of another patient’s cancellation. It says something about my desperation, as
someone who struggles so much with unexpected stress and last minute change that I was willing
to go to such lengths. But I simply couldn’t wait any longer.

In late July, six months earlier than expected, I was formally identified as autistic. I cried
with relief. Two months after that, my daughter also received her diagnosis.

We would learn and grow as autistic people together.
The sensory aspects of parenting young children

I don’t think it’s possible fully to imagine just how all-encompassing parenting can be,
particularly in its sensory impact, if you haven’t had any experience of looking after small children.

Reflecting back on my childhood and teens, it didn’t seem as though I struggled especially
with sensory processing difficulties, but perhaps that’s because I simply wasn 't aware of just how
different my sensory perception was compared with that of my peers. And at the time, other
worries were more pressing — academic challenges, social interactions, and negotiating the worlds
of friendships, relationships and intimacy. Plus, I had more downtime. I could rest, recuperate, and
recharge more easily. These days, that’s less easy.

I suppose my issues with touch were always present. I always felt tortured by the scratching
and stabbing of clothing labels, seams, and bra fastenings. Tights, regardless of what they were
made of, were always excruciatingly itchy. A light touch on a part of my body always made me
wince. The brief, accidental contact of my hand with leftover food on plates after a meal had
always caused me to shudder.

These things especially were heightened during pregnancy and into motherhood. So many
bodily substances, of varying textures; many not pleasant. I had less aversion to some of this than
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I expected to, but anything food-related was incredibly difficult to deal with, and still is. The
irksomeness of certain items of clothing was exacerbated if I hadn’t managed to get into a
comfortable enough position before breastfeeding my baby or having them fall asleep on me.

One of my daughter’s earliest stims — when she was still a breastfeeding infant, but one
that carried on into her preschool years — was to stroke my bare arm softly as a way of calming
and soothing herself. This made me scream inside.

Conversely, deep, firm pressured touch is often welcome. I am not a touch-averse autistic,
but hugs do have to be firm, or I don’t like them at all. Holding someone you love, very tightly, is
such a beautiful combination of emotion, chemical reaction, and proprioceptive stim.

The heavy weight of one of my children lying asleep on my chest, their head fitting
beautifully against the curve of my neck, is a feeling that eases my aching soul and calms my
fretting mind. When I carried my babies in slings, yet again that warmth, heaviness, and pressure,
was grounding and soothing. Babywearing was a way to self-regulate, and a necessary distraction
from the chaos of the world. On days when I felt low, it saved me. Certain other types of touch I
love too — the reassurance of holding a small hand, or nuzzling my face into the soft curls of my
little boy’s hair as I cuddle him.

My biggest difficulty is with noise. It’s incredibly difficult to remain ever the considerate,
compassionate, empathetic parent when I’m hit so often by auditory assault. Sudden noises — thuds,
crashes, bangs — make me irrationally angry. The unholy trinity of the unexpected, the sensory
discomfort, and my anxiety about the possible cause of the disturbance, come together in an
especially odious configuration that serves to bring about nothing but rage.

My small children are very loud. Sometimes my brain receives too much information
simply because my daughter never seems to stop talking. I never want to stifle her flow, or
constrain her when she’s inspired, enthusiastic or something — like me, she has a pathological need
to finish things. But when I’m tired, it's all that I can do to refrain from begging her to just stop.

The visual, too, can overwhelm me. Bright, garish, fast moving images on the TV screen.
Scattered toys. The ghastly, stomach-churning sight of spat-out food. Mess. Chaos. Disorder. My
children’s darting, quick movements, when I’m particularly tired and overloaded, can make me
feel nauseated and dizzy.

I forget tasks midway through performing them, lose the thread of conversations, mislay
simple words or grammatical constructions, and find myself stuck mid-sentence when reading
stories because the noise and the visual mess competes for my attention. Often, this apparently
“high functioning”, supposedly fully verbal autistic is reduced to pointing and grunting or waving
my arms like a signalling traffic cop, as my only feasible means to communicate with my children.

Yet there are so many sensory wonders that we share. Both my children love making things.
Like me, they delight in colour, and love to draw and paint. My daughter, especially, has a
compulsion to create.

