
[image: ]




Seana Smith was born and brought up in Scotland. She studied Classics and Old and Medieval English at the University of Oxford and then worked as a researcher and producer at Channel 9 and the BBC. None of this prepared her for motherhood at all but she did her best with her four children who are now young adults and teenagers. Seana runs the popular website Hello Sydney Kids and the more niche Swim the World and Sober Journeys. She is also the author of Sydney for Under Fives and Beyond the Baby Blues, both published by Ventura Press.


Benison O’Reilly is an author, a medical writer and pharmacist, and mother to three adult humans, two cats and two badly-behaved dogs. A former long-term resident of Sydney, in 2017 she moved to the idyllic south coast of NSW, where she now resides with her husband and youngest son, Sam. The Handbook is one of two collaborations with Seana Smith, having also co-authored Beyond the Baby Blues with her.




[image: image]




[image: image]




[image: image]


First published in 2022 by Ventura Press


PO Box 780, Edgecliff NSW 2027 AUSTRALIA


www.venturapress.com.au


All rights reserved. No part of this book may be reproduced or transmitted in any form or by any means, electronic or mechanical, including photocopying, recording or by any other information storage or retrieval system, without prior permission in writing from the publisher.


Copyright © Benison O'Reilly and Seana Smith 2022


[image: image]


ISBN 978-1-925183-84-9 (print book)


ISBN 978-1-925183-67-2 (ebook)


Cover and internal design: Deborah Parry Graphics


Managing editor: Amanda Hemmings


Printed by McPhersons Printing Australia


Extract on page 59 from Sincerely, Your Autistic Child by Autistic Women and Nonbinary Network. Copyright © 2021 by Autistic Women and Nonbinary Network. Reprinted by permission of Beacon Press, Boston, USA.


[image: image]


The paper in this book is FSC® certified. FSC® promotes environmentally responsible, socially beneficial and economically viable management of the world’s forests




DISCLAIMER


The Australian Autism Handbook aims to provide readers with information, but is not intended to be, and is not, a substitute for health and medical advice from a qualified health professional. Ventura Press does not guarantee or warrant the accuracy, currency, suitability or reliability of any information contained within the book. Diagnosis and treatment of a medical condition should only be undertaken by a qualified health professional and readers should always seek the advice of a qualified health professional before treatment of any condition. In reading this book you accept all risk and responsibility for losses, damages, costs or any other consequences resulting directly or indirectly from relying on information or material contained within it. To the maximum permitted by law, Ventura Press excludes all liability to any person arising directly or indirectly from using this book and any information or material in it.


The author and the publisher have made every effort to contact copyright holders for material used in this book. Any person or organisation that may have been overlooked should contact the publisher.





Ventura Press acknowledges the Traditional Owners of the country on which we work, the Gadigal people of the Eora nation, and recognises their continuing connection to the land, waters and culture. We pay our respects to their Elders past, present and emerging.




Dedicated to the memory of Sam’s paediatrician, the late Dr Gregory Rowell.


We will never forget his kindness the day he diagnosed Sam, nor the genuine delight he took in Sam’s progress over the following years.




Introduction


Everyone has worries with their children, dear.
But yours have come early.


THESE WORDS, offered by a kind preschool teacher to Seana not long after her son’s diagnosis, opened the first edition of the Australian Autism Handbook, published way back in 2008. When we sat down to write that first edition, our boys were little chaps, only eleven and seven years old. Now they are great lumping lads in their 20s going about their lives fairly happily, if not always seamlessly.


Yet these words still resonate with us, as we hope they will for you. When we have children, they come with no guarantees. Both of us have other (non-autistic) children and there have been many times when they’ve caused us more sleepless nights than our boys on the autism spectrum. If anything, you may find having a child with autism makes you more unflappable, able to ride out the inevitable ups and downs of parenthood with a sense of perspective that might have eluded you if everything had been smooth sailing in the beginning.


Of course, that’s all ahead of you. If your child was only recently diagnosed, you may be feeling all at sea right now, sorry for yourself, and asking, ‘Why me? Why my child?’ That’s okay. These feelings will pass. Your life ahead may be different to the one you had planned but certainly not necessarily worse. Your child will continue to grow and learn, and you will likely find wonderful friends – possibly your new best friends – among other parents in the autism community. We hope that reading this book helps you in a small way, too.


Much has changed in the autism world since that first edition and most of these changes have been positive. For a start, in Australia, most families can get support for their child through the National Disability Insurance Scheme (NDIS). While no one is saying the scheme is perfect it’s definitely an improvement on twenty years ago, when support for families was largely non-existent and some almost bankrupted themselves to pay privately for interventions. We know more about the genetics of autism, how it manifests very early in life and how it looks different in girls. We have new diagnosis guidelines, along with major advances in evidence-based therapies, which you can read about in our Early Intervention and Supports chapter. Most important has been the inclusion of autistic people in the conversation, who’ve spoken up to tell us parents the best ways to help our children and politely (usually!) what we’ve been doing wrong. The first edition of this book had no autistic voices. This edition has many. We are especially proud of our new chapter, Advice from Autistic Adults (Chapter 7). Also, thrillingly, Ineka, Carina, Charlie and Darcy, whose parents wrote about them in earlier editions of the Handbook, are back to tell their stories in their own words.


The children who populated the pages of that first edition are, like our own boys, grown up now, so Seana took time to interview a new group of families for this edition. We thank them for their honesty and generosity and hope their stories make you feel less alone. We also thank our autistic contributors, and expert contributors and reviewers, who we will properly acknowledge in (appropriately) the Acknowledgements. But it’s important to note that this book is a collective work of goodwill.


The following words ended Benison’s introduction in the first edition and, as they also remain timeless, are repeated here:


Watching our little fellow struggle and overcome all the challenges thrown his way has made him so much more precious in our eyes. We despair at his occasional setbacks and triumph at his successes. I expect you will find the same and will come to love your little person more than you could ever have imagined. Good luck on your journey.




CHAPTER


1


Autism and your child


When my son was 18 months old, a friend brought her nine-month-old baby round to our house. I had so much fun with the baby; there was constant interaction between us. I realised that this was completely absent with my own little boy.


