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Avoiding Anxiety in Autistic Children


I have been working in the field of autism for decades, in capacities ranging from practitioner to researcher to trainer to lecturer. My work has involved helping local authorities to develop services and good practice, coordinating and developing services and training for the National Autistic Society (NAS) and being part of a research team at Nottingham University. I have also spoken at a number of national and international conferences on a variety of autism-related topics.


Presently I am a senior lecturer in autism at Sheffield Hallam University. I am the course leader for the postgraduate certificate in autism and Asperger syndrome, run in collaboration with the NAS, and supervise several students at doctoral level, many of whom are autistic. I am very proud that several of my autistic (ex) students have completed their doctorates successfully. I also continue to be involved in research in a wide range of autism-related areas.


In 2011, I was awarded the Inspirational Teacher Award, in 2012 the Inspirational Research Supervisor Award and, in 2018, my third Inspirational Award. In recognition, my university presented me with the Sheffield Hallam Vice-Chancellor Award. In 2015, I was a finalist for the prestigious NAS’s Lifetime Achievement Award for a Professional. In 2016, I was the winner of the NAS’s Autism Professionals Award for Achievement by an Individual Educational Professional. In that same year I was also nominated and reached the finals for the Autism Hero Awards in two categories – Lifetime Achievement and Individual Professional – and won both categories.


Occasionally, I have made media appearances, including on the BBC and Radio 4, and featured in articles that have been published in The Guardian, The Independent and The Times. In the award-winning Aukids magazine, in its list of the top ten all-time favourite autism blogs, mine reached the number two spot.


In other writing, I co-wrote the ASPECT consultancy report (2007) – the largest consultation ever undertaken with adults with Asperger syndrome until that time. I have co-edited five books on autism and Asperger syndrome, I wrote Autism and Asperger Syndrome in Adulthood (2016) and Autism and Asperger Syndrome in Children (2019), and have written various other pieces published in journals and books.
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How to use this eBook


Look out for linked text (which is in blue) throughout the ebook that you can select to help you navigate between notes and main text.









Keeping it short and simple – just like me: this book is dedicated to my wife, Kate. If anxiety is the bane of my life, you are the cure. I love you; without you I am nothing.









Foreword


Luke’s beautifully accessible book is full of wisdom and positivity. His way of looking at autism, based on extensive long-term experience, is accepting, practical and celebratory.


While Luke celebrates the loveliness of the many autistic people he knows, he does not minimize the difficulties which an unsympathetic environment can present. Anxiety is so much a part of autistic experience, and Luke is very clear that much of this can be alleviated if people simply flexed their empathy muscles and accepted that adjustments may have to be made. Often, simple adjustments can massively reduce anxiety, and Luke provides numerous relatable examples around predictability, reliability, clear communication and acceptance.


This book is on my reading list for the MA Education (Autism) at London South Bank University. Students need to read it before they start. It’s a great read: short, jargon-free, engaging and enjoyable. I believe Luke’s book will help students to understand why the term ‘challenging behaviour’ is banned in my classroom, and the real challenge is working out why the child is anxious and what needs to change to reduce their anxiety.


Nicki Martin, Professor of Social Justice and Inclusive Education at London South Bank University
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Introduction


One of my greatest wishes is that this book swiftly but surely gets removed from the bookshelves, that there is no second edition, and that it need never be read again. In other words, I live in hope that anxiety and autism are no longer associated with one another, and that the world learns how to engage appropriately with the autistic population to such a degree that anxiety is no longer such a big issue. However, until that time, we need to understand that anxiety is, in fact, a huge and very real problem and it would be a massive injustice to those affected not to take it very seriously indeed.


My caveat – rather than having to write ‘in my opinion’ throughout, please note that most of the narrative within this book is based on my experiences with autistic children and adults, what they have taught me, plus all sorts of reading and some research. But it is still an opinion only – however strongly I feel, I must acknowledge that there is very little that is definitive about autism – and it’s a cause of much frustration, but also one of the joys of being a part of this amazing world. I seek to justify what I write – but am in no way an expert who has all the answers, so feel free to question everything I suggest.


Before I go any further, I ought to explain the terminology that I will be using throughout, for the sake of clarification.