I love it when I myself can be childlike. We spend many hours dancing to music in the
living room or the kitchen. For me, the best recovery from a meltdown or sustained sensory
overload is often vigorous physical exercise. I crave proprioceptive and vestibular input. I crave
endorphins. And the most effective recovery from a “mummy meltdown” in front of my kids is to
share music and energetically dance with them.

There’s my visceral, all-encompassing response to the music (I’m not synaesthete, but I do
experience music with my whole body), there’s the physical exertion of the dancing itself, and the
communality of moving, smiling, and laughing with the little beings I love so dearly. In these
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moments, | forgive them for their noise, squabbling and mess, and I forgive myself for my
reactions to these things. In these moments, there is nothing but music, movement, and love.

We’re often silly together. My husband and I conjure up daft songs, put on different voices,
make funny noises and indulge in wordplay. We can’t read books aloud without assigning specific
accents and tones of voice to each character, and performing — we have to read the same titles so
often, we need ways to keep ourselves just as entertained as our children, and our embellishments
add life and vigour to our storytelling.

I can’t understand people who spend all their time intellectualising parenting and being so
serious about it. Being silly is one of the simplest, sweetest joys of being a parent. If I could “be a
child” more often — if I could dance, twirl, sing, swing, jump, hop, and wobble — I would be a
happier, healthier soul. My body would get the much-needed input and feedback it so often lacks
because I have to control my behaviour, compose myself, and act the consummate professional
and competent adult so much of the time.

Autistic parental bemusement
Editors’ Note:Potential triggers in this section:
Uncomfortable social behaviour prompts, e.g. smiling

There is so much potential for utter perplexity for the autistic parent — especially now my
daughter is at school.

Never mind the social etiquette stuff. I’'m a seasoned enough “atypical autistic” that I can
make a reasonable (albeit highly-scripted) hash of small talk, chit chat, and general interactions
with teachers and fellow parents at morning drop-off time, and while I don’t always get it quite
right, I don’t make a complete fool of myself — even if I’'m creasing up internally at the
awkwardness of it all and the difficulty of it all being so conscious.

This, however, pales into insignificance next to the feats of executive functioning required
to be the parent of a child in a British primary school in the twenty-first century.

The multiple information sources (and the inconsistency with which these are used).
The last-minute notifications.

The homework.

The dress-up days. Oh, the dress-up days.

Take away any sensory and social interaction challenges, and executive dysfunction is
perhaps the thing I feel most intrinsically disabled by. As parents of small children, we have to
organise their lives as well as our own. I have many planning, organisation, and time management
techniques, and I am lost without them, but when I’m tired it can be challenging to keep a handle
on things.

As far as information management goes, there’s a clear division of labour. My husband
uses the computer more, so he checks the ParentMail messages from the school. I'm the one with
the smartphone, so I'm in the class WhatsApp group. And between the two of us, we try to

34



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

remember to check our daughter’s book bag for letters and flyers, and we take a more-or-less equal
role in forgetting to check the noticeboard outside her classroom.

Removal of any need for decision-making is very welcome as it reduces my overwhelm.
I’ve gladly handed responsibility for Christmas present-buying over to my husband. He decides
what we’re eating every evening, and cooks it.

A couple of Saturdays a month, our girl likes to visit a particular local museum. The routine
is always the same: bus ride out; lunch in the museum caf¢; look round the museum; run around
the park; (ice cream if the weather’s warm); another look round the museum; bus home. I don’t
mind. At least, once again, the need to make new decisions is removed on the occasions when this
is what she wants to do.

I’'m also glad that, at the time of writing, our daughter shows very little interest in the
organised social activities or formally scheduled “interests” that many fellow parents are so
desperate to get their kids signed up to. This means less money spent, and less coordination, time
and calendar management to worry about. She’s tired enough after the school day — let her draw
pictures, write stories, build with Lego, or watch TV.

There are other things many families consider important that puzzle me. The requirement
that my children face the camera when photos are being taken, for example. I love pictures of them
busy, absorbed, in their natural habitat — who cares whether they’re looking at you? Why interrupt
what they’re doing to contrive a “photo opportunity”?