Julie


When Levi was about one-and-a-half, he wasn’t really responding to his name, there was no pointing, there was no wanting to play with me. He would rather just sit by himself in a corner and play with cars and do the same thing. If I sat down with him, he didn’t want to engage with me, he didn’t want to give me a car. If I tried to drive a car, he’d just take it out of my hands. He couldn’t follow simple instructions. I took him to playgroup and they’d say, ‘Pack away’, and all the other kids would go and get all their toys and pack them away and Levi had no idea what they were talking about.


Breannan


I first noticed a difference in Daisy’s development when she was around 18 months to two years of age. Her language wasn’t developing, social interactions were limited and there were lots of repetitive behaviours such as lining up objects and opening and closing doors and cupboards. She had minimal eye contact and she would rarely respond when her name was called. She would engage in a very high pitched squeal and also, at times, head-banging on floors or walls when she didn’t get her way.


Renee


Tom ran around on his tippy toes, constantly in motion. He didn’t play with toys properly, only ever rolling cars back and forth in front of his eyes. He was obsessed with his own reflection in the mirror. He loved music and loved to dance, staring at his reflection. Why didn’t he ever want to dance with me?


Seana


I thought that maybe he was just incredibly smart as he would remember everyone’s name, the alphabet and numbers, and mimic newsreaders and kids’ characters. He spoke like an adult and was reading signs at shopping centres when he was only two. Perhaps he didn’t want to mix with other children because they weren’t at his intellectual level? He loved to sit and talk to the mums rather than go and play.


Michelle


THESE ARE THE VOICES of people whose lives have been turned upside down by an autism diagnosis for a loved child. These people speak for the growing number of families affected by autism spectrum disorder (ASD).


The latest (2018) Australian Bureau of Statistics figures – based on self-reports from carers – put the prevalence rate of autism diagnoses for children aged 5–14 years at just over 3% (or three in every 100 children).1


The most recent US data from the Centers for Disease Control and Prevention (CDC) has a similar figure of one out of every 44 eight-year-old children.2 We don’t have precise prevalence information for New Zealand, but experts suggest it’s in the region of 1%.3 Overall, worldwide estimates point to prevalence of about 1–2% and confirm that ASD is much more common than we once thought.4


If you are reading this book there is a good chance that you have joined, or are about to join, this not-so-exclusive club. Perhaps your child or the child of someone close to you has just been diagnosed with ASD. Or maybe you don’t yet have an official diagnosis but believe that your child may have autism. Whatever the case, we hope it’s reassuring to know that there are many people out there who understand what you’re going through. The autism community is a large and supportive one and while you may be feeling alone at the moment, we can assure you that you are among friends.


In this chapter we describe autism and some of its symptoms and explain how our thinking about the condition has evolved in recent years. In the following chapters we talk more about the early signs of autism, diagnosis and why it may look different in girls. This information is not meant to be a substitute for discussions with the people who assess your child, but at such an emotional time it can be difficult to take in everything they say. Hopefully we will be able to fill in a few of the gaps.


Some technical terms are necessary. However, they will be in italics, followed by explanations in simpler terms. There is also a glossary at the book’s end (see page 351). A lot of this terminology may seem intimidating at first but before long it will become very familiar.


Looking back now and knowing more about autism, David showed symptoms at around six months of age: he wasn’t very interested in food, he flapped his arms a lot and didn’t answer to his name. It became more obvious as David got older and didn’t engage in play with others. He didn’t have many words, he would line toys up and was only interested in certain toys such as trains and blocks. He started day care at two-and-a-half years old and it was then more obvious as he wouldn’t engage in any group activities or play with or alongside his peers. Changes in routine and transitions would usually end in a meltdown.


Aisha


What is autism?


Autism is a neurological (or brain-based) condition which affects child development in the first few years of life. Symptoms are present from early childhood, although these can be subtle and a child may not be diagnosed until some years later, such as when they start school or even in adulthood.


Overall, you will notice that more boys than girls are diagnosed with ASD; depending on which study you look at, the ratio is about 3 or 4:1. It’s becoming clear though that autism is probably underdiagnosed in girls (see Chapter 5).


Children with autism usually don’t look different from other children and we can’t yet detect it with a simple blood test or brain scan. Even today, we can only diagnose autism in young children by observing their behaviour.


Autism is characterised by differences or delays in:


• Social communication and social interaction


Problems with ‘social or emotional reciprocity’ – the back and forth sharing of emotions that normally develops naturally between parent and child – is one of the key signs of autism. However, this does not mean your child has no desire to connect with you; it’s more that, as parents, we must work a little harder to make this happen.


Preschoolers with autism are less likely to share their experiences with you: they won’t yell out, ‘Look at me, Mum!’ like other kids. If they can talk, they will tend to use language in a one-sided way, to make requests or label things, rather than to share their feelings with you.


They are less likely to imitate what the people around them are doing, which is an essential way that young children learn new skills, including how to communicate socially.


While children with autism may be slow to talk, speech delay can occur with other conditions and is not specific to autism. It is difficulty with non-verbal communication that is the more important diagnostic sign of autism. By non-verbal communication we mean using and understanding body language, facial expressions and gestures such as waving.


Very young children with autism may not show you toys, point to objects of interest or appear interested when you point things out to them. These delays in joint attention (described in more detail on page 21) are one of the earliest signs of autism.


They may not smile to show enjoyment, or in response to your smile. They often won’t respond when their name is called, even though their hearing is perfect. Some may seldom make eye contact, although this is not true for all children with autism.


These behaviours may not be completely absent in all children with autism – I remember my son smiling and imitating me on the telephone as a toddler. The key is that they do these much less than a typically developing child would.


Non-verbal communication is often a challenge for even highly verbal children and adults with autism. With so much of our human communication non-verbal, being unable to read these cues can lead to them misreading social situations and all the problems that can go along with that.


In a playground, a child with autism will often be the one playing alone, even when there are other children around. They may even behave as if the other children are invisible. Even those with the desire for friendship can struggle to understand the ‘social rules’ and have trouble making and keeping friends.


Children with autism are usually less interested in make-believe play, such as playing superheroes or hosting a picnic for their toys, especially if this involves sharing the game with other children. This is regarded as an important diagnostic sign but can be harder to pick up in girls (see Chapter 5).


• Restricted, repetitive patterns of behaviour and sensory issues


Repetitive behaviours may take the form of sounds, words or actions (hand flapping, spinning or rocking), and are sometimes called self-stimulatory behaviours, or ‘stims’.