Terminology


I – refers to me, as the author. However, I cannot take credit for the words in this book; any sensible ideas that you may stumble across come from my experiences of having the great privilege of knowing so many autistic people, their family and friends – thank you to all who have given me so much to think about over the years.


We refers to society as a whole, no one population in particular.


You refers to the parents/carer of the autistic child. I recognize that some readers will fall outside this bracket, but in the main the book’s ‘target audience’ is the parent/carer population.


Child refers to the autistic child. The majority of books have to identify the autistic child as exactly that – ‘the autistic child’ – with the premise being that any other child is one who is not autistic. In this book it is the autistic child who is at the absolute centre of the writing, so these terms will be reversed – therefore ‘child’ refers to the autistic child.


As I believe that the gender mix correlates to the general gender mix in the overall population I use she/he interchangeably.


Predominant neurotype (abbreviated to PNT) – refers to the child (or adult) who falls outside the demographic of the autistic population. Most writers/speakers refer to ‘neurotypical’, but I tend to stay away from this term as the association with ‘typical’ for me links too closely with ‘normal’. This, then, is only one step away from the assumption that if one is not considered ‘normal’ then one has to be ‘abnormal’ – with all the connotations of somehow being ‘lesser’, which I do not subscribe to in the slightest. I do refer to being ‘autistically normal’ later, though!


There is much debate about ‘person-first’ language (‘child with autism’) and ‘identity-first’ language (‘autistic child’). I have chosen the latter, as research demonstrates that autistic adults who are able to express a preference tend to opt for identity-first language, so I am going with the majority. The most common reason for this preference seems to be that autistic individuals feel that autism is intrinsically who they are – not something to be seen as an ‘add-on’ or something somehow separate from their self. However, there is no hard-and-fast rule – some people have a strong preference for person-first terminology, while others are ambivalent! As a quick note here, I used to use person-first exclusively, and had been taught that this was pretty much the only way to be respectful. However, listening to the voice of autistics has made me realize that if there were negative connotations in using the word ‘autistic’ then that was a significant clue as to how society viewed autism – and this requires change. Autism has long been deemed a negative, which I do not agree with. There should be no stigma attached to being autistic, and it’s good to hear the autistic voice often saying exactly that. I would also add here that we must also acknowledge the opposite view (also from autistics) that autism is something that they themselves feel negatively impacts on them, and causes many problems. My belief is that being autistic in and of itself does not cause a problem – and that problems stem from society, not from being autistic – but I also absolutely accept that this is not a view held by all.


I will also litter the book with ‘stories’. Most of these are based on real-life events (in which case I have the permission of those involved to include their experiences here), and some are fictitious but could easily be real in my view. All ‘stories’ come with a pseudonym. Any connection with a person of the same name is purely coincidental.


Please note – before you read any further – this narrative comes with a trigger warning! My perspective is that there are so many problems that society forces onto children (remember – here I mean autistic children) and this, in turn, leads to distress (sometimes severe distress). While my aim is to make this book optimistic, it would be remiss of me not to attempt to discuss the very real situations that children find themselves in; as a parent who loves their child, this may also be distressing for you to read. However, by recognizing where we are going wrong, at least we might be able to do something about it!







Why write this book?


While I state that I hope this book becomes defunct, the current situation for children is that high levels of anxiety are often (very often) far too prevalent. Compared to the PNT, anxiety is a far more common experience, to the point that some children are in a constant level of anxiety, or have to suffer from anxiety on a frequent and regular basis. I am not suggesting for one moment that anxiety is a state exclusive to the autistic population – that would be ludicrous – nor am I dismissing the very real issues that some of the PNT might face; however, as this book is specific to autistic children, they will be the focus. It is without doubt that anxiety plays a massive part in the lives of far too many children currently, and that is what we should be aiming to alleviate.