My son can pose, smiling broadly for the camera; my daughter, as I do, struggles to
configure her face into a suitable expression when prompted. And yet people sti// insist on trying
to get her to smile. I’ve seen her smile. It’s gorgeous. Generous. But she doesn 't do it on cue. She
only smiles properly when she can do so with utter honesty and sincerity. And the photos I like
best of her are the ones where she’s doing the things she enjoys. Then, her happiness is evident,
smile or not.

Children’s television also perplexes me. I cannot stop myself overthinking and critically
analysing every TV programme that I see. I dissect moral messages and philosophical themes. I
spend far too much time appraising the representation of marginalised or disadvantaged groups, or
getting vexed by imbalances in male:female character ratios.

Suspension of disbelief is something I should probably apply to children’s TV more than
anything. After all, I have no problem accepting the fantastical, improbable and downright absurd
when I’'m watching science fiction, fantasy, or big, silly action movies. And yet I'm forever
questioning the science behind the worlds inhabited by characters in preschool cartoon series —
especially those involving multiple species of bipedal, clothes-wearing anthropomorphic animals
(carnivorous, omnivorous and herbivorous) living harmoniously together without anyone ever
getting eaten by a colleague, classmate or neighbour.

My brain is far too busy. It isn’t even as though I really have time to think about this stuff;
I just do.

Emotional aspects

My emotional attachment to my children has never been in doubt. I love them fiercely,
devotedly, unquestionably. They astound me, exasperate me, and amaze me. Sometimes I feel a
literal physical ache because my love for them is so strong, and so overwhelming.

I am not the “emotionless robot” many autistic people are stereotyped to be (this trope is,
of course, a woeful and dangerous misrepresentation). I am often overly demonstrative, both with
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my positive and negative feelings. It’s as if I have the emotional regulation abilities of a toddler.
I’m little better at keeping my emotions in check than either of my children, and at times, this
makes me question my adult status — I must consciously remind myself that I am The Mum, the
one who must at least assume some semblance of control over the situation. I cannot, and should
not, always behave in the ways my children do, especially not when I’m experiencing a negative
reaction to a situation.

“You wouldn’t like me when I’'m angry”. (NOTE 2)

No, really. You wouldn’t. 7 don’t like me when I’m angry. I can be nasty. I can shout,
scream, screech. And sadly, me being angry happens all too often. My anger often seems a
disproportionate response to an apparent stimulus, but that stimulus is very rarely the thing that
caused the anger. It’s the final, sharp tip of the very large iceberg upon which I have finally impaled
myself after sailing towards it for some time. I’d love to be more of the “firm but gentle” parent I
can be when I’'m not overwhelmed and exhausted.

I exist in near-constant “fight-or-flight” mode; ever vigilant, tense, on edge. Lack of
downtime means inadequate opportunity to power down and recharge my emotional batteries. |
worry that my children will grow to ape my anxiety-responses to situations; that regardless of
innate neurotype, they’ll develop a sort of “learned anxiety” because that’s what they’re used to
seeing in certain circumstances. But it’s hard sometimes, with all that is piled onto me all of the
time.

Then again, my children also see me being joyful, exuberant, and enthusiastic. They ask
me to draw pictures for them, and take great delight in the results. I enjoy drawing them — it’s
therapeutic; a release; a form of self-soothing. I can take pleasure from sharing in some of my
daughter’s interests and areas of intense focus. In searching online for information on a topic she’d
like to know more about, I might go further than is necessary, but this often fires her up. I enjoy
having knowledge that I can share with her. My children may not grow up attending endless
organised extracurricular activities and specially-engineered social activities, but they’ll hopefully
have a deep understanding of, and fascination with, the world around them.

My children know that I love them. I tell them all the time, but I also hope it’s there in my
actions — when, of course, I’'m not melting down or fleeing from sensory overload. My husband
tells me how often they demand to know when I’'ll be coming home from work, why I’'m not
already home, and why I’m not at home more of the time. I’m told they miss me even when I have
to get out of the house for an hour or two of personal space. Whenever I’'m at home for an extended
period, it’s me they cling to.