Echolalia is the delayed or immediate repetition of heard words.a Some children may be able to recite phrases or even entire scripts from movies but be unable to answer a simple question, such as ‘What is your name?’ They may reverse their pronouns; for example, say ‘you’ instead of ‘I’ when referring to themselves.


A child may visually stim by looking at something out of the corner of their eye or watching the spinning wheels of a toy car. They may line up toys rather than play with them in an imaginative way.


Stims seem to be calming and regulating, helping a child to manage their anxiety in a confusing world. They may also help a child to stay focused and alert when they are overwhelmed by sensory stimulation (discussed below). However, it’s occasionally necessary to intervene when they cause injury, such as skin-picking or head-banging.


Children with autism also often have a liking for sameness and may want to rigidly follow routines (such as their bedtime rituals, or even driving a particular route to the shops), getting distressed if there’s any change to these. They may demand to eat the same food every day.


A toddler may become attached to a non-toy object, such as a frying pan, and carry it around everywhere. Older children may study and talk obsessively about one topic, such as trains, dinosaurs or a movie franchise, ignoring attempts to be redirected.


We all stim at times, when we doodle, chew our pen or twirl our hair. We also all, to a degree, find comfort in the familiarity of rituals and routines. It’s just that children with autism do these things more often and more obviously, and they can become intrusive and get in the way of learning.


Finally, almost all people with autism will have some sensory sensitivities. Children may be oversensitive – blocking their ears to some sounds, refusing to wear particular clothes or get their hair cut – but undersensitivity can occur too. For example, a child may mouth non-food items for stimulation, or seek out certain textures to touch, or seem impervious to cold or pain.


We talk more about sensory issues and their management in Chapter 11.


A brief history of autism


The word autism comes from the Greek word autos, which means ‘self’. Autism has no doubt existed throughout history but was not recognised as a unique condition until relatively recently. In 1943, American psychiatrist Leo Kanner published a report on 11 young children who had similar symptoms, including social aloofness and unusual restricted interests. He called this ‘early infantile autism’. Only a year later, an Austrian, Hans Asperger, published a report on a similar group of children, although all the boys in Asperger’s study had well-developed language skills and a normal intelligence quotient (IQ). Asperger’s work was not widely reported until 1981, when psychiatrist Lorna Wing adopted the term ‘Asperger’s syndrome’ to describe the intelligent but socially awkward people he had talked about almost 40 years earlier.b


The years after Kanner’s paper was published were difficult and tragic for people with autism and their families. First, parents were encouraged to relinquish their autistic children to institutions where these children were denied the care they needed to develop and learn. Then in the 1960s autism was explained away as a psychological disorder, caused by bad parenting. In his bestselling book, The Empty Fortress, psychologist Bruno Bettelheim popularised the idea of the ‘refrigerator mother’ – cold, uncaring mothers who apparently ‘failed’ to bond with their child. Thus parents not only had to deal with this devastating diagnosis, they were also unfairly blamed for the condition!


Fortunately, we live in more enlightened times. Autism is now recognised as a neurological condition with strong genetic links which, while lifelong, is certainly not the ‘life sentence’ it was once portrayed to be. The outlook is more optimistic than it was even a decade ago – with the right interventions and support people with autism can go on to lead happy, fulfilling lives.4


What is autism spectrum disorder?


If you've met one person with autism, you've met one person with autism.


Dr Stephen Shore


So, if that explains autism, what is an autism spectrum disorder? Until 2013, when the Diagnostic and Statistical Manual of Mental Disorders-5 (DSM-5) was published, autism spectrum disorder, or ASD, wasn’t an officially recognised diagnosis, even though most professionals had unofficially adopted the term years earlier. This is because while all individuals with autism share social communication difficulties as well as restricted interests and sensory challenges, the impact of these on a person’s life can vary considerably. It’s a spectrum, as the name implies.


Some children will avoid eye contact while others will smile and hug. Some will have learning difficulties; others will be top of their class. Some children will never speak, whereas others will display impressive vocabularies. Some children will flap their hands and rock while others will blend into school without any outward sign of their condition. What these children have in common, however, is a different way of thinking and relating, which can make the everyday tasks of socialising and communication very difficult.


The terms high-functioning and low-functioning were once often used to describe people on the autism spectrum.


While the terms were never clearly defined, low-functioning autism was generally used to describe individuals with an intellectual disability (IQ < 70) whereas high-functioning autism described those with a normal to an above-average IQ.


While you’ll still hear these labels used, they’ve largely fallen out of favour. It’s too simplistic to think of the autism spectrum as a straight line from low-functioning or ‘severe’ autism to high-functioning or ‘mild’ autism. We all have things we’re good at and not so good at, and these descriptions pigeonhole people with autism – underplaying the difficulties of some and minimising the strengths and abilities of others.


While it’s true that people with autism and an intellectual disability tend to have more obvious challenges than those with average or above-average intelligence, a person’s success and happiness in life is not just determined by their IQ. Most (if not all) people on the autism spectrum have co-occurring conditions – which may include language and learning disorders, but also mental health conditions like anxiety – that can have a huge impact on how autism affects them and their quality of life.3 These conditions are discussed in detail in Chapter 8.


How a person functions in life depends on many factors: how well they can communicate; their social relationships and skills; their motor skills (affecting handwriting and sporting abilities); their sensory challenges; and their everyday living skills such as cooking, dressing and showering, money management, and catching public transport. Add to that their support networks at home and in the community. Research has shown that people labelled as ‘high-functioning’ often have more challenges in these areas than we’d expect given their IQ.5


If we place unrealistic expectations on a supposedly high-functioning child there’s a risk they’ll be denied the supports they need at school to succeed. As leading UK autism expert Patricia Howlin once put it, ‘Seemingly so close to “normality” there is constant pressure for them to “fit in” in ways that would never be demanded of a less able autistic child’.6


On the other hand, we immediately limit a child’s potential by labelling them as ‘low-functioning’. Children with limited speech may learn to communicate with augmentative communication devices or discover an interest or talent in drawing or music. It’s essential we work with all children to identify and encourage their strengths, and teach them independent living skills


The quote above from Dr Stephen Shore, an autistic academic, is one you will hear often, for the good reason that it’s true. Your child with autism is a unique individual and with time you will discover the things they are good at and the areas where they need more help. Just be mindful they’re going to need more understanding and support to succeed than a typical child.


