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CHAPTER THREE

Maternity, Breastfeeding and Autism
Author: Catherine Curtis

Whoever coined the term “no use crying over spilt milk” obviously never spent hours expressing breastmilk for their baby!

Introduction by Kleio Cossburn

When Catherine and her husband decided they wanted a child, she felt that the medical advice was
pessimistic because of health conditions unrelated to her diagnosis of autism. Fortunately, she was
determined not to be defeated as some women could have been. When a consultant told her she needed to
lose some weight she describes herself as being goal-focused as it gave her some control and structure. A
few months later she became pregnant.

She describes the pregnancy as ‘problem free’ apart from her pelvis pain. On a personal note, |
have spoken to a number of autistic mothers who had a similar problem with pubic-symphysis syndrome
during their pregnancy and I wonder if this may be more common in autistic mothers due to many of us
suffering from hyper-mobility.

It was fascinating to read that once baby arrived Catherine talks about her ‘obsession with milk’
and how lactation became a narrow and special interest producing graphs with data on how much milk she
was making compared to how much baby was drinking. It is worth recognising here that whilst Catherine
was able to breast feed her baby some autistic mum’s may not be able to due to hyper-sensitivity. For
example, when a baby latches onto the breast it can be too painful to continue for some mum’s autistic or
not.

Introduction

Often it is considered the usual path that when a man and a woman meet, they fall in love,
get married and have a baby, in some particular order. We were no different despite that I was
diagnosed with Asperger’s Syndrome in my mid-20s. I suspect most parents, autistic or not, would
say having a baby is a considerable change to one’s life. One goes from only having to really worry
about one’s self to having responsibility for a tiny precious life that is so dependent on their parents
for its survival. It is without a doubt a significant challenge but I suspect more so for those with
autism. It is not however impossible and one can arm themselves with knowledge to make the
experience less surprising although it is also a minefield to navigate such information that I will
not describe here with regards to the vast quantity, its varying quality or how it often contradicts!
There is so much to learn in such a small space of time but it is not unmanageable. Given that there
is little to no room for ignoring the needs of the baby in preference of your own, one has to think
on their feet and fast but raising a healthy and well-adjusted child is achievable as an autistic
parent.
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I'had been with my husband for nearly nine years and we decided to try for a baby, believing
that it would take up to a decade to become pregnant based on what now seemed to be pessimistic
medical advice. Despite the fact that I was never the sort of person who dreamt of having children
or had that yearning desire to be a mother, it made sense for us to want to have a family. It’s what
people do and I guess I never wanted to look back late in life and be filled with regret about what
I could no longer biologically do. It felt like the normal route of progression and as I write this
now, I love my daughter with all my heart but the challenges I have faced in the five years she’s
been on this planet, in utero included, have been some of the hardest ones.

I have Polycystic Ovarian Syndrome, which made having children difficult because it
impacted on my fertility. This meant that I couldn’t plan my life to have a child when I wanted and
I was left to my frustrating biology to make the decision for me. Having the control removed from
me and not being able to put together a realistic timeline of life events left me somewhat frustrated
and without the structure that I craved. A few years before I remember seeing a particularly
disagreeable doctor who told me if I didn't start trying for a baby as soon as possible by the time I
had exhausted all the medical options, I would be too old for NHS funding for IVF. I was informed
that it would cost a lot privately so we obviously wanted to avoid such financial pressures but too,
it put pressures on me to fit in some kind of timescale to which I couldn’t necessarily comply. At
the time I was out of work so having a child then was not financially practical for us so we held
off whilst I was acutely aware that time didn’t seem to be on my side. I felt rushed to make a
decision to start trying to conceive when I wasn’t even far the other side of my mid-20s and I had
only been aware of my autism diagnosis a few years previous. I saw another consultant some
months later who said I should work on losing some weight and go from there. I felt this lifted a
lot of the stress and allowed me to become goal-focused where I was now working towards
something within some life structure. I got down to 140lb and my symptoms went away. In fact
what I did was eat like a diabetic which appeared to have some positive impact on stabilising my
sugar level and balancing out my hormone levels that negatively impacted the fertility. I just
reduced my sugar and fat intake and it was like things just magically came together. By then we
were in a much better financial position to consider a family. We started trying for a baby
anticipating it to take a long time and I was pregnant within four months! Obviously we weren't
expecting it to be that soon and it was quite a shock. I think my husband was envisaging it to take
a decade so we weren’t mentally prepared for it but my use of phone apps that told me the best
time to conceive did at least make me feel I was in more control again and I had some autonomy
over myself.