I know my children love me, and I feel immensely privileged to experience this love. I
can’t read people too well in the “here and now”, but with a little space, time, and distance, my
empathy goes into overdrive. I’'m overpowered by and preoccupied with imagining others’ inner
experiences — especially their pain. It’s why I struggle to watch or read the news, and often
deliberately avoid it. Being a parent has heightened my hyperempathy, along with my capacity for
experiencing, first hand, a/l emotions.

What caused this change? Was it hormones? Sensory overload? Sleep deprivation? The
lack of “me time”? Probably all of this, plus the simple fact of bringing these two people into the
world, and knowing I’m responsible for their wellbeing and future. And while my pain is often
heightened, so too is my joy. I take joy from watching my children play, learn and develop, from
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seeing the excitement in their faces, and witnessing their joy. They’re beautiful. Of course I’d say
that, as their mother, but they are. There’s beauty in who they are.

Parental roles, and the divisions between work and home

Long before we had children, my husband and I agreed that when the time came, one of us
would stay at home and look after them, and whoever was in the more secure job situation would
continue to work full time. Circumstances dictated that I ended up being the working parent. I’ve
been the sole breadwinner for our household for over six years now.

It took me many years to get to a position of doing work I found fulfilling, rewarding, and,
in my mind, worthy of my intellect, interests, and skills. I’ve always been polymath; able to turn
my intellectual talents to almost anything, barring a handful of skills I’ll never truly be able to
master. But it was many years before I found my “niche”. Years of depression, debilitatingly low
self-esteem, frustration at the things that others seemed so adept at while I had to make such a
conscious effort, and ruminating over what on earth it was I should really focus on, delayed my
moving in the right direction.

After years working in exasperating roles for which I was poorly suited, underpaid and
overqualified, I studied more, and eventually found my area of professional interest as I
approached 30. I have utterly loved the job I’ve been doing since shortly before I got pregnant
with my daughter, and which I am still employed to do at the time of writing. When I was expecting
her I didn’t want to give this job up — it suited me so well, and it had taken me a long time to get
to the point of feeling happy enough in myself to walk away to have my baby, knowing I’d be
returning to something that wasn’t either utter drudgery or so frustrating I wanted to scream or
punch my fists into walls on a daily basis.

I like having a professional identity, and I need work for the intellectual fulfilment my
brain craves, but while I’'m well-supported and accepted in my team and wider professional circles
as an openly-autistic person, the sensory and interpersonal demands of the working day still place
a huge cognitive burden upon me, alongside the actual work for which I'm paid. 1 cannot
adequately recuperate from work when I’m at home, because my children need me. And they want
me.

You could say I have a pretty even work: life balance; I just have far too much of both.

There are difficulties with the division of labour being the way it is. Few of my fellow
working mothers work full time as their families’ sole wage earners. Few daytime events and
activities for small children are naturally welcoming environments for fathers. Ridiculous though
it seems to me, it’s rarely accepted in the UK that a dad might be the main caregiver. Little
parenting advice, information, or support is geared towards people with our family setup. Much of
it is frustratingly irrelevant.

Often, I struggle to find people to whom I can relate, and that’s before you factor in the autism.
My husband, of course, doesn’t have an easy time of it. He has limited contact with other

adults, and limited intellectual stimulation. His days are repetitive and often dull. I'm often so
preoccupied with my own struggles as an autistic person that I forget about Ais struggles. As our

37



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

children get older, we hope our circumstances will change, and that both our lives as adults will
be fulfilling in the many ways we each need.

Would I feel more overwhelmed if I were at home? I suspect so. I’d also struggle with the
unstructured days, but I’d probably struggle, too, to muster up sufficient executive function to
organise and create a daily structure. I lack patience, to a pretty extreme degree. | have come to
the conclusion that I can’t go longer than about 10 days of annual leave without feeling terribly
stressed out by the lack of routine.

On balance, however difficult it is for either of us, I think we’ve got it the right way round.
Learning to be an authentic autistic parent

In the early months and years, I waded through a stream of parenting advice and
information, over time I’ve realised how anxious it makes me. I’m not a typical parent, and my
children are not typical children. My husband and I are fairly instinctive and intuitive in the way
we bring up our children — and thus far, this seems to work pretty well, although I imagine we may
need more specific sources of outside information as they get older. But for now, our kids are both
bright, inquisitive, engaged beings who learn quickly, laugh lots, and who are kind and considerate,
each in their own way. They’re healthy. They can be both annoying and wonderful, as one would
expect any small child to be.