Autism in the family


There is a great deal to learn about autism spectrum disorder. We’ve only just scratched the surface and already the volume of information may seem overwhelming. So, before we continue, we think it’s important to take some time out to reassure you that you are not alone, and that autistic children and adults have many strengths and beautiful qualities, which if you haven’t already discovered, you will. There are many people walking alongside you. Following are the voices of some of your fellow autism families.


My advice is to learn as much as you can about autism and become an expert on your child – what they like and don’t like, what makes them happy, sad, their sensory needs, etc. But also, don’t forget that your son or daughter is still the same person they were before they got the diagnosis; the only change is your awareness of their needs. They need you to love them, respect them and encourage them every step of the way.


Make sure your child has time to play, explore the environment and discover things with and without you. Seeking help, support and early intervention is so important. Remember that you are not alone on this bumpy ride. Always believe in your child and never lose hope because their achievements will fill you with the most incredible pride and joy.


Breannan


David does prefer to be on his own for the most part, but he is super fun and has the best imagination, so kids are drawn to him. I am told at school the kids want to sit next to him, and he often has everyone following his lead with imaginative play.


We love to go away up the coast as a family, and spend time at the beach and ocean pools. We like watching movies together and spending time at home swimming and exploring our acreage property.


I think I would just say that it’s okay to feel all the feels: sad, angry, scared, happy, etc. Early intervention is super important; everyone’s journey is different. Believe in yourself. You know your child and what’s best for them. Your child is amazing and you’ve got this.


Aisha


I think autistic people are the kindest people, without exception. They are the most beautiful, honest, open, caring, loving people and I think it’s a virtue to have autism if that’s how you are. My Tahlia is one of the kindest people I’ve ever met in my life. She has patience to an extreme, except for at dinner time. She has no patience then! But besides that, she is so kind and so loving in her own way. And she is endlessly patient. Her sister can be so annoying and she just puts up with it.


She loves dancing and she loves hugs and she loves going in the car and she loves jumping on trampolines and she’s a very happy child. It’s very rare for her to be naughty. She loves school and she has a best friend named Ruby. And Ruby is neurotypical and thinks that Tahlia is the best kid in the world.


Tahlia definitely shows her love and affection in such a unique way. People know that when Tahlia comes up to you and leans on you, that’s as good as a kiss. She’s beautiful.


Courtney Walpole


As a family, we love getting outdoors and exploring parks, going for walks and on outings such as the zoo, kids’ museums and the like.


The girls get along for the most part. My younger daughter has learnt a lot in her young four years of life and is very caring and supportive towards Daisy. She loves Daisy’s attention and when there are those wonderful interactions, you can see the joy on both their faces. With both girls only being young there are times of struggle, and we need to remind our youngest of Daisy’s threshold, and also remind Daisy of appropriate actions towards others.


It is a very overwhelming and emotional journey. For me, it still can be like that at times, and I’m sure will continue to be. But that’s okay. You will come out stronger than you imagined, and you will find the support your family needs as long as you are accepting and open about it. Find your tribe and ask for help. Sometimes others don’t realise you need the help, until you ask.


Renee


I’ve always been very open with Rose. When she was diagnosed she was in Year One, and I didn’t want to hide anything. I wanted her to know that being unique is something to be celebrated. It’s not something to be ashamed of. So, in our house, the mantra is, ‘I’m autistic and I’m fantastic.’ Because everyone’s different. We’re all different and that’s what makes the world interesting.


The school has actually said that my kids have a heightened level of empathy and kindness – in fact everyone who works with both of them has mentioned this. The teachers say they go so far beyond any other children that they’ve dealt with. They say we can teach Rose skills and stuff like that, but they cannot teach any child the level of empathy and compassion that my children have. They are very caring and loving and everything they say is honest and unfiltered.


Annie




FURTHER AUTISM INFORMATION + ADVICE


Autism Connect


Have you heard about the national autism helpline? Autism Connect is an Australian government-funded service, open 8 am to 7 pm, Monday to Friday. Call 1300 308 699.


You can also find information and get in touch by email on the Autism Connect webpage: https://www.amaze.org.au/autismconnect.


Autism: What Next?


Autism: What Next? is a comprehensive website for people new to the world of autism. There is one section for families of newly diagnosed children or who are considering diagnosis, and another section for adults. Funded by the Australian Government Department of Social Services, this website has many videos featuring autistic people, families and professionals and clearly presented information and resources. See: https://autismwhatnext.com.au.


Raising Children – Autism


The Raising Children Network website is a federally funded online resource for all aspects of bringing up children in Australia. There is a comprehensive autism section which covers therapies, school, NDIS, health and the teenage years. See: https://raisingchildren.net.au/autism.


Autism NZ


The peak body in New Zealand has a great variety of services and supports from diagnosis to employment. It offers the Autism Connect service, an information tool with links to local organisations. There are video events and chat functions too. See: https://autismnz.org.nz.


Altogether Autism


This is a national information and advisory service for people with autism and their families, funded by the Ministry of Health. There is an online Information Hub which is relevant to children and adults too. Altogether Autism also runs events and workshops. See: https://www.altogetherautism.org.nz.











a While it was originally believed that echolalia was just parroting of speech, it’s now believed that echolalia can have a communicative intent.


b However, Asperger has since fallen into disrepute because of alleged Nazi sympathies, and involvement in eugenics.




CHAPTER


2


What’s in a name? — the language of autism


Autism is both a disability and a difference. We need to find ways of alleviating the disability while respecting and valuing the difference.


Professor Simon Baron-Cohen


MUCH HAS CHANGED in the decade-and-a-half since the first edition of this book was published, but probably nothing more so than the language we use around autism. We touched on this when we discussed the terms ‘high-functioning’ and ‘low-functioning’ earlier, but some other concepts need explaining too.


The clinical diagnosis of autism under DSM-5, described in detail in Chapter 4, focuses on what a child can’t do. Viewed through this lens, autism is a disorder to be treated, the goal of intervention being to address a child’s ‘deficits’ and ‘impairments’. This is sometimes referred to as the medical model of disability.1


As families we have no choice but to work within this framework – we need it to access NDIS funding and other supports for our child – but there’s no denying the language is dehumanising. Remember that your child can’t be summed up by a checklist of deficits; you will already be aware of their many strengths as well.


The social model of disability says that people are disabled by barriers in society.1 Thus, we should focus on making changes to the environment around the child (for example, in school), as well as broader changes to society, including societal attitudes towards autism.