What I should make clear from the outset is that I do not believe that autism causes anxiety. I absolutely concur that being autistic massively increases the risk of being anxious – but this is not just because one is autistic. I have written elsewhere about what I refer to as ‘the golden equation’ – which is:


Autism + environment = outcome


What this means in an anxiety context is that it is the combination of the child and the environment that causes the outcome (anxiety), not ‘just’ being autistic in and of itself. This is both horribly depressing but also a positive. It’s horribly depressing because it demonstrates just how wrong we are currently getting things, but positive in that there are all sorts of things we can do to change environmental situations to subsequently alleviate the anxiety. Consider the following example of environmental factors leading to distress:




Joan: It’s my first day at primary school. I’m pretty stressed – I don’t really know what to expect, despite Mum and Dad explaining things. I think in images and I simply don’t have any images in my head, so I can’t really process what they are telling me. Still, they have reassured me that it’s going to be OK – so I guess I ought to believe them …


So, it went horribly wrong. I got to the steps and the head teacher was there greeting all the children. I stood in line and when it got to my turn she said ‘Good morning, and how are we feeling today?’


If this is how school starts every day, I don’t want a part of this. End result – I am labelled as a ‘school refuser’ – more like school has done everything to get rid of me, yet I’m the one to blame!





So – what went wrong? Breaking it down, and understanding the environmental factors that led to Joan feeling too stressed to go to school, is an exercise demonstrating that if we did things even slightly differently then the outcome could vastly contrast with what the example demonstrates:


•   Many children think visually rather than verbally (not all, though) – so verbally explaining things could cause more stress rather than alleviating it.


•   Many children find imagining the future incredibly problematic.


•   Many children assume that what you say is to be believed.


•   Many children are extremely accurate linguistically.


•   Many children find emotional recognition problematic.


Here is Joan’s perspective:




It’s pretty obvious why I am too anxious to go back to school. First off, Mum and Dad lied to me – they said it would all be OK and it really, really, wasn’t. I didn’t even make it into the building before having a meltdown and running off. That head teacher – I mean, what was she on about? There I am, stressed to the hilt anyway, and she comes out with this bizarre question: ‘… how are we feeling today?’ How am I supposed to know how ‘we’ are feeling? I’m me, not anyone else. I find it difficult enough to know how I am feeling, let alone some as yet unidentified collective of ‘we’ – so who on earth was she actually referring to? In terms of how I am feeling, well that’s just as problematic as I have no clue – all I know is that I am in a state of terror because an authority figure has put me on the spot and asked me a question that is impossible to answer, and yet I am supposed to answer it – absolute disaster! I am literally at the point of no return and it’s fight-or-flight time for me, so goodbye.





However – an alternative might be:




Mum and Dad have shown me a video of the school that this woman called Emma brought round for me. She’s nice, she works at the school and will be there when I go next week. It’s really cool because I can actually see what I should expect, where to go, what it all looks like, and who the teachers are. They’ve explained that I might feel stressed at times, but if I do they have also explained that I can immediately go to Emma and ask any questions I might have, or simply sit with her for a bit – it’s all been agreed with school and is totally fine.


When I got to school Emma was waiting for me as promised; she knows I don’t like chatting so she didn’t say a word, just showed me to my peg and then my classroom. She even showed me where to sit. While there were all sorts of things that made me feel a bit worried, just knowing that Emma was there and that I was allowed to ask her things made all the difference – I reckon I might give this school stuff a go!





There is a phrase that autistic adults have coined – ‘seeing through the autism lens’ – and it’s something that I definitely recommend as a strategy. Always trying to understand life through an autism perspective can reap massive rewards – not least your child being far less anxious than if you were to understand him only through a PNT perspective. Learning how autism impacts on your child specifically might allow you to see his life through his autism lens – which can dramatically change your understanding of him. Trying to understand a child from the ‘wrong’ perspective will likely lead to ‘wrong’ results; this is one of the reasons why so many children attract ‘labels’ prior to being identified as autistic – often very negative labels such as ‘rude’, ‘disrespectful’, ‘naughty’; if we understand, though, that this ‘presentation’ is as a direct result of being autistic we may realize that, instead of being rude, he was too socially stressed to speak; instead of being disrespectful, he was too overloaded by the sensory environment to answer your question; instead of being naughty, he was running away because his anxiety was about to overwhelm him – all of a sudden we have a very different view of the child. I would go as far as to suggest that the only way of genuinely understanding the child is to view him through the autism lens; that is how important it is.