But while we’re often intuitive, there are still rules. We’re still finding a way through all
those rules. And they change over time.

I see some of the things we tell children off for, and I can imagine myself in their place,
and imagine their bemusement. So much of what adults do, say, and expect seems to me, as an
autistic, bewildering and illogical. And there are some things which I know that, in polite society,
I need to prevent my children from doing, but which personally, I don’t actually care that much
about as they don’t actually Aurt anyone.

It’s very difficult to come across as authentic in telling a child off in such situations.
Hideous shouting meltdowns aside, I’m often the lenient “good cop” in our two-parent partnership
in that respect. My husband and I don’t always agree on what is or isn’t acceptable, or what the
right approach is for dealing with a situation. We have arguments about this from time to time. But
I’m also aware that we need to set boundaries, and explain to our children that while some social
rules might not seem to make sense, other people may be upset if they do not follow them.

Besides, consistency of message and rules for appropriate behaviour is also important — for
all children, but especially for autistic children, who are often made to feel confused and anxious
by ambiguity in communication. And it follows that there’s a certain authenticity in consistency
itself, whatever the behind-the-scenes rationale, if you’re aiming to prepare children to negotiate
a confusing world as safely and happily as possible.

I’m the first to admit I’'m far from perfect as a parent. I’'m shockingly childlike and childis/
in the way I behave towards my children sometimes. But perhaps my ability to relate to childhood
confusion helps me to be a little more considered in how I support my children to deal with the
pitfalls and challenges of being among people. There are some behaviours I have no difficulty in
encouraging my children to adopt. Saying “please” and “thank you”. Acknowledging when they
have done something to upset someone else, what was wrong about it, and apologising. Sharing.
Helping. Being kind and considerate towards other people and animals. For me, the logic of being
empathetic, compassionate and understanding makes instinctive sense.
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We’re still in the early years. There is much I don’t yet know about parenting, and our
challenges will change through time. But we manage to find our way through, and we will always
continue to do so.

Reflecting on identity

I’'m far more open about my autism than many other autistics that I have met — in person
or online. This is partly because I’'m unable to keep quiet about things I see as important.
Understanding who I am, and being honest about it with others, falls into this category. At one
time, I might have worried about what others thought and said about me away from my view and
earshot, but when it comes to my autism, I’m past caring about such things. But I’'m aware it’s a
risky strategy to take. At times, I wonder whether I might be putting my professional future, and
therefore my family’s well-being, in jeopardy. Not everywhere might be as accepting of an openly
autistic adult as my current workplace.

And though I’'m out and proud, It’s ingrained in me to “edit” myself in real-time to be more
acceptable to those around me, even as I try to explain, educate, and promote acceptance. Self-
editing is a behaviour that’s difficult to unlearn, and many people only ever see “autism lite”.

On the other hand, I’d like my children to see me as a role model — a capable, relatively
successful autistic personwho has overcome not their autism (why would I ever want to do that?
It’s who I am) but many of the difficulties of being autistic in an allistic world, and who has also
embraced the reality of their neurotype, accepting its myriad advantages and disadvantages. | want
them to see their mother as someone who tries to be true to herself as much as she can, and who
has followed her interests and passions and done what she can to live a meaningful life.
Meaningfulness is of far greater importance to me than material or monetary goods (although I
acknowledge some degree of hypocrisy in saying so, given some of my social privileges).

I also want to show my children that I believe I am enough, and I want them to believe they
are enough too.

I don’t want my children being ashamed of their autism. I want them to be proud of who
they are. The battle for my own pride has been long and hard fought, and was only won in
adulthood — it's not something I’ve grown up with. I want the situation to be different for my
daughter and son.

Will they reject their autistic identities? Will they try to shrug off their autism or act as if
it isn’t there? Perhaps...who knows? If they choose to do so, or chooses not to share it with the
world, at least it’1l be their choice — just as much as choosing to be open about it. For this reason,
I rarely focus on my children in my writing and never use their names — their stories must be theirs
to tell, when and if they choose to tell them.