A biopsychosocial model of disability tracks a middle path.1 It acknowledges that we may need to intervene to help a child in some areas of their development, but that the environment needs to change as well, to encourage greater inclusion and participation. Many people working in science and research have embraced this model and we expect most parents will too.


We can’t discuss autism these days without introducing the concept of neurodiversity, which views autism as part of the natural variation in brain development, a difference not a disorder.2-3 The neurodiverse community also includes people with other neurodevelopmental conditions such as attention deficit hyperactivity disorder (ADHD), bipolar disorder, dyslexia and epilepsy.


Neurodiversity advocates argue that autistic people bring unique skills and perspectives to our society – different, but in no way inferior to those of the neurotypical population. They reject the deficit-based medical model of autism and have goals consistent with the social model of disability.


For too long autistic people were denied a voice in the management of their own lives, with sometimes devastating consequences, so their advocacy is long overdue. As parents we can learn much from autistic adults, as they can offer insights into our child’s lived experience of autism in ways a neurotypical doctor or researcher cannot hope to do.


Some people in the neurodiversity movement oppose efforts to find a cause of or cure for autism. Unfortunately, this has left some people caring for autistic people with high support needs feeling that their relative’s needs are being ignored. They ask: If we deny autism is a disability, how do we justify asking for extra funding and support? Somehow, we need to celebrate the positives of autism while also working to alleviate its most disabling aspects. This is still a work in progress.


For earlier editions of the Handbook we chose to use person-first language (that is, ‘child with autism’).4 We now appreciate that identity-first language (‘autistic child’) is preferred by many in the autism community, who argue that their autism is intrinsic, not separate, to who they are. Being mindful that our primary audience is parents of young children, we’ve elected to largely stick with person-first language for this edition but use the term ‘autistic’ too, as do many of our contributors.


Occasionally we also use the phrase ‘child on the autism spectrum’, as included in the book’s subtitle. This is a more neutral term and increasingly a popular choice for many. We suggest you adopt the term that’s most comfortable for your family right now, recognising that your opinion on the topic may change with time.


We use the term ‘autism spectrum disorder’ or ASD only when referring to the diagnosis.


The term ‘typical’, shorthand for neurotypical or typically developing, is used when referring to non-autistic peers.


A note on capitalisation. The authors of this book and many of our contributors chose not to capitalise autism and autistic. However, some of our contributors prefer to capitalise, and you will see in their writing the use of ‘Autism’ and Autistic’. Many people prefer to use capitals and we support those who choose to.




CHAPTER


3


Early signs of autism


We first noticed signs that the boys were delayed developmentally at around twelve months. I attended several playgroups and mothers’ groups. I had some concerns when all the other children of similar age began to babble and say their first words. We also noticed that the boys both tended to play on their own and did not seek out the attention or company of other children. We were told by several professionals that twin boys quite often have speech delays, and also that boys tend to be more ‘busy’ and this could affect the development of their speech.


Erin and Anthony


I had two older children when my son was born. I started noticing differences at about one-and-a-half years of age. He would never look at me when I called him. He was very quiet. He did at that age still meet all the developmental milestones; he started crawling and walked at ten months. He would try to babble.


I initially thought that he had an issue with his ears although I did get him checked and he came back clear. He would also play with his toys differently to the way his siblings used to play at such an early age. He would look at them and then line them up according to size and colour. It was incredible to watch him do it at such a young age. When people would come over, he would hide. He liked to spend hours alone in the toy room. Many people thought he was a dream child at that age, but I knew there was something just not right.


He had a high tolerance to pain. One day he was playing and he hit his head on his toys. There was blood everywhere and he just continued to play like nothing had happened. I started to read about developmental problems and about autism and was convinced that my son must have it.


Belinda Tabbaa


With Levi I started noticing things when he was about one-and-a-half, but he was our first and my husband and I were 23, very young. We didn’t have any nieces or nephews or friends with kids, so we had no one to compare him to.


I sort of just let him be until he went to preschool when he was three. I thought that maybe if he was around other children, he might pick up some skills like how to play with other kids. After, I think, about three or four weeks, I went up to his teacher and I said, ‘Is he joining in? Is he making friends?’ And they said no, and I said, ‘I think he’s got autism.’ And they were like, ‘Oh, thank God you said something. We wanted to say something to you.’


Breannan


IN THIS CHAPTER we talk more about the very early signs of autism in young children, and how autism may manifest in older children of primary school age.


Why is it important that we recognise these signs? Because by recognising them early we can act early. International research shows that children who need supports and services do best when these services start while the child is still very young, and their brain’s wiring is most receptive to change.1,2 Language and communication, thinking and learning, and daily living skills have all been shown to improve with early intervention, resulting in increased participation in mainstream school settings and a reduced need for supports over time.3


But there’s not only your child we have to think of, there’s also you and other family members. By identifying your child’s autism early, you will be able to access advice and support, to improve everyone’s quality of life.4 Happier, settled children means happier, calmer parents and vice versa. It’s a win-win.


So, with that in mind, read on.


The following is a list of early signs of autism in very young children (one–three years old).5














	Inconsistent or absent:







	12 months


	18–24 months







	eye contact


	eye contact







	pointing to share interest


	pointing to share interest







	gestures (e.g. waving)


	gestures (e.g. waving)







	response to name


	showing toys or objects







	imitation


	pretend play (e.g. feeding a teddy)







If any of these signs describe your child, you should see your doctor as soon as possible (if you haven’t already done so) and seek referral for a developmental assessment. If you’re worried your doctor won’t take your concerns seriously, take along a copy of this list as backup. Even if your child doesn’t end up having autism, it’s possible they may have another issue with their development (such as a developmental and/or language delay or disorder) which could benefit from early intervention. One way or another, you’ll feel better after they’ve been thoroughly assessed by a professional.


Many young children receive their autism diagnosis somewhere between their second and fourth birthdays.1 However, parents may in retrospect realise that subtle signs of autism were evident much earlier. Studies of younger siblings of children with ASD – who have a higher likelihood of developing autism themselves – suggest that some children may display signs around, and even before, the age of 12 months.2,6


It’s at about 15–18 months that many parents have their first concerns, often because speech isn’t developing. However, problems with what doctors call joint attention may be present earlier. A typical child of 12–14 months will be able to follow their parents’ gaze or point (for example, if their parent shows them an aeroplane in the sky) and will show enjoyment in sharing an object of interest with another person by looking back and forth between the two. These behaviours tend to be missing or reduced in a young child with autism.