We embarked on what turned out to be a nightmare house extension process where lots of
things didn’t go well and as a result I found myself living in what appeared to be a building site
for months on end. The work was completed just before the end of the pregnancy but it was
inevitably a stressful and expensive time as we rushed to make the place inhabitable for the arrival
of our daughter. I don’t know quite how I coped with the upheaval and all that change and I suppose
because it was so intense and so long lasting that I just shut down half the time and functioned in
a bubble of denial. I often find that the bigger changes were sometimes easier to comprehend than
something small like someone moving my house keys or no longer being able to park on the
driveway because of a skip. The small things bothered me a lot more which infuriated my husband
because my lack of seeing the bigger picture and me giving the impression that I was unaware of
the costs. To him, all I seemed to be bothered about was car parking and other supposed minor
details when he was being the project manager, financier and organiser whilst on top of an already
busy work schedule. I understood completely where he was coming from but the words never

17



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

properly left my mind and I think it is important that couples need to communicate their fears and
challenges as much as they can, autistic or not. I have learnt too that if I cannot say what I feel out
loud, writing it down in a letter or e-mail can be useful too so that he knows where my head is at.
A lack of communication can kill a relationship fast and for those of us who find it hard to have a
face to face conversation need to find alternative ways to impart our feelings.

I suppose I was powered by crazy hormones too that fortunately seemed to put me in a
good mood-like state during the building work, at least compared to how it could have been, where
things didn’t get to me as much as it might have. I won’t underplay the stress though of a house
extension because it was enormous and in hindsight I don’t think I should have attempted to live
there whilst half the house needed to be knocked down and rebuilt. It would have undoubtedly
been wiser to have not had significant work on the house during the pregnancy but to focus on the
baby and learn about becoming a parent. In an ideal situation we wouldn’t have put ourselves
under so much pressure to get the renovations complete on time and we didn’t get to plan for the
baby’s arrival to the degree that we should have because we had to prioritise working on the house.
Whilst I was able to collect a lot of the baby clothes in advance, they had to be stored in the boot
of my car for several months so that they remained clean and away from building dust. It was such
little things that could have been avoided if the building work hadn’t of overrun. However, we are
certainly glad that the work was completed to a high quality and nothing skipped that would require
revisiting later. What I have learnt is the importance of not taking on too much at once because it
can overload the mind. A baby is a lot to comprehend and we were possibly too ambitious but I
have no regret that we made a lovely home for our daughter.

The pregnancy itself was mostly problem free except with my pelvis going out of alignment
(crippling pain!) until at 40 weeks the hospital ran some tests and found low amniotic fluid so I
was scheduled to be induced. I can't fault the medical staff but my labour starting caught the
midwives off guard and it was quite the surprise to me too. The impact of it might have been less
if I had made the effort to be much more informed on my options during labour and the run up to
it. I took a very much go with the flow attitude and this contributed with having a difficult labour.
I am one of these people who has a slightly odd reaction to pain. I can cope with it well enough
when it is expected (up to a point!) but when it is not anticipated such as from a stubbed toe, I howl
as if the damage was far more serious. The trouble with sudden pain is that it throws out my routine,
making me instantly stop what I am doing and that can be extremely unsettling. I do not respond
well to a sudden external force that changes my direction and behaviour. Once in the hospital and
the first round of inducing had been done, I was having horrendous back pains that never seemed
to let up and I was not expecting this at all. I was expecting the kind of contractions that came in
waves with spaces between them that got gradually closer together. We watched a video on
YouTube provided by our local NHS hospital trust and I thought my experience would mirror that.
It did not. This was not that and so I wasn't coping because the pain was consistent with never a
breather. [ was extremely scared and overloaded to the point where my judgement seemed clouded
since it went on for days. I didn’t feel able to advocate for myself the significance of my pain and
what I needed to do to get the pain medication that I required. The enormity of the discomfort was
swamping my mind and my lack of concentration meant that I could only focus on a few pages of
a book at a time before my head was spinning with too many sensations. I should have spoken up
and said but I didn’t feel comfortable summoning a nurse to assist. I felt it much less awkward to
just wait for when someone would do the rounds at each bed.