The moral and legal framework


Not recognizing the need to reduce anxiety can have very real, very distressing long-term impacts. Living with constant anxiety is likely to have harmful effects both in mental health and physical wellbeing, and can be a permanent problem for life; it is literally deadly serious. I cannot make the point strongly enough – for some people, anxiety is life-destroying. If we accept that anxiety is as a result of environmental factors, then surely we should be doing everything we can to prevent it in the first place. Ethically it is pretty clear – prevention is always preferable to anything else. Preventing anxiety in the first instance is achievable – and yet is so rarely what happens. One should never underestimate the damage that can be done from exposure to anxiety – the long-term implications are so dangerous. It is clearly within our moral and ethical framework to do whatever we can to reduce the risk of anxiety. The reason I mention this is not from some ridiculous patronizing position; rather, it is a plea to all those professionals who are yet to realize just how crippling anxiety can be, and what impact it can have on the child. In my experience many professionals are yet to truly understand and accept the impact that their practice might have on the child.


This brings us to the legalities in relation to The Equality Act (2010). While there are many ongoing debates as to whether or not autism should automatically be defined as a disability, most autistic children will be considered disabled and, therefore, be protected from disability discrimination under the Act. My view here is very simple: according to the law we need to be making sure that reasonable adjustments are made to ensure that the child is not at a substantial disadvantage as a result of being autistic. I believe that the levels of anxiety that children can face puts them at a substantial disadvantage – therefore we need to be doing what we can to alleviate those anxieties, and to be doing so in a proactive rather than reactive manner. This can cover all sorts of areas within life – not least education. If this logic is followed, then it stands to reason that schools have a legal duty to proactively make reasonable adjustments to reduce the risk of a child’s anxiety in all areas that are covered by education.


Furthering this argument is the fact that high levels of emotional arousal can cloud cognitive ability – or, more simplistically, the more emotional one is the less one is able to think clearly. High emotional levels can range from euphoria to despair – and in context here anxiety is absolutely to be taken into account. So, another equation might be:


High levels of anxiety = lower ability to think


There is a direct correlation between anxiety and the brain’s ability to process all sorts of information. Seeing as education is based almost entirely on thinking, processing information and the like, my argument is that the reduction of anxiety can actually be understood (indeed should be understood) as a key component of education. In other words, if someone has high anxiety then it may very well be a barrier to learning – therefore, removing that barrier is part of the learning process. Taking this just one step further – if that anxiety places the child at a substantial disadvantage, then it could be deemed a situation whereby educationalists should be providing reasonable adjustments in order to reduce that risk. So, in all cases I would argue that we have a moral and ethical duty to reduce the risk of anxiety; but in some (possibly many) cases there may be a legal requirement too.


The absolute bottom line is that we should always be doing everything we can to alleviate anxiety – and, in this instance, ‘we’ is simply everyone who plays a part in the child’s life. I would advocate good practice as always being mindful of the risk of anxiety, and constantly asking the question ‘Have I/we done all that is possible to reduce anxiety and remove the risk of anxiety?’ This question could be rhetorical, or part of policy or strategy, or simply the basis for interaction with the child – the list is endless.


Lastly in this chapter, it would be remiss of me not to point out that while this book aims to cover as much as possible in terms of the plethora of ways in which anxiety might impact upon a child, it may well be that only a small number of issues ever become relevant to your child. Don’t read this and subsequently assume that you may as well give up now! Not all children will be impacted in all the areas identified in the book.
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Autism and behaviour


Autism is not behaviour

One of the most common myths about autism is that it can be understood in its entirety at a behavioural level. This is simply not the case. To be absolutely blunt, there is no such thing as autistic behaviour. One cannot ‘see’ autism – despite what so many people think and say, such as ‘you don’t look autistic’, or ‘that’s a really autistic behaviour’. If there was such a thing as autistic behaviour that all autistics displayed and no other population did, then identifying autism would be utterly simplistic. There are very few things that we ‘know’ absolutely about autism – but one thing we all do seem to agree upon is that there is no behaviour that is exclusive to and universal within the autistic population. Therefore, I would argue that we need to be very careful indeed to ever even consider autism within any behavioural boundaries. My view is that autism is neurological – it is within the brain – so cannot be ‘seen’ as such. Of course, the brain will ‘dictate’ how a person behaves – and if one’s brain is autistic then in a sense all the behaviour of an autistic person is ‘autistic behaviour’ – but this does not mean one can definitively tell whether a person is autistic simply by observing their behaviour.