I realise, however, that I have lived much of my life with the dubious privilege of not being
perceived as autistic. I didn’t experience any of the talked-about stigma associated with autism
when [ was growing up.

Might I have placed more limits on myself, or set my sights lower had I been aware? I’1l
never know. But I’d rather have had the knowledge. I’d rather not have been unwittingly judged
against standards I could never have met. I, like many autistic adults, strive to make the world a
better place for autistics — for me and those like me, for our children, and for future generations. I
hope my children will not want or need to hide their autism, and that it will be less and less of a
barrier as times goes on — not because they are forced to change the way they are, but because the
world has become more understanding, accepting and appreciative of autism and autistic people.
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I’'m also glad that both my daughter and I were identified as autistic relatively early in our
family’s life, and that we have also recognised autism in our son whilst he is also young. This
allows us the chance to learn and grow without so many of the pitfalls that come with a lack of
awareness and understanding of one’s own, actual reality.

Some final words
As I near the end of this reflection, I’'m compelled to offer out something directly to readers.

To allistic and neurotypical spouses, partners or co-parents of autistic parents: love and
respect your autistic fellow parent as I hope they do you. Their needs, difficulties and happiness
may at times look very different to yours, but they may be just as devoted, in their own way, to the
care of your child or children. Their autism very likely gives them strengths and insights that are
different, but hopefully complementary to your own. Their parenting struggles will at times be the
same as yours (we’re all parents, after all); at other times, their struggles will be autistically unique
to them. They may need support from you for reasons that seem perplexing to you, but the chances
are that they are sincere and honest in their request for help, and their need for support is very,
very real. This doesn’t take away from how much good they can otherwise bring to the raising of
your children.

There’s a chance, however, that they’ll need far more downtime than you do. Respect this:
the quality of the time they spend with your children far outweighs the number of hours spent. If
they need an hour or two of alone time when there’s someone else around to give the kids some
attention, allow them this; it’s far preferable to the autistic parent, your children, and to you, than
to force that autistic parent to power on beyond their point of overwhelm and go into meltdown or
shutdown. My husband often allows me such time, and it saves us.

To allistic and neurotypical parents of autistic children: listen to us and engage with us!
Autistic parents like me are autistic adults. I, like all other autistic adults, was once an autistic
child. I cannot speak for your child because I am not your child, but I hope you will help them to
find their own voice, through whatever means they need to use to allow people to hear it.

Many autistic adults did not at one time “function” as well as they appear to do now. Others,
like me, now function less “highly” in certain situations as we have moved further into adulthood,
because our lives are busier and more overwhelming than they once were; but our lives are rich,
and parenthood has, for me, been a provider of so much of this richness. My parenting style may
look very different to yours, but it comes from the heart, and from a place of deep self-reflection.
Those of us autistics who also have autistic children may have advice or experience to offer you
which could make all the difference. So hang in there, and look after yourself and your child, but
work with us.

To the children of an autistic parent or autistic parents: your parent’s approach may be very
different to those of your friends’ or classmates’ parents. Your home setup may seem unusual to
outside observers. Or perhaps it may not. But the person looking after you is, I hope, doing all they
can to care for you and help you as you learn, grow, and experience the world. They have much to
teach you, and much to learn from you. And, I hope, you love each other very much.

To my fellow autistic parents: I offer you solidarity and respect. Speak up, and be counted,
and join together with others. The world needs to hear more of our voices.
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And to autistic people who are considering becoming parents: parenting is hard. You cannot hope
to fully or correctly imagine what it’ll be like before you experience it. But you can prepare, and
you can learn from others. Get help where you need it — needing support doesn’t mean you’ve
failed. Parenthood can be challenging, exasperating, terrifying. It can also be rewarding,
mesmerising, and truly wonderful.

You all have so much to offer, and so much love to give.
NOTE 1: Improving Access to Psychological Therapies — a service that has been provided by
NHS England since 2008

NOTE 2: Quote from Dr. David Banner, played by Bill Bixby, in the TV show The Incredible
Hulk (1978), an adaptation of the Marvel Hulk comics
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