I didn’t go to my antenatal appointments because we wanted to spend the time instead
getting the house ready which in hindsight was daft as I had no proper idea about how the baby
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might exit. My fixation was on painting the skirting boards before baby arrived as I was deeply
worried that the fumes might be dangerous to her if I painted the house when she got home. I still
do not understand how I thought I would be able to decorate the house and look after a new-born,
on top of just giving birth! I would be up all night glossing away, obsessing with every wooden
surface to ensure it would be complete even though I was near the end of my pregnancy, incapable
of bending over or walking far. I was often sitting on the floor by the skirting boards painting at
midnight and up again for 7am to go to work. I had this inner drive to make everything complete
and a very real problem of not being able to turn my attention to other more important matters such
as sleep. The nightly painting became part of my routine.

Editors’ note: In this section there are references to unexpected physical handling by nursing
staff, particularly regarding use of breastfeeding equipment.

So whilst in labour I figured the pain was indicative of the early stages but I had little clue
as it was constant but I felt like a right wimp to ask for any help. I realise now that armed with a
mobile phone in a hospital looking up my symptoms rather than talking to the midwives was not
a wise move as | had got myself worked up when it could have been avoided. I should have reached
for assistance but I didn’t feel I had the confidence to ask for help and as usual, I wanted to be
independent. I didn’t want people getting too close to me and touching me unless it was total
necessary either. I never liked people invading my personal space. There were women around me
screaming too, which made me think that if this is how I felt now, goodness knows how horrific
the labour would be further on. All the noises made me feel extremely uncomfortable, causing
migraine headaches and bombarding my senses. I was absolutely terrified and I made the mistake
of acting all brave and telling my husband that he could go off to work so I was left without any
moral support. He could have been the one to speak on my behalf to get the pain I was feeling
assessed. I could perhaps have reached for my parents too but they were not local and I didn’t want
to worry them unduly. Fortunately, the first night the doctors moved me into my own room to get
away from the noise since my sensory overload was pretty bad with all that pain. They recognised
that I needed a good night’s sleep in peace. I was thankful for that as I didn’t have to ask them and
risk what could be a socially awkward situation if they thought I was unduly being dramatic.

What I learnt here is that sometimes we have to be our own advocate as no one is going to
magically know how we feel. As much as it was difficult, I ended up sitting in silence, it caused
me further discomfort and it made my sensory overload much more apparent. If I had said
something from the outset, the pain medication could have been given and things would not have
escalated to the extent that it did. In hindsight it was probably not in the baby’s interest to be as
anxious as I was either but since the baby was on a heart monitor, I do not believe it caused her
any undue complications.

It’s funny that what I remember most about that following morning was being offered sugar
on what was already a sweetened breakfast cereal. Such details stuck with me when the important
information never remained. After breakfast I was back onto the general maternity ward and I had
no inner peace again since I was back with the noises. I was so anxious that it never occurred to
me to tell anyone about being autistic although I guess it may have been in my notes, I certainly
never had a discussion with my midwife about the potential for needing any reasonable
adjustments whilst in the hospital. I guess I never gave her any cause for concern and it's always
in the back of my mind regarding my capability to be a parent. I certainly never got round to
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writing a birth plan and outlining what I required and it is something I should have done to allow
myself a way to communicate my needs. My tolerances were at rock bottom and I didn’t know
what to do with myself. I just paced up and down the corridors of the hospital trying to make all
the sensations go away with little success. This was no easy feat given that my pelvis had gone out
of alignment. I had hours of pain alone during my long walks, which I thought was constipation
and doctors gave me something to clear out the bowels. I had pinned all my hopes on this being
the solution to all unpleasantries and I was extremely disappointed when my back still hurt. I recall
the only pain medication given by this point was some paracetamol and that didn’t touch the sides.
The pain continued for many more hours and I found myself pacing around the hospital ward again
and in and out of the toilet. I later had my waters broken mid-afternoon (with what looked like a
crochet hook - horrifically painful!) and was told I was 2cm dilated. I felt utterly miserable because
my internet searches had given me the view that I was a long way off from the eventual delivery
where perhaps the pain would then end.