What this means to you is that you don’t need to compare your child to anyone else’s – avoid thinking about your child in any context aside from the ones that are specific to him. When you read that article, chat to another parent, watch the TV show – and find yourself thinking ‘Well, my child doesn’t behave like that’ (or similar), remind yourself that it doesn’t really matter! All children will behave differently, end of story.

Of course there are many behaviours that are considered ‘more autistic’ than others – this comes from there being patterns of behaviour that are more prevalent in the autistic population than the PNT population. But, since even these patterns are not exclusive to the autistic population (nor are they universal), there are the same dangers in considering your child in parallel with them.




Autism definition(s)

There are currently two diagnostic manuals that proffer criteria for what they term ‘Autistic Spectrum Disorder’. Right from the outset I have issues with this – I do not believe autism to be a disorder, nor do I subscribe to the notion of autism being a spectrum! In fact, one thing that I would urge you to do is never discuss autism with your child in the context of them being disordered – it can do all sorts of damage to a child to constantly be faced with the notion that they are somehow ‘in the wrong’. This does not mean being dishonest – your child will, I have no doubt, have all sorts of things that she is capable of and good at, but also all sorts of things that are problematic and provide a challenge – but this does not, in my view, mean that your child should be referred to as disordered. I honestly don’t understand why the manuals can’t simply refer to autism as autism!

The idea of a spectrum has three major flaws:

1   The non-binary supposition of autism ‘filtering’ gradually into the PNT

2   Functioning terms

3   Severity levels.

The first point is perhaps a contentious one – certainly there are ongoing debates – but my view is that one is either autistic or one is not. There is no ‘in-between’ ground. The idea that there is a spectrum that all humanity resides upon that somehow morphs into being autistic is unhelpful in my view, and logically problematic; my belief is that the autistic brain is configured in a way which impacts on all sorts of processing, and then there are brains of the PNT which form another, albeit different, population. The sense that someone can ‘be a bit autistic’ therefore is not something I subscribe to in any way. Nor do I find it useful when people put forward the notion that ‘everyone is on the spectrum somewhere’. There is a difference between being autistic and not being autistic; in many ways it’s as simple as that! Of course there are all sorts of problems when it comes to understanding whether your child is autistic, and getting the ‘diagnosis’ (or, as I prefer, identification) of autism – but that’s beyond the scope of this book.

Despite the fact that I absolutely believe that one is autistic or not (and, while acknowledging the notion of a ‘Broader Autistic Phenotype’, again I do think it breaks down as a binary either/or), I also accept that some people will share more things in common with autistic experiences – while not being autistic themselves. I suspect that this is where the notion of ‘being a bit autistic’ comes from. For example, if you suffer from social anxiety it is likely that you share this experience in a very similar manner to your autistic peers; this doesn’t make you autistic – but it does mean that some components of your experience might be similar.

Functioning terms are also an issue for me, and within some diagnostic criteria there is an indication of the support needs of the person. Some children even get a diagnosis of ‘high-functioning’ autism whereas others will be labelled ‘low-functioning’. I don’t think that either of these labels are useful. To be told your child is ‘high-functioning’ might insinuate that she doesn’t have any support issues at all; to be told your child is ‘low-functioning’ might be unjustified and unfair – it may also mean that as parents you will have preconceived notions about the abilities of your child based on a label – which may be proved utterly inaccurate over time. I absolutely understand that children of all intellectual abilities can be autistic – and this in turn (as with all children) will impact on functioning – but the notion that one can be classified by a functioning label that is accurate in all contexts seems to me to be so far-reaching as to be nonsensical. Going back to the autism + environment = outcome equation, the same person might function brilliantly in one environment and be completely ‘at sea’ in another – so how can we identify ‘functional ability’ without understanding the context? I have witnessed this countless times when children have been taken out of one educational environment in which they are ‘performing’ very poorly (as a direct result of the school not understanding their autistic support needs) to then engage in an environment that does understand their requirements, and their educational achievements dramatically improve. The child is the constant throughout; the environment, and subsequently the ‘functioning’, are the things that change.