Other early signs may include not (or rarely) responding to their name or to a smile (usually when someone talks, sings or smiles at a baby they will smile back). Of course, you need to be looking for these things to notice their absence. If it’s your first baby, you might assume they just have a shy temperament if they seem to be doing everything else (sitting up, walking, etc) at the right time.


That said, not all children follow the exact same path.3 Some children later diagnosed with autism show differences from very early in life, whereas others seem to plateau in their development over time.2 About a quarter of children with autism will regress (lose skills) at around 15 months to two years of age.2,7 Parents usually notice the loss of words, but some children also stop pointing and waving, and begin to avoid eye contact. Why this happens is still not well understood, but some researchers believe ‘over pruning’ of neurons may occur in response to genetic factors (discussed further in Chapter 9).7


Young children with autism may also present with developmental delays in areas other than language and social development: they may not be able to draw, do puzzles or feed and dress themselves independently. Some children may have an intellectual disability which makes learning more difficult for them, but in other cases it may be their reduced interest in other people that is preventing them from learning things. These children often don’t pick up new skills by observing people and then imitating them, the way typical children do.


Early signs of autism in young children


Current international research is focusing on the early signs of autism, which should eventually lead to earlier diagnosis, earlier therapies and hopefully better outcomes for children with autism. One of the foremost researchers in this area is an Australian psychologist, Associate Professor Josephine Barbaro, from the Olga Tennison Autism Research Centre at La Trobe University.


Dr Barbaro pioneered an early detection method for autism known as Social Attention and Communication Surveillance (SACS). First trialled in Victoria, but now used in over 11 countries, the SACS is the most successful tool for the very early detection of autism in the world, identifying autistic infants and toddlers (11–30 months) with an accuracy of 83%, and identifying 96% of all autistic children by preschool age.8


Dr Barbaro has kindly agreed to summarise the latest research on the early signs of autism for us:


The Social Attention and Communication Surveillance-Revised (SACS-R) and SACS-Preschool (SACS-PR) tools are developmental surveillance tools for autism. They are called ‘developmental surveillance’ tools as they can help track children’s social-communication development, and likelihood for autism, across time. Both the SACS-R (for use in 11- to 30-month-olds) and the SACS-PR (for use in 31- to 60-month-olds) are tools used by trained professionals, such as child-health nurses and early childhood educators.9 Each assessment is designed to be administered as part of a routine consultation or as part of early childhood education, so it doesn’t require much additional time to administer.


Children are identified as having a ‘high likelihood’ for autism if they have ‘atypical’ behaviour for three of the five SACS-R key items or three of the eight SACS-PR key items. Training is required to use the SACS-R and SACS-PR tools, which can be delivered in person or virtually, with online modules available. The training shows professionals how to use the SACS tools with videos demonstrating the differences in social communication. It also educates professionals in how to discuss the SACS assessment and results with parents, and how to make referrals for further assessment.


To further increase accessibility, we have developed a free parent/ carer-led mobile app, ASDetect (discussed further below), which uses videos to demonstrate the behaviours being monitored and reminds parents and carers to continue monitoring their children’s development.


All children identified as having a ‘high likelihood’ for autism using SACS or ASDetect should be referred for further assessment. Australian and international research has shown that autism diagnoses in toddlers are stable;7 therefore, waiting until a child starts preschool or primary school before seeking a diagnostic assessment is not recommended.


It is also unnecessary to wait for a formal diagnosis of autism before accessing supports and services for children with a high likelihood of autism, given the known benefits of early therapy and access to specialised playgroups, childcare or preschool. Thus, children identified with a ‘high likelihood’ for autism on SACS or ASDetect should be referred for support while awaiting formal diagnosis.


However, receiving a formal diagnosis is still important to sustain the supports that are needed for children to thrive in their development. From listening to autistic adults, we also know that being aware of their autistic identity from an early age helps with understanding their identity and needs early on in life.


Screening for autism in young children


The SACS is the most accurate screening test we have because it incorporates social communication screening into a general child development check, conducted by trained professionals at 12, 18, 24 and 42 months. As we know, not all children will develop signs at the same time and in the same manner, so screening a child for autism only at a single timepoint risks missing many of them.


There are, however, other autism-specific screening tools that professionals may use to screen very young children for autism. With some screening tests, a health professional assesses your child, whereas others require parents to complete a validated questionnaire; children identified at ‘high likelihood’ for autism are then referred for an in-depth assessment.2 Examples of screening tests include the Social Responsiveness Scale – Preschool (SRS), the Early Screening of Autistic Traits (ESAT), and the Autism Detection in Early Childhood (ADEC), the last of these developed at Flinders University in South Australia by Professor Robyn Young.


These screening tests can help identify some young children with autism, but none is 100% perfect, in that they may pick up children who don’t have autism and miss some children who do.2 Thus, no professional should rely on a screening test alone when considering whether your child should be assessed for autism. Family history (for example, whether there are close relatives with autism), their observations of your child and your own concerns also need to be factored in.


The most studied and widely used early screening test, certainly in the USA, is the Modified Checklist for Autism in Children (M-CHAT). The M-CHAT is a parent questionnaire designed to be used with children aged 16–30 months. A new simplified version, the Modified Checklist for Autism in Toddlers, Revised with Follow-Up (M-CHAT-R/F), has improved accuracy compared with the earlier version.10 However, even with the revised test, many children (over 90%) who test positive don’t go on to be diagnosed with autism, although some may be diagnosed with other developmental conditions.11 The M-CHAT is available in several different languages via the M-CHAT website: mchatscreen.com.


Always remember a screening test is not a diagnosis. Screening tests don’t identify all children with autism. If your child’s development is assessed as typical, but you continue to worry about ASD, don’t be shy about returning for more testing. Parents know their own children very well, and parental concerns are strong predictors of an autism diagnosis.12 Professionals should always take your concerns seriously, even if no one else seems to share them.1,13,15


We talk in detail about diagnosis and assessment in the next chapter.