The pain got worse and my ability to speak up for myself was diminishing entirely by this
point as I was withdrawing inside my head. I was moved into my own room again which I think
might have been a delivery suite. After begging for some pain relief, I got given pethidine, an
analgesic in form of an injection, so that it would help me sleep ready for the big push the next
morning. Pethidine is a fast acting sedative and a muscle relaxant so I can see the logic in giving
it to me with the expectation that I would rest overnight. Yet the pain worsened even more and this
time I was unable to coordinate my legs or think straight because of the pethidine. It didn’t stop
the pain at all but it did stop my mental facilities from working sharply. I felt extremely dizzy and
spaced out which had significant impact on my ability to feel in control. For someone like myself
who needs to be in control of my environment to regulate my anxieties and avoid any difficulties
associated with being autistic such as sensory overload, this was not a good position for me to be
in. This highlights the importance of being able to make informed choices about how I wanted my
pregnancy to go, from start to finish. Had I been more aware of my pain management options I
would not have chosen such a path. I was so frightened and out of control and looking back I was
actually melting down in the run up to the last stages of labour but I wasn’t aware of either the
state that my body was in or significantly informed about autism to understand what was
happening. I was also alone most of the time since the plan was for me to sleep since I purposefully
didn’t want my husband to take time away from his work and get behind. I realise now that it is
okay to ask for help and not push people away quite so much. There is no prize in doing things
alone.

Whilst with the pethidine in my system, I kept going into the bathroom thinking I had
constipation, not recalling this was no longer a problem. I had an urge to push but couldn't make
sense of this sensation because the pethidine made me feel drunk but it did not lessen the pain so
I wobbled to the nurses' station to ramble that I need to push but didn't know why. I do recall that
they appeared taken aback by this news and I had a moment of clarity thinking it was nice that it
wasn’t just me now in a state of surprise and confusion.

Actually only three hours had passed since I had my waters broken and the midwives were
not expecting the speedy arrival of my baby. By all accounts the push took a few moments and my
husband only just arrived in time. It resulted in some nasty tearing. I don't particularly remember
the details of what happened during the delivery but I know that I never went anywhere near the
gas or air. To this day I have no idea what one would do with it. I felt cheated that I couldn’t look
back at this time of my life with some beautiful sense of nostalgia that some divine moment had
passed like some kind of earth mother. I was so drugged up to the eyeballs that I can't remember a
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lot except the irrelevant and all that pain. Such horrible pain. This was also a strange thing as I
have always been aware of the fact that I have a high pain tolerance so it shocked me that I could
hurt so much. I feel like my special time happened to someone else and it certainly was no happy
moment. No one else was with me for most of it to tell me what happened. The gap in my memory
is hard to process as I feel like there are missing parts to the timeline. With this lack of
completeness, I have taken a long time to move on. One of the last memories is a smell — mint
smelling shower gel. To this day I find some comfort in the smell since it reminds me of how it
made me feel clean again after everything and during my stay at the hospital as I recovered.

Editors’ note: In this section there are potentially triggering references to difficulties around
feeding infants and expressing milk.

And then breastfeeding was awful. I talked to my midwife some months ago about the idea
of expressing human milk rather than nursing. It seemed like a jolly good idea because I could
know exactly what baby would eat and I could be really scientific about it. I could schedule the
feeds and amounts and log it all in a little diary. It would be brilliant; I could have all this data on
my phone in an app and I would be systematic and logical about keeping my little one fed. Whilst
she didn’t offer any judgement on my intentions, I believe the midwife was a little taken aback by
my suggestion as it would clearly be a lot of additional work to take on. I was not in the slightest
bit aware of what kind of hard work would be involved in expressing milk either or how to go
about it. I was thinking about painting my skirting boards.