This ties in with the last point in some ways – that a ‘spectrum’ can sometimes support the notion of ‘severity’, with ‘mild autism’ at one end and ‘severe autism’ at the other. I fail to understand that this is helpful, for many of the same reasons as outlined above. I genuinely believe that children who are labelled as ‘severely autistic’ are, in fact, often autistic children who have additional needs (often intellectual impairment). As noted, I think one is either autistic or not – and being autistic will impact on people in all sorts of different ways, according to context and environment; some autistic children will be hugely impacted (positively or negatively) in one context, and not in the slightest in others. Last, but absolutely not least, we must get rid of the notion of ‘mild autism’ – this label can have a devastating impact on the child who learns from a very young age that ‘they are only mildly autistic’. What does this do to their self-esteem when they face challenge after challenge, but feel that because ‘they are only mild’ they should be able to overcome these challenges with ease? Being autistic in a non-autism-friendly environment (which is most of them) can be extraordinarily challenging – and this needs to be acknowledged and understood for all autistics.

In terms of ‘defining’ autism, it should be noted that there is a difference between how autism might be defined and the criteria against which autism is currently assessed. The two are rarely the same! A definition attempts to identify what autism actually is, while diagnostic criteria are the lists of various components that diagnosticians might use to attempt to identify autism. The current sets of criteria are firmly rooted in a deficit base model that I do not agree with; definitions vary, but are still in the main negatively framed. My definition, which I developed for another book, is as follows:


Autism refers to a neurotype that leads to a cognition that is qualitatively different from that of the predominant neurotype (PNT) in the way that information specific to communication, social interpretation and interaction is processed and understood; and to a perceptual reality of the sensory environment that differs considerably from one individual to the next.



The reason why I developed this notion of autism is that it does not use pejorative language but still manages (I think) to encompass what autism actually is without turning it into something distasteful and ‘wrong’. In using such a definition, my belief is that children will be less at risk of anxiety – which might sound daft, but bear with me. Anxiety will come from many different angles – but one which is often overlooked is the language that we use, and the exposure that children have to it. I am absolutely set against using negative terms when discussing autism, in particular with a child. Many would argue that autism is a terrible thing, that autistic children are disordered and impaired – just because I vehemently disagree doesn’t make me right! However, whichever side you’re on in this debate, it remains the case that being alluded to or discussed in negative terms is bound to have an impact on the wellbeing of the child.

Some people might suggest that to only ever use neutral or positive language when engaging with your child is akin to lying to them; I do not subscribe to this notion. Any child, autistic or not, should be given the best opportunities to feel good about themselves – while also understanding that there may well be problems in life – without feeling as though they are somehow ‘lesser’. Even subtle, seemingly minor changes in language and terminology will influence a child’s wellbeing – so it’s well worth considering a global change in how we use language when discussing autism. Being positive in language doesn’t mean hiding the truth from your child; the message I try to get across is that while being autistic might put you at a disadvantage, it doesn’t make you in the wrong. In the same way that a lack of acceptance in other parts of life around aspects such as religion, culture or race might put people at a disadvantage, the ‘fault’ lies squarely at the feet of those who are unaccepting – in the same way, autistic children may find themselves disadvantaged, but through absolutely no fault of their own. This is an important message to embed in your child from as early an age as possible; it might go a long way towards a lifelong positive mental attitude towards self.




Why behaviour causes anxiety (for parents)

While I absolutely acknowledge that there is either no such thing in global terms as ‘autistic behaviour’ and yet that all behaviour of your child will be, by definition, autistic – there are types of behaviour that are more commonly associated with children than within the PNT population. Very often such behaviour causes more anxiety for the parents than the child. I adore the concept of ‘normally autistic’ – behaviour that is perfectly usual and explainable within an autism context, but which might be deemed unusual and even worrying by the PNT. It must be made clear at this point, though, that some actions from your child could (and should) be a cause of worry – the most obvious being any behaviour that stems directly from a distressed state – but many behaviours might simply be a natural and direct consequence of one’s autistic state of being. However, even these might still cause parental concern; the question has to subsequently be posed, why is this? For me, the main reason is a simple, but hugely problematic one – society often sees difference as inherently negative. If your child is behaving ‘differently’ from their PNT peers, you may well find others (other parents, teachers and so on) making comments that allude to the fact that they see the behaviour as a problem – when, in fact, it might be non-problematic, or even beneficial or necessary, for the child. Some questions that have to be pondered when trying to understand the behaviour:
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