HOW TECHNOLOGY CAN ASSIST


ASDetect


While the SACS is designed to be administered by trained professionals such as child-health nurses and early childhood educators, parents can easily access a related tool, ASDetect, themselves. Based on the SACS method, ASDetect is a free mobile app that guides parents through age-appropriate assessments (12, 18 and 24 months; age range 11–30 months), using videos of autistic and non-autistic children to illustrate the social communication signs of autism. Parents receive an on-screen result of either ‘low’ or ‘high’ likelihood of autism, and a formal assessment of the results via email, which they can take to their family doctor. ASDetect is available worldwide on both mobile app stores (Apple and Google), with English, Mandarin and Spanish versions available. See: www.asdetect.org.


Autism Navigator and Video Glossary


The ASD Video Glossary is a free, web-based tool developed in the US and designed to help families and professionals learn more about the early signs of autism. The Glossary contains more than 100 side-by-side video clips that show behaviours that are typical in contrast with those that may suggest autism. See: www.autismnavigator.com.


Talk With Me Baby


While not designed specifically for toddlers with autism, this American resource teaches parents how to talk and interact with their babies to encourage language development. An app is available for both Apple and Android devices and there is a Spanish language version too. Visit: www.talkwithmebaby.org.





Signs of autism in school-aged children


When Rose was three years old, preschool brought us in to talk about how she was going. How she would retreat in group activities, like circle time. She was overly cautious and wouldn’t do things like climbing frames or obstacle courses. She was highly emotional and hyper-feminine. I thought that was just because I like makeup and dresses, but she is very much more so than that. She had very rigid thinking and would say that girls do this and boys do that.


I didn’t think anything of it. I just thought it was her personality.


She also had this singsong voice, like baby talk, but more so than I would ever say is normal. And at school, they never heard her speak normally, though she could do when with me. She was really struggling with reading and with writing. So all that kind of stuff that led us to wonder if she had dyslexia. I took her to see a developmental psychologist and they did an IQ test.


She struggled socially with friends. Even now, at eight years old, she has not bonded with any children. She’ll say, ‘I just went to the library today and played by myself because I felt like I didn’t want to be around people.’ She can’t read social cues easily.


Anxiety was also a problem for her and when she was diagnosed she also received a diagnosis of generalised anxiety.


She said, ‘The classroom is too loud. I can’t think.’ There were only 16 kids in the class so it wasn’t a loud environment for a school, and she was struggling. We still were a bit like, you know, we don’t know what’s going on.


I then sought help from my son’s OT, and she asked me, ‘Have you ever considered that Rose might be autistic?’


And I was like, ‘Excuse me?’ This was before we knew Thomas was autistic.


I said no, and was in big denial about it.


Because obviously everything I’d ever read about autism was very male-specific. I said, ‘My daughter doesn’t line things up and roll things, you know, like play with wheels, and she’s not obsessed.’


Then we talked about Rose’s emotions. She feels them more intensely than I could ever imagine. She feels these highs very high. And then the lows are very low.


She said, ‘Just trust me. Just go and get her seen by a paediatrician.’


So I went and saw the paediatrician and she did the assessment on Rose. And she did come back as level one (ASD) but still autistic. And in some areas, she’s more like a level two, especially with the way that she deals with emotions.


Annie


Charlie was diagnosed at seven-and-a-half and Oliver was diagnosed at four-and-a-half. Charlie’s diagnosis was long-winded. The paediatrician wouldn’t diagnose or even talk about ASD; he put everything down to ADHD and sensory processing disorder. But a psychologist came to the school to help with kids struggling with school and did the assessments, and then Charlie was diagnosed.


Lindsee Reynolds


… Initially we had no concerns about her development. She did everything earlier than our son (as expected) and her day care and preschool carers never mentioned any concerns about any facet of her development.


However, in the year or two leading up to school, we had begun to realise that everything wasn’t okay, especially in terms of school readiness. Her speech wasn’t clear, she liked using made-up words and she’d often chew on her clothing and other objects.


While she seemed to be social with others, she didn’t have any particular friends – or those she had were far younger than her. Her intelligence was above average, but she had several sensory issues as well as an auditory processing disorder, separation anxiety and nightmares.


There was a definite feeling of déjà vu, with all the visits to the same specialists who played a part in the diagnosis of our son just a few years before.


As the paediatrician said, this was a complicated case. She reviewed all the reports we had painstakingly obtained from the occupational therapist, speech pathologist, school counsellor and her class teacher. She observed Miss Five talking away with the stuffed animals at the play table while we went through all our concerns. She asked us specific questions about her behaviour, interests and social skills. She ticked off a few lists and carefully wrote all our responses in our daughter’s paper file.


In the end, complicated as she is, my daughter showed enough behaviours to be placed on the autism spectrum.


Kirsty Russell


Early screening may not pick up children with typical language skills and average to above-average intelligence who are at a higher likelihood for autism.1 Many of these children will have more subtle symptoms and do relatively well until they’re exposed to the greater social demands of preschool or primary school.1,6 In fact, prior to starting school, some children may be assumed to be gifted and talented because of their special interests and precocious vocabulary.1 It’s only when we start comparing their behaviour to that of typical children of the same age that their social challenges become apparent.14


There are autism screening tools for older children, including the Social Communication Questionnaire, the Childhood Autism Spectrum Test (CAST) and the Australian Scale for Asperger’s Syndrome. These tools are different from the early childhood screening tools, focusing more on social/conversational problems and fixated interests, and are suitable for use from the age of four years. Again, none is perfect and no screening test should be used alone to rule in or rule out autism.


One such tool is the Autism Spectrum Quotient: Children’s Version (AQ-10), designed for children aged four and above who do not have an intellectual disability.15 This is available in adolescent and adult versions as well at www.autismresearchcentre.com.


Several autism guidelines, including diagnostic guidelines developed in Australia,14 now include information on the signs of autism in primary school-aged children. This information, summarised in Table 1 below, has been developed primarily for teachers and health professionals but is also useful for parents to see.