So, baby and I were in hospital for four days and baby wouldn't feed. She was so drowsy
by the pethidine, she couldn't suck so attempts at nursing were extremely futile. I thought I would
at least give it a go whilst in the hospital and see where it might take me. I was feeding her my
milk via a syringe trying to get drips into the tube. This process was extremely laborious and
frustrating and at this stage the milk was actually the thicker yellow colostrum. On the bright side
the baby did not require much with such a small stomach. The decision to continue to nurse was
then complicated by the urgency of needing to get some sort of subsistence into my child as she
was growing hungry. In the end she had some formula in a bottle as it was much easier for my
baby to access so she had enough energy to nurse. My husband had brought my new manual single
breast pump to the hospital but I never even considered opening the box at this stage. I figured I
could still fathom this nursing thing as it is natural so it would be straightforward, yes!? All nursing
staff had a go to help me with the latch and at times it felt quite invasive. But I couldn't stand the
way people would grab at me. Touching me without obvious permission. It made me feel so
uncomfortable the way that people would feel they had the right to come along and tell me what
to do when I was so vulnerable. I just wanted a clear set of instructions of how to get my baby to
feed but each person had their own idea and it complicated matters as I wasn’t sure what was the
best set of advice. I felt my head spinning with so much conflicting guidance that I didn’t know
what to do. I would have preferred an instruction manual so I could logically follow the steps rather
than it be verbally explained. I would lose track of what was said and miss key points. I was
determined to not give up regardless of how difficult it was since I felt I owed my child the best I
could.

I'had my first night home with my baby and I was barely able to walk, which isn’t surprising
but it was to me as I had not researched into post-partum care. I still cannot understand quite how
I was able to drive home from the hospital but I was insistent that my husband didn’t drive my car
as [ hated the thought of him adjusting the car seat since it would take me forever to get it back to
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how I liked it. The seat adjustment seems so important. When home, she cried all night and so did
I. Sometimes she'd not latch so she'd scream so hard with hunger that I felt so useless on the back
of how breastfeeding is promoted as being so natural and easy. It isn’t. Some women are fortunate
to find the technique simple and others, like me, found it nothing but a tearful and often
uncomfortable struggle. At times I wanted to run away to escape the overwhelming sounds of my
baby and be in a place where I could be alone in the quiet and darkness. Yet I knew what I must
do: I had to push my autistic desires to meltdown and to put my child first. She needed me and I
had a duty to put her above all else. I still do not know how I made it through that first night or
indeed any meltdowns but I was able to somehow power through and prioritise her needs above
my own. But here’s the thing — in the first week or so, having a new baby in your care is extremely
hard for any one, autistic or not. I do not believe that the Pre-dominant neurotype parents somehow
magically have less of a difficult time of it. Everyone experiences that steep learning curve but I
think that autistic parents need to be aware that it can be a little steeper and have support in place
whilst the mother recovers, both emotionally and physically.

Thank goodness my mother then came the next day for a week and helped me because for
the first time I felt that I had someone on my side who also understood both mothering and me.
She also helped me see that whilst breastfeeding is important, a fed baby was much more essential
and we sent my husband off to get some formula milk so I could get some rest whilst my mother
assisted. It took the pressure off me to know it was okay if breastfeeding didn’t work out as I had
hoped. I think my experiences highlight the importance of having people around who can not only
be supportive in helping look after the baby but can also look after the mother. Giving birth is no
doubt a traumatic occasion but for those with autism, all those conflicting hormones, soreness,
together with a sudden change, can be hard to process. I realise now that I was hard on myself and
every new mother finds it difficult, breastfeeding or not, and I was no exception regardless of being
on the autistic spectrum.

I was still struggling with nursing my baby and I felt utterly confused about if she had eaten
enough or how long she might need to nurse for. It was an inexact science. It felt so completely
illogical and frustrating. It was by no means easy in terms of the technique either and I was hurting
because nursing could go on for an hour at a time. After feeding the baby a bit of formula, I came
to realise that bottle feeding, for me, was the way to go. It was quicker as it eliminated the hour
long feeds that cut me to pieces and wounded where I would be constantly dreading the next time
she wanted to eat. Yet I did not feel comfortable with formula milk because I felt it was my duty
to give my daughter my milk. On the other hand I have never been judgemental of what other
mothers do; I believe what matters is that a baby is fed. This was just what felt right for me.

I eventually moved over to expressing my milk and just nursing at night. I kept up the
nursing long enough to get the milk supply well established and that was for about three months
and I slowly moved to feeding only expressed milk via a bottle. I understand from talking online
to a lot of other mothers who exclusively expressed breast milk that to be able to only express three
times a day and make twice what my baby needed was not necessarily what every lady could
achieve. Some could make a lot more, others a lot less and some needing to express milk for shorter
or longer periods and more frequently. Through trial and error one would need to find the optimum.
What mothers could make is hinged around anatomy and pumping routine and for some ladies
they would find it hard to produce much at all. Given that after so many months post-partum the
milk supply works on a supply and demand process, it was essential that I kept to a strict pumping
routine or it would signal to my body to stop production.
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So the expressing milk began and nursing stopped so this was where I had my little routine
of three times a day at set times, including my almost religious process of cleaning all the
equipment in a steriliser. In a warped kind of way, I loved it. I loved the feeling that I was doing
something good for my child in lieu of being this woman with an easy maternal mind-set. I had
this usefulness that transcended anything I had felt before so that I could give my child the best
through my practical methodical behaviour. On the other hand, I was tired and each expression
could take up to an hour but I didn’t mind as I was fixated on my higher goals and being
competitive about my milk output. I put unnecessary pressure on myself through this need to reach
for higher and higher quantities.

As the months passed and I got a lot of interesting data on what my baby was drinking and
my supply output and I was getting quite excited by the graphs that my phone app produced. I
could see my output steadily growing and I started developing this strange competitive need to get
a higher amount than the previous day. I started looking into lactation herbs to help boast
production even though I wasn’t needing more milk since I was pouring the excess down the drain.
I wanted to make as much as possible so that [ never got into a position where I didn’t make enough
for what my baby required. That would be difficult for me because I wouldn’t like the uncertainly
of living from day to day never quite knowing if I would have enough and if my daughter would
be agreeable to being supplemented by formula. I already knew that most of the brands didn’t
agree with her so I didn’t want the worry of not meeting her full needs. Lactation became my
narrow and special interest.

Some months in and I realised that I could do something more positive with all this milk
rather than tip the excess away so I donated the milk to a hospital with a special care baby unit that
had a milk bank. This milk would be processed so that it would be safe for the premature babies
to drink but it would be easier for them to digest than formula. I don’t want to make myself out to
be some kind of super mum because really I wasn’t but it did make me feel even more useful. It
was actually all about the data and having some crazy obsession about milk! During this time,
expressing milk and knowing everything about it was a large part of my life. I studied the anatomy,
best expressing techniques, medical problems such as infections such as mastitis and lactation
inducing medications. I got preoccupied by different breast pumps and spent a small fortune on
different models to find the optimum for comfort, output and speed. It was getting to be all I did
in my life beyond looking after my child. My pump bag followed me around so I could do it
anywhere.

When my baby hit nine months old, the hospital stopped taking my milk since it would be
no longer suitable for the babies in their care. I turned my attention to freezing milk so I could
eventually work towards ‘hanging up the horns’ as we would say in the expressing milk community
(yes, it exists!). In the end, I filled up an under counter freezer with only milk and I am delighted
to report that my child had enough milk right up to her third birthday. I feel I was just fortunate
that I didn’t have any major setbacks.