	TABLE 1: Signs of autism in primary school children (aged five to 11 years of age)1,13-14







	
Spoken language may be unusual in several ways:


• talking very little


• talking too much


• monotonous tone of voice


• repetitive language, with frequent use of certain phrases


• tendency to talk freely only about specific topics


• talking ‘at’ others rather than in a two-way conversation








	
Responding to others


• not appearing to notice and respond to others’ facial expressions and body language


• sometimes not responding to their name being called (assuming adequate hearing)


• difficulty with ‘small talk’


• taking things literally and misunderstanding sarcasm or metaphor


• responding to others in a way that seems rude or inappropriate








	
Interacting with others


• reduced social interest in others, including children their own age


• if interested in others, may approach them inappropriately, seeming to be aggressive or disruptive


• reduced awareness of socially expected behaviour, for example criticising their teacher and refusing to cooperate in class activities


• difficulties sharing in the social play of others


• not enjoying situations that most children do, such as school trips


• seemingly being unaware of others’ personal space / intolerant of people entering their personal space








	
Eye contact, pointing and other gestures


• reduced or poorly integrated use of gestures, facial expressions and eye contact when communicating with others (assuming adequate vision)


• reduced pointing or showing objects to share interest




















	TABLE 1: Signs of autism in primary school children (aged five to 11 years of age)1,13-14







	
Play


• reduced variety and flexibility in imaginative play









	
Restricted interests and/or rigid and repetitive behaviours


• repetitive movements, such as hand flapping, spinning and finger flicking


• repetitive play that is object-focused, not people-focused


• over-focused or unusual interests


• insisting on following their own agenda


• rigid expectations that other children should adhere to rules of play


• strong preference for familiar routines and things being ‘just right’


• difficulty coping with change or unstructured situations, such as the teacher being away


• an over- or under-reaction to sensory stimuli, such as textures, sounds, smells, taste









	
Other


• extreme emotional reactivity that appears excessive for the circumstances


• unusual profile of skills and challenges (for example, poor social or motor coordination skills, while general knowledge, reading or vocabulary skills are well above chronological/mental age)


• social and emotional development that lags behind other areas of development; naïve and overly trusting, less independent than peers.










If some of these features remind you of your child, please investigate further. Talk to your general practitioner (GP) or to their school about getting an autism assessment for your child.


Note, however, that not all children will display all these signs. You may only recognise a few in your child. This is especially true if your child is a girl – as we explain in Chapter 5, girls often have better language skills and fewer repetitive behaviours than boys, as well as being more adept at hiding their social challenges.


Many of the signs listed in Table 1 are subtle and could easily be misinterpreted as ‘bad’ behaviour. The last thing we want is for our child to be labelled ‘difficult’ or a troublemaker early in their school life when the behaviours they’re displaying are simply a function of their different neurological wiring.


An official diagnosis should lead them to receiving more help and understanding at school – to not only survive but hopefully thrive in their important school years.




iBASIS-VIPP


iBASIS-VIPP is what is referred to as a ‘pre-emptive therapy’, which means that the therapy is provided very early in life, prior to a child receiving a diagnosis of autism. There is good evidence that early behavioural signs of autism can be seen in the first 18 months of life, and iBASIS-VIPP has been developed to help support families with babies showing these early signs.


iBASIS-VIPP is developmental intervention, similar to PACT (see Chapter 10), but has been developed specifically for young children aged six to 18 months. iBASIS-VIPP uses short videos of the parent with their baby to help parents to better understand their baby’s emotions, the different ways that babies communicate, and the importance of interaction and of following their baby’s focus of interest. The program involves up to 10 sessions over a period of five months that focus on the individual needs of the baby and their parent(s).


The positive effects of iBASIS-VIPP have been shown through two clinical trials. In the first UK-based trial, 54 babies (aged six–nine months) took part, all of whom had an older sibling diagnosed with autism. Half of the babies received iBASIS-VIPP and the other half received no intervention. Children were re-assessed several times up to three years of age. Compared with the control group, babies receiving iBASIS-VIPP had a reduction in autistic traits and increased attentiveness during social interactions.


The second trial was conducted in Australia, led by Professor Andrew Whitehouse. The study involved 104 babies aged between nine and 14 months, all of whom were showing early behavioural signs of autism. Again, the children were assessed several times up to three years of age. The iBASIS-VIPP program was found to reduce autism-related behaviours compared with the babies receiving usual community care. Independent assessors reviewed the information collected at the 24- and 36-month assessments and were asked to judge which children met diagnostic criteria for autism at the final follow up (mean age of 36 months).


At the end of the trial three of 45 participants (6.7%) compared with nine of 44 participants (20.5%) in the usual community care group were classified as having autism, indicating that these children had reduced social communication difficulties. Many of these children still had developmental difficulties, but these were significantly reduced in severity.


Currently CliniKids at the Telethon Kids Institute is training a large number of therapists across Australia and the world on iBASIS-VIPP.


References:
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CHAPTER


4


Diagnosis


This diagnosis does not change who he is. He is the same child you loved when you walked in this door.


Professor Robyn Young


IN THIS CHAPTER we explain some of the specifics of diagnosis and assessment. Some of you may already be some way along this process but may still find it helpful to understand the rationale behind the barrage of tests and assessments your child has been, or is about to be, subjected to.


We can only talk in general terms in this section, as the diagnostic process does vary between countries, states and regions. Please contact your local autism association for more information regarding diagnosis and assessment in your area.


In Australia


A national guideline for the diagnosis and assessment of autism spectrum disorders (ASD) was published in 2018.1 This aims to make autism assessment and diagnosis more consistent across the country.


The guideline recommends the following steps to diagnosis:


1. Comprehensive needs assessment comprising:


Assessment of function – a health professional will ask you (and your child if appropriate) questions about their thinking and learning, speech and language, daily living skills, friendships and school. This will assess their abilities and any support needs they have and identify whether they have any developmental delays, and how this may impact their daily life. This assessment can be performed by a GP or paediatrician, or by an allied health professional like a psychologist or occupational therapist. A functional assessment is important because access to the NDIS is based on a person’s functioning.


Medical assessment – a doctor will examine your child and conduct tests to see whether there could be a medical cause for their behaviour, and to also check on their broader physical health.


2. Diagnostic evaluation. Your child will progress to this step if the professionals who’ve been involved to this point feel that their behaviour may be consistent with an autism diagnosis. A health professional will interview you (and your child if appropriate) and observe your child for signs of autism.


The diagnostic evaluation may be conducted by:


• one health professional alone (either a paediatrician or child and adolescent psychiatrist or psychologist)


or


• a team of health professionals (called a multidisciplinary team) who will decide together.


Commonly, a multidisciplinary team will include a paediatrician (or child and adolescent psychiatrist), a psychologist and a speech pathologist, but other health professionals, such as an occupational therapist or a social worker, may provide input if required.
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