I never planned on pumping for as long as I did but I did not know how to stop as I got so
used to our little routine. I was very fortunate to have a baby who slept well and wasn’t mobile
until quite late so it worked well with my pumping routine. I understand that many other mothers
do not have such good fortune. Pumping for so long was something that just happened without
thinking and before [ knew it, years had passed, literally. At times I wanted to stop because I wanted
the freedom to not be thinking about the next time I had to sit down to express but in doing so it
was so hard. I had accommodated this new way of living and routine and I saw no other option. I
made milk. This was what I did and I could not stop. At times I disliked it because I would suffer
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unpleasant cuts and discomfort but once I got going again, this wave of calm would hit me and I
would feel alright in the world and could cope well with my baby’s demands.

When I returned back to work, I was up at Sam pumping to 6am, washing everything up
then packing my pump bag to take to work. I would express milk at lunch time and again before
bed. I hardly ever had more than 5-6 hours of sleep and yet I felt on top of the world as I liked this
repetitive routine. I noticed that I had incredibly high tolerance for sensory overload during my
pumping years and it certainly made looking after a baby much easier since her crying could have
easily become a trigger for a meltdown. Normally triggering sounds would drive me to despair
and I would put my hands over my ears in an attempt to block them out and go hide up. It was
most odd that what would bother me in the past did not bother me in the slightest.

Turning to my trusty Internet search engine, I realised that there might be some correlation
to my elevated moods and better tolerance to sensory overload because of all of the hormone,
oxytocin, in my system. The only natural science qualification I have are GCSEs so I claim no
expertise in such matters but I understand that oxytocin is quite the powerful chemical. When a
baby suckles at their mother's breast, it is stimulated which causes a release of oxytocin that then
makes the body "let down" milk. In other words, the hormone is released that pushes milk out. A
breast pump does a similar kind of job in a more mechanical fashion. Given that for most of the
time I expressed milk, some two and a half years, the kind of output I maintained would have
satisfied twins, I think this must have contributed to the high level of oxytocin, my long pumping
times and being generally pleased with myself by my achievements - which can also raise oxytocin
levels too.

I am in no way suggesting that others should follow in my footsteps unless they want to. It
was incredibly hard work and if I am honest, it did some damage to my family life because I spent
a lot of hours each day hooked to my pump, not being able to go far since my main pump required
electricity to run. It wasn’t exactly the most sociable of activities to undertake (and electric pumps
are noisy!) but I think it has its advantages for autistic people who need time by themselves. I know
that I neglected my husband and my priority was to read about lactation rather than talk to him. I
decided to take this path of expressing milk because I wanted to feel useful to my child but I take
the view that the most important thing is that a baby is fed, formula or breast milk. I do not feel I
did it to be a super mother but because I thought it might be healthy for my child and expressing
milk gave me the sort of control that nursing alone could not.

Sometimes I feel cheated of what should have been joyous memories during the delivery
and perhaps my focus on lactation was in some way to reclaim some autonomy over myself. I
know others have had it much worse than me but I felt there was a hole. But still, I do mourn for
my lost memories mostly because I feel there’s some incompleteness in not knowing the whole
pregnancy journey.

Perhaps what has been the hardest is coming to terms with my needs not always being the
most important. As a parent, at times I have had to put my anxieties and struggles on hold for the
wellbeing of my child. I cannot go off and lock myself in the bathroom leaving my child
dangerously balanced on my bed. I cannot run away and leave her unfed, in a dirty nappy or scared
and crying. When having a child, I made that commitment to put her first, particularly in her
younger most vulnerable days. Whilst I have never shied away from such a challenge, it has often
made me exhausted, irritable and needing to retreat to be by myself once she is in bed. I find that
what allows me to cope from one day to the next is setting aside time for myself so that I do not
lose my sense of myself and find time to recuperate. I think though that this applies to all parents,
not just those with autism. All parents need to be kind to themselves and understand that we can
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only do our best and be prepared to make a lot of mistakes but to learn from them to be the best
we can be. Autism or not, having a child is up there with one of the toughest things one can do but
it is not necessarily something that is off-limits for autistic people. Nonetheless, one needs to be
honest and recognise if it is something that one could cope with and go into it with eyes wide open,
preparedness to learn but most of all, understand that at times the child must come first regardless
of anything else. If that is not a stumbling block, having a child can be so rewarding and the most
wonderful thing anyone can do!
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